
Designing the New Integrated Carer Support Service

A Submission by the  

CRCC NSW State Managers Network
May 2016
Table of Contents
About the CRCC NSW State Managers Network 
3
Response to Service Concept Design Questions
3
1.
Awareness
3
2.
Information Provision
6
3.
Intake
7
4.
Education
8
5.
Peer Support
9
6.
Needs Identification and Planning
10
7.
A multi-component Intervention
11
About the CRCC NSW Stage Managers Network 

The CRCC NSW Stage Managers Network is comprised of all Commonwealth Respite and Carelink Centres (CCRC) across NSW. This submission was written by a sub-group of the Network consisting of: Ewa Korczynski (Hunter CRCC), Sandie Downsborough (Far North Coast CRCC), Narelle Campbell (Illawarra CRCC), Wendy Coles (Central West CRCC) and Alison Laverty (Mid North Coast CRCC).
Response to the Service Concept Design Questions

1. Awareness

1.1
What would be the most effective and efficient means of raising awareness for individual carers early in their caring journey?

Each person's journey to becoming an informal carer is unique. However, there are some broad pathways that could be considered in designing strategies for reaching carers early in their caring journey. 
Disability resulting from suddenly by accident
· The health system (hospital or other acute setting) is in contact with persons who are likely to become carers.

· Information of interest to potential carers at this stage relates to immediate discharge needs.

· Social workers may be involved, however the quality of the carer information provided is dependent on the skills and experience of the individual social worker. The quality and currency of information from these sources can vary significantly.
· Peak bodies are key sources of information for carers further down the track (e.g. NSW Brain Injury Association, Spinal Cord Injuries Australia etc.).

Children born with disability or with developmental delay

· Hospitals may be a source of information, or health professionals such as gynaecologists.

· Later in the caring journing, carers are more likely to go to peak bodies catering to people with specific disabilities (e.g. CP Alliance) for information. At this stage carers could be introduced to awareness information about the caring role. 

· Early Childhood Intervention services, Allied Health professionals (e.g. speech therapists) and Early Childhood Centres would also be potential sources of information for carers early in their caring journey. 

Disability acquired (non-acute) e.g. MS and MN 

· Points of diagnosis are sources of information.
· Peak bodies catering to people with these specific disabilities would be important sources of information early in the caring journey (e.g. Motor Neurone Disease Association of NSW, MS Society etc.) 

Ageing Related Disability

· Once a care recipient or carer presents to the health setting (apart from general practitioners), the situation is already beyond “early in the caring journey”.
· Health settings tend to be more “responsive” and not “preventative”. This is not in keeping with the principle underpinning the integrated strategy being early intervention and prevention.

· GPs are an important source of information, however community based information sources are also important (e.g. libraries, neighbourhood centres, chemists etc.) 
General comments on raising awareness early in the caring journey

General Practitioners

· General practitioners are vital sources of information – although they are also heavily marketed to by many sectors. At some point every carer will go to their local doctor. 
· The Network recommends information or education for general practitioners (and practice nurses) about the role of carers and the importance of targeting information to them early in the caring journey. Referrals from GPs and practice nurses to carer support and support services are an important pathway.
Broad and Ongoing Awareness Campaign

· There is a need for a major awareness-raising campaign similar in scale to the dementia awareness campaigns of recent years, involving a range of media such as slogans and information on the sides of buses; billboards; electronic, print and social media. 
· The concepts of carers, and caring needs to be something with which the community is familiar. The message that there is help out there at any point in a carer’s journey should be emphasised. The campaign must be broad and sustained so that it touches many different types of carers in many different communities and at different stages of life.
· An awareness campaign must be significant and ongoing. It must define “what is a carer” – that carers are not paid workers and that carers do not include people providing child care, or supporting someone who has a broken arm. This would also assist the information and intake/assessment systems to not be clogged by people calling who are looking for something else. 
·  Messages should also promote the idea that at some point in your life you could be a carer. 

