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DXsdaimer 

Inherent Limitations 

This report has been prepared as outlined in section one of this report. The services provided in connection 
with this engagement comprise an advisoty engagement, which is not subject to assurance or other standards 
issued by the Australian Auditing and Assurance Standards Board and, consequently no opinions or 
conclusions intended to convey assurance have been expressed. 

KPMG have indicated within this report the sources of the information pro;ided. We have not sought to 
independently verify those sources unless othenvise noted within the report. 

KPMG is under no obligation in any circumstance to update this report, in either oral or written form, for events 
occurring after the report has been issued in final form. 

The findings in this report have been formed on the above basis. 

Third Paw Reliance 

This report is solely for the purpose set out in section one of this report and for NSW Health's information, and 
is notto be used for any other purpose or distributed to any other party without KPMG's prior written consent. 

This report has been prepared at the request of NSW Health's in accordance with the terms of KPMG's 
contract. Other than our responsibility to NSW Health, neither KPMG nor any member or employee of KPMG 
undertakes responsibility arising in any way from reliance placed by a third party on this report. Any reliance 
placed is that party's sole responsibility. 
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t x e c u t ~ v e  summary 
Aim and 0bjedi~es 

The aim of this project is to condud an economic appraisal of the range of options presented in 
the draff Service framework to improve health care of people with intellectual disabilities (2007) 
and in particular to analyse the costs and benefits of options related to: 

specialised health services for people with intellectual disability (tier 4); and 

clinical leadership, research, and education and training for health professionals working 
with people with intellectual disability (tier 5). 

The appraisal of costs and benefits of each option will inform a funding submission to be 
developed by NSW Health. 

The Senrice Framework 

The Sewice framework to improve health care of people with intellectual disabilities aims to 
promote a broader understanding of the health needs of people with intellectual disability and 
their right to effective services and care, and improve'the quality, range, consistency, 
accessibility and integration of services necessary to meet the health needs of people with 
intellectual disability. 

The Framework is based on a tiered approach that focuses on developing better understanding 
and capacity within the health system to:' 

facilitate inclusion of children, .adolescents and adults with intellectual disability into 
universal health services; 

provide additional specialist support where required across the spectrum of health needs; 
and 

respond more effectively and appropriately to the health needs of people with intellectual 
disability through specialist education, training, advocacy and research initiatives. 

This approach has five tiers: 

Tier 1:Strategic health policy and population health 

Tier2 Primary health and community health care 

Tier3:Acute health care services 

Tier 4: Specialised intellectual disability health services, which relates to specialised 
assessment, intervention and treatment for people with intellectual disability and complex 
health needs and development of the health system's capacity to meet the needs of people 
with intellectual disability generally 

Tier5: Statewide clinical leadership, research, education and training. 

Options 

  he scope of the options considered are: 

' NSW HealUl and DADHC (2007); DnflSe~ice FrameworXto improve health care forpwple wwi inleUeclualdisabili~ 
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Tier 4 

Establishment of a Clinical Nurse network across Area Health Services. There are 60 sub 
options considered - a network of clinical nurse consultants (CNCs), and a network of CNCs 
and clinical nurse specialists (CNSs). 

Establishment of small, specialised, multidisciplinary health teams across Area Health 
Services to provide specialised health services to people with intellectual disability, building . . 
on existing specialised services. 

- 

'~stablishment' of larger, specialised, multidisciplinary health teams across Area Health 
Services to provide comprehensive, specialised health services to children, adolescents and 
adults with intellectual disability, building on existing specialised services. 

Establishment of a clinical network to provide support and clinical leadership to health 
professionals working with people with intellectual disability, coordinate.the development of 
intellectual disability health services, and to  provide input into research, education and 
training. 

Establishment of three professorial chairs of intellectual disability medicine, intellectual 
disability nursing, and intellectual disability and allied heath, linked to clinical services and 
faculties of medicine, nursing and allied health at appropriate universities. 

Specialised intellectual disability health services and clinical leadership, research, training and, 
education will contribute to improving the health status and health outcomes for people with 
intellectual disability, as well as the quality of life of people with intellectual disability and their 
families and carers. 

Specialised intellectual disability health services also have the potential to lead to real savings in 
health service and disability support costs through more intensive, earlier intervention, earlier 
diagnosis and detection of conditions, more effective management and treatment, and avoiding 
more costly health and disability interventions as health conditions progress. Case studies 
outlined in this report illustrate that the costs of specialised intellectual disability health 
interventions are relatively insignificant in most cases compared with the costs of health care in 
the absence of specialised services. 

Investment in clinical leadership, research and education in intellectual disability health through 
a Greater Metropolitan Clinical Taskforce (GMCT) network and University Chairs, will contribute 
to improving the education and training of health professionals and increase their knowledge 
and capacity to work with people with intellectual disability, and will likely increase the number of 
health professionals with sufficient training to provide specialised intellectual disability health 
services in NSW. Further, research in intellectual disability health will be better coordinated and 
will contribute to a broader evidence base underpinning service delivery. Ultimately, these will 
improve the effectiveness of evidence-based service delivery and clinical practice. 

Costs 

The estimated recurrent costs of each of the tier 4 options are as follows: 

Table I -Estimated recurrent costs ofimplementing tier 4 options 

02009  KPMG. an Australian pannersllip and a member firm of the KPMG network of independent 
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Estimated Medicare revenue per 
annum2 0 0 2.688 5.295 

Estimated net cost per annum 1.364 4.575 16.325 47.267 
Current funding (2008-09)~ na na 1.837 10.121 

Estimated funding requid per 
annum 1.364 4.575 14.488 37.146 

~ ~ ~~~~ 

Source: KPMG 
Amounts expressed in 2009-10 dollars. Future years costs will increase by the level of cost escalation. 
'This represents the total recurrent cost of each option to the NSW Government. Costs include all staff costs and 
estimated non-staff operating costs per position, and include: salary costs, superannuation (9 per cent), wofiers 
compensation (2 per cent), and an allocation for general operating expenses per position (37 per cent) - as advised by 
NSW Health, and representing the NSW Health standardised costing method. Costing assumptions are outlined in 
Aooendix B~ .~, ~ 

'This represents a cost to the Ausblian Government, and revenue for AHSs (hence offsets the total cost to the NSW 
Government). Assumptions relating to the calculation of Medicare revenue are outlined in Appendix B 
' ~ o t e  that these figures were collated through a survey of AHSs undertaken by NSW Health in 2009, and represent the 
best estimate of the level of funding allocated to specialised intellectual disability health services currently. For option 2, 
only those existing resources used to provide services to adults will offset the cost; for option 3, all existing resources 
will offset the cost The accuracy of these figures have not been able to be verified by KPMG. 

The estimated recurrent costs of each of the tier 5 components are as follows: 

Table 2 - Estimated recurrent costs of imolementina tier 5 

-- 

Estimated cost per annu'm 0.287 1.260 
Source: KPMG 
Amounts expressed in 2009-10 dollars. Future years' costs will increase by the 
level of cost escalation. 

Key findings 

There is insufficient quantitative data and evidence to conduct a robust economic appraisal of 
the range of Framework options. At present there is no minimum State-wide data set on costs, 
service activity and the performance of existing services available to people with intellectual 
disability or evaluations of individual services. 

However, based on available evidence and consultation, small multi-disciplinary intellectual 
disability health teams are likely to provide the highest net benefit in terms of cost effectively 
delivering improved health outcomes for people with intellectual disabiliiy. 

The recurrent cost of implementing small intellectual disability health teams is estimated to be 
$14.488 million per annum, net of Medicare revenue and existing resources allocated to 
specialised services for adults with intellectual disability. 

The anticipated benefits of small multi-disciplinary teams include better coordination of health 
services for people with intellectual disability, more intensive, earlier intervention, earlier 
diagnosis and detection of conditions, and more effective management and treatment. These 
benefits are likely to result in avoided costs associated with early intervention. 

0 2009 KPMG. an Australian partnership and a member firm of the KPMG network of independent 
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There are workforce issues which will constrain the implementation of intellectual disability 
health teams in the short term, and additional costs are likely to be incurred as a result of any 
workforce development activities, including provision of training and education and financial and 
nonanancial incentives. These costs have not been quantified.' 

There is a need for additional, ~tatewideclinical leadership, and for improved coordination of 
education and training and research activities in the area of intellectual disability health. The 
appraisal suggests this can be best achieved through a GMCT-like network for intellectual 
disability health and University Chairs in Intellectual Disability Medicine, Nursing and Allied 
Health. 

However. Ule costs of ongoing training and professional development for staff employed in specialised intellectual 
disability health services have been included in the recurrent cost estimates for operating these services.' 

02009 KPMG, an Australian palfnership and a member firm of the KPMG network of independent 
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Project aims and scope 

I Project aims and scope 

The aim of this project is to conduct an economic appraisal of the range of options presented in 
the draft Service framework to improve healfh care ofpeople with intellectual disabilities (2007) 
and in particular to analyse the costs and benefits of options related to: 

I specialised health services for people with intellectual disability (tier 4); and 

clinical leadership, research, and education and training for health professionals working 
with people with intellectual disability (tier 5). 

The appraisal of costs and benefits of each option will inform a funding submission to be 
developed by NSW Health. 

I The scope of options to be considered are: 

I Establishment of a Clinical Nurse network across Area Health Services. 

Establishment of small, specialised, multidisciplinary health teams across Area Health 
Services to provide specialised health services to people with intellectual disability, building 
on existing specialised services. 

Establishment of larger, specialised, multidisciplinary health teams across Area Health 
Sewices to provide comprehensive, specialised health services to children, adolescents and 
adults with intellectual disability, building on existing specialised services. 

Establishment of a clinical network to provide support and clinical leadership to health 
professionals working with people with intellectual disability, coordinate the development of 
intellectual disability health services, and to provide input into research, education and 

! 
training 

Establishment of three professorial chairs of intellectual disability medicine, intellectual 
disability nursing, and intellectual disability and allied heath, linked to clinical services and 
faculties of medicine, nursing and allied health at appropriate universities. 

Economic appraisal methodology 

An economic appraisal is a systematic method to analyse costs and benefits of a range of 
options. Economic appraisal techniques are used to compare whether the outcomes achieved 
as a result of the investment in a particular option justify the resources used. 

Economic appraisal techniques rely on robust data, evidence and research to support and justify 
the analysis - and in particular the analysis of the cost effectiveness of alternative options. In the 
area of intellectual disability health services, rigorous data, research and evidence relating to the 
effectiveness of specific initiatives and interventions is very limited. While it has been possible 
to estimate the cost of alternative options proposed in this report, and identify the benefits of 

0 2009 KPMG. an Australian partnership and a member firm of the KPMG network of independent 
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options from a qualitative perspective it has not been possible to quantify the benefits of 
alternative options proposed. For this reason, a full economic appraisal has not been 
undertaken. 

As an alternative, a 'case study' approach has been undertaken to illustrate the benefits of 
alternative options. The case studies relate to examples of clients who have or could have 
benefited from specific interventions, and illustrate the benefits or potential benefits of the 
intervention for that individual. Where possible, the benefits and costs of the inteivention - as it 
relates to the individual - have been quantified. This has been discussed and agreed to by NSW 
Health and the Framework Advisory Group. 

Outline of this report 

This report is St~ctured as follows: 

Section two provides an overview of the health and health needs of people with intellectual 
disability, and outlines the components of the draft Service framework to improve health care of 
people with intellectual disabilities. 

Section three describes the aims and purpose of specialised intellectual disability health 
services (tier 4 of the Framework), and a description of the options proposed. 

Section four provides an analysis of the costs and benefits of the options for specialised 
intellectual disability health services. 

Section five describes the aims and purpose of clinical leadership, research and education and 
training for health professionals working with people with intellectual disability (tier 5 of the 
Framework), the options proposed, and an analysis of the costs and benefits of these options. 

Section six provides a summary of the options, costs, benefits, and implementation of 
specialised intellectual disability health services (tier 4) and clinical leadership, research and 
education and training (tier 5) components of the Framework. 

In addition, appendices outline the underlying data, assumptions, and calculations for the 
costings of the tier 4 and 5 options proposed, current service provision data, and detailed cast 
studies illustrating the benefits of specialised intellectual disability health teams. 

