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Since December 2002 the NSW Ombudsman has had responsibility for reviewing the deaths of certain children, and people with disabilities in care.
This talk will concern our functions in relation to the deaths of people with disabilities in care, provide some information that we reported last year on the deaths from 2004, and touch on some current work. 
Reviewing the deaths of people with disabilities in care

One of the functions of the NSW Ombudsman is to review the deaths of certain children as well as people with disabilities in care – legislated as per Community Services (Complaints, Reviews and Monitoring) Act 1993.
The NSW Ombudsman reviews the deaths of any person (whether or not a child) who, at the time of their death, was living in, or was temporarily absent from, residential care provided by a service provider and authorised or funded under the Disability Services Act 1993 or a residential centre for handicapped persons (licensed boarding house). 

These deaths are also required to be reported to the NSW Coroner. 
Key functions

· To monitor and review reviewable deaths

The range of powers available for the exercise of functions in reviewing deaths includes all the powers of investigation available to the Ombudsman for the investigation of complaints. 

This includes the power to require information or documents, and 
powers under the Royal Commission Act that enable us to require people to give evidence under oath and produce relevant material. 

We have unrestricted access to the records of the State Coroner and any other government agency or service provider in relation to the review of deaths. 

We are also able to report at any time to service providers or other appropriate agencies on issues arising from reviews. We have a unique opportunity to respond to individual matters in addition to identifying and responding to systemic issues.
· To formulate recommendations as to policies and practices for the prevention or reduction of deaths

· To maintain a register of reviewable deaths occurring in NSW

· To undertake research or other projects

· To report findings to the NSW Parliament in an Annual Report 

In 2006 the Reviewable Deaths Annual Report will be separated into Volume 1 and Volume 2, with Volume 1 being the report on deaths of people with disabilities in care in 2005. 

Report of reviewable deaths in 2004

There are typically around 100 deaths / year that are within jurisdiction. In 2004, 93 deaths of people with disabilities in care were reviewable. This was 1.3% of the ‘disability services’ population (~ 5400 people), and 2.3% of the 
licensed BH population (~ 1050 people). Overall, the 93 deaths represented 1.4% of pwd living in care in NSW (~6450 people). 

The age range was 15-93 years. Two deaths in 2004 were of young people with disabilities, which also come under the jurisdiction of reviewable child deaths. 

Our first Annual Report covered the deaths of 110 people (but included an extra month of December 2002). In 2005 there were 67 deaths of people with disabilities in care within our jurisdiction. 

Of the 93 people who died in 2004, 29 people lived in group homes, 39 people lived in large residential centres, 1 person lived in a small residential centre, and 24 people lived in boarding houses. 

In the report on the deaths in 2004 we separated the data relating to people in DADHC-operated and funded services (‘disability services’) from residents of boarding houses. This talk concerns the individuals who lived in disability services. 

People in disability services

On average, the people who lived in disability services:

· Were 55 years old, around 25 years younger than the general community

· Were more likely to be men (around two-thirds), although women died at an earlier age (53 years for women as opposed to 56 years for men)

· Had lived in care for most of their lives, and had not moved recently. On average, people in disability services had lived in care for 32 years, and had lived at their last residence for 18 years. 

· Had an intellectual disability in addition to two or three other disabilities. Over three-quarters had an ID. Most people were reported to have a severe or profound level of cognitive impairment. Besides ID, the main recorded disabilities were physical disability (just under half, mainly cerebral palsy), sensory disability (almost half, mainly sight impairment), and psychiatric disability (almost a quarter, mainly schizophrenia). 

· Required a substitute decision-maker or person responsible for providing consent to medical and dental treatment on their behalf. Over three-quarters were reported as having a person responsible for providing consent on their behalf, mainly family members. 

· Had co-existing chronic health conditions that required ongoing management and regular review. The most commonly reported health conditions included incontinence, dysphagia, respiratory illness, epilepsy, constipation, weight concerns, GORD, osteoporosis, diabetes, hypertension, and asthma. 

The average number of health conditions for people in DADHC services was higher than that in funded services, and people in large residential centres were recorded as having a higher average number of health conditions compared to people in group homes. 

(DADHC large resi ~ eight health conditions; Funded large resi ~ seven; DADHC group home ~ six; Funded group home ~ five)

· Were receiving at least one type of major medication (antipsychotic, antidepressant, anticonvulsant, anti-anxiety, or sedative). Over three-quarters were receiving two types of major medications. A small number were receiving three or four types. 

· Required support with activities of daily living, including mobility and eating / drinking. Almost three-quarters required assistance with meals, two-thirds had swallowing difficulties, and the majority required assistance with mobility. 

· Died of respiratory illness. The deaths of 30 people (of the known COD) were related to respiratory illness, including 13 people who died of aspiration pneumonia. On average, the people who died of respiratory illness had swallowing difficulties, required assistance with meals, had limited mobility, were under or overweight, and had received the flu vaccination. We are currently doing a group review of the people whose deaths in 2005 were related to respiratory illness. 
Other issues – decision-making and not for CPR orders

We noted that, in most cases, family members / persons responsible were involved in discussions prior to a no-CPR decisions being made, but it was difficult to see how the person themselves was involved. In some cases, it would have been impossible to consult with the client given their condition or ability to communicate at that point (eg: unconscious / sedated), but in the other cases it appeared that consultation could have occurred, but didn’t. We query whether there is a role for service providers in this process (not as decision-makers, but as part of discussion).
In most cases there appeared to be a genuine consultative process. In a small number of cases it appeared that the medical team made the decision in isolation and then told the family of the decision. 

Records tended to document the decision itself (ie: not to be resuscitated), but not the reasons for it. Ie: prognosis, options for treatment, etc. 

End-of-life decision-making has also emerged as a key issue for the people who died in 2005. There are some queries about whether end-of-life / treatment-limitation decisions are being based largely on the treating practitioner’s perception of the person’s ‘quality of life’ rather than their clinical diagnosis or prognosis. 

Other functions

One of our functions is to ‘undertake research or other projects for 
the purpose of formulating strategies to reduce or remove risk factors associated with reviewable deaths that are preventable’. This year we conducted a consultation project that examined the interaction of pwd in care with the health system – including health screening, allied health, dental services, hospitals, mental health, ageing, and the Boarding House Reform Program. The findings from the project will be reported 
in this year’s Annual Report Vol 1. 

In our Annual Report we are required to report on any recommendations we have made, and the implementation or otherwise of those recommendations. Last year, we made 23 recommendations (14 DADHC, 6 Health, 3 both) that included agencies evaluating the implementation of policy directives (eg: Hospitalisation of pwd; Guidelines for end-of-life care and decision-making; Ensuring Good Nutrition), and areas such as first aid, medication reviews, discharge planning, and improving access to allied health services. 