· Messages should also promote that there is a duty of care for carers in seeking and using respite. Use of respite can then be legitimised and hence reduce feelings of guilt and the risk of burn out

Targeted Information

· Information to first responders to know what to do when they encounter a carer, and to provide a key phone number for where they can get carer information and support.
· Specific campaigns and strategies for diverse communities (e.g. ATSI, CALD, LGBTI, rural and remote, veterans etc). Translations of printed materials alone have been shown for many years to be an ineffective stand alone strategy. Targeted strategies, such as the “quit smoking” campaigns for indigenous communities are much more effective, where the message fits within broader cultural values (e.g. my story is family and extended family is what I value most in life. That’s the message: “I want to be around for my kids”). This needs to be tied to the “quit smoking” campaign idea as it isn’t clear that that is what is intened
· Stories that people relate to are the most powerful way to convey this message. The use of personal stories that individuals can relate to is a good strategy.
Coordinated Campaign

· The Australian Government should have the overall responsibility for such a campaign. Although all services are involved in raising awareness locally, there is a need for a coordinated national approach with a national message, delivered in simple language. The awareness raising needs to be broad, national and sustained. 
· Promotion and marketing has to be consistent across the country.
1.2
In considering support for young carers, to what extent should awareness be raised through schools and how could this best be achieved in a cost effective manner?  

· Young carers should be part of the broader awareness campaign discussed above. 
· Young carer resources are valuable in both the school setting and the health setting.
· Many professionals and even families do not recognise the role that young carers play in the family. Information targeting young carers needs to be in all places that young people go, so that the information is there when the need it.
2. Information provision
2.1
While information is available through carer organisations today, as well as the Carer Gateway, would individualised recommendations be of benefit when carers are undertaking or receiving other services?  

Individualised recommendations:
· would be of benefit to carers. Recommendations should be holistic and take the whole person into consideration and not just their caring role.

· should include links to peak bodies and information on caring in specific contexts such as palliative care, caring for children with autism, caring for a person with dementia etc. 
· should facilitate carer access to skilled people who can give them information and assist them to recognise and prepare if or when they have entered a different stage of the disease, disability etc. and what that may mean for their caring role.

· Carer awareness is also needed for call centre staff of My Aged Care and Regional Assessment services. Information from carers whose care recipient have come into the aged care system via these pathways suggest that many feel their role is not always recognised or appreciated in its full extent by Contact Centre staff. 
3. Intake 
3.1
When should intake be a mandatory process? 
Intake

· Where a carer requires a formal support option that involves a targeted, funded carer support service, or urgent assistance, a full process of intake (being the capturing of personal information to enable determination of eligibilities and priority) should be mandatory. 

· Requiring a carer to have significant amounts of personal information recorded in a formal system (carer record etc.) for semi-formal supports would, in the experience of the Network, deter many carers from either accessing the system or attending these semi-formal supports. Semi-formal carer support includes carer support group, peer support, or access to training

· Where these semi-formal supports are delivered by services, the local provider can register the carer in the intake system at a later time if the carer has then decided that they wish to have more interaction with the funded carer support system.
· A carer is more likely to access an intake system if they feel it is not overly intrusive to their request. Carers appreciate being listened to, assisted to clarify their situation and information needs, and being steered in the right direction; and not have that interaction used for data collection. 
· The service system data can be adequately addressed by identifying the processes’ key information needs and collecting these by asking for anonymous information from the carers. 
· For those carers who prefer to interact with systems on-line (which may be used more in the future), an option to complete their own intake - registration may be a more accurate term - by providing basic demographic information, should be offered. This is the situation with My Aged Care, where a person can complete a registration and be called at a later time by the call centre. 
Emergency Plans:
· are NOT well placed at intake, but there should be multiple points where the value of emergency plans are introduced, and for some, where assistance to develop them is offered. 

· need to be developed before the carer reaches the point of requiring targeted or urgent services. A number of models exist that encourage the development of emergency plans, and these could be a valuable information source for the carers’ information website; support group resource; or peer support worker/mentor resource.
4. Education
4.1
How can we encourage carers to access education support?

· Carer education should support the social and psychological outcomes of the carer; however this is not achieved only by focussing on the knowledge relating to their specific caring role. Carers are often ONLY focussed on the needs of the care recipient and their caring role, and whilst this is important , there is also a need for education about the carer themselves as distinct from their caring role.