02009 KPMG. an Australian partnership and a member firm of the KPMG network of independent 
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Context and background 
Introduction 

This section provides an overview of the context for this project, including an overview of the 
services provided to people with intellectual disability, a summary of the health and health needs 
of people with intellectual disability, and an overview of the draft Service framework to improve 
health care ofpeople with intellectual disabilities. 

Services provided to people with intellectual disability 

All people, including people with intellectual disability, can access a range of services funded or 
provided by Government, including education, health, transport, and public amenities. In the 
main, people with intellectual disability will access services in the same way as people without 
intellectual disability, though they may use services differently or use some services more or 
less often. 

In terms of health services, people with intellectual disability access both 'universal' health 
services as well as some specialised services: 

people with intellectual disability access universal health services (such as general 
practitioner (GP) services, other primaiy health services, and acute hospital and specialist 
services). Some may access these services at a similar level or in the same way as people 
without an intellectual disability. For other people with intellectual disability with specific 
health needs, they may access some 'universal' services more or less frequently or at 
greater or lesser level of intensity than for people without an intellectual disability (such as 
some specialist medical services). 

some people with intellectual disability may also access specialised health services 
designed. primarily for people with an intellectual disability, such as diagnostic 'and 
assessment services and the Developmental Disability Health Unit located in Ryde at the 
Royal Rehabilitation Centre Sydney. 

It is important to distinguish between those services that support people with intellectual 
disability in their activities of daily living and in improving or maintaining their level of functional 
capacity (such as mobility, communication) to participate in their communities and those 
services that meet the health needs of people with intellectual disability. The former (disability 
services) are provided by the Department of Human Services (encompassing the former 
Depaitment of Ageing, Disability and Home Care [DADHC]), while the latter (health services) 
are provided by NSW Health (Area Health Services [AHSs]). NSW Health and the Australian 
Government through the Medicare Benefits Scheme and Pharmaceutical Benefits Scheme may 
also have a role in improving, maintaining or improving function where this is related to physical 
or mental health. 

The key difference is that disability services focus on daily living, support with activities of daily 
living, and maintaining, improving, or slowing any potential decline in functional capacity, 
whereas health services focus on the health and health needs. of people with intellectual 
disability through treatment and management of health conditions which may or may not be 
associated with intellectual disability. 

a2009 KPMG. an Australian partnership and a member firm of the KPMG nefworkof independent 
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It is important to note that this report relates to health services for people with intellectual 
disability, rather than supports and sewices provided to assist people with intellectual disability 
with activities of daily living and maintaining or improving functional capacity. 

Health and health needs of people with intellectual disability 

People with intellectual disability have particular health needs and often face additional 
challenges in accessing health care compared with the general population. Current research 
shows that people with intellectual disability tend to have a higher level of morbidity than the 
general population, with health problems often being multiple, chronic and complex. Further, 
they have a higher prevalence of certain medical conditions, as well as lifestyle-related health 
risks such as obesity and poor physical fitness, and can experience greater barriers in 
accessing health care than those who do not have an intellectual disabi~ity.~ 

Prevalence studies have identified medical conditions and risk factors that occur more 
frequently in people with intellectual disability, including: 

oral health problems (including periodontal disease and severe malocclusion); 

nutrition problems (both underweight and overweight problems); 

vision and hearing impairment; 

cancer; 

accidents and injuries; and 

mental health problems (depression, dementia and schizophrenia occur more commonly 
than in the general population).4 

Further, access to health care is one of the most significant challenges facing people with 
intellectual disabilities, and as a result a number of health conditions are more likely to be under- 
diagnosed and under-treated in people with intellectual disability. For example, a 1995 study of 
people with intellectual disability living in Northern Sydney indicated that the sample had on 
average 5.4 medical disorders per person, halfof which had not been detected previously, and 
only half of diagnosed conditions had been appropriately treated despite reasonably good 
access to a range of health services.' 

Reasons for this lower diagnosis and treatment include? 

people with intellectual disability may have difficulty recognising and communicating 
symptoms of ill health (such as pain, discomfort, reduced physical or sensory ability) as a 
result of cognitive and communication impairments; 

fears of unknown places and situations, leading to non co-operative or challenging 
behaviour and difficulties in performing physical examinations; 

time taken to complete assessments because of the combination of communication 
difficulties, accurate history taking and physical examination; 

'centre for Developmental ~isabilily Studies. (2006) Heal, Care h People wi, IntaIlecfualDisabiU& New South 
Wales. 

Ibid. 
Beange, H (1995): ~edica/~isordem'of~du~(s with MentalRefardalion, in Arne"can Journal of Mental Retardation, vol 

29, no 6 
Ibid. 
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negative attitudes and perceptions about the qucllity of life of people with intellectual 
disability; 

the potential for diagnostic overshadowing whereby clinicians may ascribe physical or 
behavioural symptoms to the disability rather than looking for the underlying physical or 
mental health disorders; 

reactive delivery of health care, which relies on the individual seeking help, rather than the 
individual being routinely offered help; 

lack of knowledgeltraining about intellectual disability and associated health issues. 

Further, a 2006 study examining the outcomes of health screening for people with intellectual 
disability - based on a sample of 50 people - found that health needs were detected at mice the 
rate in the study population undergoing health screening compared with the control population, 
that the level of new health needs that were met after one year was greater in the study 
population (3.56 needslconditions met on average per son, versus 2.26 for the control 
p~pulation).~ 

Young people with intellectual disabilities (12 - 25 year age group) are at significant risk of 
mental health, medical, social, financial and forensic comorbidities as they fall in the gap 
between paediatric and adult services, education and day programs, and as they transition from 
their home to supported accommodation. The Garling Report highlights the needs of children 
and adolescents with mental health problems. 

Currently there are a few coordinated specialist paediatric clinics for adolescents with 
intellectual disability in NSW and limited specialist adult health services. The efficacy of 
intervention at transition for this vulnerable group is well supported by evidence. 

Service framework to improve health care of people with intellectual disabilities 

The draft Service framework to improve health care of people with intellectual disabilities (the 
Framework) has been developed by NSW Health in collaboration the former Department of 
Ageing, Disability and Home Care (now part of DHS). 

The Framework recognises the significant,progress in the provision of care and support for 
people with an intellectual disability in NSW, and in particular the move from institutionalising 
many people with intellectual disability to a focus on community inclusion and participation. 
With this move came an increased focus on the health and wellbeing of people with an 
intellectual disability. However, as part of this move, there was a reduction in the numbers of 
specialist medical staff - including doctors, psychiatrists, and mental retardation nurses - and a 
move towards people with intellectual disability accessing universal health services. 

Cooper, A et a1 (2006): improving the heath ofpeope w i ~ l  intel~ectual disabiliUes: outcomes o f a  health screening 
pmgmmmeafler lye% Journal if Intellectual Disability Research, vol50 

Calrna 12008): PrevenUno Clime and Pmmotino Riohfs for lndioeiwus Youna P a l e  wih CwniUve Disabilities end 
~ e n t a l  h;ea/th~ssues~ustr~l~an Human Righls ~& i lss ion ;  ~ a ~ e s  S (2006) imp,. wirh intei1.tualdisabfities in the 
wiminaljustim system - when is  ~sabi l i ly a crime? lntclleclual Ulsablllllcs n lhe Justice System. Slstcrs Inside 
Conkrcncc Brisbane. Banon DA c l  al(2007) Tmnsitim for Childmn m?h /ntell&ual DisabfiR St George's Un:verslly of 
I.ondon. Lealning about lnte lcctual D:sabtlll~es and Health; Murphy et a1 (1999) Idenldwllon of carly sell-injurious 
bchavlour in yoLng chtldrcn w:h intellectual dlsab:llty. Joulnal of lntellcclual Disabil ly Research. Vol43. 3. June 1999, 
pp 149-163 
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It has become evident that the universal health service system does not always meet the health 
needs of people with intellectual disability - particularly those with complex needs? The 
Framework is a response to this shortfall, and aims to promote a broader understanding of the 
health needs of people with intellectual disabilities and their right to effective services and care, 
and improve the quality, range, consistency, accessibility and integration of services necessary 
to meet the health needs of people with intellectual disabilities. 

A key component of the Framework is to ensure that people with intellectual disability are 
assisted by health professionals who understand and know how to respond to their specific 
needs. 

The Framework is based on a tiered approach that focuses on developing better understanding 
and capacity within the health system to:" 

facilitate inclusion of children, adolescents and adults with intellectual disability into 
universal health services; 

provide additional specialist support where required across the spectrum of health needs; 
and 

respond more effectively and appropriately to the health needs of people with intellectual 
disability through specialist education, training, advocacy and research initiatives. 

This approach has five tiers: 

Tier 1: Strategic health policy and population health, which relates to the promotion of the 
general health and wellbeing of people with intellectual disability and their carers. 

Tier2: Primary health and community health care, which relates to primary intervention and 
early detection, and includes building the capacity and skills of the health system and health 
professionals to provide primary care to people with intellectual disability and detect health 
issues early, as well as building capacity of the health system to provide integrated health 
care and support, 

Tier 3: Acute health care services, which relates to the capacity of the secondary health 
care system to care for and manage the additional health care needs of people with 
intellectual disability who need to access hospital-based in- and outpatient services. 

Tier4:Specialised intellectual disability health services, which relates to specialised advice, 
assessment, intervention and treatment for people with intellectual disability and complex 
health needs. 

Tier5 Statewide clinical leadership, education, training and research. 

This report focuses on tiers four and five of the framework, and these are described further 
below. 

NSW Health and DADHC (2007); Drm?Ssr/ce Frameworktoimprove heallh can, f o r p p l e  wiIh/nfsllecn~al&sabiIily. 
'O  ibid. 

a2009 KPMG. an Austrslien partnership and a member firm of the KPMG newark of independent 
member firms stliliated with KPMG 1nternst:onal. a Swiss caaperat've. All rights reserved. 12 

The KPMG lnoo and name are trademarks of KPMG. ..~ ~.-. -~ ~~~ 

Liability limited by a scheme approved under Professional Standards Legislation. 



NSWHeaith 
AnaMis of costs andbenefits ofop#ons fir deveioping spec/aiised 

inte/iectuaidisabiiiw heaim servims 

Tier 4 - Specialised intellectual disability health services" 

People with intellectual disability will often require investigation and treatment across a range of 
health services. Access to services, co-ordination of services and support for individuals and 
their families are important elements in ensuring optimal health outcomes are realised for 
people with intellectual disability, particularly those with complex health needs. 

Tier four services relate to specialised services provided for people with intellectual disability 
(and young children with developmental delay), and aim to: 

Provide multidisciplinary specialised health care assessment and clinical services to people 
with intellectual disability and complex health care needs across their life stages. 

Ensure continuous, comprehensive and co-ordinated health care by facilitating collaboration 
and co-operation within the hospital and community health care system as well as between 
the health and disability support systems. 

Increase the capacity of GPs and other medical and disability practitioners to meet the 
health needs of people with intellectual disabilities and their carers through the provision of 
education, training, specialist clinical support and consultancy. 

I Principles underpinning tier four services are: 

Multidisccipinary - approach to providing specialised care and support is based on 
multidisciplinary approach, utilising range of medical, nursing and allied health expertise 
working collaboratively 

Lifelong - specialised services should be available to people with intellectual 
disabilityldevelopmental disability of any age, and allow continuity of service across a 
person's life 

Equitable - opportunities to access services should be the same regardless of where a 
person lives, their age, or nature of disability (though recognising that target group is people 
with moderate or severe intellectual disabilities or developmental delay andlor people with 
mild intellectual disabilities or developmental delay and health care needs 

Tier 5: Statewide clinical leadership, education, training and researchf2 

A tier 5 service has an oversight and leadership role for health services and health professionals 
working with people with intellectual disability, coordinating the development of services (and 
underlying systems), influencing and having input into the training and education of health 
professionals working with people with intellectual disability, shaping the research agenda and 
activities relating to intellectual disability health services. 

This coordination and leadership function is necessary to ensure that both universal and 
specialised services are available and responsive to the. needs of people with intellectual 
disability, that sufficient capacity exists in the health system to respond to the health needs of 
people with intellectual disability, and to promote evidence-based practice to ensure health 
outcomes for people with an intellectual disability improve. 

