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1 ABBREVIATIONS AND DEFINITIONS 
1.1 Abbreviations 

ACRONYM FULL TERM 
ACP Attendant Care Program 
ADA NSW Anti-Discrimination Act 1977 (ADA) 
ADHC Ageing, Disability and Home Care (Division of Family and 

Community Services) 
AFFORD Australian Foundation for Disability 
AHS Area Health Service 
AIHI Australian Institute of Health Innovation (at University of NSW) 
AIHW Australian Institute of Health and Welfare 
CALD Culturally and linguistically diverse 
CAMHS Child and Adolescent Mental Health Service  
CCAP Community Care Access Point 
CCGR Centre for Clinical Governance Research (at University of 

NSW) 
CEC Clinical Excellence Commission 
CGU Clinical Governance Unit 
CI Clinical Indicator 
CMRS Client Monitoring and Review System 
CPI Clinical Practice Improvement 
CWU Child Wellbeing Unit 
DAS Developmental Assessment Service 
DAP Disability Action Plan 
DDA Commonwealth Disability Discrimination Act 1992 
DSA Disability Services Australia  
EIPP Early Intervention and Placement Prevention (program) 
ERA Employment Related Accommodation 
FACS Department of Family and Community Services 
FCM Family Case Management 
HACC Home and Community Care 
HAIL Housing and Independent Living Project 
HCS Home Care Services (NSW) 
HNSW Housing NSW (Division of Family and Community Services) 
ICEP Inclusive Community Education Program 
ICT Information and Communication Technology 
ID Intellectual Disability 
IDF Industry Development Fund 
IDRS Intellectual Disability Rights Service 
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IFBS  Intensive Family Based Service 
ILSI Independent Living Skills Initiative 
ISP Integrated Services Program 
KTS  Keep Them Safe 
LAAP Local Aboriginal Action Plans 
LAHC NSW Land and Housing Corporation 
LGA Local Government Area 
NDIS  National Disability Insurance Scheme 
NDS National Disability Strategy 
MH Mental Health 
MRID Metro-Regional Intellectual Disability Pilot 
NGO Non Government Organisation 
OOHC Out Of Home Care 
PHO Public Health Organisation 
PMO Program Management Office 
PWID People With Intellectual Disabilities 
ROSH Risk Of Significant Harm 
SGCH  St George Community Housing 
SLF Supported Living Fund 
SMM Self Managed Model 
SSPs  Schools for Special or Specific Purposes 
TTW Transition To Work 
VET Vocational Education and Training 
SMM Self Managed Model 
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1.2 Definitions 

TERM DEFINITION 
Broker In this needs assessment, a broker is an individual or party that 

arranges links clients with services or services with other services  
Capacity Building  Improving the ability of services to provide more, or better quality 

services. 
Carer Someone who provides unpaid support to family or friends who could 

not manage without this help. 
Case Management  A collaborative process of assessment, planning, facilitation and 

advocacy for options and services to meet an individual’s holistic 
needs through communication and available resources to promote 
quality cost-effective outcomes.  

Challenging 
Behaviours 

A term used to describe behaviour that interferes with an individual’s 
or carer’s daily life. Common examples of challenging behaviour are 
aggression, self-injurious behaviour, property destruction, 
oppositional behaviour, stereotyped behaviours, socially 
inappropriate behaviour, and withdrawn behaviour. The term 
‘challenging behaviour’ is used as a way to label the behaviours as 
challenging, rather than label the person as the problem. Challenging 
behaviour affects many people in the community, and is not an 
inevitable result of developmental disability. 

Centre for Developmental Disability Health Victoria. Challenging 
Behaviour. www.cddh.monash.org. 

Clinical Practice 
Improvement (CPI) 

A method of maintaining and continuously improving the quality, 
efficiency and safety of clinical care. It includes measurement, and 
individual and collective accountability of the quality, efficiency and 
safety of the care. 

Community 
Organisation 

Non government organisation that may be funded by Family and 
Community Services to provide services  

Complex Needs Clients with “a range of issues which need to be proactively 
addressed when we are delivering services. These may include 
mental illness, child protection issues, disability or any drug 
dependencies.” (Strategy and Planning Unit South Eastern Sydney 
Illawarra Area Health Service, 2010) 

Healthcare 
Consumer 

Any actual or potential recipient of healthcare 

Consumer 
Representative 

A member of the government, professional body, industry, or non-
governmental organisation committee who voices consumer 
perspectives and takes part in the decision making process on behalf 
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TERM DEFINITION 
of consumers. https://www.chf.org.au/about-consumer-
representation.php 

Diagnostic and 
Assessment Service 
(DAS) 

“Diagnostic and assessment services are usually multidisciplinary 
teams of health professionals with expertise in intellectual disability – 
for example, a paediatrician, psychologist, speech pathologist, 
occupational therapist, physiotherapist, nurse and social worker. The 
main roles of diagnosis and assessment services are: 
• Assessment of the extent and cause of the disability.  
• Assessment of the person’s strengths, difficulties and potential.  
• Recommendations for ways to help the person achieve their 
potential. 
• Support to get and work with other services, e.g. case managers, 
early intervention. 
• Health assessment and referral, for complex health needs. 
• Information, counselling and support for families. 
• Case reviews at key stages in the person’s life, e.g. starting or 
leaving school, when complex health and medical needs are 
suspected, or when a sudden change occurs in the person’s health 
or abilities.”(Guest et al., 2006) 

Dual Diagnosis Co occurring disorders. Usually referring to a psychiatric disorder co 
exists with another mental, physical or substance use disorder 

Early Assistance See Early intervention 
Early Intervention Provision of services, support and as early as possible to prevent 

escalation and development of more serious problems and allow for 
maximum growth and development. 

Family And 
Community Services 
(FACS) 

“The Department of Family and Community Services (FACS) works 
to support vulnerable people to participate fully in NSW social and 
economic life and build stronger, more sustainable and inclusive 
communities. Family and Community Services brings together: the 
Aboriginal Housing Office; Ageing, Disability and Home Care; 
Community Services; Housing NSW; Women NSW (formerly Office 
for Women’s Policy); Office for Ageing; Office for Carers; NSW 
Business-link. These service providers are supported by central 
divisions of Strategy and Policy and Corporate Services.” (Strategy 
and Planning Unit South Eastern Sydney Illawarra Area Health 
Service, 2010) 

Focus Group A data collection method that uses group interaction to gain 
information and the group’s perspective about a specific issue 
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TERM DEFINITION 
Formative Evaluation An evaluation that focuses on the process of the implementation of a 

program and that evaluates the program activities as they are 
occurring with the aim of developing, strengthening and improving 
the process.  

Headspace Headspace is the national mental health youth foundation, which 
aims to promote and facilitate improvements in the mental health, 
social wellbeing and economic participation of Australian young 
people aged 12–25 years. ‘Headspace’ aims to do this by providing 
holistic services; increasing the community’s capacity to identify 
young people with mental health and related problems as early as 
possible, and encouraging help-seeking by young people and their 
carers; and providing quality services that are evidenced-based, and 
delivered by well trained, appropriate professionals. ‘Headspace’ 
also aims to have an impact on service reform in relation to service 
coordination and integration within communities, and at an Australian 
and state/territory government policy level 

Health Services 
Research 

The systematic examination of health care settings, institutions or 
organisations including quality, safety, structures, politics, cultures, 
financing, resource allocation and delivery systems.  

Intellectual Disability  A disability characterised by significant limitations both in intellectual 
functioning and in adaptive behaviour, which covers many everyday 
social and practical skills. This disability originates before the age of 
18. 
(American Association of Intellectual and Developmental Disabilities. 
Definition of Intellectual Disability. Washington DC: AAIDD.)  

Intellectual Disability 
Rights Service 

A specialist legal advocacy service for people with intellectual 
disability in New South Wales. 

Kogarah 
Developmental 
Assessment Service 

St George Hospital Service that covers the St George and 
Sutherland areas. Designed to support the medical needs and co-
morbidities in children with development delay or autism spectrum 
disorder. Specific focus on developmental assessment in children 0-
6yrs, with expanding services in school aged and adult services. The 
clinics are for medical assessment and a range of specialities 
including neurology, psychiatry, rehabilitation, nutrition, 
gastroenterology, allergy and genetics. 

Mental Illness A mental illness impairs, either temporarily or permanently, the 
mental functioning of a person 

Metro-Regional 
Intellectual Disability 
Pilot Project 

A partnership model for integrated health services for people with 
Intellectual Disability in metropolitan and regional areas. One of three 
pilot projects commissioned by the Ministry of Health to provide 
specialised clinical services for people with intellectual disability.  

11 
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TERM DEFINITION 
Non Government 
Organisation 

“Non government organisation-also known as community 
organisation. This term may also refer to some local government 
service providers.” (Strategy and Planning Unit South Eastern 
Sydney Illawarra Area Health Service, 2010) 

Place Based 
Planning 

A focus on a community development approach rather than a 
resource allocation model in the delivery of disability services. 
(Strategy and Planning Unit South Eastern Sydney Illawarra Area 
Health Service, 2010) 

Schott Report NSW Commission of Audit Interim Report 
Stronger Together “A 10 year plan (2006-2016) to provide greater assistance and long 

term practical solutions for people with a disability and their families 
in NSW. This is split into five year plans.”(Strategy and Planning Unit 
South Eastern Sydney Illawarra Area Health Service, 2010) 

Stronger Together 2 “Refers to the second five year plan under Stronger Together, from 
2011-16.” (Strategy and Planning Unit South Eastern Sydney 
Illawarra Area Health Service, 2010) 

Summative 
Evaluation 

An evaluation of the effect of a program at the completion of the 
program. The focus of summative evaluation is the outcome. 

Transition To Work A two year program that helps young people with a disability gain 
employment after leaving school (Scriven, 1991) 

Triangulation Using more than two methods of data collection or analysis used in a 
needs assessment  

Wood Enquiry Special Commission of Inquiry into Child Protection Services in NSW 
Young Person Person aged between 14-24 (for this paper) 
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2  EXECUTIVE SUMMARY 

“I don’t think you can separate them, you can’t separate people’s issues or barriers of the different 

domains because they’re all interlinked really. And when you’re working with someone you’re not 

just working with them in regards to intellectual disability or their mental health issue or their 

housing issue. You’re working with them as a whole.” (Focus group participant) 

This report summarises a needs assessment that was conducted as part of the Metro Regional 
Intellectual Disability Network Pilot Project (MRID.net) formative evaluation. The needs 
assessment consists of a series of focus group interviews and surveys that were administered for 
service providers during a Forum held in November 2011 at the University of Wollongong. 

The dedication, concern and care of the service providers for their clients with Intellectual Disability 
(ID) and Mental Health (MH) issues emerged clearly during data analysis. At times their frustration 
was apparent in relation to a lack of: resources; clarity around the scope and role of different 
services; and clear processes. The frame of reference in which this frustration was expressed was 
overwhelmingly for the client and the negative impact and difficulties that these issues had on the 
clients, their families and carers. 

The most salient themes are related to access and communication. A major theme was around 
difficulty of access, both to services and to information about the services that are available and 
provided. Improving access with clear eligibility criteria and referral processes; particularly for those 
people who live in regional and remote areas, and around stressful times (e.g. transitions or 
hospitalisations) was an important issue raised by participants.  

Communication was frequently brought up in regards to challenges in effective collaboration 
between service providers about clients, and also communication between service providers, 
clients, and carers.  

These themes are detailed in the main body of the report. 
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3 RECOMMENDATIONS  

Several recommendations for services that see people with Intellectual Disability emerged from 
the analysis and interpretation of the data.  

Recommendation 1 Increase case management services  

Designate a central person or service to co-ordinate for the clients and 
carers 

Recommendation 2 Increase communication about and between services  

Reduce or clarify service overlap 

Make better use of the centralised repository “red book” (similar to a 
“blue book”- but for older people with disability) to allow access to a full 
picture of the client and their history.  

Offer information forums for service providers, carers, and clients 

Streamlining processes; centralisation and clarification of eligibility 
criteria 

Improve communication between schools, day programs and respite 
care services 

Recommendation 3 Capacity build clients and carers 

Develop and provide training and education for clients and their carers  

Ensure that information is appropriate for people from culturally and 
linguistically diverse (CALD) backgrounds as well as appropriate for 
various levels of literacy 

Recommendation 4 Capacity build staff 

Develop and provide training and education for staff about working 
with people with Intellectual Disability (ID), cultural sensitivity, skills to 
deal with nonverbal overly stimulated and stressed clients, 
recognising stigmatisation; assessment skill development (MH&ID), 
referral process and best practice 

Recommendation 5 Improve access to services  

Develop a tool to identify whether a referral should take place and the 
most appropriate referral 

Streamline, synchronise, and centralise eligibility criteria for services   

Enhance access to services for those in regional and remote areas, 
facilitated by use of information technology coupled with a central 
person or service (see Recommendation 1) 

14 
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Increase bulk billing services provided by general practitioners (GPs) 
for this client group 

Fund and support the development of more social groups; (this may 
include using time in respite to teach social skills)  

Fund and support the development of services that offer sexual 
counselling, relationship support, information for parents about 
sexuality issues  

Fund and develop mechanism to support two-way communication 
between employers of those with Intellectual Disability and clinicians 
involved (e.g. case manager)  

Recommendation 6 Continue to support school based programs 

Continue school clinics  

Introduce school behavioural support teams to provide assistance 
when students exhibit escalating behaviour 

Recommendation 7 Facilitate the transition from paediatric to adult services 

Anticipate, proactively prepare and streamline the process of transition  

Recommendation 8 Improve the hospitalisation process 

Train ED staff, make the hospitalisation process more appropriate for 
people with an intellectual disability and mental health issues (ID and 
MH friendly)  
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4 INTRODUCTION 
4.1 Metro-Regional Intellectual Disability Network Pilot (MRID.net) 

The Metro-Regional Intellectual Disability Network Pilot Project (MRID.net) is a pilot project 
of a partnership model developed for integrated health services for people with Intellectual 
Disability (ID) in regional and rural NSW. The aim of the project is to improve access to 
specialist multidisciplinary health services for people with ID and their carers through 
establishing new partnership models between Health and other agencies providing services 
to People With Intellectual Disability (PWID). These agencies include the Department of 
Education and Communities (DEC) and Ageing, Disability and Home Care NSW (ADHC). 
The pilot project seeks to utilise information technology to improve existing healthcare 
services for this group. It includes video consultation and training for health professionals, 
and support for local health and disability clinicians and systems. The provision of 
coordinated care, the evaluation of programs and continuous service development is 
supported by information systems. To best meet the needs of client families and carers, the 
MRID.net Pilot aims to foster community engagement in the design, execution and appraisal 
of the pilot project (Guest et al., 2006). 

MRID.net is building on the established Kogarah Developmental Assessment Service (DAS) 
to build an inter-regional specialist service for youth with ID and complex health needs in the 
Illawarra and Shoalhaven regions. These regions have a significant proportion of the youth 
with ID and low socioeconomic status in NSW (Strategy and Planning Unit South Eastern 
Sydney Illawarra Area Health Service, 2010).  

4.2 Formative evaluation and Needs Assessment in the MRID.net Pilot 

The Centre for Clinical Governance Research (CCGR) conducted a formative evaluation of 
the MRID.net Pilot. The CCGR Evaluation Team partnered with members from MRID.net in 
developing the evaluation strategy. The overarching aim of the formative evaluation was to 
help shape the development of the MRID.net through regular feedback and buy-in from the 
stakeholders, including carers and consumers.  

Evaluation is often thought of as a specific activity that occurs at the completion of a project 
to determine the success of the project against established goals and deliverables.  While 
there is an important role for summative evaluation, the aim of formative evaluation, and a 
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goal of the MRID.net Pilot, is also improvement. “A crucial function of good formative 
evaluation is to give the producer a preview of the summative evaluation” (Scriven, 
1991:57).  

A needs assessment can be one component of a formative evaluation. “The purpose of 
needs assessment in health care is to gather the information required to bring about change 
beneficial to the health of the population. It is generally, but not universally, accepted that 
this takes place within the context of finite resources” (Stevens and Gillam, 1998:1). There 
are different frameworks and approaches that inform needs assessment, but in general, a 
needs assessment involves “the systematic collection of the knowledge and views of 
informants on healthcare services and needs” (Stevens and Gillam, 1998:153). This 
approach accommodates local context and allows for local involvement and experience. For 
example, difficulties accessing or providing services, or identifying the unmet needs of 
stakeholders involved in the care of young people with an intellectual disability in regional 
and rural areas in NSW can best be uncovered by asking those involved. 

4.3 Needs Assessment Aim for the MRID.net Pilot  

This needs assessment aims to identify the needs “of agencies that provide services to 

people with intellectual disabilities and mental health problems in NSW. The purpose of the 

needs assessment is to better understand the types of services that are currently provided, 

aspects of those services that are perceived to be working well and stakeholders 

perceptions of gaps in the delivery and support of services for young people with intellectual 

disabilities and mental health problems.” 

