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12 September 2008

Ms Alix Goodwin

Executive Director

Accommodation, Policy and Development Directorate

Department of Ageing Disability and Home Care

Level 5, 83 Clarence Street
SYDNEY  NSW  2000

Dear Ms Goodwin

Comments on the Department of Ageing, Disability and Home Care (DADHC) Draft Maintaining Respite Capacity Policy
Please find enclosed the Multicultural Disability Advocacy Association’s (MDAA) response to the Department of Ageing, Disability & Home Care’s draft ‘Maintaining Respite Capacity Policy’.

MDAA is a peak organisation that aims to promote, protect and secure the rights and interests people from non-English speaking backgrounds (NESB) with disability, their families and carers in NSW.
I have attached MDAA’s comments on DADHC’s draft policy following the layout of the feedback form provided.  Thank you for the opportunity to comment on these issues.  If you require further information about this submission, please contact me by phone on 
(02) 9891 6400 or by email at diana.qian@mdaa.org.au.
Yours sincerely

Ms Diana Qian

Executive Director
Draft Maintaining Respite Capacity Policy – MDAA Comments

1. Scope of the policy

MDAA welcomes the move by DADHC to formally acknowledge the complex issue of supporting people who require extended respite.  We feel, however, that the procedure outlined in the draft policy is reactionary, ignoring the reality surrounding the difficult decision families and carers make to relinquish their role as carers.  The reality for many people from NESB with disability, their families and carers is that they often only access assistance from support services when at crisis point, after trying to address the issue themselves.  The policy also fails to recognise the circumstances (e.g. availability of culturally appropriate support services) that eventuate in a person with disability overstaying their allocated time in respite.
MDAA is disappointed at the tone used by DADHC in this draft policy.  In our experience, people from NESB with disability have varying levels of mistrust of government and are cautious of accessing government programs.  The punitive and authoritative tone of the policy may effectively reduce the already small number of people from NESB with disability accessing respite.
2. Position Statement

Time limits of respite
MDAA acknowledges that respite is a time limited service.  What is excluded in the position statement and the policy as a whole, are strategies to address the circumstances which lead to a person overstaying in respite.  Exclusion of this, effectively limits the scope and opportunity for the measures within the policy to produce a successful outcome, centred on the needs of the person with disability, their family and/or carer.
Additionally, the wording used to explain the limited capacity of respite and consequences of people overstaying is not appropriate, and insinuates criminal behaviour.  MDAA recommends a re-write of this paragraph.  For example it could read, ‘Due to the high demand, each person’s time in respite is limited to an agreed period’; thus emphasising the structure of the program rather than the punitive response to overstay.
Assessing capacity

MDAA believes that cultural factors need to be considered when assessing a person’s capacity to make a decision, in addition to the principles stated in the policy.  Ability to speak, read and write in English has a significant impact on a person’s ability to make an informed decision (particularly if information is available only in English).  Professional interpreters are often used to address this issue.  This is not without its dangers.  MDAA, from its experience, would like to stress the need to address the possibility of interpreters carrying negative cultural and/or personal attitudes towards people with disability, with the potential to negatively influence the outcomes of an assessment or meeting.
What must also be included in this policy is the recognition of the role of cultural and linguistic factors in the decision making process.  Whilst it is difficult to generalise, we are aware that in some ethnic communities and some families, individuals with capacity to make their own decisions freely allow others to make important decisions on their behalf.  This cultural diversity needs to be acknowledged early in the policy.  MDAA is concerned that if assessors are not aware of cultural differences influencing the decision making process they may make unwarranted assumptions about a person’s capacity.
3. Appointment of Case Manager
MDAA agrees with the need for a case manager.  We note however that case managers appointed to families from diverse backgrounds should have demonstrated skills and appropriate training to work with people from culturally and linguistically diverse backgrounds.  Examples include understanding of decision making process as aforementioned, understanding of communication styles, working with interpreters effectively, the need to consider the cultural and religious background of the person with disability when exploring suitability of options.
4. Process for developing exit plans
Documenting the needs of person with disability