" NSW Health and DADHC (2007); DraftSeM'ceFrameKolX la improve heaHh care forpeopie wiUI lnte~ecluai 
dlSbiii@? '' lbid. 
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3 Specialised intellectual disability health 
services - options 

Introduction 

This section provides a description of the options or proposed 'stages' of development of 
specialised intellectual disability health services in NSW in the short and longer term, along with 
a summary of current specialised service provision. 

Current service provision 

Some tier 4 services already exist in NSW, though these are primarily located in metropolitan 
areas and mainly focirs on diagnosis and assessment of intellectual disabilityldevelopmental 
delay in children, rather than clinical services and coordination of services across the lifespan. 
There are few specialised intellectual disability health services for adults. 

Specialised services provided currently include: 

Diagnostic and Assessment Services - multidisciplinary teams which provide diagnostic 
assessment services for children suspected of having global developmental delay or 
disability. Services may include identification of the cause or aetiology, determination of the 
extent of the disability, counselling, undertaking related assessments and developing a 
management plan. Two Diagnostic and Assessment Services provide services to adults as 
well as children. 

Tlie Developmental Disability Health Unit (DDHU)'~ a service which provides specialised 
health assessments, care planning and referrals for adolescents and adults with intellectual 
disability. The DDHU is staffed by disability physicians, medical and psychology staff, and 
specialist medical staff from the Royal Rehabilitation Centre at Ryde. Clinics include 
general medical, Down Syndrome, Cornelia de Lange and Fragile X; rehabilitation; and 
ageing and dementia. 

other services and clinics for specific groups or conditions. 

It is difficult to estimate the level of service provision or numbers of clients accessing existing 
specialised intellectual disability health services. This is because there is no common data 
definitions or data collection system relating to the types or levels of service provided by existing 
specialised services, numbers of clients or client characteristics, with each service generally 
keeping their own data -electronically or in paper-form. 

However, there are some preliminary estimates of the level of resourcing allocated to 
specialised services provided by a survey of existing services undertaken by NSW Health in July 
2009. The survey indicated that:" 

l3 NSW Health survey of existing specialised intellectual disability health services in July 2009. Collated survey data 
provided to KPMG by NSW Health in August 2009. 
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there are 24 separate services, including 14 services for children with intellectual disability 
or developmental delay, seven services for adults with intellectual disability, and three 
services for both children and adults 

most services are relatively small (less than $500,000 in expenditure per annum) 

all services are located in metropolitan Sydney, with the exception of two services located 
Greater Southern AHS, and some diagnostic and assessment services 

total staffing numbers (FTEs) amounted to approximately 101 FTEs in 2008-09. This is 
likely to be an underestimate of the number of staff given some clinicians who provide 
services (for example, tlirough regular clinics) may be employed by other departments, and 
some services did not provide FTE data as part of the survey. 

Estimated NSW Health expenditure on specialised services, based on survey responses, was 
approximately $12.0 million in 2008-09, of which approximately $10.1 million related to services 
specifically for children. Estimated expenditure is outlined in the tables below: 

Table 3 - Soecialised intelleclual disabilitv health services - estimated exoenditure bv service 
target 2008-09 

Children 16 8.765 10.121 

Adults 7 
Both 3 

Total 26 

Source: NSW Health survey of existing specialised intellectual disability health services, provided to 
KPMG by NSW Health in August 2009. 

'splits expenditure of those services which serve both adults and children - 60% children and 40% adults. 
This is based on the proportion of clients at the largest service serving both adults and children - the 
Kogarah Development and Assessment Service. 
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Table 4 - Soecialised intellectualdisabilitv health services - estimated exoenditure and staffifla 

SSW 26.6 3.361 

SW 8.6 1.251 

NSCC incomplete incomplete 

HNE 12.9 1.382 

NC 0 0 

GW 0 0 

GS 5.8 0.483 

CHW 27.0 3.272 

other' 1.4 0.039 

Total 101.4 11.958 

Source: NSW Health survey of existing specialised intellectual disability heallh 
services, provided to KPMG by NSW Health in August2009. 
'~evelo~mental  Disability HealUl Unit 

A list of existing specialised services for people with intellectual disability currently is outlined in 
Appendix A. 

Demand for specialised intellectual disability health services 

There is limited data relating to the numbers of people with an intellectual disability in NSW and 
Australia. The best estimate is provided by the Australian Bureau of Statistics' Survey of 
Disability, Ageing and Carers (2003), which estimates that approximately 2.5 per cent of people 
aged 0-64 in NSW have an intellectual disability (equivalent to approximately 123,500 people).'4 
The Commonwealth-Statenerritory Disability Agreement (CSTDA) Minimum Data Set indicates 
that in 2006-07, there were 28,000 people in NSW with intellectual disability (0.4 per cent of the 
total population) in receipt of disability support services at sometime during the year.'' 

The target group for direct services by specialised intellectual disability health services are those 
people with an intellectual disability (or developmental delay) andcomplex health needs. There 
is no prevalence data available relating to intellectual disability and complex health conditions: 
determining the level of demand for specialised services is difficult. However, it has been 
suggestedT6 that approximately 0.2 per cent of the population of NSW - or 15,000 people - are 
within the target group for specialised services, that is, have an intellectual disability and 
complex health needs. This figure is unable to be verified, however. 

> < 

from health status data on 500 adults with Intellectual Disability. Personal correspondence NProf Lynette Lee 
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Many people with intellectual disability could potentially benefit from specialised services as 
they seek to increase the capacity of mainstream health services to meet the health needs of 
people with intellectual disability. 

Options for further developing specialised intellectual disability health services 

There were three options proposed for specialised intellectual disability health services in the 
drat? Framework: 

Option 1 -Clinical nurse network 

Option 2 -Small intellectual disability health teams 

Option 3 -Full intellectual disability health teams 

Each of the options proposed is intended to build on existing specialised services, and represent 
an increasing level and intensity of specialised services for people with intellectual disability. An 
overview of options is outlined in the diagram below, followed by further description of each 
option. 
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Analysis of msts and benefits of options for&veloping s@a#sed 
inIellecua/ disabi#?y health sewices 

Option 1 -Clinical nurse network 

This option involves establishing a network of specialised intellectual disability nurses - Clinical 
Nurse Consultants (CNCs) and Clinical Nurse Specialists" (CNSs) -across the state to work with 
people with intellectual disability, their families and carers, and clinicians - to  plan and coordinate 
services and facilitate service pathways for people with intellectual disability through the health 
system, andlor to provide education, training and liaison for clinicians treating people with 
intellectual disability. 

There are two sub options: 

la. A network of CNCs to work with health professionals and disability support staff; and 

I b. A network of CNCs and CNSs to work with health professionals and disability support staff 
and people with an ID, their families and carers. 

Option la: A network of CNCs 

This sub-option, proposes nine CNCs strategically located across the state who will work with a 
range bf health professionals who provide health services to people with intellectual disability as 
well as disability and other support workers, to increase their capacity to respond to the health 
needs of people with intellectual disability and to ultimately improve the care and support that 
health professionals are able to provide to people with intellectual disability. 

The role of a CNC is well established in the NSW health system, and CNCs exist in many different 
nursing specialties and health services. The role of the CNC - in general - is to: 

provide expert clinical advice to patients, carers and other health care professionals within a 
defined speciality. The Clinical Nurse Consultant develops, facilitates implementation and 
evaluates care management plans for patients with complex health needs 

provide leadership that facilitates the ongoing development of clinical practice. 

initiate and utilise findings of research in the provision of clinical services 

contribute to the development and delivery of specialty related education programs. 

participate in formal processes for the strategic and operational planning for the clinical service. 
The role also involves the organisation and delivery of specialist consultant service. 

An intellectual disability CNC would focus on: 

Facilifating high qua//ty health promotion and care for individuals with complex needs- provide 
consultation, nursing assessment and care planning for people with intellectual disability and 
complex health care needs. 

Advice andliaison- provide advice to health professionals working with people with intellectual 
disability, including advice on particular health conditions or needs of people with intellectual 
disability, and how to respond to their needs (for example, referral advice, effective treatments), 
and advice on how to work with people with intellectual disability and their families, carers and 
support workers. 

Education, training and capacily building - provide education and training to health 
professionals to increase their capacity to respond to the health needs of people with 
intellectual disability. 

" Reference IS made to CNSs however 11 IS acknowledged that lnltlally Lhese roles w iI be 611ed by expcnenced Iqeglslered 
Nurses wlth an lntenllon of provldlng development and tralnlng oppoltunllles for Ulese nurses to become CNSs The supply 
of CNSs w II be an ssue whlch w I1 be addressed In 2 workforce development strategy 
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Facilitating nelworks - facilitate networks of health professionals who work with people with 
intellectual disability to provide collegial support and facilitate the sharing of knowledge, 
learnings and experiences. 

Number of nursina ~ositions 

Under this sub-option, it is proposed that there be one CNC per AHS - nine CNCs in total. Each 
CNC will work across their Area, 

The number of full-time equivalent positions proposed per AHS is outlined below: 

Table 5 - Number of full-time equivalent positions per AHS (option la) 

AHS 

Option lb: A network of CNCs and CNSs 

CNCs(FTE) 

Under this sub-option, nine CNCs (as for option la), are complemented with 23 clinical nurse 
specialists (CNSs) who will work with clinicians as well as people with an intellectual disability, their 
families, carersand support workers. 

SESl 

As for CNCs, the role of a CNS is also well-established in the NSW health system. Their role is to 
apply a high level of clinical. nursing knowledge, experience and skills in providing complex 
nursinglmidwifery care directed towards a specific area of practice, a defined population or defined 
service area, with minimum direct supe~ision'~. 

Source: Number of positions as proposed and agreed to by the Framework ~dvisory'~roup. 

1.0 

CNS is a personal grading which is earned by an experienced 8* year Registered Nurse who has 
obtained relevant post-registration qualifications, and meets a range of criteria around clinical 
practice, mentoring and professional development. 

SSW 

Under this sub-option, the CNC would undertake their role as described in option l a  (health 
promotion and care, advice and liaison, education, training and capacity building, and facilitating 
networks) with CNSs supporting the CNCs in this role, as'well as providing more direct support to 
people with intellectual disability, their families, carers and support workers. In particular, the role 
of an intellectual disability CNS will be to provide: - 

1.0 

Clinical care - provide complex care requiring advanced clinical skills, and primary case 
management of clients with intellectual disability and complex health care needs. 

SW 

Advice and liaison - provide advice to health professionals working with a people with 
intellectual disability, including advice on particular health conditions or needs of people with 
intellectual disability, and how to respond to their needs (for example, referral advice, effective 
treatments), and advice on how to work with people with intellectual disability and their families, 
carers and support workers. 

1.0 

Planning- work with health professionals to assist in the development of health care plans for 
people with intellectual disability, and assist with monitoring of plans. 

NSCC 

Coordination and facilitation - coordinate a range of health professionals and health services 
that individuals with intellectual disability may access or need to access, including facilitating 
appropriate pathways to services. CNSs may work directly with individuals, their families, 

1:O 

Is NSW Health. Public Health System Nunes' and Midwives' (State) Award 2008. Accessed at 
hUp:i/www.health.nsw.gov.au~resource~~ob5/~onditi0ns/awardsln~r~es.asp 

HNE 

O 2009 KPMG, an Australi~n psnnership and s member firm of !he KPMG nework of indepenoenl 
member firms affiliated wilh KPMG International, a Swiss cooperarive. All r:ghls reserved. 20 

The KPMG logo and name are lradernarks of KPMG. 
Liability limited by a scheme approved under Professional Standards Legislat'on. 

1.0 

NC 

1.0 

GW 

1.0 

GS 

1.0 

CHW 

1.0 

Total 

9.0 

, 
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carers and support workers in this coordination and facilitation role, and/or work with other 
health professionals to assist them coordinate services and facilitate appropriate pathways. 

Number of nursina ~ositions 

Under this option, it is proposed that there will be two nursina (CNCICNS) positions per 450.000 
&," including one CNC per AHS, with the remaining positions in each AHS being CNSs. Each 
CNC will work across their Area, and CNSs will work either across their Area or within specific 
networks or localities within their Area (as determined by individual Areas). 

The number of full-time equivalent positions per AHS proposed is outlined below: 

r ible 6 - Number of full-time eouivalentoositions oerAH.9 /ootion 16) 

AHS 

CNCs(FTE) 

CNSs (FTE) 

Total 

' provided by NSW Health 

Population 
(2009 est)' 

Note that these positions (for both sub-options l a  and I b) represent additinalpositions- over and 
above nursing and other staff working in existing specialised intellectual disability health services. 