This report presents our findings from the focus groups and survey conducted as part of the 
formative evaluation of the MRID.net Pilot, with input garnered predominantly from service 
providers in the Illawarra/Shoalhaven area. The focus groups and survey were conducted in 
November 2011 at the University of Wollongong. The Human Ethics Research Committee of 
the University of New South Wales granted ethics approval for the project (HREC 2012-7-
01). 
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5 METHOD  
5.1 Introduction 

The Evaluation Team used focus groups and surveys as data collection tools. The team 
included researchers with nursing, psychology, medicine, social work, and quality 
improvement backgrounds.  

5.2 Participants  

The needs assessment used purposive sampling, a deliberately non-random sampling 
method (Bowling, 1997). This method allowed for the selection of participants with 
experience and knowledge in service delivery to people with intellectual disabilities and 
mental health problems (Liamputtong, 2010, Bowling, 1997). Participants (n=126) were 
professionals involved in service provision for young people with intellectual disability and 
mental health problems.  

5.3 Evaluation Tools 

The tools were developed in conjunction with the Project team and from reviewing relevant 
literature. They comprised: 

• A focus group interview schedule for service providers  

• A protocol for conducting the focus groups 

• A questionnaire survey for service providers 

5.4 Focus Groups With Health Service Providers  

Focus groups, as a method of data collection, are particularly useful for exploratory 
research. The focus group interview method allows researchers to interact directly with 
participants. This direct interaction enables opportunities for researchers to observe 
nonverbal reactions and to clarify and follow up on information provided during the focus 
group discussion. It also provides opportunity for participants to refute, confirm or qualify 
responses. Focus group interview method stimulates discussion and uses group interaction 
to build on responses of other group members providing data that may not be accessible 
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though individual interviews (Kitzinger, 1996, Liamputtong, 2009, Morgan, 1996, Johnson 
and Barach, 2008, Stewart et al., 2007).  

Focus groups were conducted simultaneously during a session at the “Forum on Intellectual 

Disability and Mental Health in Young People aged 14 to 24 Years”. The forum meeting was 
held on 3rd November 2011 at the University of Wollongong, NSW. The duration of the focus 
groups was between 30 minutes and one hour. Participants (n=126) were randomly 
allocated to one of 19 focus groups as they registered to attend the Forum. Groups of two to 
ten people were facilitated by experts in the subject matter. The research team provided the 
facilitators with a short training session and a protocol to standardise the preamble and 
interview questions across the focus groups (Appendix 9.1.1). Facilitators were taken 
through the protocol prior to the focus groups commencing. Open-ended questions were 
used for the interviews (Appendix 9.1.2) and resulting discussions were digitally recorded. A 
participant from each group made summary notes on butcher’s paper during the focus group 
sessions. This provided a visual summary of key factors the identified by the group. 
Participants were asked to confirm, clarify, reword or add to the summary points hand 
written on the butcher’s paper. Focus group data were later transcribed and coded for 
thematic analysis. This process of analysis is described in Section 5.7. This report presents 
aggregated results and includes examples of participants’ direct quotes from the focus group 
discussions. Quotes represent the ‘voices’ of the participants and highlight nuances in 
meaning that can be lost in the presentation of amassed data.  

5.5 Survey of Health Service Providers 

A paper-based questionnaire survey was designed to capture information relating to the 
clients and families for whom services are provided; the types and methods of services 
provided by participants; and how young people with mental health and intellectual disabilities 
access these services. Also included were questions to apprehend data on specific client 
populations targeted by each organisations’ services (Appendix 9.1.3). 

Data collected included participants’ gender; age; and highest level of education and 
information about participants’ respective roles as service providers. These latter questions 
were included to identify the representation of providers of services to young people with 
mental health and intellectual disabilities in the focus groups.  
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5.6 Data Sources 

All focus group discussions were digitally recorded. However, due to equipment failure, 
seven of the nineteen recordings were unable to be transcribed. Corroborative hand written 
summaries of key discussion points were also provided from each focus group. The eleven 
digital recordings of eleven focus groups were transcribed, together with data from a further 
focus group recording. Additional data were collected from completed questionnaires. 

5.7 Data Analysis 

The demographic items in the survey questionnaires were analysed using descriptive 
statistics. Focus group transcripts and summaries were interrogated using thematic analysis. 
Three researchers (DD, JK, JJ) independently reviewed and coded the transcripts for key 
themes. Differences were resolved through discussion. In the first instance data were coded 
for concepts and categories. Codes were grouped according to commonalities to produce 
sub themes. The subthemes were then grouped to form major themes. The themes were 
analysed against the objective of the needs assessment.  

5.7.1 Code generation and definition 

The researchers collectively undertook a thematic analysis on a randomly selected sample 
of focus group interview data. Using a collaborative process the researchers identified 
concepts and categories from the data and a list of codes and definitions generated. Using 
the developed coding scheme, a random selection of data was coded independently by the 
three researchers. Additional codes were identified, compared and discussed between the 
researchers before final codes were agreed upon. All transcribed data was coded 
independently by two of the researchers using the coding scheme (Appendix 9.2.1). 
Discrepancies identified through subsequent comparison of the coded data were discussed 
and resolved. The researchers used The NVivo computer program (QSR International Pty, 

Doncaster, Victoria Australia) to manage the data analysis. 
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5.7.2 Thematic analysis 

The researchers analysed and examined the coded data for themes (Braun and Clarke, 
2006). This was achieved by grouping codes to the research questions. The focus group 
questions were used to guide this process (Appendix 9.1.2) 

Once the thematic analysis was completed, one researcher (JK) listened to a recorded focus 
group that had not been transcribed to confirm that the generated themes were represented. 
This confirmed data saturation as there were no new themes that emerged during this 
process (Guest et al., 2006). 

6 RESULTS 
6.1 Survey results 
6.1.1 Demographic data 

There were 126 focus group participants. Of these, 93% (n=117) completed most or all of 
the survey questionnaire. This is reflected in less than 129 responses to some questions. 
For example there were 114 responses to the question of whether participants were male or 
female. Of those who responded, 22 were males and 92 females (Appendix 9.3.1.1: Table 
8). The age of participants ranged between 21 and 65 years. There were more participants 
in the 50-59 year age group (n=42%) than the other age groups (Appendix 9.3.1.1: Figure 
7).  

Participants were asked to indicate their highest level of education. The majority of 
participants listed an undergraduate degree as their highest qualification (Table 1). Seven 
were currently undertaking some form of study. 

Table 1: Highest level of education 

HIGHEST EDUCATIONAL LEVEL NUMBER OF 
RESPONDENTS 

Current Student 7 
High School 8 
Undergraduate (not medical degree) 35 
Undergraduate (medical degree) 1 
Postgraduate  15 
Masters Degree 28 
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PhD 1 
Certificate 7 
Diploma 16 

6.1.2 Participants’ health service provider role 

Participants represented a diverse range of roles (Table 2). The highest numbers 
represented were counsellor, psychologist, teaching/teaching support, and employment 
service roles. Eight participants were students. Roles are grouped according to type of role 
rather than by role title or organisation represented. For example, the roles ‘nursing unit 
manager’ and ‘nurse’, or ‘school counsellor’ and ‘counsellor’ are grouped together. (see 
Appendix 9.3.1.1 a breakdown of this grouping.). Participants had occupied their role for 
between less than one and more than ten years at the time of the study (Appendix 9.3.1.1).  

Table 2: Participants' role by group 

ROLES GROUPED NUMBER 
OF 

RESPON
DENTS 

Counsellor 14 
Teacher/Teaching Support 14 
Psychologist 11 
Employment Services 11 
Student 8 
Case Manager 9 
Principal 5 
Behaviour Support 5 
Consumer/Carer Support 5 
District Guidance Officer 4 
Doctor 3 
Nurse 3 
Allied Health [Occupational therapist; Physiotherapist; Speech 
therapist] 3 

Client Services Manager 2 
Education Officer 2 
Network Coordinator 2 
Respite Coordinator 2 
Team Leader Disability Services 2 
Coordinators (Disability And Training Services) 2 
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A/Professor 1 
Support Worker 1 
Advocate 1 
Learning Support Coordinator (LSC) 1 
HR Training And Development Officer 1 
Information Referral And Intake Officer 1 
Manager Day Programs Disability Service 1 
Marketing Consultant 1 
Welfare  1 
NOT PROVIDED 1 
TOTAL 117 

6.1.3 Recipients of services provided? 
6.1.3.1 Age groups targeted for service provision 

Recipients of services provided were from a range of age groups. The targeted groups for 
providers were primarily but not exclusively, school aged children and adolescents. Many 
participants (n=62) reported that they provided services to adults who were not in the older 
adult age group (Figure 1). 

Figure 1: Age groups targeted for service provision  
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6.1.3.2 Client groups targeted for service provision 

Participants reported a large variation amongst the client groups who included children, 
adolescents and adults with a range of disabilities: intellectual disabilities, mental illness, 
autism spectrum disorders, acquired brain injuries. They also included school and TAFE 
students with special needs, people with disabilities seeking employment and staff who 
required training. The client and family groups are presented in Table 10 (Appendix 9.3.1.2). 
Some of the client and family groups overlapped with other service provider client groups. 

6.1.3.3 Specific cultural groups to whom services are provided 

The majority of participants (n=94) reported that their client population did not comprise of 
any specific ethnic cultural background while 20 identified their client population as being 
from a specific cultural background.(Table 3).  

Table 3: Ethnic cultural backgrounds of client populations 

Specific Cultural Background of Client Groups Number of 
participants 

Anglo Saxon 4 
Culturally and Linguistically Diverse population groups (e.g. 
Vietnamese, Arabic, Chinese, Italian, Lebanese, Macedonian) 

6 

Australian and Torres Strait Islanders (ATSI) 6 
Isolated rural communities 1 
Refugee groups  2 
Students from Catholic families, Anglo Australian & Anglo 
European, Italian, Spanish 

1 

6.1.4 Types of services provided 

Participants were asked to indicate the types of services they provided. Both health and 
non-health related services were cited. The majority of health related services involved 
direct assessment and management of health issues, particularly mental health problems 
(n=36) as shown in Figure 2. (Appendix 9.3.1.2: Table 11). 16 participants who cited ‘other’ 
health related services incorporating: assessment of intellectual disability and counselling; 
community participation life skills development; disability support services in the community; 
child protection and out of home care; and support for access to services and treatment 
(Appendix 9.3.1.2: Table 12). 

24 



MRID.net Pilot - Needs assessment: Focus groups and survey with service providers  

Figure 2: Health related services provided  
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Figure 3: Non-health related services provided 

 

Some respondents indicated more than one type of service 

6.1.5 Access and referral to services 

Participants were asked how clients currently gained access to their services. Access 
through school based referral (n=63), family (n=51), and ‘other’ (n=60) were the most 
frequently cited referral sources for clients (Figure 4). The GP (n=37), allied health 
practitioner (n=31), nurse (n=32), and specialist (n=34) were also common referral points for 
services. Seventeen participants reported that some clients were referred to them by legal 
services.  

  

0

10

20

30

40

50

60

70

Education Accommodation Respite Community
support

Financial Legal Other

N
um

be
r o

f p
ar

tic
ip

an
ts

Non-health related services provided

26 



MRID.net Pilot - Needs assessment: Focus groups and survey with service providers  

Figure 4: Access or referral source 
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Figure 5: Access or referral source identified in the group labelled 'other' 

 

Some respondents indicated more than one type of referral source 
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thing is they just, they've given up you know, they haven't got any energy left to do 

anything and I find that's really sad, and maybe it's there when the kids are really, 

really young but I'm finding that the parents of early teenagers, they're really 

struggling.” 

Participants’ frustration was apparent in discussions about the lack of: resources; clarity 
around the scope and role of different services; and clarity of processes. The frame of 
reference in which this frustration was expressed was the negative impact and the struggles 
that these issues caused for the client, their families and carers. The following quotes from 
focus group participants offer two illustrative examples. 

“We’ve had certain occurrences where staff members have actually looked after 

clients in their own homes for a weekend because there’s nothing, other than the 

hospital, that’s all, and because of their intellectual disability combined with the 

acute mental health issue, they might be going into an active psychosis or that sort 

of thing. So their fear of the hospital is going to, before they can get those services 

on Monday, it’s a long time from Friday night to Monday morning.” 

 “He's there trying to do the best he can, he said I can't bail him unless he's got 

somewhere to go - so I gave him all the numbers I have and I'm at the netball court 

with my granddaughter trying to help, ‘try this person, try this person, I'll ring you 

when I get home with numbers’. Now it wasn't his job, I mean technically he should 

have just got into the cells but you try ringing everyone on a Saturday.” 

The results of the focus group discussions are summarised into four broad categories: (I) 
challenges and gaps in the delivery and support of services for young people with 
intellectual disabilities and mental health problems; (II) aspects of the services provided that 
are working well; (III) building bridges between services and clients; and (IV) suggestions for 
improvement. There are two main themes within each category, (1) access – to services and 
to information about services and (2) communication – between service providers and with 
clients and carers. There is considerable overlap within the themes between the categories. 
For example, challenges to accessing services were inextricably linked with identified gaps 
in those services. Facilitators were identified as ‘working well’, while the absence of these 
facilitators were identified as ‘challenges’. Specific suggestions for improvement to better 
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meet the needs of clients and families were also linked to the challenges and gaps that were 
identified. Table 4 displays themes for each category. Where relevant, we have linked the 
themes across categories. 
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Table 4: A coordinated approach to care - main themes by category in focus group discussions 

 CATEGORIES 

 

Theme 

I. Challenges 
and Gaps 

II. Works 
Well 

III. Building 
Bridges 

IV. 
Suggestions 

for 
improvement 

1.  ACCESS     

Access to services x x x x 

Access to information about what 
services are available 

x x x x 

2. COMMUNICATION     

Communication between service 
providers 

x x x x 

Communication with clients and carers x x x x 
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6.2.1 Service provider perceptions of challenges to and gaps in the delivery and support of 
services for young people with intellectual disabilities and mental health problems 

Numerous challenges and gaps in providing services to young people with intellectual 
disabilities and mental health problems surfaced during the focus group discussions.  

In this section, we report perceived challenges to ensuring adequate healthcare and other 
services as well as gaps in service identified by participants. In the first instance, given the 
lack of statutory definition of intellectual disability in Australia, defining and diagnosing 
intellectual disability in practice was seen to pose challenges. There were two 
crosscutting and overlapping themes in the challenges and gaps identified by participants: 
access to services in a timely manner; communication between service providers and 
with clients. The section is structured according to the emerging broader themes. Within 
these themes, a mixture of general and specific detail is presented, with examples and 
participants’ words used to illustrate some of the concepts. 

Many of the challenges to the delivery of services are intimately linked with the gaps in 
services provided to clients and their families. The interface between hospital and 
community, between services, and at transition points were noted to be risky points, 
when clients may fall in the gaps between services. Gaps and challenges included a lack 
of: resources; access to particular types of services in a timely manner; access to the 
right health professionals; early assessment and diagnosis; support for parents and 
carers; accommodation; respite and crisis capacity; and training and education. There 
are also challenges and gaps to accessing services that are created by gaps in eligibility 
criteria. 

6.2.1.1 Access  

Participants reported that struggling to access services in a timely manner created 
challenges to ensuring adequate health care services for clients. For example, inability to 
secure an appointment for three to four months when a client is developing psychosis, and 
when a family is in crisis. Access to early diagnosis, and service availability presented 
real struggles, particularly in regional areas. In some cases, the services were not available 
or had very long waiting lists; in others exclusionary eligibility criteria and difficult 
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referral processes prevented or delayed clients from accessing services. Social, resource 
and capacity issues of clients and their families also complicated timely access to services. 

For some providers it was simply that accessing information about services and what 
they offered was very difficult. There was a perceived lack of clarity around access of 
information about services: what services and agencies were available; which agency 
provided what services; and the exclusion and inclusion criteria to access services for each 
of the agencies. Participants ascertained that while delays were problematic, once 
accessed, for the most part, the service provision was very good and that the providers were 
efficient, caring and concerned. A lack of training in this specialty led some service providers 
to hold unrealistic expectations and a poor understanding of the capacity and drivers of 
clients’ behaviours. Significant challenges and gaps were cited in crisis intervention 
support and respite care and age related gaps in access to services (e.g CAMHS 
unavailable to children over a certain age). Challenges and gaps in access to early 
assessment and intervention were also discussed across groups. Delay to assessment 
was often followed by a delay to intervention and access to recommended services. The 
potential implications were highlighted with stories of the children placed in inappropriate 
classes because they had not received an early diagnosis.  

Access to information about services  
There was rich discussion about the challenges of accessing information about services. 
Participants wondered how clients were expected to navigate the system when so many 
service providers themselves found it so difficult and confusing. Knowing what services 
are available, which ones are responsible for different aspects of a client’s care, keeping 
abreast of the ever-changing policies, eligibility criteria and information about services 
was identified as challenging. As one participant explained “different clients crop up with 

different problems and challenges and so that might not be something that we've dealt with 

before … and ideas of different places to go for information for the parents to say this is the 

number you need to ring”.  

There were calls for differentiation between services, particularly in regional areas, and a 
central person or service to disseminate an overview and up to date information about the 
services and policies of each of the agencies. As many families have several children with 
disabilities, there was a suggestion that they have “somebody to coordinate that for them, 
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they can’t really manage, there’s so many services available and it’s a minefield.” A 
pathway to feedback to agencies about their services was also suggested.  