What yet needs to be included in this policy is reference to the assessment and documentation of the current needs (psychological, physical, emotional, social, cultural and religious) and preferences of the person with disability.  Without documentation of these needs and preferences, it is not clear how appropriate options can be considered. This should involve the person with disability, their family and/or carers in all stages of the process. 
5. Residency Charge

MDAA recommends that the amounts charged should be equivalent to the fees for supported accommodation. 
6. Process particularly for children and young people
Case manager 

The role of the case manager and the point in which they become involved with the person with disability that has extended their allocated time in respite is not clear.  In the case of children, do case managers get involved as soon as time is exceeded, or after the new exit date is exceeded?  MDAA anticipates that in some cases, there will be indications that additional support services are required when a person with disability enters respite.  There should be flexibility for case managers to engage with the person with disability, their family and carers at this stage to address any issues. 
Risk of harm reporting
As it stands, the policy requires a report to the Department of Community Services, for every situation in which a child overstays their time in respite.  This seems to be unnecessary and detracts valuable human resource.  It would be more practical to allow the case manager some flexibility in determining the reason for this extended time in respite.
Parental responsibility

As previously mentioned, the policy ignores the circumstances that eventuate in a person with disability overstaying their time in respite.  The reality for many families is that the decision to leave their family member in respite is difficult; not an intentional act of neglect but an indication that the current levels of support received are inadequate.
Offer refusal

The intended measures taken by DADHC when an offer of placement is refused are forceful and do not clearly illustrate how the best interests of the child and the importance of their connection with their family, culture and religion will be the forefront all decisions made.  In addition, MDAA is concerned the requirements of Standard 7 of the Disability Services Act: (Complaints and Disputes) are being weakly applied in this policy.
NSW Ombudsman

This section needs to be amended in consultation with the NSW Ombudsman. 
7. Processes particularly for adults

The details within the draft policy pertaining to adults, does not acknowledge the relationships and connections to family.  What needs to be included and the focus, particularly for people from NESB with disability, is the role of the family unit and how links to family, culture and religion can be maintained.
Our previous comments on the NSW Ombudsman are also relevant to adults. 
Guardianship Order

Greater emphasis is required in noting that this will be used as last measure.
Offer refusal

Our previous comments on page 3 re the assessment of the needs and preferences of the person with disability and their family or carer are relevant here.  This should be used when a review of a refusal of offer is conducted. 
8. Other issues

Language 

As previously mentioned MDAA is extremely disappointed at the use of hostile and threatening language in this policy.  Whilst it is understood that DADHC’s position needs to be conveyed, the language used is inappropriate, criminalising the person in need of respite and their family/carer.
Use of the terms ‘trespasser’ and ‘collected’ (when referring to a person with disability being picked up by family and/or carer after time in respite) are not only unacceptable but also a contradiction of the spirit of the principles of the NSW Disability Service Standards (1993).  Such phrasing must be deleted from the policy and its onus and tone completely reviewed.
Ensuring Service Standards
MDAA draws DADHC’s attention to specific Standards of the Disability Services Act which may be contravened by this policy when offers by DADHC are refused by the person with disability or their family/ carer.  In offering accommodation, the needs of the individual should be at the forefront and in line with Standard 2 (Individual Needs) and Standard 3 (Decision Making and Choice). 
Responsibility

The statement ‘DADHC no longer accepts responsibility for providing care to the client’, is noted once a person exceeds their time in respite.  This is seen as an attempt to negate DADHC’s Duty of Care.  The issue needs to be reviewed and the clause omitted.
Recognising Carers

Despite the apparent relationship of support and interdependence between carers and people with disability, an explanation of carers is omitted from the glossary.  MDAA recommends an explanation of carers to be included.  Further, it must be noted that the definition of a carer will vary significantly as a result of cultural and linguistic factors.  Many people from NESB providing care may not readily identify as ‘carers’ or the caring role may be shared by a number people.
Glossary

There is a need to remove the word ‘control’ (p.32) from the definition of primary care giver i.e. it should read ‘each person who is primarily responsible for the care”.  The use of the term is not appropriate.
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