SESl 

1.0 

4.4 

5.4 

The nursing positions would be attached to existing specialised services operating in Areas. For 
those Areas where no specialised services exist currently, nursing positions could be located within 
Department of Rehabilitation Medicine or Paediatrics (or other Departments as determined by 
individual AHSs, in consultation with NSW Health) and supported by existing specialised services 
in other Areas. 

Source: Numberof positions determined by AHS population and allocation per450,OOO-as proposed and agreed to by the 
Framework Advisory Group. 

1.21117 

Benefits of a clinical nurse network 

SSW 

1.0 

5.2 

6.2 

The main benefits of a clinical nurse network, as outlined in the Framework and by the Framework 
Advisory Group, are: 

better coo~dination for clinical services for people with intellectual disability 

SW 

1.0 

4.1 

5.1 

I AOm 

enhanced focus on and capacity for. the promotion of healthy lifestyles and prevention of 
chronic disease in people with intellectual disability 

1.15m 

increased capacity of health professionals and disability support professionals to meet the 
health and care needs of people with intellectual disability - through the provision of clinical 
leadership to RNs who work with people with intellectual disability, and advice and support to 
other clinicians 

NSCC 

1.0 

4.1 

5.1 

1.14m 

increased level of assistance and support to families and carers of people with intellectual 
disability- particularly around health management issues. 

0.30m 

20Nole that hls ratto was proposed and agreed to by h e  Frdmework Adv.soly Group, and renecls h e  Advlsory Group's vlew 
on the number of nurslng poslllons requtred lo serve a populallon catchrncnl area wth 450.000 people - uslng h e  
KogaraNSuUlcrland area (and Kogarah Dcvcloprnenlal Assessment Scrvlcu) as an example 

HNE 

1.0 

2.8 

3.8 

0.87111 
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0.50m 0.49111 

NC 

1.0 

1.2 

2.2 

na 

GW 

1.0 

0.3 

1.3 

7.05m 

GS 

1.0 

1.2 

2.2 

CHW 

1.0 

0.0 

1.0 

Total 

9.0 

23.3 

32.3 
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As for all specialised se~ices,  this option is intended to contribute to better health outcomes for 
people with intellectual disability. 

The main differences between the benefits provided by option l a  (CNC network) and option 1 b 
(CNCICNS network) are related to the capacityof the network to provide assistance to people with 
intellectual disability and their families and carers. Option l b  allows for a greater focus on 
coordination of sewices for people with intellectual disability and their families and carers, and 
allows more people to be assisted. Given the limited number of proposed CNCs under option la ,  
their ability to work with people with intellectual disability and their families and carers will be very 
limited. Further, option I b provides a greater level of capacity. to provide advice and support to 
clinicians, families and carers around treatment and health management strategies, and creates 
additional capacity for health promotion activities. 

Option 2 - Small intellectual disability health teams 

This option involves establishing small, multidisciplinary teams comprising nursing, medical and 
allied health professional to provide specialised multidisciplinary and comprehensive diagnosis, 
assessment, and clinical sewices to adults and children with intellectual disability or developmental 
delay and complex health needs, provide support and have a capacity building role for other 
clinicians who may work with children and adults with intellectual disability or developmental delay. 

The role of intellectual disability health teams will be to: 

Diagnosis and assessment - provide diagnoses of conditions leading to intellectual disability 
and assessments of functional abilities, providing comprehensive health assessments for 
people with intellectual disability, and development of health care plans. 

Investigation and testing - undertake investigative procedures and testing to determine nature 
of health conditions, and liaise with and refer to medical specialists for further diagnosis and 
treatment of particular health conditions (including, for example, gastroenterology, 
orthopaedics). ' 

Treatment and management - providing treatment and management of specific health 
conditions experienced by individuals with an intellectual disability, including consultation with 
acute hospitals to prevent avoidable hospitalisation, and providing advice and support to 
families, carers and support workers of people with intellectual disability relating to the day-to- 
day management of specific health conditions (e.g. medication management). 

Coordination and facilitation - coordinate a range of health professionals and health sewices 
that individuals with intellectual disability may access or need to access, including performing a 
case coordination role. 

Supporting omer clincians- providing advice to other health professionals working with people 
with intellectual disability, including advice on treatments for and management of particular 
health conditions, how to respond to their needs (for example, referral advice, effective 
treatments), and advice on how to work with people with intellectual disability and their families, 
carers and support workers. 

Eduwtion, training andcapacitybuilding- provide direct clinical education and training to health 
professionals to increase their capacity to respond to the health needs. of people with 
intellectual disability. 

Data collection- implementing systems for the collection of clinical and sewice data to facilitate 
evaluation and research. 
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This option builds on option i b  - the clinical nurse (CNC and CNS) network - by incorporating 
nursing, allied health and medical professionals. 

Size of intellectual disability health teams 

Under this option, it is proposed that there be:" 

two nursing FTE positions per 450,000 people, including one CNC per AHS with the remaining 
positions in each AHS being CNSs (as for option l b  above, and reflecting the fact that this 
option builds upon option I b); 

tho medical FTE positions per 450,000 people, including a developmental paediatrician, adult 
'physician andlor other staff specialist (combining to a total of two FTEs), with specific 
specialties to be determined by individual AHSs. 

one allied health FTE position per 450,000 people, which could be a psychologist, social 
worker, physiotherapist, occupational therapist, dietician or speech therapist (or mix of 
disciplines combining to a total of one FTE) 

The number of full-time equivalent positions per AHS proposed is outlined below: 

Population 

(2009 est.)' 
1.21m 1.40m 1.15111 1.14m 0.87m 0.50m 0.30m 0.49111 na 7.05m 

Source: Number of positions determined by AHS population and allocation per 450.00b-as proposed and agreed to by the 
Framework Advisory Group. 

Table 7 - Number of full-time equivalent positions perAHS (option 2) 

provided by NSW Health 

AHS 

Note that the table above represents the total positions Der Area, rather than additional positions. 
While the total cost of this option based on the number of positions proposed above is relatively 
straighlforward to determine (and is outlined in the next section), the net cost of this option, and the 
distribution of resources and position's to Areas where there is insufficient services currently, 
depends on robust data relating to existing staff numbers, resourcing and their distribution (both 
distribution across the State and distribution across the lifespan). 

Given most resources are currently allocated to services for children in metropolitan areas, any 
additional resources will likely be used to provide services to adults, and to adults and children in 
non-metropolitan areas. For this reason, it is assumed that only some of the existing resources 

SESl 

2' Note that the FTEIpopulation ratio used in this (and other) options was proposed and agreed to by the Framework 
Advisory Group, and reflects the Advisory Group's view on the number of positions required to serve a population catchment 
area wlth 450,000 people - using the KogarahlSutherland area (and Koyarah Developmental Assessment Service) as an 
example. 
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currently used for specialised services -and in particular only resources used to deliver services to 
adults -can be used to offset the cost of this option. 

At this stage only estimates exist on the level of resources currently allocated to specialised 
intellectual disability health .services (including sewices for adults), which means the level of 
additional resources is difficult to determine. This is discussed further in the section 4. 

Benefits of a specialised intellectual disability health team 

The main benefits of specialised intellectualdisability health teams, as outlined in'the Framework . . 
and by the Framework Advisory Group, are: 

the promotion of a patient-centred approach rather than a discipline-oriented approach to 
diagnosis and treatment of people with intellectual disability 

the provision of comprehensive assessment and consultation service in a way .that is 
"seamless" for patients 

enhanced focus on and capacity for the promotion of healthy lifestyles and prevention of 
chronic disease in people with intellectual disability. 

enhanced early and accurate diagnosis of conditions, thereby reducing chronic disease and 
acute illness. 

reduced hospitalisations and more effective and cost efficient hospitalisations. 

increased capacity of health professionals and disability suppori professionals to meet the 
health and care needs of people with intellectual disability 

increased level of assistance and support to families and carers of people with intellectual 
disability - particularly around health management issues 

facilitation of treatment planning, streamlining of referral processes and prevention of 
unnecessary duplication of investigations, thus saving time and resources 

the centralisation of expertise that allows better communication and coordination between 
different professions and between services and the provision of support to other clinicians 

reduced disability service support needs flowing from avoidable illnesses or conditions 

Option 3 - Large intellectual disability health teams 

This option involves building on the small, multidisciplinary teams established under option 2 to 
provide additional, specialised multidisciplinary and comprehensive diagnosis, assessment, and 
clinical services to adults and children with intellectual disability or developmental delay who have 
complex health needs, and to provide support and have a capacity building role for other clinicians 
who may work with children andadults with intellectual disability or developmental delay. 

Under'this option, the number of health professionals working within specialised teams is 
significantly more than under option 2, allowing for a greater level and intensity of service to be 
provided to people with an intellectual disability (allowing for more liatients to be assisted andlor 
patients to receive a more intensive level of service), and a greater level of liaison and support for 

. other clinicians. 

Size of intellectual disability health teams 

Under this option, it is proposed that there be: 
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two nursing FTE positions per 450,000 people, including one CNC per AHS with the remaining 
positions in each AHS being CNSs (as for option i b  and 2 above); 

5.5 medical FTE positions per 450,000 people, including a developmental paediatrician, 
developmental psychiatrist, adult physician andlor other staff specialist(s), as well as 1.5 trainee 
FTE, with specific specialties to be determined by individual AHSs. 

8.0 allied health FTE position per 450,000 people, which could be a psychologist, social worker, 
physiotherapist, occupational therapist, dietician, andlor speech therapists, with specific 
disciplines to be determined by individual AHSs. 

a Medical Director in each Area 

3.0 administration officer FTE per 450,000 people. 

The number of full-time equivalent positions per AHS proposed is outlined below: 

Table 8 -Number offul/-time eauivalent oositions oerAHS hotion 31 

Director - 
medical 

Admin 

Total 

provided by NSW Health 

One medical director per Area - one of medical FTEs as outlined above (ie no addt'i FTE); 

cost will be Director's loading only 

Population 
(2009 est.)' 

The table above represents the total ~ositions Der Area, rather than additional positions. The net 
cost of this option, and the number of additional positions, depends on robust data relating to 
existing staff numbers, resourcing and its distribution. At this stage only estimates exist on the 
number of staff and resources allocated to specialised intellectual disability health services, which 
means determining the number of additional positions and resources, and distribution of these 
additional positions and resources across Areas, difficult to determine. This is discussed further in 
the next section. 

8.1 

49.8 

Benefits of a specialised intellectual disability health team 

Source: Number of positions determined by AHS population and allocation per 450,000-as agreed to by Framewok 
Advisoly Group. 

1.21m 

As noted under option 2, there are a number of benefits of specialised intellectual disability health 
teams." The greater the number of health professionals, the greater the potential to provide a fully 
integrated, comprehensive health care sewice to people with intellectual disability, and assist more 
people with intellectual disability, ultimately leading to better health outcomes for people with 
intellectual disability. As such, the level of benefit provided by full specialised intellectual disability 
health teams would be greater than that provided under option 2. 

9.4 

57.7 

as outlined in the ~rarniwork and by the Framework Advisory Group, 

1.40m 
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7.6 

47.1 

1.15m 

7.6 

46.7 

1.14111 

5.8 

35.6 

0.87m 

3.3 

20.5 

0.50m 

2.0 

12.4 

0.30111 

3.2 

19.9 

0.49111 

1.0 

8.0 

48.0 

297.8 

na 7.05m 
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Project management and evaluation 

As part of the implementation of specialised intellectual disability health services, there will also 
likely be a need for additional resources for project and implementation management, evaluation, 
and data collection for service delivery and outcomes monitoring -as discussed by NSW health and 
the Framework Advisory Group. The purpose and estimated level of additional resources required 
for each of these components is outlined below, and have been included in the costings presented 
in section 4: 

Project and implementation management within NSW Health, to oversee the planning and 
implementation of the options. This will include development of service descriptions and 
position descriptions, liaison with AHSs during planning and implementation phases, monitoring 
and reporting of progress. As discussed with NSW Health and the Framework Advisory Group, 
it is proposed that an additional Senior Policy Officer (grade 9/10) position be created within the 
Primary Health and Community Partnerships Branch within the NSW Department of Health to 
undertake this project and implementation management role. It is proposed that this role be 
established for six months (or 0.5 FTE over a year), commencing in 2011-12 (first year of 
proposed implementation). 