Early diagnosis 
The importance of access to early diagnosis was a prominent subtheme across focus 
group discussions. Participants spoke to the positive benefits of early diagnosis for the 
clients to expedite access to appropriate services and connections– “so his life just got so 

much better after that” (following diagnosis). Conversely, delay in diagnosis was noted to 
have led to inappropriate placement, exacerbation of the problem for the client and 
increased strain on their families. 

Other challenges cited included multiple diagnoses, with each diagnosis driving a 
potentially different intervention. Participants highlighted the need for a diagnostic facility to 
support families in terms of health literacy to assist with their understanding of a diagnosis 
and the implications for which services to access.  

Shortage and cost of services 
Focus group participants reported inability to access services because of cost, books were 
closed or services non-existent. Long waiting lists posed challenges to ensuring 
adequate health care. In some cases, where no services were available, clients and families 
were forced to travel to Sydney or pay for private specialists. For example, one participant 
explained that for her clients with an ID, it was difficult to see a psychiatrist, “I know that 

some of our clients who need to see a psychiatrist maybe, there might be someone visiting 

monthly but then it’s so hard to get in with them, they’re only there for a couple of days. It’s 

sometimes very difficult and I do have a client who will travel to Sydney to see a 

psychiatrist.”  

Many of the clients’ problems are chronic and families may not be able to afford to pay gaps 
for services, particularly if they have more than one child with disability. There was a 
reported lack of bulk billing GPs and specialist services. Specialist services include: 
psychiatrists (particularly those specialised in ID/MH); behavioural management services for 
children with challenging behaviours; specialist ID and MH services; dental services, speech 
therapists; physiotherapists and dieticians particularly in rural areas constituted challenges 
and gaps in access to health care. One participant remarked, “It’s access to bulk billed 
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services. People on a low income can’t afford a private psychiatrist and a lot of people with 

intellectual disabilities would have problems accessing a private psychiatrist and again the 

community mental health teams are stretched to provide the appropriate resources”.  

The flow on effects were a lack of continuity of care and deferral to the acute care system as 
clients use the emergency department as a GP service: “I find that a lot of people in our 

area, because it’s hard to find a GP that will bulk bill, go to casualty. So they’re getting a 

different doctor every time, there’s no continuity of care there, they’re not getting them onto 

plans, they’re just getting this immediate help and that’s a real problem. More GP’s bulk 

billing would really solve a lot of problems I think.” 

For numerous clients and families, accessing specialist services required transport to and 
from the specialist both locally and in Sydney, creating a financial burden for many. There 
was an additional complication for clients with challenging behaviour who are not able to 
be transported easily and once at the specialist or medical centre were required to sit for 
long periods in the waiting room. 

While some services were not available in the Illawarra other available services were 
limited by insufficient financial and human resources, long wait times, and delay in 
follow up. This included but was not limited to emergency, crisis intervention in mental 
health care, accommodation, outreach for adolescents, and respite services. 

The gaps created by not having enough services created delays that were difficult for 
participants to reconcile given the urgency of the needs of the clients and their families. As 
expounded by one participant, “I guess its availability, you know, you ring up and you can't 

get an appointment for three months, four months, you think we'll we've just gone into crisis 

now. Yeah, it's very hard to do that when - well, we've got an appointment in three months 

time but the family's struggling now.”  

To illustrate the consequences of a delay in accessing services, one participant described a 
scenario in which they were unable to make contact with staff in rehabilitation centres and 
as a consequence, they lost the opportunity to engage the client, “I had one particular job 

seeker needed to go to rehab instantly and I had a window of probably half a day, I rang a 

couple of different rehab centres and all I got was answer-phone, answer-phone, answer-
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phone. I lost my window, she went underground, so that really makes it very difficult”. 

Unclear criteria were also noted to lead to longer wait times.  

Focus groups discussed the shortage of dental services and the delayed access to 
services linking to poor health, inability to socialise, and mental health issues, “I mean for 

these kids to get to the age of, well Year 8 and Year 9 and have most obviously horrendous 

teeth and nobody's ever done anything and mum goes ‘oh I know, I don’t know what to do’. 

So that's one of the things that we do but I think these kids should have been, I mean 

because it really affects their ability, it affects their mental illness because it affects their 

ability to socialise because it’s a point of ridicule. So they've been bagged so long, bagged 

out about their really, you know the bucked teeth and the whole bit, by the time they're 14 it 

just adds to the problem whereas if they were picked up at 6, 7, 8, 9, that could have 

changed their lives”. 

Access to free dental services for clients up to the age of 18, is up to the parent or carer to 
organise. Participants voiced concern that many carers may not have the 
resources/capacity to do this. Furthermore, once an appointment has been secured, long 
waiting lists lead to further delay. As one participant reported, “I think with our students we 

can identify that dental health is probably the biggest issue because a lot of them are relying 

on disability service or sort of just Centrelink payments and so they don’t have any access to 

private health insurance so coming from an early age they’ve never had their teeth looked 

after, they’ve reached their adolescent or post adolescent years and with dire dental 

problems. They’re on a waiting list with the public health system and that can take literally 

six, seven, eight months to put into process and that again is a political issue. There’s 

finances available in the area to deal with these people and unfortunately a lot of the time it’s 

their help is too late to do a prevention, it’s usually an extraction which, had it of been able to 

be addressed earlier. I think we all realise that dental health is paramount to our physical 

health and wellbeing and it has to be addressed from an early age”. 

Eligibility criteria  
A lack of synchronised eligibility criteria created challenges and gaps in eligibility for 
access to services. Some participants perceived that eligibility criteria are used inflexibly to 
restrict access, are not consistent, and are influenced by politics and budgetary 
requirements. Participants reported with frustration that services all had different criteria, 
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which at times prevented clients who really needed services from accessing them, “You 

know that … this person needs to be here but they've got this and this and this and this. If 

they have an intellectual or mental disability they should get the service straightaway.” 

Another participant described the situation arising from narrow eligibility criteria and a lack of 
expertise as ‘despairing’, “I'm actually netting a lot of people that come to me because they 

can't find access because criteria are very kind of narrow. And so therefore I have despaired 

times working with children who might have a mild intellectual disability but have quite 

significant behaviours and are quite violent because they're needing a whole lot of stuff and 

there hasn't been a lot on the ground to help them in the way of psychology”. 

In some situations, professional assessment and diagnosis are prerequisites for proof that 
the eligibility criteria are met. The cost of this can be prohibitive for, clients who may then be 
unable to prove that they meet the eligibility criteria. Thus gaps in the number of bulk bill 
assessment services and gaps created by the eligibility criteria lead to gaps in the 
services clients can access. As explained by this participant, “I've got many people that 

work for the 13 week trial period the government says but then they lose their job because of 

issues in the workforce but they can't get assessed to be supported because they haven't 

got the DSP [Disability Support Pension]. The reason why they can't get the DSP is because 

there is no capacity out there for them to get tested for their IQ score. Now the cheapest 

place to get that done is here in the university and it costs anywhere from $400 to $600.” A 
concrete example is provided in the described situation of a young man who cannot get the 
disability support pension because he cannot access assessment. As a result, he can only 
work for thirteen weeks at a time, “I've got one gentleman with autism and Aspergers and his 

own family doctor says he's just shy. Now I've got him plenty of work but in 13 weeks he gets 

the sack and he wants to work in the factory but he can't because he's not on a disability 

support pension. So this poor bugger's sitting at home and he's going backwards. So if there 

was what's happening in the system I think there needs to be more money for the funding for 

assessing conditions maybe”.  

In other scenarios, age related eligibility criteria create gaps and challenges to accessing 
service delivery, “Well it is, but then when you definitely know a child has got OCD or a huge 

anxiety disorder or - I mean at the moment we've got a 12 year old that's on the streets, 

drinking and drug, trying to get him to Father Riley's, you have to be 13”. 
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Further gaps created in service eligibility from inconsistent or ineffective assessment 
procedures were also discussed by participants. For example, one person assesses a child 
as totally non-verbal while another records that they have 50-60 words in their vocabulary. 
One participant described accompanying a client to an assessment interview at which they 
were not permitted to explain the questions to the client. According to the focus group 
discussant, some of the assessment questions were not appropriate to accurately identify 
the level of the client’s functioning. The following excerpt provides explanation of this. 

“’Can you catch a bus by yourself?’ - Well, no! ‘Do you forget your drink 

bottle for work?’ - no. Like that was such an inappropriate thing and then her 

application got wiped. And I even said to this person like can I elaborate on 

some of those questions because this isn't a true indication and they went 

‘No, this is independently her assessment’, and I thought you're missing the 

big picture.”  

There was a lack of clarity around the criteria that different services use, “but one of the 

main things that bugs me is that all the different criteria. I’ve got one criteria, you’ve got 

another criteria. If we all have a one intake forum, and you know whether your service can 

take it, you know whether your service can take it, rather than having to send them off and 

reinvent the wheel … you want a service, we’ll tell you to phone this number and they’ve got 

different departments”. 

Participants emphasised that some of their clients with comorbidities were eligible for 
service provision on the basis of one diagnosis, but excluded on the basis of other 
presenting problems. Strict criteria prevented certain people from accessing services. A 
client with an intellectual disability may be unable to access specific services because they 
fall short of the threshold eligibility criteria for that service. The following focus group 
excerpts highlight these issues. 

“Exclusionary referral criteria. You know, if this kid’s got an intellectual disability 

they’re not suited for this service and they clearly state it, we will not take this kid, 

and our local CAMH service will not take kids if there’s a suspicion of an intellectual 

disability. They’ve got to have an intellectual assessment. You know, and then 

there’s that simplistic formulation that any kid who’s presenting with behavioural 
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difficulties or disorganised behaviour it’s got to be challenging and it’s not a mental 

health issue, or something suggestive of other psycho pathology. So there’s, to get 

back to a, referral barriers, exclusionary referral barriers.” 

“So yeah Headspace won’t take them, CAMHS won’t take them and then they’re 

not severe enough for ADHC, so the only option is for them to go to a private 

psychologist if they’ve got a mild issue like anxiety but it’s still having a major 

impact on their life.” 

“The acute system is very specific with mental health, to be admitted, we need to 

be under really strict criteria and it affects everybody. People can be seriously 

unwell but unless they meet very specific criteria, they won’t be admitted.” 

Referral process  
Participants testified that clients with comorbidities often need to access a number of 
different services posing difficulties in knowing which pathway is best for them., “but if you 

think about straight lining the referral process, which is what I was going to say in terms of 

the challenges in my particular service is firstly getting a clear picture of what's going on for 

the young person, like if that's been highlighted today when you're looking at comorbidity 

and you know, a child having intellectual disability and how you determine exactly what's 

going to be the most appropriate referral for that child.” For some, the referral process to 
access services presented particular challenges, especially for resource and capacity 
poor people, such as a parent or adolescent incapable of visiting an agency to complete a 
referral. The following example illustrates these challenges.  

“I've got a student who has a severe anxiety disorder or they have an obsessive 

compulsive disorder. And it's interesting that people say yeah, but they've probably 

been seen but I have several students that have actually been seen in their 6, 7, 

years of age - now they're 15 and they haven't been seen since then and they go no, 

no, they've been through all the books. Well they had but that was years ago and 

their problem is actually exacerbated to the point where they can't come out of their 

bedroom, these kids are living in their bedroom for two years, they need help and 

nobody knows. Like nobody knows they're there. Then they come to us and we go 

okay, well we've got them, okay, now what can we do and you make an approach 
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and they go oh yeah, well just get their mother to come in and do a referral - well, 

mum's a junkie or mum's not there or dad's in prison or there's just nobody or mum's 

got 10 kids, all of them in various institutions who is just going under with just the 

whole weight of trying to get through day to day and she tries to get them all to 

where they should be but you know it's just not doable.”  

It was noted that inefficient referral processes could be detrimental to the client’s 
wellbeing. The following quote provides an example; “there's a … mental health place for 

young people in the Illawarra but everything's referral. So I'm going ‘look, we've got kids 

here’ … and they go ‘no, no, no, it doesn't work like that, they have to come to us through 

another agency, by referral’ and I'm thinking ‘no, no, no’, by that stage it's too late and 

they're not going to do it because they already have mental health issues”. However, it was 
also reported that in some services, referrals were prioritised and responded to 
accordingly. 

Participants explained that even securing a referral might not result in the client accessing 
the appropriate services. Often they are referred on to someone else who in turn refers 
them on to another service provider.  One participant described this as “passing the buck 
… the endless cycle of in and out of hospital and referrals and referrals and referrals that 

aren’t meeting the needs of the situation”. 

Mental health and intellectual disability divide – “where intellectual disability 
interfaces with mental health” 
It is not uncommon for people with an intellectual disability to have undiagnosed medical 
and mental health needs. The diagnosis of mental illness in a person with intellectual 
disability is limited for a number of reasons, one of them being because the assessment 
process requires verbal communication and insight.  

Discussion about dual diagnoses of intellectual disability and mental illness included 
reference to meeting client needs to ensure adequate health through creating a combined 
service framework encompassing both disability and mental health.  

The importance of early diagnosis was again emphasised. For example, one participant 
reported that delayed diagnosis can lead to inappropriate placement of children with 
mental health issues in classes where they are unable to cope. Another noted that diagnosis 
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“with mental health issues … has made a big impact on what they’re going to do with their 

post connections. And it's also helped staff with some of the students where you know 

you're thinking they've been at school for a long time, are they bored from school and 

different things”. However, while early diagnosis is important, a dual diagnosis was seen to 
carry greater stigma for some clients than a sole diagnosis of intellectual disability. 

Once diagnosed, having an “ID and MH it’s not holding the baby, it’s like pass the parcel.” 
“It’s a case of passing the buck, you know well trying to categorise people with an 

intellectual disability with comorbidities with oh well that's more mental health rather than 

well it's both and maybe mental health are saying well that's more your role, you're 

disability.” 

A common concern amongst participants was that the inclusion and exclusion criteria for 
accessing services are mutually exclusive. This results in people with intellectual disability 
and a mental illness being excluded from accessing mental health services. Conversely if 
they have a mental illness and ID. The following quote captures the essence of this 
challenge, “I think the difficulty of people working with dual diagnosis, so kids with mental 

health, intellectual disabilities and the services will either say I'm sorry I can't work with 

them, they have an intellectual disability, you need to sort that out first. Or I'm sorry we can't 

work with them, they have a mental health issue and you need to get that sorted out first and 

in the end the client actually doesn't get service at all”. Furthermore, many participants noted 
that while a persons’ mental illness may have a greater impact on their health than their 
intellectual disability, once referred to and accepted by disability services, rather than 
working collaboratively, the mental health services may withdraw their support.  

Instances where Disability and Mental Health services worked together 
collaboratively were reported as positive and successful experiences.  

One participant offered the following illustration:  

“One of the best things I saw was the multiagency thing we had south of Wollongong, they 

take a family who is not coping and all the agencies come in and they go okay, housing 

comes in, the police come in, health come in, education come in and they go okay, what can 

we do with this family? So they work with them intensively for six months. That was really, I 

saw that worked really well with families…. Families who can’t cope and you quite often find 
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that the extended family, you know they have mental health issues, they have intellectual 

problems, they have a whole lot of things going on but they just, as a family, they’re not 

functioning in the community, either financially or with housing or with drugs or alcohol or all 

of those things. So we’ve had a couple of kids who’ve come through like that and that 

worked well, but that’s a matter of everybody knowing everybody’s business”   

However, it was noted that improved interdisciplinary relationships were needed to enable 
ongoing case management support. Once diagnosed, support systems were reported to be 
lacking for particular diagnostic groups - “There doesn't seem to be much available for 

people with autism, and say schizophrenia, because they don’t seem to fit into either basket 

and there doesn't seem to be anywhere for them to go, if they haven't got a job or anything 

like that there just doesn't seem to be anywhere for them. You know, in terms of people 

sitting at home, not getting anyway and frustrating them, it’s a lot of pressure on the carers”. 

Participants highlighted a lack of expertise and a lack of specialised health services for 
people with intellectual disability and mental health issues. Doctors and specialists are often 
unclear about how to treat people with a dual diagnosis and “acute mental health services 

are set up for mental illness not intellectual developmental disability”. Uncertainty and a 
lack of confidence about one’s skills were also thought to contribute to the challenges and 
shortfalls in caring for those with both mental health and intellectual disabilities. Some 
service providers, conscious that they are not mental health practitioners, focus on 
intellectual disability as the primary diagnosis. Without a dual management approach to 
service provision in these cases, there is uncertainty for case managers about who is 
responsible for the delivery of which service. Safety issues were discussed in relation to 
clients’ behavioural problems and the challenges created by a lack of schools or other 
facilities set up specifically for clients with intellectual disabilities and mental health issues.  