Conduct an impact evaluation to assess the impacts or benefits of the initiative - including 
impacts on the health and health outcomes of people with an intellectual disability, on the 
health and quality of life of families and carers, and the impacts on the health system and 
disability service system more broadly. The results of the evaluation can be used to inform a 
business case for option 3 -full intellectual disability health teams. 

Development of a consistent, statewide data.collection system for intellectual disability health 
services. Consistent and robust data is necessary for monitoring service delivery, including 
levels of service, service access and availability, and efficiency, as well as ongoing monitoring 
of service effectiveness or outcomes. In addition, the development of a statewide data 
collection system will provide a rich source of data to inform any impact evaluation of the 
initiatives. 
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4 Specialised intellectual disability health 
services - costs and benefits 

Introduction 

This section provides a summary of the estimated costs of each of the three options for specialised 
intellectual disability health services outlined in the previous section, and provides a description of 
the benefits of each option. 

Estimated costs 

There are two main groups who will bear the cost of implementing each of the options relating to 
specialised intellectual disability health services: the NSW Government and the Australian 
Government. 

NSW Government (NSW Health) 

Additional costs borne by the NSW ~ovemment will relate to: 

staff costs (salaries, salary on-costs, leave entitlements, training and development) 

other non-staff operating expenses (facility costs, equipmenffdepreciation, medical 
consumables) 

establishment costs (such as building refurbishment, information technology, project 
management) 

The direct cost to the NSW Government will be offset by two sources: Medicare revenue 
(discussed below), and the level of resources already allocated to existing services. 

There may also be other, less direct costs associated with the options proposed. It is likely that, 
through increased detection and diagnosis of health conditions among people with an intellectual, 
disability, that there may be increased costs relating to treatment and management of those 
conditions - particularly in universal health sewices. However, this will obviously lead to better 
health outcomes for people with intellectual disability, and potentially reductions in health care 
costs in future years as more acute and chronic interventions are avoided. 

Australian Government - Medicare rebates 

Services are able to claim Medicare rebates for some ambulatory care services provided by doctors 
(staff specialists)", which represents a cost to the Australian Government, though a benefit 
(revenue) to the NSW health system. However, It should be noted that AHSs may not allocate 
Medicare revenue to the individual services that generate this revenue. 

Other groups 

It is unlikely that people with intellectual disability, their families and carers will bear any of the cost 
of specialised health services, given these services are generally delivered free of charge (that is, 
there are no patient fees, copayments or 'gap' charges). For the purposes of costing each option, it 
has been assumed that no patient fees will be charged. 

- 

Rebates !nay be able to be claimed by OUler health professionals - such as psychologists - tllough lh s is not current 
praclice and lherefore have not been Incorporated into Ulc rnodeil~ng. 
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Existing resources (cost offset) 

As noted'earlier, total NSW Health expenditure on specialised services is estimated to be $12.0 
million in 2008-09 -based on a survey of AHSs underlaken by NSW Health in mid-2009?' 

To some extent the level of existing resources will offset the cost of some of the options for 
specialised intellectual disability health services - in particular option 2 and option 3, should this be 
implemented (the cost of option 1 will not be offset by existing resources, given it has been 
assumed that clinical nurse positions are new positions). 

However, existing resourc'es are concentrated in metropolitan areas, and the majority of resources 
are used to provide services for children, with few services for adults with intellectual disability. 
Option 2, in particular, will focus on filling these gaps, and it is likely that any additional funding will 
be used to provide specialised health services to adults with intellectual disability. For this reason, 
it has been assumed that only those existing resources used to provide services to adults will offset 
the cost of option 2 (that is, $1.837 million, as outlined in table 3) 

The full teams proposed under option 3 will provide services across the lifespan, and will 
incorporate existing services to adults and children. For this reason, it has been assumed that all 
existing resources will offset the cost of option 3 (that is, $11.958 million). 

Annual recurrent costs estimates 

The table below outlines the estimated annual costs of each of the options proposed, in 2009-10 
dollars: 

Table 9 - Estimated annual costs of tier four options 

Estimated cost per annum' 1.364 4.575 19.013 52.561 

Estimated Medicare revenue per 
annum2 0 

Estimated net cost per annum 1.364 4.575 16.325 47.267 

Current funding (2008-09)~ na na 1.837 10.121 

Estimated funding required per 
annum 1.364 4.575 14.488 37.146 

Source: KPMG 
Amounts expressed in 2009-10 dollars. Future years'costs will increase by the level of cost escalation. 
 h his represents the total recurrent cost of each option to the NSW Government. Costs include all staff costs and estimated 
non-staff operating costs per position, and include: salary costs, superannuation (9 per cenl), workers compensation (2 per 
cenl), and an allocation for general operating expenses per position (37 per cent) - as advised by NSW Health, and 
representinq the NSW Health standardised costinq method. Costinq assumptions are outlined in Appendix 0. 
2~ssu!npllo~s relahny lo the calculallon of ~ed lca ie  revenue are oill ned in Appendlx B Note that whale Med care revenue 
1s a benellt for lhe NSW heallh syslem. AHSs may not allocale this revenue to lhe 1nd.vldual servlces thal generate thls 
revenue. 
 ole that these figures were collaled Ulrougll a sulvey o l  AHSs undertaken by NSW Heallh .n 2009, and represent the besl 
eslrnate of the level of lund:ny allocated lo speciallsed nlellectual dlsabillty health servlces currently. For oplioll 2, only 
those exlsCng resources used lo provlde servces lo adulls wl I offsel lhe cosl, for opton 3, all exlst ng resources w:ll otfset 
Ule cosl The accuracy o l  these f.gures have not been able to be verified by KPMG. 

Infrastructure costs 
> 

Additional physical and other infrastructure will likely be required to establish specialised 
intellectual disability health services. This will include: 

However, this is likely to be an underestimate of the total cost of providing services, given it is likely some costs (such as 
some overhead costs covered by AHSs centrally) have not been included. Further, data from some services was not 
Submitted as part of the survey and hence has not been included. 
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suitable premises or buildings, and the costs of redeveloping or refurbishing these premises; 

IT and other office equipment; 

medical equipment; and 

furniture and fittings. 

It is difficult to determine likely costs of the physical infrastructure required to establish specialised 
intellectual disability health service. Additional physical and other infrastructure costs will be 
dependent on the degree to which existing infrastructure is available (for example, whether a 
clinical nurse consultant can utilise a space within an existing service, or will require an ofice to be 
refurbished, whether a service can be housed in an existing building requiring minimal 
refurbishment), IT and other office equipment already available, medical equipment already 
available etc. Further, infrastructure costs will also be dependent on the number of locations that 
sewices will be established. 

However, some high-level cost estimates of establishing specialised intellectual disability health 
services have been developed - based on the following assumptions: 

Building redevelopmentlrefurbishment costs of $2000 per square metre, and an allocation of 20 
square metres per FTE position (including office and clinical spaces). 

IT and other office equipment and furniture and fittings of $5;000 per FTE position. 

The estimated cost of medical equipment has not been included at this stage, and will require 
expert clinical input to determine the equipment required and detailed cost information relating to 
equipment costs. However, given the nature of specialised health Services, it is not expected that 
costly medical equipment will be required, hence the cost is unlikely to be significant. 

Building refurbishment 20n?per 0.360 1.293 3.293 11.910 
FTE 

IT, oftice equipment and 
furniturelfittings 

$S,OOOper 
FTE 

Medical equipment tba to be  determined 

Estimated establishment costs 0.405 1.455 3.704' 13.399' 
Source: KPMG 
'Represents total establishment cost for option 2. However, if option l b  is implemented first, the additional establishment 
costs are estimated to be $2.249m (=$3.704rn less $1 455m). 

2~epresents total establishment cost for option 3. However, if option 2 is implemented first, the additional establishment 
c0s.b are estimated to be $9.695m (=$I3399 iess$3.7Mm). 

Note Ulat these amounts do not take into account the availability of existing infrastructure utilised by existing services. 

Illustrating benefits 

There are a number of models of specialised health services for people with intellectual disability in 
place in NSW, around Australia, and internationally. Around Australia these include 
multidisciplinary Diagnostic and Assessment Services for children, expanded multidisciplinary 

' Diagnostic and Assessment Services that provide a greater range of services across the lifespan 
and are integrated into acute and community health servic8; and Disability Health Units that provide 
clinical services, clinical leadership, research and teaching functions. 
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In the UK, Community Learning Disability Nurses (CLDNs) provide high-quality specialised 
expertise, support people to access universal services and have health promotion, health 
facilitation and teaching and service development roles. Health Facilitation Teams work directly 
with clinicians and patients, supporting care delivery and providing advice, and have a role in 
raising the profile of the support available to adults with intellectual disability through community 
teams and specialised services. 

While descriptions of these services are available, no evidence or data as to the efficacy of these 
services has been found in research literature or from formal evaluations. Because of this lack of 
data, the quantification of benefits of options for specialised intellectual disability health services in 
NSW has not been able to be undertaken. 

A 'case study' approach has been undertaken to illustrate benefits. The case studies relate to 
examples of clients who have or could have benefited from specific interventions, and illustrate the 
benefits or potential benefits of that intervention for that individual. Where possible, the benefits 
and costs of the intervention - as it relates to the individual - have been estimated. The case 
studies illustrate that, in addition to the potential improvements in health and quality of life of people 
with intellectual disability accessing specialised services, that there are potentially significant 
financial savings or benefits for the NSW Government in terms of avoided hospital costs, and in 
some cases, avoided costs of additional disability supports. 

Summary case studies for five individuals are outlined below. Full case studies are outlined in 
Appendix C. It should be noted that the case study approach does not represent a true 'economic 
appraisal', however. Further, any quantification of the net benefits of specialised intellectual 
disability health services as a whole cannot be taken to represent likely net benefit, and have been 
presented for illustrative purposes only. 
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Case study 1 

Christine is a middle-aged woman with intellectual disability. She lives in a group home with 24-hour support 
and supervision. Christine has no speech, although uses a few signs to communicate. She has a history of 
chest infections, bowel obstructions and anxiety. 

, 

Christine was recently admitted to a regional hospital on a Monday with dianhoea and vomiting, including 
vomiting whole food that she had eaten a number of days before. A bowel obstruction was diagnosed and a 
nasogastric tube was inserted to drain Christine's stomach. Her guardian and group home staff warned the 
hospital that she would not understand or tolerate the tube and suggested sedation. No action was taken. 
Christina pulled out the tube, aspirated much of the contents and contracted severe aspiration pneumonia., 

She was moved to intensive care in a major hospital and spent four weeks in intensive care - mostly on a 
ventilator. Early in the period she spent in intensive care, Christine also had surgely for bowel obstruction, and 
recovered quickly. 

Following her stay in intensive care, Christine was moved to a high dependency ward where she spent a 
further three weeks recovering from the pneumonia, and an additional three weeks in an ordinaly ward. In 
total, Christine spent 10 weeks in hospital. The pneumonia that Christine developed lefi her with chronic lung 
disease, which requires ongoing treatment and management and puts her at increased risk of further 
hospitalisation. 

If a specialised intellectual disability health team had.existed at the hospital where Christine was admitted, 
they would likely have established protocols for treatment and management of patients with intellectual 
disability, and the clinicians treating Christine may have been more aware of the needs of people with 
intellectual disability. The team would also have been available to provide direct advice, support and liaison to 
the clinicians treating Christine. The protocols, advice and support would have reinforced Christine's guardian 
and group home staffs advice that Christine would not tolerate the'nasogastric tube, she would likely not have 
pulled out the tube and not developed pneumonia. Potentially. Christine would have spent a relatively short 
period in hospital recovering from the bowel obstruction surgery, rather than the ten weeks she did spend in 
hospital. 

Costs andbenefits 

The cost of a specialised intellectual disability health services for Christine would have been relatively minimal, 
relative to benefits that the team could have realised in terms of avoided hospitalisation: 

Intellectual disability health team advice and liaisonz $1,000 

TOn,Iptenhi,lmsts - ID team intenenUon S l , W  
Avoided costs: 

avoided hospital admission (6 weeks) rn $52,300 

TOM e s f f m a l e d e w ~ ~  $5.?,31X) 

Comparing the actual costs incurred of an intellectual disability health team intervention 
for Christine with the avoided costs shows that following financial benefit to the NSW 
Government: 

Estimated finanaal benefit to NSW Government 651.300 

This does not include non-financial benefits, including improvements to Christine's health and quality of life, 
nor does it include the potential future cost of managing Christine's chronic lung disease. 

25 Based on a 2 physician hours at a cost per hour of $321hr; and 3 CNC hoursat a cost of $1351hr (costs per hour includes 
all salary, other staff, and non-staff related costs; based on availability for 25 hours of patient-related time per week, 45 
weeks oer vear). 
rn Bas& oli an averaoe cost oerdav in NSW oublic hosoitnl ofbl 745 in 7007.08 Snllrce- NafimaIHncnimlCncf n-7m ,~~ ~~ 

r - -  - - - r  ~ .. 
Collect;~ ~ ~ s f  Repo;fR&nd 12 (h7-&)- N S W P U ~ ~ ~ C  senor Accessed from 
h l l ~  IRurm, hen lh onv a~rl~ntcrncUma~ll~ubl~sl~~no nsWContcnUOBFS9B7DB88A4'r'/FCA7576O9001FCT)3DI$F lc122 NSWEs 
La! 
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Case study 3 

William is 14 years old and lives with his mother in the Sydney metropolitan area. William has moderate to 
severe intellectual disability, autistic disorder, and a number of mental issues - the most serious of which is 
Intermittent Explosive Disorder (a behavioural disorder characterized by extreme expressions of anger and 
sometimes uncontrollable rage). William is mobile and is able to feed himself, though has no speech and 
needs assistant with other activities of daily living. William requires constant supervision. 

William was initially assessed at a specialised intellectual disability health team when he was two years old. 
He was found to have speech delay, socialisation/ behavioural problems, a Global Developmental Delay and 
was diagnosed as having Autism. William also has a history of obstructive sleep apnoea, coeliac disease, 
rhinitis and otitis media, and has had a dystonic (adverse) reaction to medication for which he was recently 
admitted to hospital. 

William has been a patient of a specialised intellectual disability health service since his initial diagnosis at two 
years old. The current focus of the Service includes stabilising his mental health and behaviour, supporting his 
mother and stabilising her mental health, ensuring stability so that he can access his educational facility, and 
coordinating a range of health and disability supports including respite care, behavioural support through 
specialist Psychology Services, and speech pathology and occupational therapy. William and his mother 
access a Psychiatrist, Developmental Paediatrician and Social Worker, and have also seen a Neurologist and 
Sleep Physician. 

He has been placed on psychotropic medication and has been monitored closely. New protocols have been 
developed regarding his presentation to the Emergency Department at a local Hospital. During the last few 
years, he has had a number of presentations to the ED, and has been admitted only once because of an 
adverse reaction to medication. Constant monitoring, support and supervision have prevented these multiple 
presentations evolving into hospital admissions. 

Protocols and policies have been developed at the local Hospital'relating to the presentation and management 
of people with intellectual disability in the hospital setting, and these protocols have ensured William's (and 
others) smooth and rapid movement through ED and return home. With the introduction of these protocols. 
presentations at the ED by those with an intellectual disability are flagged and support for the ED staffis 
provided by the Service. 

The situation for William if he were unable to access an intellectual disability health team such as the 
specialised intellectual disability health service can be illustrated by the situation at his local hospital. If he 
were to present to his local hospital ED when he is distressed or unwell, he is likely to remain in the ED for a 
longer period of time than if a team existed, advice able to be provided, and treatment protocols established. 
This would likely further distress William and his family, amplifying his challenging behaviour, and increasing 
the likelihood that he would be admitted. The support, advice and assistance to hospital staff that could be 
provided by an intellectual health team would not be available, potentially resulting in sub-optimal treatment 
and management and significantly more lengthy stays in hospital. 

costs andbenefits 

The cost of a specialised intellectual disability health services for William is relatively minimal: 

access to intellectual disability health team3' $6,100 

T o ~ S ~ ~ ~ ~ ~ ~ S ~ ~ ~ C L L E I S - I D  &m I n m f ~ ~ ~ d i o n  $6 1lm 

Avoided costs for William from having a specialised team (per annum): 

avoided hospital admission, reduced length of s t e p  $12,500 

T o m l e s t i m a t 6 d a w ~ ~  . $12500 

Comparing the actual costs'incurred of an intellectual disability health team intervention for William with the 
avoided costs shows that following financial benefit to the NSW Government: 

Estimated financial benefit to NSW Government $6.400 

This does not include non-financial benefits, including improvements to William's health and quality of life, and 
that of his family. 

"~ased on a 1.5 physician hours and 2 social worker hours per month, plus 20 per cent additional time for administration 
and reporting. Cost per hour of 63211hr (medical) and bl03lhr (social worker) - which includes all salary and non-staff costs. 
"Based on an average cost per day in NSW public hospital of $1,245 in 2007-08. Source: NaUonaIHaspilal CostDala 
ColecUon Cmr Report Round 12 (209708) - NSWPublic Secto~: Accessed from 
htt~://www.health.aov.aufintemeUmain/~ublishina.nsf/ContenOBF59B7DB88A427FC576O9OOlFCD3D/$File/22 NSWEs 
Qg 
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Case study 4 

Elizabeth is 24 years old and lives in metropolitan Sydney. She has mild intellectual disability, Prader Willi 
Syndrome, extremely challenging behaviour and generalised anxiety disorder. While Elizabeth has a mild 
intellectual disability, globally and adaptively she is extremely impaired. While she has some independent 
living skills, she requires assistance with eating, and some aspects of personal care. 

Elizabeth had global developmental delay, feeding difficulties and hyptonia in early childhood, obesity 
associated with insatiable appetitive, obst~uctive sleep apnoea and type 2 diabetes. Elizabeth has a history of 
oppositional and defiant behaviour, stubbornness with emotional disregulation, self-injurious and occasionally 
assaultative and violent behaviour. 

Elizabeth was admitted to hospital because of unstable diabetes in October 2003. However, her behaviour 
precluded her discharge to either her family home or to a group home, leaving no option other than remaining 
in hospital. Elizabeth's stay in hospital required one-to-one supervision, surveillance and care because of her 
challenging behaviour. 

Elizabeth remained in hospital for eight months until a specialised intellectual disability health service assumed 
overall management and care in mid-2004. The Service provided ongoing medical care, a suitable medication 
regimen was established, and Elizabeth was referred to a Sleep Physician for assessment. In addition, the 
Service engaged DADHC and a group home place found and therapy and behaviour management support 
provided, and the Public Guardian was engaged The Service's intervention and its coordination of services 
and supports allowed Elizabeth to be discharged from hospital. 

Elizabeth subsequently moved out of the area and was lost to follow up. 

Costs andbenefits 

The cost of a specialised intellectual disability health services and disability supports for Elizabeth, compared 
with the avoided costs, are: 

access to intellectual disability health teamU 55,200 

disability supports (group home, therapy and behaviour management)" 5167,400 

Total ~~Iyrnatedcasts $172,6W 

Avoided costs: 

avoided hospital admission (240 days)" 5300,000 

Tobs/~~Iyrnatedabc&dcosLs $300,,OYX) 

Comparing the actual costs incurred of an intellectual disability health team intervention 
for Elizabeth with the avoided costs shows that following financial benefit to the NSW 
Government: 

Estimated financial benefit to NSW Government $127,400 

This does not include non-financial benefits, including improvements to Elizabeth's health and qualityof life. 

Based on a 10 physician hours at a cost per hour of $3211hr; and 10 CNC hours at a cost of $135hr, plus an additional 20 
ger cent non patient-facing time. Costs per hour include all salary, other staff, and non-staff related costs. 

Based on h e  cost of an ADHC-provided community living place of approximately $161 ,OW and cost per client for ADHC- 
grovided lherapy and prevention of $6,400. All figures relate to 2008-09 (Source: ADHC). 

Based on an averaoe cost oer dav in NSW oublic hosoital of $1.245 in 2007-08. Source: NationaIH~~~~lalCostD~ta 
ColiecUon ~ w t  Rep.+ Round lZ(iW7-08)- NSW ~ubiicsector ' ~ccessed from 
hHr, llwww h~allh gov al!fintemrUmalnlpllhllshlng nsfiConlnnt/0~r59~7I)~RRA177FCA2~I609001FC3/S11e122 NSWEs 
bd! 
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Cars study 5 

Helen is a 41 year old woman with mild cerebral palsy and intellectual disability. She lives in a group home 
and is in supported employment. Helen has had 3 fractures in the last 4 years that have resulted from falls. 
One of these fractures was that of her hip and this required internal fixation (surgery). Subsequently, Helen 
developed arthritis in that hip and she has now had hip replacement Helen also has a history of seizures in 
early childhood, but has not had any seizures for 40 years. However, she continues to taken an 
anticonvulsant medication. 

Helen was referred to a specialised intellectual disability health team for a comprehensive health 
assessment. On taking a full medical history, it was noted that Helen had never menstruated. Further 
investigations showed that Helen had hypogonadism (low oestrogen) and osteoporosis resulting from her 
hypogonadism. She was treated for her hypogonadism and osteoporosis. After neurological review, her 
anticonvulsant therapy was ceased. She continues to be seizure free. Helen had a vision assessment and 
new glasses were prescribed. Her falls have since reduced. 

Helen's fractures, surgery for the broken hip and subsequent hip replacement have incurred considerable 
health care costs. Early assessment by an intellectual disability health team would have identified her 
hypogonadism and osteoporosis, and identified a need for neurological review and review of her 
anticonvulsant medication. The costs of this early intervention would have been relatively minor relative to 
the costs actually incurred. 

Cods andbenefits 

The cost of specialised intellectual disability health services, compared with the avoided costs, are: 

access to intellectual disability health teams $2.600 

neurologist con~ultat ion~~ $400 

Tots1 estimated e&s $.u.kw 
Avoidable costs: 

Avoided hospital admission and surgery (internal hip fixation, hip replacement) 
$26,150 (21 days)" 

Avoided rehabilitation" $6.250 

Tons/ estimatedawidabla e&s $32,4C4 

Estimated financial benefit to NSW Government $29.400 

This does not include non-financial benefits, including improvements to Helen's health, quality of life or lost 
productivity. 

"Based on a G physictan hours (two scssions at three hours each) at a cost per hour of S321hr. and 2 social worker hours 
at a cost of 8103lhr. plus an addltlonJl20 per cent non pallent4aciny Cme. Costs per hour include all salary, olher staff. and 
nonstaff related co 
"Based on one-ho 

sts. 
ur mnsultation plus20 per cent repolling time, at a cost of $321/hr Costs per hour include all salary, 

E s e d  on 2 hours per weekof phys:olhempy for six months (three months for Internal hip flxat on, thrcc rnonlhs for l ip 
replacement), plus an additional 20 per cent non patont-facing tlme - at a cost per hour of 8100lhr (phys~otherapist). Cosl 
includes al salary, olhcr staff, and non-slaff related costs 
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The case studies are reflective of client experiences and offer some value in illustrating the benefits 
of specialised intervention. 

If the benefits described above were 'typical' of the benefits that would accrue to the client 
population accessing the service, an illustrative assessment of the relative cost effectiveness of the 
options proposed can be provided - based on the illustrative numbers of clients accessing services 
offered by each option. The following table 'illustrates the net financial benefit to the NSW 
Government based on the most conservativeestimate of benefit from the case studies above (that 
is, from case study 3). 

Small ID teams (o&a12) $19.013m 2971 $37.135m $18.122m 2.0 

Large ID teams (option 3) $52.561m 8213 $102.658m $50:097m 2.0 

Source: KPMG 
'Based on.the total estimated annual recurrent cost of each option. 
'Based on the total estimated cost of each option and the average annual cost of specialised intellectual disability health 
services per client of $6,400, as indicated in case study 3. 
'Based on the indicative financial savingslbenefit from case study 3 of $12.500 per client. 

Implementation of options 

Each of the options for tier 4 services can also be seen as 'stages' of development of intellectual 
disability health services in NSW - with a greater level and availability of service provided to people 
with intellectual disability as each of the options is implemented. However, while a clinical nurse 
network (option 1) is effectively the first stage of development, by itself such a network is unlikely to 
have a major impact on health outcomes for people with intellectual disability and as such merely 
lays the 'groundwork' for small intellectual disability health teams (option 2), and in the long-term, 
larger intellectual disability'health teams (option 3). 