Access to hospital care - hospitalisation challenges 
Presentation at an emergency department, the inevitable wait time and the challenges of 
hospitalisation were noted to be particularly difficult for clients with intellectual disabilities, 
“it is not an environment that I would recommend for somebody with an intellectual disability, 

an adult inpatient ward, it’s incomprehensible to them, it’s confusing, it’s frightening, and 

sometimes because it brings out behaviour it can end up being traumatic in terms of the 

types of treatment that may be coercive to get them to be quiet, you know, sedation, 

42 



MRID.net Pilot - Needs assessment: Focus groups and survey with service providers  

restraint, seclusion”. These situations are exacerbated when clients are unfamiliar with the 
providers, are non-verbal and may experience sensory overload. Participants provided 
examples of how they work around the long wait times in the emergency department. 

“You'd could almost, they'd be guaranteed that you didn't have to sit in the 

emergency ward like 20 hours for people with autism that can't cope with everything 

that's going on but I've got this child, he needs to come in now, can we sort of fast 

track through this first step.” 

And 

“So then I rang around all the hospitals and said that this gentleman has a disability, 

yeah, I said it is a psychological disability and when he sits amongst the public, can 

you just give me an idea on wait time and I got it down to six hours, that's the 

shortest I could and in the end I said to him go up and say you've got chest pains 

because I knew that he would get in faster. Because on his own back he would have 

freaked out amongst all the people and it wouldn't have been his fault, it's just his 

condition.” 

Access to care during transition periods 
The adolescent period of transition from child to adult was considered fraught with 
challenges and gaps in access to adequate health care. Children who have been well 
supported by paediatric specialty services find that once they turn eighteen, eligibility for the 
services ceases and they need to access adult services. The transition period is a difficult 
time when clients are referred to new clinicians and are required to navigate new services. 
The following quote offers a sense of abandonment and isolation accompanying this 
process. 

“a lot of people who have a lot of support - Westmead or Sydney Children's, when 

they turn 18 all of a sudden are thrown to the generic service without the support and 

the navigation to utilise those services. And if their intellectual disability isn't extreme 

enough to get case management or they're not prioritised for case management then 

they're left to no services at all or their GPs management. I think that that's - I love 

the thought that they were talking about not an aged base cut off, if they were able to 
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look at developmental abilities when they cut off, you know rather than you're 18 you 

no longer need our services, you need the adult services.” 

Challenges and gaps are amplified if the client’s intellectual disability does not meet 
criteria to qualify for case management. In those circumstances, clients are managed by 
their GP and may not access services previously utilised all their lives to this point. One 
participant pointed out, “somebody who was sort of mainstream or normally developing 

they’d meet that challenge in a sense you know when they leave school at the end of 

year twelve and there’s a gap to the next thing they do. But for somebody who’s needed 

support all the way along, the support just stops at that point.” 

The essential criteria a client must have for accessing programs were reported to 
change when clients leave school. Numerous programs are available only to those with 
moderate or severe intellectual disability. Thus, those with a mild disability who cannot 
manage mainstream TAFE and do not qualify for employment support are at risk of 
falling between services. outside the system.  

Transitioning from child to adult care can also leave families feeling excluded. A child 
may choose not to involve their family in the doctor consultation process. Mental health 
care adds another layer of complexity and uncertainty particularly when an involuntary 
admission to hospital is required and a primary carer must be nominated.  

Participants noted that transition periods are not unforeseen and should be 
anticipated and proactively planned from a young age. It was suggested that the 
“pathway between children services needs to be a pathway that’s mapped out and 

fades overtime when you’re linked solidly to adult services”. 

Capacity of organisations, agencies and service providers 
Some of the major challenges to accessing adequate health care for clients were said to be 
due to organisational issues. These included overwhelming demand and impoverished 
capacity. Poor staffing and increasing caseloads create challenges, “I think the challenge 

for us is staffing because we know there's not enough of us and we have very high 

caseloads”. A lack of understanding about the range of abilities of people with intellectual 
disabilities and mental health issues were also noted to impact available services. For 
example, the mismatch of skills of service providers to particular roles. Focus group 
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discussion included the need to overcome barriers (including financial) to training staff. 
“there are so many things we need to learn and really the funding, more funding would give 

more opportunity for us workers to actually do those courses.” Currently there is funding to 
support a traineeship in Disability for one person every seven years. Limited staff with 
specialised ID and mental health training creates gaps in the number of people able to 
provide specialised services to this adolescent population. The high turnover of staff 
compounds the problem. Parents or carers unable to cope with a child’s challenging 
behaviours enter a continuing cycle of taking their child to a hospital emergency department 
where they can often be  discharged back to the same situation.  

The importance of feedback about staff performance, how clients are progressing and for 
staff to debrief and feedback to others how their day had been was advocated. It was noted 
that there were gaps in structures to support this feedback process. 

The delivery of services was also influenced by Occupational Health and Safety 
considerations. Challenging behaviours can put the providers, families and the client 
themselves at risk. While useful to be able to meet with clients and their families in their 
homes or at their work places participants were conscious of the safety issues. 

Frustration was also expressed at not having the capacity to follow up referrals and reduce 
the delay in intervention for clients experiencing difficulty accessing services. The 
following quote captures this sense of frustration. “Yeah, the idea of following through and 

making sure the questionnaire comes back and the appointment is booked and the … but in 

the interim if they're waiting six months for their planned appointment, you'd like to think that 

you had some capacity to make sure the speech, OT, you know those kind of things in the 

interim and if they haven't been able to return the questionnaire, it's highly unlikely they've 

got any intervention happening.” 

Social, economic and capacity issues of the clients and their families 
Numerous social, cognitive, physical and financial capacity issues for clients were 
identified as creating challenges and gaps in  accessing adequate health care. For some 
parents there is stigma associated with psychiatric diagnoses. Parents may be difficult to 
engage as they may be in denial, grieving or feeling isolated, have intellectual 
disabilities themselves, or have a multitude of other problems and limitations. For 
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some parents the energy expended in navigating the system, caring for siblings (who may 
also have a disability), means that “there's just no energy left I think by the end and that's 

just like oh it's too hard to start to think about navigating community groups and things with 

my child and there's all these barriers as well.” Other parents do not know how to access 
services, feel overwhelmed by life problems and resent being patronised .  

Lack of support for parents and carers of a person with an intellectual disability and 
behavioural problems was a salient theme. 

It was suggested that failure to support and help parents undermined interventions with the 
children, “a few of our kids end up in jail because of the lack of intervention with the family 

and with them personally” and that unsupported, parents may give in rather than implement 
consistent parenting strategies. Rather than being proactive to try and improve behaviour, 
many “families are just in survival mode”. Fortnightly visits to the carer were considered 
beneficial by those who had worked with this type of support in place.  

A lack of immediate support for parents coping with their children’s severe behavioral issues 
was also noted. Participants empathically described scenarios in which parents are 
frightened for their own and their other children’s safety through a lack of behavioural 
support services. An example follows: 

“Sometimes with a child with autism the parent will ring us because they want 

respite because the child is say 15 or 16 and really out of control and then it 

escalates. And there doesn't seem to be any, like you can ring different places, I 

won't mention who, and nothing happens and they say we've got to call the police 

and I mean to me it must be absolutely awful for the parent and the child, for the 

child to be put in handcuffs because he's acting out and carted off to hospital in 

handcuffs, I mean that's absolutely huge isn't it …  

… We'll see that sometimes comes down to support of the parents as well because 

a lot of the times when you do put things in place but the parent can't follow 

through, they're health is not, then that comes into play with their help, we need 

help from them as well and they just can't do it. All that stuff that needs to be done 

is too hard, to be consistent it's too hard.” 

46 



MRID.net Pilot - Needs assessment: Focus groups and survey with service providers  

There was much discussion about the need for parental and family counselling and training 
following diagnosis. There may be siblings who themselves do not have an intellectual 
disability but are impacted by the one who does. As explained, “why often the kid doesn’t get 

help, because parents don’t accept it. So first the parents have to accept it and we need 

some more family counselling for them to be able to”. 

Gaps in support and education for raising the awareness of parents and carers were 
identified in the focus group discussions. Currently it is difficult for parents and carers to get 
comprehensive information which addresses: what they need to do, what services their 
child needs, what they are entitled to, and where they can access those services. Gaps in 
counselling and skills development to parent a child with an intellectual disability were 
also perceived to have a negative impact on outcomes for the children, “I just wonder a lot of 

parents don’t actually understand … there’s no kind of training or anything that parents can 

access.” 

Participants were concerned that there were gaps in parental support for parents of 
children with an intellectual disability who have an intellectual disability or dual diagnosis 
themselves. While some participants identified that there were few known parent support 
groups in their area (e.g. Autism groups) amongst participants, others did not know of any 
and one remarked, “I don’t know of any support groups or parents, none at all. I don’t know if 

there are in any other area”. 

At a pragmatic level, participants spoke about the challenges of using the traditional paper 
based methods for collecting information from clients and their carers who are illiterate. 
Many clients have no permanent address, or telephone number making follow up 
problematic, “so I would say that that's one of the challenges that worry me in doing intake, 

like how do I make sure, there can be many reasons why people don’t fill out a 

questionnaire and return it.” And the more disadvantaged families are less likely to return the 

questionnaire. There was a case this week that I was involved in and yeah, they didn't even 

have a home address. So trying to actually send them paperwork and the address is 

unconfirmed [] really difficult” 

The cost of transport to access services, getting clients to appointments when parents 
worked, the need to use the allocated time for respite to transport a child to Sydney, 

47 



MRID.net Pilot - Needs assessment: Focus groups and survey with service providers  

concurrent problems with other children and parents surfaced as challenges to ensuring 
adequate health care. This is compounded in some cases, if the child has issues that 
preclude them from attending healthcare services. 

A lack of appropriate accommodation for clients with intellectual disabilities, their families 
and carers was concerning for the participants. In particular, gaps and challenges to 
accessing crisis accommodation, accommodation for people ‘caught between a mental 

health diagnosis and an intellectual disability diagnosis’, and accommodation for teenagers. 
People who have an intellectual disability “but it wasn’t diagnosed prior to 18 or whatever, 

been in hospital for four years, that can’t access ADHC group homes, they’d be perfect for 

an ADHC group home, but they’re stuck in a psychiatric ward for four or five years or more, 

then off to a boarding house is the solution for them. Their families are suffering the same as 

anybody, as well as the individual. Accommodation is critical.” 

Participants noted that while community attitudes toward people with ID and or MH 
remained a challenge they were improving. However, focus group discussions identified that 
these young people were often the victims of mistreatment in society and that there was 
room for improvement in attitudes, “I think even non-valuing, non-valuing still lingers and I 

think that kind of goes back, non-valuing and we've still got to come up to respect, all the 

way up to respecting that individual's capacity to even be alive still exists in our society with 

Down Syndrome and you know like it still lingers, it's still there and I think that's the other 

paradigm shift that we have to make”. 

Access to respite services 
Lack of access to respite care was identified in deliberations across focus groups. “I know 

families who are unable to get a break, any sort of respite, because of the difficulties with the 

individual having the complexities of both illness. Participants spoke about the gaps this 
created especially for children with particularly challenging behaviours. Parents were unable 
to get help for their children with escalating behaviour and were often told to ring the police.  

To pre-empt the difficulty of accessing respite services, even in critical circumstances, one 
participant explained that they advised parents “to enrol your child in respite now so that 

they're actually in the service in case there is a critical moment when they are adolescent 

when you need emergency care. Because if you don’t get them in it by the time they're 12 
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and 13 they're not going to actually sometimes access the service at all, they're going to 

say no, you're too old now. So get them in young and it’s quite stressful if they're young to 

lose their family but they're there when the service if they need that critical respite service 

at some point later on. And that sounds terrible to say to the parent you've got to put the 

kids into a weekend's leave, so yeah, but you do that so you know the service is going to 

be provided later on”.  

Access to school services 
While every child is “supposed to be entitled to an education on an equal basis”, participants 
explained that some families feel that they have no other option but to home-school their 
children because of their behaviour and intellectual disability. They expressed concern at the 
extra load this places on carers who are already burdened and for the child who is not 
attending school. One participant recounted the following experience with frustration. 

“I rang up the Education Department about one client, this is a grandmother 

who is caring for five grandchildren, one of whom has these issues and they've 

sent her this whole package to do distance education with this one child. This 

child hasn't been to school for a year, he's 13, he hasn't been to school for a 

year, nobody's done anything, it's been in the process, it's been in the works but 

he's missed out on a year's education because this is in the works. Now that is 

so wrong. When I rang up the Education Department she said to me ‘no, no, no, 

no, they are entitled, they have a right to an education, there's all these different 

places they can go’ but it turns out she didn't do the ringing around, you have to 

do that, but said he has to do home schooling. Well that's like the education, the 

department just washing their hands of this, there has to be something they can 

do for them.” 

Participants emphasised the importance of early diagnosis and intervention in schools to 
reduce the risk of children with mental health issues being bullied with resultant effects on 
their condition. Challenges identified in relation to schooling children with intellectual 
disability and mental health problems included: a lack of resources and support to enable 
early diagnosis; difficulty getting parents and staff together for discussion; challenging 
behaviour; class sizes; and a shortage of classes and schools set up to cater for children 
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with dual diagnosis. Many children ‘flew under the radar’ because they are the quiet ones. 
Their special needs are not recognised and they are put at the back of the classroom. 

There was dialogue about balancing teaching curriculum requirements (English, Maths, 
Science etc.) and teaching life skills (toileting, travel training, hand hygiene, handling 
money, telling the time etc.) within the time allocated for a school day. Participants stated 
that at times parents’ expectations of what their children could achieve were unrealistic 
and focused more on curriculum rather than skill development. The following focus group 
excerpt illustrates this divergence. 

“Sometimes you have the parent, I mean how many times have you had to say 

to a parent this is a most important skill, where they go ‘no, I want them to learn 

their times tables’, and you say ‘no, they really need to know how to wipe their 

bum’, you know what I mean” 

In light of specific life skill development needs of young people with ID, “they get their 

money stolen all the time, they don’t get their change correct back from shopkeepers, 

they often get assaulted, I mean the statistics of people that have got disabilities and 

they're young - for them to get sexually abused” Participants stated the need for more 
social skills or life skills programs, in addition to those approved by the Board of 
Studies, to be implemented for this cohort in both mainstream schools as well as in 
Schools for Specific Purposes (SSPs). 

Access to employment opportunities  
Participants talked about difficulties of finding and supporting employment for people with 
intellectual disability and mental health problems. A decline in the available job vacancies in 
the local area was noted. Transition to work programs were helpful but there was some 
confusion in focus group discussion about the inclusion and exclusion criteria to access 
these programs. The research team noted that if the service providers were confused how 
much more confusing it must be for the clients and carers.  

Once placed in a job, participants described the challenges of supporting a client in a job 
especially during the early stages. One participant suggested the introduction of 
mechanisms to support two-way communication between the employer and the service 
provider. As explained : - “I'm forever having to ring and say has my client turned up. 
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Introducing them to a new job, you know you can't say yes, I'll ring every day and then I 

make a phone call in six weeks and find out they haven't been for the last three weeks. I 

understand it’s a workplace but sometimes it’s the difference of them succeeding and not 

succeeding in those early six weeks. If somebody could have permission to report back” 

Access to social groups - “there needs to be more social groups” 
The limited opportunities for young people with ID and MH to socialise and practice social 
skills was mentioned across focus group discussions. Participants explained that this group 
was at risk and needed organised social groups because “other kids will pick on them, or 

trick them and say ‘have a drink of this’”. During the transition from youth to adulthood 
opportunities for social contact previously available at school were lost. People with dual 
diagnosis do not fit into “either basket, and there doesn’t seem to be anywhere for them to 

go”. As a result, they stay at home; their confidence and then their hygiene drops, “what is 

the point of having a shower, brushing their teeth or brushing their hair” and they are 
increasingly frustrated which intensifies the pressure on their carers. While there are some 
social groups, including those run through schools, there was insufficient funding for more. 
Those that did exist were either oversubscribed or had long waiting lists. Issues of sexuality 
and relationship management were also raised as challenges for this cohort. These topics 
are spoken about at relationship groups where available, however there was a sense that 
these are not adequate. Participants spoke of a lack of support about sexuality issues, 
sexual counselling, support in relationships, information for parents about sexuality, and 
support for parents with an intellectual disability themselves. One participant elucidated: 

“The guys that I work with are sort of nineteen to twenty one and they’re in that age 

where they’re sexually aware and we have a lot of issues with the guys kind of 

trying to work out relationships and they just freak out, they don’t know what’s 

going on, we don’t know who to really turn to get that support for the parents as 

well, no idea … like they don’t understand what’s probably happening to them. And 

the parents don’t know what to do about it as well because they all kind of one 

minute they’re going out with one person and then they’re going out with another 

person and then that person’s jumping up and down because they were with them. 

And then we have the other ones who are sitting on, like in areas they’re going to 

and from work and they’re actually having sexual intercourse on the bus.”  
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6.2.1.2 Communication  

An important challenge to providing adequate health care for clients was inadequate 
communication between services or about services provided to a client. There was 
also an alleged shortfall in communication or handover between service providers 
about clients who had accessed services. As a result, there was uncertainty and 
frustration; potential gaps in care; clients could ‘fall in the cracks’; potential duplication of 
services; and wasted energy and resources.  