There are two options for staged implementation of specialised intellectual disability health 
services: 

lmplementation option 1 - In the short term, the clinical nurse network (option I b) is established 
with nurse positions in each AHS. Building on this network and existing services, small 
intellectual disability health teams are then established in each AHS. In the long-term, small 
intellectual disability health teams (option 2) will be expanded to larger teams (option 3). 

The advantage of this option is that it builds specialised services gradually, and allows each 
stage to be evaluated before the next stage is implemented and allows for service provision and 
outcomes data to be collected over time (to contribute to evaluation). More importantly, it allows. 
for the necessaiy workforce to be developed to implement full intellectual disability health teams 
over time. However, the main disadvantage is that it delays the implementation of intellectual 
disability health teams, which are likely to deliver the most benefit for people with intellectual 
disability. 

lmplementation option 2- rather than establishing the clinical nurse network as the first stage, 
instead small intellectual disability health teams could be established in each AHS, focussing 
initially on those AHS with no or few services. In the long-term, small intellectual disability 
health teams (option 2) can be expanded to larger teams (option 3). However, it is important 
that a sufficient body of evidence to support the efficacy of intellectual disability health teams be 
collected first before small teams are implemented. This option would also mean that clinical 
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nurses can be located within a specialised intellectual disability health service, rather than 
operating independent of a service (as would be the case in the short term under 
implementation option 1). 

Implementation option 2 allows for small intellectual disability health teams to be implemented 
sooner than under implementation option 1. Implementation option 2 also means that clinical 
nurses can be located within a specialised intellectual disability health service, rather than 
operating independently of a service (as would be the case in the short term under implementation 
option I), which will increase the effectiveness of the clinical nurses as they work as part of a 
multidisciplinaly team.. Therefore, based on the available evidence, implementation option 2 will 
mean that greater benefits can be realised for people with intellectual disability -at least in the short 
term - and a likely greater net benefit overall is likely to be realised. 

The following table outlines the total recurrent funding required over the next five years, assuming 
the phasing suggested under implementation option 2" 

Table I2 - Estimated recurrent cost of imolementina tier four o~tions 

2. Small ID health teams 0 14.488 14.488 14.488 14.488 14.488 
T0t.l 0.000 14.488 14.488 14.488 14.488 14.488 

Source: KPMG 
Note that all amounts are expressed in 2009-10 dollars, and do not take account of any future cost escalation. 
'Subject to a separate business case. 

The following table outlines the total estimated infrastructure (one-off) funding required for 
implementation. 

Table 13 - One-off funding required for imp/ementing tier four options 

lb. CNClCNS network 0 0 0 0 0 0 

2. Small ID health teams . O  3.704 0 0 0 0 
Source: KPMG 
Costs include building refurbishment costs, and IT, office equipment and furniturelfitlings. Do not include cost of medical 
equipment 
~ i t d t h a t  these amounts do not take into amun t  the availability of existing infrasbcture utilised by services cutrenUy in 
place. 

Project management and evaluation costs 

As part of the implementation of specialised intellectual disability health services, there will also be 
a need for: 

Project and implemenfafion management within NSW Health - 0.5 FTE Senior Policy Officer 
(employed at grade 9110 - level 10 maximum), employed for one year in 2011-12 (first year of 
proposed implementation). 

Evaluation - $150,000 to evaluate the effectiveness and impact of small intellectual disability 
health teams in 2013-14, and used to inform a business case for full intellectual disability health 
teams. 

Development of a statewide data co//ection system for intellectual disability health services. It 
is difficult to estimate the cost of developing a statewide data collection system, given such a 
system will depend on the level and nature of data to be collected, the platform on which the 

a It has bccn assumed lhal the first year of lmpicmcnlal~on wlli be 201 1-17 lo glve tlme for NSW HealU~ to secure lundlng 
for thc lnltlat~ve ll le llmlng of lmplementatlon IS a matter for NSW Health to determlnc, however 
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data collection system is based, existing data collection systems which may be able to 
accommodate data collection relating to intellectual disability health services (for example, 
through modification), existing IT infrastructure and ability of this infrastructure to maintain a 
data collection system, and need for additional data collection support staff. As such, no firm 
estimate can be provided on the estimated cost of developing a data collection system without 
further investigation of data collection needs and status of existing systems and infrastructure. 
This should be investigated further by NSW Health's Information Management branch, in 
conjunction with the proposed GMCT (tier 5) service. 

The estimated cost of project management and evaluation is outlined in the table below: 

Table 14 - ~stimated cost of oroiect manaaement and evaluation 

Project management 0 0.140 0 0 0 0 

Evaluation 

Data collection 

Total 

0 0 0 0.150 0 0 

.to be determined 

0 0.140 0 0.150 0 0 

Source: KPMG 
Note that all amounts are expressed in 2009-10 dollars, and do not take account of any future cost escalation. 

02009 KPMG. an Auslrolian pannelship and a member firmof 1he KPMG network of :ndependent 
member firms offilialed will1 KPMG Inrernalional, a Swiss cooperative. All rights reserved. 38 

Thc KPMG loo0 and nomu ore trodcrno#ks of KPMG. ~~ - ~-~~~~ ~ ~-~~ ~~ ~ - 

Liability limited by a scheme approved under Professional Standards  egisl la ti on. 



W y s l s  of ma andbsnefla of opllons lordeveloping specialis& 
Inle//ecIud/ disablU~ hea/Ih sewices 

5 Clinical leadership, research, education and 
training 

Introduction 

This section outlines the options, costs and benefits relating to tier 5 of the Framework - clinical 
leadership, research and education and training. 

Need for intellectual disability health clinical leadership, research, education and 
training 

The role of tier 5 is to provide an oversight and leadership role for health services and health 
professionals working with people with intellectual disability, coordinating the development of 
services (and underlying systems), influencing and having input into the training and education of 
health professionals working with people with intellectual disability, shaping the research agenda 
and activities relating to intellectual disability health services. , 

This coordination and leadership function is necessaly to ensure that both universal and 
specialised services are available and responsive to the needs of people with intellectual disability, 
that sufficient capacity exists in the health system to respond to the health needs of people with 
intellectual disability, and to promote evidence-based practice to ensure health outcomes for 
people with an intellectual disability improve. 

Currently, there are a range of leaders and specialist intellectual disability health practitioners in 
NSW, providing a range of clinical services, research, training and health professional development 
and education. However, these activities are not well-coordinated, and there is no high-level 
leadership oversighting these activities. Unlike many other health areas and disciplines, there is no 
clinical network for intellectual disability health to guide service development or systems 
development, there is no dedicated intellectual disability health leadership to guide research or 
education, and no comprehensive and coordinated research plan or agenda at a State level. 

Further, there are a number of academics in NSW who have a research interest and undertake 
research in various aspects of intellectual di~ability,~' and a Centre for Disability Studies (CDS) 
which conducts a number of research projects relating to disability more broadly. In addition, a new 
Chair in lntellectual Disability and Mental Health has recently been established at UNSW and 
funded by DHS (encompassing the former DADHC), to focus on research and education in this 
field, in recognition of the fact that many people with intellectual disability are at higher risk of 
having a psychiatric disorder or mental health issues and that their access to mental health 
services is sometimes limited. However, there are no university chain in lntellectual Disability 
Medicine, lntellectual Disability Nursing, or in lntellectual Disability Allied Health (or specific allied 
health discipline) to provide leadership in research for the broader intellectual disability health 
sector and in university-level and clinical education for medical professionals, nurses, or allied 
health professionals. 

Components 

There are two components proposed to develop intellectual disability health clinical leadership, 
research, education and training in NSW: 

4, Including. for example. Prof Gwynnylh 1.lewellyn In Fanlllles and Parenllng. Prof Slewall Elnfeld In Epldcm ology. I'rof 
Susan Hayes In Cnnilnal Justce. Dr Fllle SmlUl In Genel~cs, Prof Pemllnder Sachdev In Neuropsychlaliy. AlProf Lynelte 
Lee In Agelng AlProf Rogel Slanchffe In Support, and 01 Llnda Goddard In HealUi Menlonng 
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Development of a clinical network within the Greater Metropolitan Clinical Taskforce (GMCT) to 
provide support and clinical leadership to health professionals working with people with 
intellectual disability, coordinate the development of intellectual disability health services, and to 
provide input into research, education and training. 

Establishment of three professorial chairs of intellectual disability medicine, nursing, and allied 
heath, linked to clinical services and faculties of medicine, nursing and allied health at 
appropriate universities. 

These options are complementary rather than mutually exclusive, and are each described further 
below:'2 

I .  Intellectual disability health clinical network 

The GMCT was established within NSW Health to promote clinician and consumer involvement in 
planning and health service delivery. There are 20 clinical networks which operate within GMCT, 
including networks relating to aged care, renal services, strokes services, and transition care. Each 
network seeks to identify how and where improvements can be made to service delivery, and 
promotes and facilitates the implementation of improvements within the health system. Each 
network is coordinated by a network manager, and involves a range of health professionals, 
researchers, managers and c~nsumers .~  

Agreement has already been reached on the establishment of an intellectual disability health 
clinical network within GMCT. The role of this network - similar to the role of other networks - will 
likely include: 

identify improvements in intellectual disability health service delivery, and develop specific 
initiatives to implement change (for example, standardised treatment protocols, models of care, 
service benchmarks) 

facilitate education and training for health professionals working with people with intellectual 
disability, particularly to support early intervention and prevention 

facilitate the development of data collection systems to provide health professionals with data to 
guide clinical practice and provide comprehensive, comparable data relating to service 
provision and outcomes . . 
facilitate clinical research and the dissemination of results through links with existing disability 
research facilities and university research centres 

The network will require network support staff, including: 

1.0 FTE network manager - employed at Health Service Manager 4 (HSM4) to coordinate the 
activities and projects undertaken by the network 

1.5 FTE project officers to support the network manager and undertake additional research and 
development activities - employed at HSM2 

This level of resourcing is similar to other networks, though larger networks have additional support 
staff. 

The main benefits of the network will to coordinate intellectual disability health service provision 
and to guide service and clinical improvements in the intellectual disability health service sector - 
improving the effectiveness of service delivery and ultimately health outcomes for people with 
intellectual disability. 

"Options are those discussed and agreed lo by NSW ~ e a l i h  and the Framework Advisory Group 
Sourced from htto-//wmv.health:nsw4ov.aul4mcV. 
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As with other GMCT networks, it will be clinician-led, with clinicians working collaboratively together 
to identify and implement improvements. 

I 2. University Chairs in intellectual disability medicine, nursing and allied health 

It is proposed that  three professorial Chairs of Intellectual Disability Medicine, Nursing, and 
Allied Heath be established to provide leadership in research and education in these fields. Chairs 
would be located within faculties of medicine, nursing and allied health at a leading NSW university 
or universities, and would maintain strong links with clinical services - including specialised 
intellectual disability health teams and clinical nurse networks - clinical research undertaken at 
tertiary-level hospitals, and clinical education. 

I In particular, the role of the Chairs would be to: 

facilitate the development and delivery of university education (undergraduate and 
postgraduate) and clinical education and training in their respective fields 

lead the development of a research program in relation to intellectual disability health in their 
respective fields 

contribute to the development of intellectual disability health services, linking with specialised 
teams and clinical nurse networks 

providing leadership and input into the GMCT network for intellectual disability health 

assisting in building the community of practitioners with expertise in intellectual disability health. 

Benefits 

The main benefits of this option will be to: 

lmprove the education and training of health professionals so that they have increased 
knowledge and capacity to work with people with intellectual disability, and increase the number 
of health professionals with sufficient training to provide specialised intellectual disability health 
services 

Increase and better coordinate research in intellectual disability health, leading to a broader 
evidence base underpinning service delivery 

lmprove the effectiveness of service delivery as a result of increased knowledge and capacity of 
health professionals and a greater evidence base for clinical practice 

Ultimately contribute to improving health outcomes for people with intellectual disability 

Workforce development 

A key component of both tier 5 options will be a focus on the development of a health workforce 
sufficiently trained and equipped to work with people with an intellectual disability, and in particular 
to provide the specialised health services described in tier 4 of the Framework. Currently, there are 
workforce shortages in a number of health professional disciplines within the NSW public health 
system generally, and this is projected to worsen. Added to this is the current lack of sufficiently 
experienced practitioners in intellectual disability health, again something which will worsen as 
workforce shortages become more significant. 