Communication between service providers about clients  
Problems around accessing information about clients was linked to privacy issues. Privacy 
issues inhibit GPs and other health care workers from sharing information about a client. 
When a client turns 18, they can refuse parental involvement thereby blocking access to 
a wealth of information that the parent holds about their child. Participants also talked about 
clients having to retell their story to different agencies and service providers because the 
information is not easily accessible. The following three focus group excerpts provide 
illustrations of these challenges and gaps created by poor communication. 

“From the consumer’s point of view, your story is stored in multiple places, your 

history is here, a bit of your history’s here, a bit of your history here, and mental 

health services people have to tell their, go through their trauma with a number of 

questions, even the one work site.” 

 “If a person with an intellectual disability, they’ve got their stuff say with a disability 

trust if they’re in accommodation there, and they have an episode of illness, they 

might have a file in the community service, they might have a file in an adult ward, 

it’s not necessarily that that information’s going to come with them on every 

admission. You know, so things are lost, half of them not understood properly and 

sometimes it can take time, sometimes people who come with an intellectual 

disability, and I’ve seen it with a fellow who was in a EM or IM class at the school I 

was at, who came into the adult ward and a lot of people didn’t know he had an 

intellectual disability for a fair while.” 

“If you go into hospital for whatever, you find you’re telling the same story over and 

over again to different health professionals or whatever and the other thing too about 
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that integration of stuff is there’s been many times in the past where you find you 

diagnose, you do the assessments and diagnose a child with an intellectual disability 

and then you find out they’ve either gone off somewhere else and someone in health 

has done the same assessments that you’ve done within, you know, they’re not 

supposed to be done within two years anyway. So that’s not a valid result for a start 

or you know, it’s just lack of communication.” 

Participants stressed the importance of communication between service providers to hand 
over information about clients in order to ensure continuity of care. Scenarios described by 
participants underlined the ease with which clients could be ‘lost’, and receive no services, 
when they move from one service provider to another. One participant’s description of a 
client “falling in the cracks” between service providers highlights the importance of this 
issue. The first of the examples below illustrates that clients may ‘fall off’ and become totally 
disconnected from services if discharged without discharge planning and communication 
with community services. The second example exhibits delayed recommencement of 
services post discharge. People who have been in hospital and well supported as inpatients 
(e.g. assistance with showering for ten days), are discharged home without support and end 
up in crisis.  

“I've had examples where I've had a client that's OD'd on his medication, he got 

sent up to Shellharbour Hospital, admitted into the psych ward, stayed overnight. 

He was living in his car at the time and they released him and they didn't contact us 

and we dropped him up there, we said ‘here's our number, can we stay’, ‘no, no, 

no’. And he's gone, we can't find him, he's fallen off Centrelink, we don’t know 

what, and we're just down the road, you know. A caseworker went up to the 

hospital with him and explained what they take and everything like that. We see 

that a lot, falling in the cracks.” 

“Many of our clients, our patients are discharged with without any identification, so 

even a phone call that maybe its planned to be discharged after two or three days 

and to recommend the services in place already, so that is a big problem because 

carers are facing a lot of changes when their children are going back after 

discharged from hospital admission, so it is probably discharge planning 
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involvement with case manager or whoever is in working with the family to plan the 

services afterwards” 

When a client moves from one service to another, “there is often a gap, a period of time 

when people are not connected directly with the service or an NGO”. Following acute 
inpatient admission, there is often a void (in communication, as well as time) between 
discharge and when clients link with a case manager, rehabilitation services, mental health 
or other services. “Often these gaps are at very risky times where they relapse”. 
Interagency communication was cited as problematical because of underlying gaps and 
challenges to service delivery. Contributing factors suggested were the number of different 
government organisations each with different strategies, processes, eligibility criteria, and 
budgetary limitations. Streamlining processes within and across agencies and 
centralisation of criteria for access to a broad range of services were suggested as ways 
in which this could be improved. Other participants spoke about duplicity in child 
assessments arising from poor communication between different agencies attended (e.g. 
“I’ve had a young child have four different intelligence tests in the last two years but no-one 

bothered to ask if he’d previously had one”). They highlighted inefficiencies and the 
importance of communication between schools, day programs and respite, to provide a 
more “thorough understanding of the person they are trying to help” and avoid “everyone 

having to reinvent the wheel”. The fragmentation and duplication of services was recognised 
as wasteful, “Yeah, and we don’t communicate enough because I find that a lot of services 

duplicate on the work that they're doing. So you'll be doing something and you find that the 

other service that you're liaising with is doing a similar thing for one person. You know what I 

mean, like you're duplicating up on work … that’s just a waste of resources because you are 

doing something twice”. Poor communication between service providers enabled clients to 
‘service shop’:  

If clients “don’t get an answer they like from that person, they’ll come to us with 

their problems, deny any knowledge of having a case manager and expect us 

to go outside of our role to get it. So if we don’t make that call to ADHC to find 

out whether they have a case manager, suddenly you’re two days in the 

program and have this person depending on us for every part of their life.” 

Communication with clients and carers 
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Cultural differences and language barriers constitute additional challenges. The challenge 
of using interpreters when counseling or conducting interviews was described as “tricky”. As 
noted by one participant: 

“If people have an ESP [sic] background, the parents often would have trouble 

understanding that it’s not a language or a cultural thing that’s holding the kid 

back but it is the intellectual disability. Often they’ll have unrealistic 

expectations of somebody being a doctor when they actually have an 

intellectual disability and they hold onto that.”  

6.2.1.3 Other challenges and gaps 

Juvenile Justice 
Another challenging area cited was juvenile justice. Discussion focussed on reintegration 
and disclosure of information about childrens’ incarceration on release. One participant’s 
comment encapsulated this situation:  “your criminality may be able to be seen but your 

intellectual disability has to be identified”.  

Concurrent drug and alcohol use 
As in the wider community, the use of alcohol and drugs by young people in this cohort 
creates risks. As noted previously there was a greater risk that they would be tricked into 
taking substances or drinking. The symptoms and consequences of using these substances 
complicated diagnosis and behaviour management. Two excerpts from focus group 
discussions are illustrative:  

“You know but then again I come across kids in Juvenile Justice who, and you could 

never tell whether or not, especially when they came off the missions and they’d 

been into the billy and they’d been sniffing, whether or not the intellectual disability 

they were presenting with was because they managed to cook themselves inhaling 

petrol.” 

 “I worked at XX for a while and you’d see presentations of kids with intellectual 

disabilities or Autism with mental health and they were quite florid at presentations. 

You saw kids that were having brief psychotic episodes for want of a better 

description, after they’d been on the ‘whacky dacky’ but you rarely saw that 
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confluence of a kid with an intellectual disability, beyond those borderline kids and 

you’ve got to sort of go well is that socio-economic or is that what’s happening to a 

kid with a really robust intellectual disability for want of a better description.” 

6.2.2 What works well and what should we be careful not to change in the delivery and 
support of services for young people with intellectual disabilities and mental health 
problems 

A key component of needs assessment in the context of formative evaluation is identification 
of what is working well, and therefore what should be built on rather than changed or 
removed. Participants in this needs assessment were engaged in a broad scope of service 
delivery activities across a range of agencies and locations. Importantly, across these 
groups elements were identified both as enablers by those who had access to them and as 
impediments for those who did not.  

Participants explained an array of factors they perceived as contributing positively to the 
recipients of the care they provided. This included keeping families and carers involved. The 
scope was expansive, ranging from specific projects, through processes and frameworks, to 
strategies that supported empowerment and capacity building. We identified two major 
themes across participants’ discussion about what was working well: access; and 
communication. Within these themes, there were subthemes: access to services; access 
to information about what services are available; access to the appropriate service 
(facilitated by a good relationship with the GP, specific projects and programs); and 
communication between service providers; communication with clients. A 
multidisciplinary approach to care and information technology overlap with the two 
major themes.  

In summary, factors that supported a multidisciplinary and coordinated approach to care 
were deemed to be working well. The importance of this was captured in the following quote, 
“I don’t think you can separate them, you can’t separate people’s issues or barriers or the 

different domains because they’re all interlinked really. And when you’re working with 

someone, you’re not just working with them in regards to intellectual disability or their mental 

health issue or their housing issue. You’re working with them as a whole.”  
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6.2.2.1 Access  

Access to information about what services are available 

Access to information about appropriate, available client services and communication 
between service providers and the clients themselves, enabled a coordinated approach 
to care. It also minimised duplication and gaps in service provision. Participants spoke 
about the confusion and frustration they and their clients experienced from uncertainty about 
how, where, and what services were available and for whom or by whom. 

The use of a centralised database was suggested as an example of how to achieve an 
overview of the agencies involved in service provision and service recipients. The described 
databases record referrals to networks or agencies and link the agencies providing services 
for people with disabilities in the community. Using a localised database accessible to 
member services of the network was also presented as a way to support communication 
between agencies: “our network, the network which is built, which are linked, all agencies 

are linked with the network … whoever is providing services for the people with disabilities, 

we are linked and we do have a special agreement with members of that network.” 

Identified mechanisms that work well to disseminate information about agencies included 
orientation evenings, council and community directories and websites, as well as forums, 
and an annual EXPO in the Illawarra “when all kids are leaving school, run an expo in the 

Illawarra where every service that supports any form of disability, from mental health to… 

Yeah and that is a brilliant thing because not only do workers get to network but kids, all the 

schools come through, parents come through, you take home lots of information, you know 

next year it's going to be on again.” Facebook pages and blogs that have been set up by 
parents work well to provide a medium for parents to share information about services and 
to support each other. 

An expressed benefit of forums was their ability to connect agencies and to promote 
understanding of the client’s perspective, “more forums like this where you actually 

understand for someone with a dual diagnosis what that actually looks like for them so that 

then you can advocate on their behalf”. It was suggested that information sessions to orient 
consumers and carers to different services be held every two to three months.  
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Access to appropriate services 

The role of the GP 
A good relationship between the GP and client improved and supported the referral 
process for people. The importance of a relationship with a GP was emphasised in the 
following quote. 

“I've found with this new age of the medical centres where there's not a family 

doctor, then if they don’t have that relationship then they feel a lot more 

uncomfortable in going to a GP because its somebody they don’t know. 

Whereas the ones who do have GPs, they'll go, because quite often I will say if 

you go to a GP you'll get a better referral, your referral process will be a lot 

smoother and it will happen whereas if we just take it through our way it’s a 

bumpy ride. But they go oh well I don’t really have a GP, we just use the 

medical centre and then it's not a relationship with a GP and then it becomes 

complicated. So anybody who has a family GP they just so much, life is so 

much better because there is a relationship, there's a knowledge of family 

issues rather than just walking in blind to somebody who is the seventeenth 

person they've seen before morning tea.” 

Specific projects and programs that empower and build capacity  
Mechanisms that served to empower and build capacity through increasing access to 
services were cited as ‘working well but could be improved’, and ‘wouldn’t want to change’ 
categories. Specific examples included empowering the client through building relationships 
over time, holding meetings in familiar locations such as schools and preparing parents and 
clients for meetings ahead of  the meeting through home visit and priming with photos - “No, 

I don’t think its length of the consultation, I think it might be just to what, leading up to it 

even, you know having pictures of the team or showing of that team. Like you were saying 

preparing even the carers, you could have, we could have photos of the team or something 

just so they know what, you know forewarning, that sort of thing could possibly help”.  

Capacity building through local training and work placement opportunities was 
described as working well. Training specialists in the community, and providing placements 
for medical students to gain experience working with children with mental health problems, 
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intellectual and physical disabilities were applauded as providing a broader understanding 
for trainees “so they’re not so removed” or “disconnected”.  

The ability for a parent to refer or a client to self-refer was considered to be successful. . 
The introduction of mental healthcare plans was seen as effective in providing access to a 
variety of services and for empowering consumers to manage their own health in 
partnership with the GP – “The mental healthcare plans I think are valuable which generally 

the GP’s would do which give access to a range of ancillary services like psychological 

services, dental services. The risk is that they have been cut back last budget but they are 

an important tool. They allow the consumer to manage their health in consultation with the 

GP.” 

Several focus groups discussed specific programs, services and projects that were 
beneficial and should not be stopped. It is important to note here that this report does not 
capture all of the projects, programs and services in the Illawarra that may be working well in 
providing services to young people with intellectual disabilities and mental health issues. 
Specific tools (e.g. Comprehensive Health Assessment Protocol (CHAP)) and programs 
such as the school transition programs and Headspace were frequently cited as 
successful in this needs assessment. Similarly, SSP P&C committees, parent support 
groups and social clubs run through schools were also seen as successful.  

Participants also identified characteristics of other services that worked well. These included 
the ability to respond quickly, particularly in crisis situations, and to be flexible to meet 
needs and accommodate new information. Projects that promote healthy lifestyle were 
applauded as were the Child Wellbeing Units (with database called ‘Wellnet’), the latter 
commended on good communication and an holistic approach to the client.  

The success of school transition programs in schools was discussed across focus 
groups. “From the school point of view I wouldn’t want to lose the individual transition 

programs that we do which acknowledge the parents, the staff and the outside agencies we 

needed. So I definitely wouldn’t want to lose that”. 

Positive characteristics of the transition programs and clinics were: inclusiveness of 
parents, staff and outside agencies; focus on improving the situation for the child; and a 
transition teacher on site to work with children and parents. Directing students and parents 
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to where they could get help once they left school including setting them up to see adult 
doctors, was significant “because they haven't got, you know our system to fall back on then 

and sometimes when you feel a little bit isolated, especially with some difficult children who 

may not fit into the post-school options”. 

Headspace was cited frequently as an example of a program that was working very well, 
through the services it provides and through supporting the formation of relationships and 
connecting people. “Headspace is unreal, like I’ve had to take many people there for 

different reasons”. 

Mentoring and peer support groups established to empower and support consumers 
were perceived as successful.  A specific example is described:  

“We had a psychologist and a mental nurse that come to XX on a daily basis and 

through that we’ve got a group of guys who actually call themselves a YY group and 

they go in and they talk and discuss about the things that are happening between 

them and they try and sort of nut out things that might help each other in their sort of 

problems. And I reckon that would be great to expand that because it’s the guys 

themselves who are actually helping each other. Like one of them is actually here in 

the room, he’s over on the far end, and he’s in that and he’s come here today because 

he’s interested in it and he’s wanting to learn and it seems to help them in themselves 

when they’re at work and that as well so. 

6.2.2.2 Communication to enable a coordinated approach to care 

The importance of the communication between service providers involved in a client’s 
care and with consumers was emphasised. Participants appreciated the value of clear 
and consistent communication pitched at an appropriate level to minimise confusion, to 
build ongoing long-term relationships, to build trust, and to facilitate consistency of support. 
This level of communication with team members, doctors and other staff members, the 
consumer and family members was seen as vital with examples cited:  open 
communication between service providers and job seekers, their parents, and friends; day 
program staff and ADHC teams members; within schools. 
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A coordinated approach to providing care for the client was effective when strong 
communication existed between GPs, paediatricians and school counsellors. In addition, 
good communication between team members, other staff, consumers and families was likely 
to decrease confusion. Co location of services, “I am at ADHC, I guess what works for our 

service is having the multidisciplinary team under one roof” also significantly improved 
communication.  

The participants stressed the importance of networking and strong communication 
between the professionals within an organisation, between organisations and the 
client and their family and the community “because they have to have good networks 

with their community because when you walk away they still need that ongoing support”. We 
report mechanisms important to participants in supporting communication between service 
providers involved in a client’s care, access to information about services and agencies and 
a coordinated approach to care.  

Participants proposed factors and strategies effectively supporting interagency 
networking. Examples included co location of agencies and building in networking activities 
as a component of funding agreements. These strategies encourage different groups to 
work together. Instituting regular interagency meetings also served to improve collaboration: 

“We were compelled to do it because it was in our guidelines so we had to do it and 

community care standards and you have to show how you were actually, you know 

you were having an audit and you have to show how you were actually doing, 

working with other interagencies recently. One of the women who comes, her boss 

doesn't like her coming because they don’t have a lot of time within the office but 

she's like I have to come, I have to come.” [because it is part of the funding 
agreement] 

And 

“I'm working with such a broader organisation and one thing that I quite enjoy going 

to is the interagency meetings that they have, you know where there's all these 

different sections of health providers coming together, from early childhood services 

to mature student services with middle age kids and adults. But they're in regular 

meetings [] and I never experienced that because I come from an organisation, 
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which is very insular in their capacity with such a variety of people working for them. 

I think there's a lot of that drawing off other agencies into that organisation and yeah 

I really value that.” 

A focus and emphasis on interagency collaboration at a senior bureaucratic level was also 
seen to support interagency communication. This included mandating that agencies work 
together to address particular issues. The following focus group quote illustrates this point. 

“It mandates that representatives from a whole range of government organisations 

come together like from specific areas to look at violent behaviour in the community 

in young people and come up with strategies. They actually had targeted individuals 

that get put on this level and discussed by police, Juvenile Justice, health and 

education and so on. I think something similar to that, and it means that there are 

reasonably senior bureaucrats in each of the government departments that perhaps 

do oversee an interagency focus on critical cases and any agency can say this is a 

problem in our service and put it on the table and then all the agencies have to deal 

with it.”  

Factors supporting a synchronisation of health service provision were highlighted as 
evidence of things ‘working well’. Specific examples described “a wonderful coordinated 

approach” that involved batching care such that children requiring a general anaesthetic to 
have their teeth assessed would also have blood taken if required while under anaesthetic,  
rather than at a separate time.  

Multidisciplinary, Collaborative Approach  

A multiagency collaborative effort to provide health and non-health services was described 
as an approach that works well and should be supported. Awareness of each member’s role 
enabled this type of approach, to be beneficial for the client, to be time and cost efficient, and 
to prevent overlap. In addition, “when the client has some agencies, there’s some 

consultation around and ownership of the goals and the direction of where it’s been going … 

all the agencies driving it”. One participant described the following example of a multiagency 
approach, “a one-stop shop” as one of the best things that they had seen. 
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“They take a family who is not coping and all the agencies come in and they go 

okay, housing comes in, the police come in, health come in, education come in and 

they go okay, what can we do with this family? So they work with them intensively for 

six months. That was really, I saw that worked really well with families … I think they 

were referred, you know I think whether it was through housing or health or 

education but I think the family was referred. Just families who can't cope and you 

quite often find that the extended family, you know they have mental health issues, 

they have intellectual problems, they have a whole lot of things going on but they 

just, as a family, they're not functioning in the community, either financially or with 

housing or with drugs or alcohol or all of those things. So we've had a couple of kids 

who've come through like that and that worked well, but that's that matter of 

everybody knowing everybody's business.” 

Participants emphasised that a coordinated approach succeeded  when providers 
recognised the importance of the input of each without a sense of one being more 
competent  according to their profession, and when there was a “collaborative and non-

judgemental approach to agencies working together”. While potentially confrontational for 
parents to meet and communicate with a number of professionals at the same time, 
multidisciplinary team meetings such as case conferences worked well because they 
supported two way communication, enabled a full medical review, sharing of information, 
collaboration and a coordinated approach to care. In so doing, case conferencing ensured 
that teachers, mental health workers, other service providers, parents, and grandparents 
were equally informed in relation to the client’s care. This provided consistency of care and 
treatment. The following quote exemplifies the benefits of case conferencing: . 

“There’s so many services that you’ve got, so we decided to have a case meeting to 

really sort of work out who really needs to work with the disability and it was really a 

successful process. I mean it was very time consuming getting it all up and running 

but it was actually really good in terms of one, about identifying what … families, 

because what ended up was not a lot was happening because there was all this 

crossover and different stuff that was going on. So I think case meetings or case 

conferences can be really good. One, for identifying clients but I think it’s also really 

about different service providers” 
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Multidisciplinary approach and school involvement 

The multidisciplinary clinics located within the schools were positively viewed by several 
participant groups. On-site clinics conducted by visiting clinicians including paediatricians 
and psychiatrists enabled effective communication with parents and teachers about their 
children. School based clinics and casework were said to provide a range of perspectives, 
including those of people who are in the classrooms with the children and able to observe 
them. The following quote by a school counsellor describes the organisation and 
composition of a clinic : “I setup ADHC to come into the school to do clinics and there would 

be a speech pathologist, an occupational therapist and a psychologist and they would come 

as a complete unit and then I would have maybe five sets of parents come in and it would be 

a clinic for the class teacher and for the parents, just to sit and talk to these three 

professionals from ADHC and then they would access services from that”. 

Participants reported that schools offered portals facilitating ease of access to services. 
They provided a comfortable, familiar and safe environment for healthcare services and 
families to meet. These factors also enabled a coordinated approach to care. Schools were 
seen to provide opportunities for children to access mental health and other services that 
they would not otherwise be able to access. Together, including teachers, principal and 
parents help provide a holistic view of each child. Embedding the school counsellor within 
the school offered opportunity for naturalistic and incidental contact and assessment. “If you 

took the counsellors out of schools, especially in areas like ours where you don’t get the 

outreach, then they [children] wouldn’t be accessing those sort of services”. It was noted that 
through doing psychological assessments school counsellors saved families from having to 
travel to Sydney and facilitated the possibility of early intervention. In addition, other 
psychologists were freed from this task, which served to reduce the length of their waiting 
lists.  

Hospital schools were recognised as working well to provide a coordinated approach to 
care. Particular strengths of hospital schools include their ability to cater for a range of 
disabilities and mental illness and the unique position of teachers to observe and provide 
feedback to a range of healthcare professionals on issues related to the child. Teachers in 
hospital schools are able to support children’s continued access to services, build on that 
access, or advocate for access to additional services. 
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Policies and frameworks 
Participants cited specific frameworks that worked well and should continue. These 
frameworks provided practical guidance (policies), allowed for a client focused approach 
(rather than ‘box ticking’), and tightened up relationships between service providers and 
schools, medical services and ADHC.  

“I like the framework we work under, I like all the policies and the instruction that 

backs all our work so that we've got strong guidelines to work alongside … I find 

work with the government and then going out to non-government some of that's lost. 

So working within the government I really, really appreciated that. I work in Child 

Protection, I'm a disability child protection caseworker … I wouldn't want to lose the 

current framework we have now in our view with aging disability because at last it's 

working as it used to when we were all together, its working much, much better. And 

with the schools, with the new programs that we're involved in as well, I think that's 

very positive.” 

There was discussion in one focus group about the applicability and usefulness of the 
Disability Services Standard. While providing a good framework that could work well, it was 
suggested that it needed to be increasingly implemented at the school level to inform 
classroom principles. Additionally, families needed to be made more aware of its existence. 

Information Technology 
Information technology (IT) was valued for facilitating access to services and immediate 
communication between clients and specialists at crisis points (e.g. mobile phones) and 
when it enabled them to network across geographical areas. Information technology that 
supported the distribution of information and assisted targeted, fast communication was also 
valued (e.g. email; Facebook). The following quotes provide examples of the effectiveness 
of technology: 

“A really positive thing that happened to me recently with a family who kind of 

were struggling with their child who has a mild intellectual disability and is on the 

spectrum but also has got a merging mental health issue was that … the mother 

was able to ring the mobile of the child psychiatrist and actually get some 

feedback which was really relevant, which was so good because the child was 
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just starting to self-harm. So that was beautiful, that was really responsive and it 

was really nice to see in the age of technology that the parent actually had the 

psychiatrist's mobile and was able to leave a text or a message. I thought that 

was really good use of technology but also such a good response back to that 

family, so that was very positive.” 

 “I had a client and she had Spina Bifida … she was no longer in a child group, 

she finished at 18, came back to adult services … she'd had case management 

who were insightful into Spina Bifida and she'd go to the one unit for that. She 

came to the local area and there was no case management service … In the end 

I linked through a video conference around NSW and talked about the fact I was 

having all these difficulties and all the other people linked said we're having the 

same problems. So we actually finally funded one case manager service to the 

Illawarra for Spina Bifida children.” 

 “If you're connected electronic and you're working and you've got your 100 

emails a day or whatever have you but you also have the email addresses of the 

families that you work with, as many as you can that are online, you can just fairly 

quickly think oh that would be good for such and such a family because of their 

child's needs, you can then send the information. And all the families are getting 

younger and they're all more savvy so I think we need to do it electronically and 

to be giving them information that way.” 

6.2.3 How have you successfully built bridges to other service providers for your clients 
and families? 

Participants have developed and implemented strategies to connect clients and families with 
service providers. In order to tap into, harness and build on these strategies, we asked 
participants to describe the bridges they had successfully built to other service providers for 
their clients and families. Responses highlighted the potential for clients to feel overwhelmed 
and powerless and the significance of facilitating communication and disseminating 
information about services. Rather than a naturally occurring process, communication and 
relationships between stakeholders need to be cultivated, fostered and supported. The 
importance of building bridges, and ongoing multidisciplinary collaboration between 
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education, health, housing, employment services, community services, Centre Link, ADHC, 
DAS, the client, family, carer, broader community, and other services was evident in the 
focus group discussions.  

There were two main themes that emerged in participants’ discussion about building 
bridges: access to services; and communication. Apparent in the discussion about building 
bridges to other services was the criticality of easily accessible information about what the 
services do and for whom they are provided. Strategies to encourage such information 
sharing varied and included: regular inter-agency meetings; information sessions; EXPOs; 
forums; and round table discussions between services and clients. For example: 

“more local days like this where you can actually meet and talk to the service 

people directly would be of value to us I think … It would be a fabulous 

brainstorming session wouldn’t it, to have all these people in the one room at a 

case conference where everybody who’s seeing the same problem, we’re all 

talking the same language. But one of the main things that bugs me is that all 

the different criteria. I’ve got one criteria, you’ve got another criteria. If we all 

have a one intake forum, and you know whether your service can take it, you 

know whether your service can take it, rather than having to send them off and 

reinvent the wheel … you want a service, we’ll tell you to phone this number”. 

Mechanisms to centralise information about what services are available, eligibility criteria 
for access, and overlap are considered essential for building bridges in this area. This 
concept is illustrated in the following quote. 

“With Aging Disability, we're planning orientation meetings for every two or three 

months so that carers who need a bit of direction or clients can just turn up again 

and get, say this is what I'm having difficulty with what's out there, I mean that's what 

we do as case managers but these orientations will be there and you can't take it - if 

you're a carer you can't take everything … I've already got a family with six agencies 

and they don’t know if they're Arthur or Martha. So you've got to sometimes back off 

and say when you're ready for this information, when its critical to you, this is where 

you come and so what we're doing is we're running it three monthly so it can be like 
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a pop in centre for people to come back and say you mentioned such and such, it 

wasn't important then but can we ask you more about that now.” 

Consistent support, ongoing long-term relationships, developing trust and good 
communication were identified as crucial facets of building bridges.  

6.2.4 Suggestions for ways to improve service delivery 

During focus group discussions, participants suggested ways to improve service delivery. 
For the most part, these fell into two broad and overlapping categories: access to services; 
and communication. Improving access to services includes methods to; simplify and 
streamline processes and facilitate transition planning; support training and education and; 
introduce school support teams. Suggested methods to improve communication included: 
collating and centralising information about clients and improving communication between 
service providers. 

6.2.4.1 Access to services 

Participants did not want to lose those mechanisms that enabled a coordinated approach to 
care. Broker type services were suggested as a way to build bridges for clients and 
families, “often there’s other members of the family that also have intellectual disabilities. 

Many of the students have brothers or sisters … And somebody to coordinate that for them, 

they can’t really manage, there’s so many services available and it’s a minefield”. Brokering 
services was also suggested as a way of building bridges between services and was 
described by a focus group participant: “The other thing that we've started to get into 

brokering services, so if we can't do it then we'll broker it to somebody else … So it may 

mean that a small admin component for funding comes to life but pretty much the provider 

who specialises in that area, all the hands on there, getting service agreements with 

different organisations so you can broker back to them on that just recently.” 

Simplify and streamline processes  
Participants suggested that one way of improving access to services for children with ID 
and MH issues would be to simplify and streamline the referral process. Developing a tool 
to identify whether a referral should take place and the most appropriate referral and 
sharing of information with other service providers was proposed. Recommendations to 
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help simplify and streamline processes were: to use clear written pathways, CALD 
appropriate information, reduce or clarify service overlap, introduce monthly reports written 
home about positive stories and feedback.  

Facilitate transition planning 
Participants advocated early preparation for transition when a child first accesses the 
services, ““So if we get a child in at two years of age we're starting to get our heads around 

the idea of planning for transition, planning for potential crises before they happen, so and 

some of that could be now to get a little bit more focus on potential mental health issues”. 

Periods of transition should be used to guide a systematic approach to assessment, 
intervention, and monitoring such that it occurs at birth, start of school, positioning for high 
school, positioning for post school. As one participant expressed, “a systematic approach 

to medical and interventions and assessments, if you like, at different transition points in a 

child's life and then as they go through adulthood and believe me it is, it does work and it is 

very helpful and its especially helpful if parents are guided through the process, they don’t 

have to go searching through the quagmire for a service.” 

Support training and education 
Participants provided several suggestions to support improvement in access to services, 
broadly categorised as training and education for clients, carers, clinicians and service 
providers. Specific types of training for clients included: information about their illness; 
emotional based skills training for all young people in SSP or support units, “a structured 

program where they can learn about emotions and feelings and when they get too upset, 

and what to do, or who to go to for help” and using times when clients are in respite care to 
teach social skills. The following excerpt elaborates the latter suggestion. 

“Provide respite to families by providing clients in violence to go and spend time to 

develop peer relationships, give their carers a break. We don’t provide any respite 

environments that skills show, we want them to be able to move towards independent 

living, they get that training in the school, they get a bit of that training if they get into a 

transition to work or a community participation program. But we waste all that time 

that they're in a respite environment, then they could be learning to cook for 

themselves, learning to clean, you know you need a few transitional respite units 

which are designed for training for independent living so that they're not wasting all 
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that time that kids go to respite from the time they're, you know 10 years old … So we 

have respite environments where they're in every day, sometimes for a week but 

they're not giving them an opportunity to practice cooking their own meals, making 

their own beds, things like that.” 

Participants emphasised the need for social skills training to be introduced early in support 
units and suggested that clients in mainstream schools do the life skills program alongside 
their peers. Learning about sex and impulse control were flagged as important topics for 
inclusion.  

Other suggestions were: additional resources and training for parents and carers; 
information forums for parents and students; education and information on complementary 
therapies; and education about different syndromes from those specialised in those fields. 
Behavioural support and education for the families was considered important, “because if 

something crops up at the day program and they're seeing it at home and you go okay, 

well we're going to do this behaviour management strategy where they X, Y and Z and yet 

when they go home mum's only able to do X and Y and Z are still part of that process”. 

There were comments about education requirements for clinicians and support workers 
including: understanding clients’ multicultural needs and sensitivities; recognising 
stigmatisation of clients and their families; assessment skills for MH and ID; understanding 
the line between challenging behaviours and mental health symptoms; recognising and 
knowing how to work with non verbal children who are stressed or sensory overloaded in 
new environments. Participants conceded that many GPs lacked knowledge about best 
practice in relation to people with an ID and were unaware of available services and 
schools to which they could refer patients with an ID. Another group requiring training were 
emergency department staff and inpatient clinicians. One participant explained, “it is not an 

environment that I would recommend for somebody with an intellectual disability, an adult 

inpatient ward, it’s incomprehensible to them, it’s confusing, it’s frightening, and sometimes 

because it brings out behaviour it can end up being traumatic in terms of the types of 

treatment that may be coercive to get them to be quiet, you know, sedation, restraint, 

seclusion”. 
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Participants suggested that service providers could benefit from education and training in 
relation to: mental health workers’ understanding of intellectual disabilities (mental health 
service can be scary and confrontational for people with an ID and may cause aggressive 
behavior); the language and behaviours of younger clients; how the client sees the world; 
the complex needs of clients with ID and MH; and issues related to school education. One 
participant illustrated this point, “I'm in high schools, so just anything that can help with the 

education of students, to understand, especially if they have got a dual thing, like how we 

go about being in the classroom with them and controlling them and what type of role 

model we need to do for them to help them improve”. 

The sense of frustration at the lack of training provided for staff is captured by a nurse’s 
comment, “I'm a registered nurse in a small residential and I'll, the biggest problems we 

have is having changed staff and that staff that we have don’t understand the complex 

needs of our clients because they don’t get the training. That's my biggest frustration.” 

Suggested formats for training including: in-services; forums; webinars; teleconferences; 
audios and conferences.  

School Behavioural Support Team  
Participants identified that access to specialised behavioural support teams to be available 
for schools is required, particularly at times of crisis. The team would be able to support 
teachers who are having difficulties with students who have problematic and/or escalating 
behaviours in class, and may prevent further escalation (e.g. suspension, calling the police).   

6.2.4.2 Communication  

Collate and centralise information  
A central repository or mechanism to support sharing of information about clients between 
service providers was discussed across focus groups. Participants suggested that 
establishing a central database or repository where clients’ history could be stored, or 
enabling connections between databases through registering clients’ names would facilitate 
access to a full picture of the client. It would also prevent information being lost and 
minimise the trauma that a client may feel when they are required to revisit information over 
and over. The following quote speaks to the importance of this suggestion. 
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“Well even in here, if a person with an intellectual disability, they’ve got their stuff 

say with a disability trust if they’re in accommodation there, and they have an 

episode of illness, they might have a file in the community service, they might have a 

file in an adult ward, it’s not necessarily that that information’s going to come with 

them on every admission. You know, so things are lost, half of them not understood 

properly and sometimes it can take time, sometimes people who come with an 

intellectual disability, and I’ve seen it with a fellow who was in a EM or IM class at 

the school I was at, who came into the adult ward and a lot of people didn’t know he 

had an intellectual disability for a fair while.” 

Participants proposed that service providers should be able to access information from all of 
the services involved in a client’s care. Practical suggestions included: the development and 
linking of databases with information about services the client accesses; a folder similar to 
a ‘Blue Book’ or ‘service folder’ when a child is identified with a disability (available as the 
‘Red Book’). The appropriate service provider would complete each section of the folder or 
book when the child accessed services. For example, the occupational therapist would 
complete the Occupational Therapy section when the client consulted them. In this way 
every service provider, the carer, parent and client would have a complete picture in one 
book of which services have been provided, by whom and when. It would also include input 
from non healthcare services such as respite services. All major correspondence and 
reports from healthcare providers would be included in the book. “You might have one for 

every year perhaps but then it would allow the carers to have a better input, a better 

awareness of what services are helping them and where to put that stuff because so often I 

go to families and they say we've seen some lady, forget where she's from but she's doing 

this with them and she's helping with that and as you said it's hard to work out who's who.” 