Without concerted effort to develop a health workforce sufficiently trained and equipped to work 
with people with an intellectual disability and provide specialised intellectual disability health 
sewices, the effectiveness of any of the options proposed under tier 4, and the Framework 
generally, may not be guaranteed. In particular, without additional workforce development efforts 
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Summary and key findings 
Tier 4 services 

A number of options for expanding and enhancing specialised intellectual disability health services 
have been considered. These are: 

I .  Establishment of a Clinical Nurse network across Area Health Services. 

2. Establishment of small, specialised, multidisciplinary health teams across Area Health Services 
to provide specialised health services to people with intellectual disability, building on existing 
specialised services. 

3. Establishment of larger, specialised, multidisciplinary health teams across Area Health Services 
to provide comprehensive, specialised health services to children, adolescents and adults with 
intellectual disability, building on existing specialised services 

Ultimately, specialised intellectual disability health services will contribute to improving the health 
status and health outcomes for people with intellectual disability, as well as the quality of life of 
people with intellectual disability and their families and carers. Specialised intellectual disability 
health services also have the potential to lead to real savings in health service and disability 
support costs through more intensive, earlier intervention, earlier diagnosis and detection of 
conditions, and more effective management and treatment, and avoiding more costly health and 
disability interventions as health conditions progress. Further, specialised services will provide: 

better coordination for clinical services for people with intellectual disability 

enhanced focus on and capacity for the promotion of healthy lifestyles and prevention of 
chronic disease in people with.intellectual disability. 

promotion of a patient-centred approach rather than a discipline-oriented approach to diagnosis 
and treatment of people with intellectual disability 

provision of comprehensive assessment and consultation service in a way that is "seamless" for 
patients 

increased capacity of health professionals and disability support professionals to meet the' 
health and care needs of people with intellectual disability 

increased level of assistance and support to families 'and carers of people with intellectual 
disability - particularly around health management issues 

facilitation of treatment planning, streamlining of referral processes and prevention of 
unnecessary duplication of investigations, thus saving time and resources 

the centralisation of expertise that allows better communication and coordination between 
different professions and between services and the provision of support to other clinicians. 
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It is estimated that the cost,of implementing tier 4 services are as follows: 

nerd' 
1. Clinical nurse network 0 0 0 0 0 0 .  

2. Small ID health teams 0 14.488 14.488 14.488 14.488 14.488 

3. Full ID health teams 0 0 0 0 0' 0' 

Project mgmt & evaluation 0 0.140 0 0.150 0 0 

Physical infrastructure 0 3.704 0 0 0 0 

Total-tior 4 0 18.332 14.488 14.638 14.488 14.488 

Source: KPMG 
Note that all amounts are expressed in 2009-10 dollars, and do not take account of any future cost escalation. 
'~ssumes implementation of small intellectual disability health teams in the sholt term (implementation option 2). rather than 
implementation of the CNClCNS network (implementation option 1). 
'Does not include funding required to implement full intellectual disability health services. This will be subject to,lhe 
evaluation of small teams and the development of a separate business case, following evaluation of small teams. 

Tier 5 services 

Two components for enhancing and clinical leadership, education, training and research have also 
been considered. These are: 

1. Establishment of a clinical' network to provide support and clinical leadership to health 
professionals working with people with intellectual disability, coordinate the development of 
intellectual disability health services, and to provide input into research, education and training 

2. Establishment of three professorial chairs of intellectual disability medicine, intellectual disability 
nursing, and intellectual disability and allied heath, linked to clinical services and faculties of 
medicine, nursing and allied health at appropriate universities. 

Investment in clinical leadership, research and education through a GMCT network and university 
Chairs in intellectual disability health will: 

improve the education and training of health professionals so that they have increased 
knowledge and capacity to work with people with intellectual disability, and increase the number 
of health professionals with sufficient training to provide specialised intellectual disability health 
services 

increase and better coordinate research in intellectual disability health, leading to a broader 
evidence base underpinning service delivery 

improve the effectiveness of service delivery as a result of increased knowledge and capacity of 
health professionals and a greater evidence base for clinical practice 

ultimately contribute to improving the health status and health outcomes for people with 
intellectual disability, as well as the quality of life of people with intellectual disability and their 
families and carers. 
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It is estimated that the cost of implementing tier 5 services are as follows: 

Table 17- Estimated cost of implementing tier five components 

Tier5 
1. GMCT network 0 0.287 0.287 0.287 0.287 0.287 
2. University chairs 0 1.260 1.260 1.260 1.260 1.260 
Total - tier 5 0 1.547 1.547 1.547 1.547 1.547 

Source: KPMG 
Note that all amounts are expressed in 2009-10 dollars, and do not take account of any future cost escalation 

Key findings 

There is insufficient quantitative data and evidence to conduct a robust economic appraisal of the 
range of Framework options in the absence of a minimum State-wide data set on the costs, service 
activity and performance of existing services available to people with intellectual disability or 
evaluation data on individual services. 

However, based on available evidence and consultation, small multi-disciplinary intellectual 
disability health teams are likely to provide the highest net benefit in terms of cost effectively 
delivering improved health outcomes for people with intellectual disability. 

The recurrent cost of implementing small intellectual disability health teams is estimated to be 
$14.488 million per annum, net of Medicare revenue and existing resources allocated to specialised 
services for adults with intellectual disability. 

The anticipated benefits of small multi-disciplinary teams include better coordination of health 
services for people with intellectual disability, more intensive, earlier intervention, earlier diagnosis 
and detection of conditions, and more effective management and treatment. These benefits are 
also likely to result in avoided costs associated with early intervention. 

There are workforce issues which will constrain the implementation of intellectual disability health 
teams in the short term, and additional costs are likely to be incurred as a result of any workforce 
development activities, including provision of training and education and financial and non-financial 
incentives. These costs have not been q~ant i f ied.~ 

There is a need for additional, Statewide clinical leadership, and for improved coordination of 
education and training and research activities in the area of intellectual disability health. The 
appraisal suggests this can be best achieved through a GMCT-like network for intellectual 
disability health and University Chairs in Intellectual Disability Medicine, Nursing and Allied Health. 

However, the costs of ongoing training and professional development for staff employed in specialised intellectual 
disability health services have been included in Ule recurrent cost estimates for operating these services. 
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7 Appendices 

A Specialised intellectual disability health services - current service provision 

B Costing assumptions 

C Illustrating benefits - case studies 
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A Specialised intellectual disability health services - current 
service provision 

Table A I - No of specialised intellectual disability health services for children and adults (reported 
bvAHSsJ. 2009 

SESl 

SSW 

SW 

NSCC 

HNE 

NC 

GW 

GS 

CHW 

DDHU 

Total . 16  7 3 26  

Source: NSW Health survey of existing specialised intellectual disability 
health services in July 2009. Collated survey data provided to KPMG 
by NSW Health in August 2009. 

Table A2 - Specialised intellectual disabilily health services - expenditure and slafing (FTE) 

SESl 19.1 2.170 

SSW 26.6 3.361 

SW 8.6 1.251 

NSCC incomplete incomplete 

HNE 12.9 1.382 

NC 0 0 

GW 0 0 

GS 5.8 0.483 

CHW 27.0 3.272 

other' 1.4 0.039 

Total 101.4 11.958 

Source: NSW Health survey of exisbng specialised intzectual disability heail? 
services in July 2009. Collated survey data provided to KPMG by NSW Health in 
August 2009. 
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Depariment of Community Paedialria. Liverpool 

Child Assessment Team, Campbelltown 

SSWAHS 
Child, Adult 8 Family Team, Bankstown 

Dept Rehabilitation Medicine, Concord Hospital - Developmental Disability Clinic at 

Concord Hospital and Adult Clinics at DSU (Burwood) 

SSWAHS Mental Health Intellectual Disability Service 

CHW 

PECAT . 

Depariment of Psychological Medicine, Children's Hospital at Westmead 

Child Development Unit, Children's Hospital at Westmead 

Dysphagia Nuhition Clinic. Children's Hospital Westmead 

Bone Health Multidiscipline  inid id for children with Cerebral Palsy 

Disability SDecialist Unit 

SWAHS 

Blue Mountains Child &Adolescent Development Unit 

GrowVl and Development Clinic, Nepean 

General Disability Clinic- Westmead Campus 

Westmead Campus - Dysphagia Nulrition Clinic 

Westmead Campus- Complex Epilepsy/Developmental Disability Clinic 

Auburn Child Development Clinic 

Kogarah Developmental Assessment Service SESIAHS, Developmental Disability Network 

(incl. lllawarra Diagnosis &Assessment Service) 

SESIAHS 
Tumbatin Developmental Assessment Clinic, SCH 

CANDiD (Clinic for Assessment of NeuropsychiaMc Disorders in Intellectual Disability) 

NSCCAHS Child & Family Health Central Coast CHAT 

NSCCAHS Speech Pathology Central Coast 

GSAHS 
Dr Davis, Goulbum 

Chiid. Infant and Familv Teltiaw Service (GIFTS) 

HNEAHS Child and Family Health Team- Kaleidoscope 

NCAHS no services 

GWAHS no services 

Statewide Develorrmental Disabilitv Health Unit 

Source: NSW Health survey ofexisting specialised intellectual disability health services in July 2009. Collated survey data 
orovided to KPMG bv NSW Health in Auoust 2009. - 

no data received, so not included in expenditure, staffing, or service figures presented in this report 
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B Costing assumptions 

Cost per FTE position - specialised intellectual disability health services 

The following FTE cost assumptions were used in estimating the cost of each option for specialised 
intellectual disability health sewices. 

Costs are based on the NSW Health standardised method for determining the cost of additional 
positions and the 2008-09 costs provided to KPMG by the Department. Costs per FTE include: 

salary costs (as per relevant NSW Health Award) 

on-costs - superannuation (9 per cent), workers compensation (2 per cent) 

an allocation for general operating expenses per position (37 per cent). 

2008-09 costs have been escalated by 3.9 per cent to reflect salary and other cost increases. 

8" year Registered Nurse 

CNS 

CNC 

Social worker 

Psychologist 

Physiotherapist 

OT 

Speech pathologist 

Dietician 

Developmental Paediatrician 

(Developmental) Psychiatrist 

Physician 

Other specialist 

Dentist (dental specialist) 

Trainees (Registrars) 

Administration 

Director (loading)' $50,850 

Source: NSW Health 
Cost per F IE position included all staff costs and estimated non-staff operating costs per position, and include: salary costs, 
superannuation (9 per cent), workers compensation (2 per cent), and an allocation for general operating expenses per 
position (37 per cent) - as advised by NSW Heallh, and representing the standardised method for determining the cost of 
additional positions. 2008-09 costs have been escalated bv 3.9 Dercent to reflect salarv and othercost increases. , . ' Based on 2Cil9-10 Staff specialist award, Level 3 Managerial allowance of $45,811, plus 9 per cent superannuation and 2 
per cent workers compensation (non-staff operating costs already assumed to he included in medical position FTE). 
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Medicare revenue - intellectual disability health services 

Estimated Medicare revenue for specialised intellectual disability health sewices was based on the 
claim patterns of the Kogarah Developmental Assessment Sewice and the number of staff 
specialist FTEs making claims - as detailed in the table below. Based on the Kogarah Sewice, it 
was estimated that each staff specialist FTE will generate $80,649 in Medicare revenue per 
annurn." 

110 

116 

122 

132 

133 

135 

291 

293 

296 

304 

306 

308 

336 

338 

350 

822 

823 

828 

858 

Total 

No of staff spadalbt FTEs 

Claims oar FTE 

Source: NSW HealUl survey of existing specialised intellecbal disability health 
services in July 2009 -additional data provided by SESIAHS. Collated survey data 
provided to KPMG by NSW Health in August 2009. 
'Based on rates from 1 January-30 October 2008 

these figures represent claims processed; revenue received may be discounted 
by 5-10 %. 

It should be noted lhat some medlcal professlonak in speclal sed inlellectual d sabllliy heallh learns w.11 not be staff 
spec allsls In non-metro areas in parbcular. medlcal professionals may be Vlslllng Medlcal Officers (VMOs) pad by lhe 
servlce, and hence servlces will not recelve Medlcare revenue 
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