Centralisation of criteria for access to a broad range of services and technological 
improvements that would, for example, allow for the attachment of medical evidence to 
ADHC assessment electronic forms, were suggested as process improvements to support 
communication between service providers.  

Other strategies to increase communication between and access to services included: using 
the school space because it is accessible and less confronting for those involved; and 
developing a mechanism for the employer to report back to the agency about whether a 
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client has arrived for work - “I'm forever having to ring and say has my client turned up. 

Introducing them to a new job, you know you can't say yes, I'll ring every day and then I 

make a phone call in six weeks and find out they haven't been for the last three weeks. I 

understand it’s a workplace but sometimes it’s the difference of them succeeding and not 

succeeding in those early six weeks. If somebody could have permission to report back”. 

6.2.5 How stakeholders perceive the MRID.net pilot project can build on the work that 
currently do to help better meet the needs of clients and families 

“The best thing about the project is you guys do all the running around, all we 

have to do is bring the kid to the meeting as such but somebody else gets the 

doctor there, gets the dentist there, gets the caseworker there, they're doing 

all that running around, we just walk in and everyone's there for us to sit down 

and have a case conference as such.” 

The MRID.net, through it’s collaborative, integrated model of care, was said to be “medically 

making a big difference and also to the educational outcomes in the end”. School transition 
clinics provided by MRID.net was said to have provided students and families with good 
direction and information about where to go for help when leaving school, “because they 

haven’t got, you know our system to fall back on then and sometimes when you feel a little 

bit isolated, especially with some difficult children who may not fit into the post-school 

options”. Participants’ comments underlined the importance of including mechanisms to 
engage and maintain support and buy-in for the project to ensure sustainability. “I think there 

will need to be mechanisms built in to make it a priority for the people who are being drawn 

into it because it's going to take time for people - even with people receiving the service and 

what the remote area, remote health services are going to have to spend time, even just 

with the consulting and there might be some resistance there. I mean they've got to see the 

benefit of it all I suppose, so it has to be sold.” 

Participants identified several factors behind the success of the MRID.net pilot project. MRID 
school clinics were successful because of being held on site in the schools, and its holistic 
approach. This was seen to support a calm and relaxed atmosphere because the students 
were used to that environment and the setting familiar for the families and clients.  
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“Yeah. It's just like that thing, an umbrella that looked over everything that was being 

done” 

Participants acknowledged that the MRID.net pilot project conducts successful school 
clinics for children and coordinates the delivery of services in the schools. Through 
diagnosis through school clinics, services were able to be accessed for children with issues 
that had been informally recognised by school staff but previously formally undiagnosed.  

A multidisciplinary approach, which co-located so many health professionals and 
services at the same meeting, was seen to be very useful in identifying and building a 
shared understanding of the clients’ problems and needs. A prominent theme in the 
discussion about the MRID.net pilot project was the role and benefits of having the 
project coordinate, facilitate and network services. The following quotes provide more 
detail of this concept: 

“I think the school is a marvellous resource which is underused by other 

agencies, because all children have to come to school and parents bring their 

children to school and, not always, but often there's a trust relationship between 

the family and the school so that they're probably more willing to participate in 

some sort of mental health service”.  

6.2.5.1 Improving communication: connecting and coordinating services 

Participants concurred about the importance of being able to access a client’s history to 
avoid repeatedly seeking the same information. There were numerous comments and 
suggestions across focus groups that represented the notion that the MRID.net pilot 
project could act as a connector point, to coordinate services. The notion of creating a 
‘one-stop-shop’ was seen as invaluable, particularly given the number of services that need 
to be accessed and the referral processes that make it so difficult for those who are 
resource and/ or capacity poor: 

“For me I think it would be great even if families know of a team of people that 

they can access that they'd be able to help them through particular health care 

needs. They know where to go, it’s free and its easily accessible, you don’t have 

to go to your GP, explain what it's all about, it's just sort of a walk-in service. And 
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I think it's really important that that service is collaborative, working with everyone 

that is involved with the child or adult.” 

We have summarised participants’ suggestions for ways in which the MRID.net could act to 
coordinate and connect services (Table 5). Although there are nuanced differences, the 
degree of similarity across suggestions emphasises the advantage of improving access to 
services through connecting, coordinating, streamlining and supporting access to 
information about services.  

6.2.5.2 Access to services 

Accessing specialists in regional and rural areas 
Participants discussed the role of the MRID.net pilot project in improving clients’ access to 
specialists and in improving collaboration and a coordinated approach to care. For those in 
rural areas, this may involve embracing the use of technology. Teleconference, webinars 
and videoconferencing with numerous health professionals linked to the GP as the point of 
connection were offered as means by which technology could support access to specialists 
and other health professionals. It was suggested that having the GP as the contact point, 
would facilitate the tele-health process. Furthermore, that “videoconferencing and sort of 

immediate access to specialist, I would imagine around the country, around the world, the 

possibilities of that is wonderful, especially for people living in regional areas like this or 

rural areas.” Linking with services and follow-up were aspects deemed to be beneficial. To 
maximise the benefits of accessing specialist services through the use of technology, good 
process that ensured access to full case notes and other information, good video footage 
and equipment would be necessary. The perceived benefits of using technology for 
accessing care and training were reflected in the following quote. 

“Schools are set up with classrooms now where you can connect up with other 

schools and that's much easier, teleconferencing. And some of the agency 

communications can be slowed down so much by trying to find a date and a time 

and a venue for everyone to get to and I think teleconferencing or 

videoconferencing, just embracing technology basically. I mean it's what this project 

is going to do anyway but I think it could be used in the lead up to referrals and what 
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have you as well, I think we need to use that a lot more, it just makes sense to stop 

people travelling all around the place, you know. 

I think for training too, it might be better off using it more in training and I know we 

were moving along that way with XX so I was to do like a whole leadership course 

by teleconference, so it's possible for us to network and share… 

Certainly in regional areas it’s ideal.” 

While attitudes were largely positive, there was recognition among participants that the use 
of technology may be difficult and challenging for some clients, particularly those with 
mental illnesses. For some clients with mental illness, it could be difficult to be honest and 
open if they were not in a face-to-face consultation. Another concern was that using 
technology such as video conferencing could reinforce delusions (e.g. that the television is 
speaking to them). Furthermore, conducting face to face diagnostic clinics in an outreach 
mode in remote areas have  benefits through enabling clients and families to meet and 
develop a rapport with specialists. 

Education, capacity building and networking 
Participants also discussed the MRID.net as having an educative and capacity building 
role. This included education of staff, clients and carers, and school services.  

Participants identified a role of the MRID.net project in providing education and capacity 
building of emergency department staff and nurses, local clinicians and service 
providers about the needs of people with ID and MH issues. There was an expressed 
need for more training for staff at the frontline who care for people with dual diagnosis. 
Participants requested education to enable them as disability workers to recognise when 
mental health support should be sought for their clients with intellectual disabilities, so that 
they could “support them, to provide better for our clients” (with ID and MH issues). 
Suggestions for education modes included training through the University of Wollongong, 
meetings and forums. Another suggestion was that the MRID.net could develop training 
modules for online access. “In the mental health field and something like that where people 

can actually just go on, log on and do modules and training that are targeted to specific 

groups would also be something that could be maybe brokered through this because it's 
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going to touch such a broad range of people, you know maybe that could be a spin off or a 

side project that could come out of it as well.” 

The MRID.net pilot project was also seen to have a role in providing education and 
training for clients and carers. This included providing accessible, easy to understand 
education about illnesses, services, updates and changes. This could to build service 
providers’ capacity to educate the clients. Education and ongoing support of carers was 
also highlighted as important. A variety of delivery modes including audio and online 
formats were suggested. Participants applauded the role of the MRID.net pilot project in 
preparing clients and families for transition to adult services.  

Participants reported that many students, particularly adolescents and their families may 
not be aware of the signs and symptoms of mental illness, thus not seeking help. There 
was suggestion that this could be the focus of education, “that’s probably an educational 

thing that we can focus on, to identify and to encourage a young adolescent to have the 

strength to talk and I think that that might alleviate a lot of the bigger mental health issues”. 
“I think there’s, if you look at then the mental health services that are available, you’re then 

competing with everyone else to access those services and it’s just so under resourced.” 

Process improvement 

Service providers expressed frustration about the lack of clarity and inefficiency of current 
processes. Unclear referral processes; uncertainty about service availability, their brief and 
accessibility; diverse eligibility criteria that were not synchronised; and a lack of coordination 
within and between services. Participants foresaw an important role of the MRID.net project 
in: coordinating services; simplifying processes; and increasing accessibility to early 
diagnosis, and intervention. 

Table 5: Summary of suggested roles of the MRID.net Pilot 

Role of MRID.net 
Act as a connector point for the services  

Coordinate and disseminate information on the services that are available, what the 
services actually do, and the eligibility criteria for those services 
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Process improvement including standardising intake criteria and streamline the intake 
process across services 

Allocate funding from the Pilot to develop a list server with all disability providers – with 
information about services  

Organise forums for the purpose of networking agencies to promote cross recognition 
and understanding of roles  

Information technology to improve access to services  for those in regional and rural 
areas 

Education and training of staff, clients, carers (including use of information technology- 
e.g. electronic learning modules)  

Provide a reliable contact service for service providers to expedite responses to urgent 
issues. 

 

.  
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7 Discussion and conclusion 

Participants identified strengths and barriers to the delivery of services for young people 
with mental health and intellectual disability needs in the Illawarra/Shoalhaven area. 
There were complex relationships between categories and subthemes in relation to a 
coordinated approach to care for young people with ID and MH needs (Figure 6)  

Figure 6: Categories and subthemes relating to a coordinated approach to care 

 

A prominent theme emerging in this needs assessment was that when services operate 
as silos, challenges and gaps occur in the delivery of services. Strategies and 
mechanisms that break down the silos and facilitate collaboration and coordinated 
approaches to care were applauded and cited as bridges. The transition period when 
people move from child to adult services, the intellectual disability and mental health 
divide, the interface between acute care services and the community, and access to 
services and early diagnosis and intervention were highlighted as areas of particular 
concern. It is therefore not surprising that when asked how the MRID.net pilot project 
could help, participants’ suggestions also reflected concerns in these areas.  
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Participants’ suggestions for improvement and the role of MRID.net pilot (Table 6) 
inform the recommendations arising from this needs assessment, Figure 6 also 
illustrates the complex relationships between the subthemes in relation to a coordinated 
approach to care for young people with ID and MH needs. 
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Table 6: Gaps and challenges, suggested improvements and potential role of MRID.net Pilot 
Theme Gap and Challenge What works 

well/strategies used 
Building bridges Suggested improvement Suggested role of 

MRID.net 
Access to 
services in a 
timely manner 

Access to information about 
services: what is available 
and for whom 

Centralised data base; 
orientation evenings; 
council and community 
directories and websites, 
forums, annual EXPO 

Centralised data base; 
orientation evenings; 
council and community 
directories and websites, 
forums, annual EXPO 

Central person or service to 
co-ordinate for the clients 
and carers – a broker type 
person; reduce or clarify 
service overlap; CALD 
appropriate information; 
monthly feedback reports  

Connector role; school 
clinics 

Access to appropriate 
services in a timely manner 

Good relationship with GP; 
empowering client through 
building relationships; 
holding meetings in a 
familiar surrounding (e.g. 
schools); preparing parents 
and clients for meetings; 
specific programs (e.g. 
CHAP, Headspace) ; 
information technology 

 Early diagnosis; simplify 
and streamline referral 
processes – use clear 
written pathways, CALD 
appropriate information;  

Connector role; information 
technology and 
communication 
(teleconference, webinars, 
videoconferencing) 
 
A GP would facilitate the 
tele-health process 
 
School clinics 
 
Streamline process 

Access to services: 
eligibility criteria 

  Streamline, synchronise, 
and centralise 

School clinics 
 
Streamline process 

Access to services: 
assessment services 

   Connector role; information 
technology and 
communication 
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Theme Gap and Challenge What works 
well/strategies used 

Building bridges Suggested improvement Suggested role of 
MRID.net 
(teleconference, webinars, 
videoconferencing) 
 
School clinics 
 
Streamline process 
 

Access to services: referral 
process  

Good relationship with GP  Simplify and streamline 
referral processes – 
develop a tool to identify 
whether a referral should 
take place and the most 
appropriate referral 

School clinics 
 
Streamline process 

Access to services: early 
diagnosis: 

   Connector role; information 
technology and 
communication 
(teleconference, webinars, 
videoconferencing) 
 
School clinics 
 
Streamline process 

Access to services: MH/ID 
diagnoses  

Co case managing   Combine services to create 
one that has both a 
disability framework and a 
mental health framework 

School clinics 
 
Streamline process 
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Theme Gap and Challenge What works 
well/strategies used 

Building bridges Suggested improvement Suggested role of 
MRID.net 

Access to services: 
transport; distance 

   Connector role; information 
technology and 
communication 
(teleconference, webinars, 
videoconferencing) 
 
Streamline process 

Access to services: 
availability of services 

   Connector role e.g. school 
clinic; Connector role; 
information technology and 
communication 
(teleconference, webinars, 
videoconferencing) 
 
Streamline process 

Access to services: 
resources and capacity of 
client and carers  

Capacity to self-refer; 
mental healthcare plans 

 Education about their 
illness; emotional based 
skills training; structured 
programs to educate about 
emotions and responses; 
using time in respite to 
teach social skills; 
information forums 

Connector role e.g. school 
clinic; training and 
education 
 
Streamline process 
 

Access to services: staff 
expertise 

Capacity building through 
local training and work 
placement opportunities for 
medical students 

 Training and education; 
match skills to service 
provision required; feedback 
and debrief for staff; 

Training and education and 
communication 
(teleconference, webinars, 
videoconferencing) 

83 



MRID.net Pilot - Needs assessment: Focus groups and survey with service providers  

Theme Gap and Challenge What works 
well/strategies used 

Building bridges Suggested improvement Suggested role of 
MRID.net 

education about 
multicultural needs and 
sensitivities; recognising 
stigmatisation; assessment 
skill development (MH&ID); 
develop skills to deal with 
nonverbal overly stimulated 
and stressed children; 
referral process and best 
practice. 
Train ED staff. Training 
using in-services, forums, 
webinars, teleconferences, 
audios, conferences 

 
School clinics 
 

Access to services: staffing 
and resources 

    

Access to hospital care Workaround to fast track 
through ED triage process 
e.g. say the client has chest 
pain 

  Streamline process 

Access to services during 
transition periods 

School transition programs   Anticipate and proactively 
prepare; facilitate transition 
planning; preparation for 
transition should begin 
when the child enters the 
service 

School clinics; Streamline 
process 
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Theme Gap and Challenge What works 
well/strategies used 

Building bridges Suggested improvement Suggested role of 
MRID.net 

Access to services: social, 
economic, psychological, 
physical and financial 
capacity of clients and 
carers 

Mentoring and peer support 
groups; information 
technology 

  Connector role; information 
technology and 
communication 
(teleconference, webinars, 
videoconferencing); 
Streamline process 

Access to services: support 
for parents and carers 

Fortnightly visits to support 
the carer; specific projects 
and programs and services 
(e.g. SSP P&C committees, 
social clubs and parent 
support groups) 

 Counselling, support and 
education; skills 
development; alternative to 
paper based methods for 
collecting information; 
information forums (e.g. 
about 
alternative/complementary 
therapies) 

Education for clients and 
carers 

Access to services: 
accommodation 

    

Access to services: respite  Workaround – enrol the 
child for respite years 
before they need it to get 
them on to the waiting list 

   

Access to services: school School transition clinic; 
multi-disciplinary approach 
with school involvement 

 Introduce school support 
teams – to provide help 
when child exhibits 
escalating behaviour  
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Theme Gap and Challenge What works 
well/strategies used 

Building bridges Suggested improvement Suggested role of 
MRID.net 

Access to services: social 
groups and social skills 
training; lifestyle 

Programs such as Child 
Wellbeing Unit 

 More funding for more 
social groups; using time in 
respite to teach social skills 

 

Access to services: 
sexuality and relationship 
management education and 
support 

  More funding for sexual 
counselling, relationship 
support, information for 
parents about sexuality 
issues  

 

Access to services: 
employment 

Transition to work programs  Mechanism to support two 
way communication 
between the employer and 
service provider 

 

Access to services: 
behavioural support 

    

Communicati
on 

Handover between service 
providers about clients 

Co-location of services; 
information technology 

 Streamlining processes; 
centralisation of criteria; 
improve communication 
between schools, day 
programs and respite; 
centralised repository to 
allow access to a full picture 
of the client and their history 
 
‘Blue Book’ 

Connector role e.g. school 
clinic 

Communication between 
service providers 

Networking activities as a 
component of funding 
agreements; interagency 

 Centralised repository to 
allow access to a full picture 
of the client and their history 

Connector role e.g. school 
clinic 
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Theme Gap and Challenge What works 
well/strategies used 

Building bridges Suggested improvement Suggested role of 
MRID.net 

forums; scheduled regular 
interagency meetings; 
senior bureaucratic support 
for interagency 
collaboration; mandating 
that agencies work together 
to address particular issues; 
multi-agency approach (one 
stop shop) 

Improve communication 
between service providers 
Information technology 

Communication between 
service providers and 
clients and carers 

Network opportunities; 
forums; Multiagency 
collaborative effort (e.g. 
‘batching’ care); multi-
disciplinary clinics in 
schools; multi-disciplinary 
team meetings; case 
conferences; school 
counsellor; hospital schools; 
policies and frameworks; 
information technology 

Consistent, ongoing long 
term relationships, 
developing trust and good 
communication 

Use school space Connector role e.g. school 
clinic 

Other  Juvenile Justice     
Concurrent drug and 
alcohol use 

    

-------------------------------------
------------ 

Ability to respond quickly 
and accommodate new 
information 
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9 Appendices 
9.1 Evaluation tools 

9.1.1 Focus Group Protocol 

Focus group facilitators were provided with a Needs Assessment Focus Group Protocol to 
enable standardisation in method of data collection across all focus groups. The Focus Group 
Protocol used in the needs assessment follows. 

Needs Assessment Focus Group Protocol  

0-10 minutes  

Welcome, Explanation of the Needs assessment, and Informed Consent 

Welcome! Thank you for agreeing to participate in today’s focus group. 

As we get started, let me tell you a little bit about this project.  

We are conducting a needs assessment as part of the Metro-Regional Intellectual Disability Pilot 

Project. The formative assessment will include questionnaires, focus groups and individual 

interviews. Today you are being asked to complete a brief questionnaire and to participate in a 

focus group. The purpose of the needs assessment is to better understand the types of services 

that you are currently providing to clients and families and the range of services that may be 

needed.  

Because this is a research study, we need to have your consent to participate. Has everyone had 

a chance to review the informed consent?  

Facilitator: Walk participants through the informed consent document and give people 
chance to review and sign. People will separate the document, signing the 4th page and 
keeping the other pages. Make sure to collect all consent forms before starting. 

So first, we will take a few minutes to complete the questionnaire and then we will start the focus 

group.  
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Facilitator: Hand out the questionnaire, give people a chance to complete them and then 
collect the completed questionnaires. 

Ok, now let me tell you a few things about focus groups . . . . . 

First, there are no right or wrong answers. This is an opportunity for you to tell us about what 

works well, give input about what you perceive as the greatest needs, and to have a 

conversation with other colleagues.  

The focus groups will be audio recorded to ease accurate transcription. Audio tapes will be 

transcribed following the focus group interviews. Transcripts will be analysed to understand key 

themes, common needs, and needs that are unique to a specific service agency. I’m going to 

turn on the recorder now.  

Facilitator: Turn on the recorder! 

In addition to the recording, we will also be taking notes. Can I have a volunteer to be the scribe 

for this group? 

Ok, are there any questions before we start? 

10 – 20 minutes  

Thinking about the health needs of your clients and families . . . what works well? 

What should we be careful not to change? 

Facilitator: Direct the conversation back to the client’s health needs, if necessary 
 

20 – 30 minutes 
What are your greatest challenges in ensuring adequate health services are provided to your 

clients and families?  

 
30 – 40 minutes   
What do you perceive to be the gaps in the health services that are provided to your clients and 

families? 
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40 – 45 minutes 
As you know, your clients have many complex needs, and therefore they may have to work with 
multiple providers and agencies to have those needs met. How have you successfully built 
bridges to other service providers for your clients and families? 
 
45 – 55 minutes 
How do you think that the MRID.net pilot project can build on the work that you are currently 
doing to help you better meet the needs of your clients and families? 
Facilitator: If someone asks a question about the pilot project and what the pilot project 
entails, say: “We are looking at the health needs of the clients and families.” We don’t 
know exactly what the pilot project looks like . . . we want to design it based on your 
needs and this is your opportunity to provide input. Some potential ideas are to create a 
team consultation for the agency, design systems of health care, decrease institutional 
barriers / increase communication, provide education, bring specialised expertise to 
remote areas.” 
 

55 – 60 minutes 
Is there anything else we haven’t covered? 

(What about educational support?) 

Thank you for your participation! Afternoon tea is now available until 2:30. 

Facilitator: Please bring the completed questionnaires, recorder and notes to Julie 
Johnson.  

**************************************************************************************************************
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9.1.2 Focus group questions 

Focus groups were opened with a scripted introductory statement, and guided by a focus group 
protocol provided above. The researchers then guided the focus group discussion using the 
following questions. 

Needs Assessment Focus Group Questions  

1. Thinking about the health needs of your clients and families . . . what works well?, 

What should we be careful not to change? 

2. What are your greatest challenges in ensuring adequate health services are provided 

to your clients and families? 

3. What do you perceive to be the gaps in the health services that are provided to your 

clients and families? 

4. As you know, your clients have many complex needs, and therefore they may have to 

work with multiple providers and agencies to have those needs met. How have you successfully 

built bridges to other service providers for your clients and families? 

5. How do you think that the MRID.net pilot project can build on the work that you are 

currently doing to help you better meet the needs of your clients and families? 

6. Is there anything else we haven’t covered? (What about educational support?) 

**************************************************************************************************************
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9.1.3 Survey Questionnaire 

Participants were asked to complete a paper-based questionnaire designed to collect 
demographic data of participants and information on client groups they provided services for and 
the type of services they provided for them. The questionnaire is presented below. 

Needs Assessment Survey Questionnaire  Group #_________ 

This questionnaire is part of the needs assessment of the Metro-Regional Intellectual Disability 

Pilot Project. The purpose of the needs assessment is to better understand the types of services 

that are currently provided and the range of services that may be needed to meet the needs of 

clients and families.  

Thank you for taking time to complete this questionnaire. Please leave the completed 

questionnaire with your group facilitator. 

1. What is your current position? 

2. How long have you been in this position? 

☐ < 1 year 

☐ 1 – 5 years 

☐ 6 – 10 years 

☐ > 10 years 

3. What is your age? 

4. What is your sex?  ☐ Female ☐ Male 

5. What is the highest level of education you obtained? 

6. Who are the clients and families for whom you provide services?  

7. Are the majority of your services targeted at any specific age group?  

Check all that apply: 

☐ Young children ☐  Adults  

☐ School age children ☐ Older adults 

☐ Adolescents 
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8. Is your client population strongly composed of any specific cultural background? 

☐ No 

☐Yes _______________________________________________________  (please specify)       

  

9. What are the services you provide? 

Check all that apply: 

9a. Health related services  

☐ Direct assessment and management of health issues 

☐ Physical 

☐ Mental  

☐ Inpatient  

☐ Outpatient 

☐ Dental 

☐ Community Health Support 

☐ Other (please specify)  _______________________________________________  

9b.Non-health related services 

☐ Education 

☐ Accommodation 

☐ Respite 

☐ Community Support 

☐ Financial 

☐ Legal  

☐ Other (please specify)  _________________________________________________  
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10. How do clients currently gain access to your services? 

Check all that apply: 

☐ Referred by GP  

☐  Referred by specialist 

☐ Referred by client family  

☐  Referred by school 

☐ Referred by allied health  

☐ Referred by nurse 

☐ Referred by legal 

☐  Other (please specify) 

**************************************************************************************************************

96 
 



 

9.2 Analysis tools 
9.2.1 Coding definitions 

Table 7: Coding definitions for analysis of focus group data 

CODE DEFINITION: CONTENT ABOUT .... 

“Falling in the cracks” When the client is not unable to be found but falls in the gap 
when moving from one service to another 

Access to information about 
client 

Access to information about people with MH/ID who are 
clients 

Access to information about 
services 

Information about what services are provided by different 
organisations 

Access to specialists Accessing specialist providers 

Access to testing/assessment Access to testing for assessment/diagnosis/defining or 
categorising 

Adolescent assessment  Assessment services specific for adolescents  

Advocacy Advocacy for the people with MH/ID 

Capacity Capacity of services other than assessment services 

Case conferences  Case conferences e.g. use of; frequency of; effect of; need for 
etc. 

Communication between 
service providers 

Communication between service providers e.g. client gets the 
same test at different services 

Community/hospital interface Where there is an interface between the hospital and the 
community e.g. ED, visiting community care that affects 
people with ID or MH 

Defining disability Defining a client’s disability  

Diagnosing disability Diagnosing a client’s disability  

Divide between MH and ID 
diagnoses 

The divide between MH and ID diagnosis 

Education - Life Skills (client) Education about life skills 
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Education – Access to school 
(client) 

Access to appropriate school education 

Education – Employment 
(client) 

Education to prepare the client for going into employment 

Education – Employment 
(employers) 

Education about ID/MH for organisations within the 
community that may offer employment opportunities 

Education – Hospital school 
(client) 

School in hospital  

Education of community Education of community about ID/MH 

Education of GPs Education of GPs about special needs of people with ID/MH 

Education of hospital staff in ED Education of hospital staff in ED about special needs of 
people with ID/MH 

Education of inpatient clinicians Education of inpatient clinicians about special needs of people 
with ID/MH 

Education- Other (client) Education that does not include access to appropriate 
education or education about life skills or employment 

Eligibility criteria Eligibility criteria for services, funding 

Good quotes Quotes that you think powerfully convey a ‘message’ related 
to ID/IM issues  

GP involvement  In managing clients with ID/MH. E.g. CHAP (comprehensive 
health assessment protocol), Better Access to Mental health 
care Plan etc.  

Headspace 'Headspace' is the national mental health youth foundation, 
which aims to promote and facilitate improvements in the 
mental health, social wellbeing and economic participation of 
Australian young people aged 12–25 years. ‘Headspace’ aims 
to do this by providing holistic services; increasing the 
community’s capacity to identify young people with mental 
health and related problems as early as possible, and 
encouraging help-seeking by young people and their carers; 
and providing quality services that are evidenced-based, and 
delivered by well trained, appropriate professionals. 
‘Headspace’ also aims to have an impact on service reform in 
relation to service coordination and integration within 
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communities, and at an Australian and state/territory 
government policy level 

Hospital discharge Discharge from an acute care service e.g. discharge planning 

Hospitals ability to meet 
specialised needs 

The hospital’s ability to meet specialised needs of client  

Lost to follow up When the client is lost to the service 

MRID The MRID project 

Multidisciplinary approach  Multidisciplinary or collaborative approach in providing 
service/care for clients with ID/MH  

Opportunities to network  Opportunities (forums, conferences etc) to meet with and 
network, share ideas with other ID/MH service providers  

Parent/carer support  Facilities, education, services, capacity to support parents and 
carers 

Prevention Support/activities/services designed to prevent problems or 
lack thereof  

Respite care  Respite care 

School Clinics Service providers attending clinics held within school grounds, 
and including school staff.  

School counsellor School counsellors 

Service to service handovers Handover of information about client between services (when 
handing over care) 

Social groups Social activities and/or groups for people with MH/ID 

Suggested improvements Suggestions for ways things could be improved 

Transition Relating to the periods of transition for people with MH/ID, 
particularly from paediatric to adult medical services, or from 
school to post school options, and/or from paediatric to adult 
respite services  

Travel Related to travel issues related to client’s needs 

Wait time particularly for clients 
with ID/MH  

Wait time particularly for clients with ID/MH  
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Workarounds  Methods used to circumvent problems  
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9.3 Findings 

9.3.1 Demographic and Context 

9.3.1.1 Needs assessment participant demographics 

Table 8: Number of participants by sex 
DEMOGRAPHIC VARIABLE: Sex Number of participants 
Male 22 
Female 92 

 
 
Figure 7: Number of participants by age group 

 
 
 
Table 9: Roles represented by participants 

ROLE OF PARTICIPANTS 
A/Professor 
Principal/Assistant Principal 
Behaviour Support Practice 
Individual Support Team Leader  
Consumer Peer Support Worker  
Carer Support Worker  
Professional practice coordinator, disability and carer services  
Education and support worker for family and carers supporting people with mental illness 
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Mental Health Carer Respite Officer 
Case Manager 
Caseworker 
Paediatric registrar 
Rehabilitation consultant 
Child psychiatrist 
Client Services Coordinator/Manager 
Psychologist 
Counsellor 
Disability Support Worker 
Network coordinator 
Occupational Therapist (hospital) 
Speech Pathologist 
Physiotherapist 
Respite Coordinator 
School Counsellor 
Student 
Student case manager 
Team Leader (Disabilities Care South) 
Team Leaders (Group Home) 
Coordinator of Training Service 
Coordinator Disability Services 
Learning Support Coordinator 
HR Training and Development Officer 
Information Referral and Intake Officer 
Manager Day Programs Disability Service 
Marketing Consultant 
Welfare  
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Figure 8: Length of time in current role 

 

 

9.3.1.2 Service/Client Interface 

Table 10: Clients for whom services are provided 

CLIENT GROUPS ACCESSING SERVICES 
ADHC 
Adolescents with mental health issues 
Adolescents with complex issues – mental health issues, disabilities, behavioral, trauma 
and Attention Deficit Disorder 
Adolescents (12-17 years) with acute mental health issues or maladaptive behaviours that 
require inpatient admission or additional assistance for issues around risk that have not 
been able to be managed in the community 
Adults with ID  
Adults with ID and their families 
Adults with ID and Acquired Brain Injuries 
Adults with disability (not specified) 
Adults with diagnosis of chronic mental illness, crisis mental health all ages 
Children admitted to hospital 
Children and families, mostly parent carers 
Children and young people in the care of the Minister, with high and complex needs and 
their foster carers 
Children (young) with ID or developmental delay +/- ASD/Asperger's or neurodevelopmental 
disorders and their families 
Children with ID and mental and physical issues and their families  
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Children with developmental delays and disabilities and children for whom abuse/neglect 
has been confirmed by a medical doctor 
Consumers of mental health services in acute community and rehabilitation settings and 
residential clients of ADHC 
DAS clients with global developmental delay or ID and/or ASD. ADHC clients mainly <6 year 
olds with global DD and motor delay 
Department of Education and community, preschool to year 12 
Families, carers, friends, or support people of individuals experiencing mental illness 
Families and carers of children who attend SSP schools 
Families who have a child with a developmental disability from 0-65 years of age 
Forensic  
IM/ID/ED Students 
Older parents and carers 
People aged 0-65 with disabilities 
People aged 0-65 with intellectual disabilities  
People with ID and challenging behaviours 
People aged 0-65 with intellectual disabilities and dual diagnosis 
People aged 15-60 who want to re-enter employment 
People aged 16-65 with a disability or mental health condition who are seeking open 
employment 
People in supported employment 
People with Autism Spectrum Disorder 
People with developmental delay, intellectual disabilities, and Autism 
People with disability, injury, medical or mental health conditions who need assistance to 
gain access to education or employment 
People with drug and alcohol problems (previously) 
People with ID and challenging behaviours 
People with ID, their families and carers 
People with mental illness 
People with disabilities, carers, frail aged, people living with mental illness 
People who are looking for disability services 
People referred to ADHC who require behavior support 
Respite care for children aged 4-12 years 
School aged children and their families, teachers and schools - mainstream and disabilities, 
families and carers 
Secondary school students 
Secondary school students with mental health problems – the majority also have ID 
Secondary students with ID/MH/ASD and their parents 
Secondary students with a diagnosed emotional disturbance 
Special needs students in government schools and families 

104 
 



 

Staff training to staff of the disability service which provide services to adults with ID 
Students enrolled in DEC and parents/carers and preschoolers that will enrol in DEC 
Students in special schools 
Students with vision impairment  
Students K-12 with diverse learning needs and their families (and their school communities) 
particular focus on secondary students with disabilities 
TAFE prospective and enrolled students with ID, MH issues, families, and private practice 
clients with MH issues 
Unemployed people with disabilities, 14-65 years old, Centrelink jobseekers, and voluntary 
clients 

Some respondents indicated more than one type of service 

 

Table 11: Health related services provided 

 Direct assessment and management of health 
issues 

Commu
nity 
Support 

Dental Other 

Physical Mental  Inpatient  Outpatient 
Number of 
participants 

7 36 3 7 9 1 16 

Some respondents indicated more than one type of service 

 
Table 12: Health related services grouped as 'other' 

SERVICES GROUPED AS ‘OTHER’ 
Assessment - behaviour 
Assessment - cognitive 
Assessment - ID 
Behavioural support 
Case management 
Child protection 
Community participation life skills 
Disability care 
Disability support services/care 
Employment support 
Out of home care 
Support for access to assessment and treatment 

Some respondents indicated more than one type of service 
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Table 13: Non-health related services provided  

 Educatio
n 

Accomm
odation 

Respite Commun
ity 
support 

Financial Legal Other 

Number of 
participant
s 

63 23 23 35 11 7 38 

Some respondents indicated more than one type of service 

 
Figure 9: Non-health services provided that participants identified as 'other' 

 

Some respondents indicated more than one type of referral source 
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