· Wellness campaigns for carers should be embedded throughout carer education materials and within programs focussed on aspects specific to the care recipient’s condition and the caring role. Wellness campaigns have been developed by many of the Network members. For more universal coverage of carer wellness awareness, Medicare rebatable screening, offered by doctors, practice nurses and pharmacists, providing a baseline on their wellness could be of use, as could on-line information and training. 
· There would be value in providing information about what is available in the community with regards to courses, hobby areas and other interests, along with information about how carers could get support to enable them to access these.
· Respite is required by some carers in order to participate in education programs, even online programs. For example, many carers can’t leave the person they are caring for, and some care recipients, due to the nature of their condition, may continually interrupt the carer. 
· Transport may be required where carers cannot access online training, or where face-to-face training would be a more effective option. 
· Education must be free and accessible, and must be culturally and socially appropriate for all diversity groups. 
· Some carers may also need access to financial support to attend a training event that is not readily available but would be of profound benefit. An example would be where a carer wanted to access a 2 day education event for carers, offered by the Schizophrenia Fellowship. 
· General carer information and support should promote the value of education for carers.

· Carer’s personal stories are valuable in highlighting the benefit of learning additional skills to make the caring role easier (e.g. manual handling, cooking to cater for a particular condition etc). 
5. Peer Support 
5.1
How can a peer support model be designed which encourages carers to participate and remain engaged?  

· Peer support models need to be non-confronting and allow some people to observe and not participate actively. On-line forums and social media provide a means for carers to have questions answered and to get information, without having to participate.
· Online forums need to be moderated to ensure they are not confronting or used for marketing purposes by service providers. For more structured peer support, there may be a need to register first to ensure accuracy of information shared. 

· Local face-to-face carer support groups enable carers to be engaged and participate. They need to be resourced and some programming and administrative support provided such as arranging discussion points and guest speakers, promotions and invitations. 
· Carer mentoring is a valuable model of carer peer support operated with volunteer mentors and a coordinating agency which prepares mentors for the role, manages boundary issues, and cross matches mentors to carers in various suitability areas such as skill or experience.  Or, paid carer mentors could be offered, using a model such as the mental health peer support workers.
5.2
Should peer support be a service able to be accessed without pre-conditions or structure processes?
· Non-structured groups, or groups that have no pre-conditions are targeted by providers who are marketing services, or the group dwindles away. 
· Non-structured and open access groups cannot be attached to organisations, but groups of carers may wish to start their own un-supported social media page. Some local carers are doing this.

· Where providers are supporting or resourcing a group, duty of care would require them to have a moderator and precondition for joining. This is particularly the case where young carers are involved. 
· There should not be a need to go to a central intake and registration process, but rather the agency supporting and resourcing the group would moderate the group and manage the registering details for the group.
6. Needs Identification and Planning

6.1
To what extent do you think goal based planning should be used at the assessment stage of the process?  Would a goal based planning approach be worthwhile?
· Tools need to be well written in everyday language and not necessarily use the language of “goals”.

· Self-assessments that lead people through the process could be useful, but there should also be an option to pause the process and get assistance if needed. Self - assessments should assist people to identify resources and needs and goals, and to think about how to access additional resources. 
· Self - assessments need to include trigger points or flags that prompt with information about available resources that could assist them. 
· Fully guided, face-to-face assessments, using well developed standardised tools that provide an indication of when people need more intensive support services.
7. A multi component intervention

7.1
Given that this model is seeking to apply preventative thinking, how can we ensure these supports are allocated to those carers who will benefit the most from them?  What should be the criteria by which this is determined?

· Financial support is a valuable option that enables a greater level of flexibility and enables other resources to be maximised. 
· Financial support is best for those who are not able to access supports under another funded type, and for the assistance NOT to be spent on the care recipient (such as in additional hours of support). 
· Guidelines need to be unambiguous, with clear criteria about what can be purchased.

· A scoring system should prioritise requests, based on the availability of other options and to what extent the intended support would amplify the effects of existing supports. Factors that could influence a scoring system are carers stress; range of access to preventative strategies; and length of time the carer will need the support. 
· Carers in rural and remote areas should have priority for this type of support as options are more limited. In such circumstances, even using the funds to provide better internet connection could be an example of how the funds could be used access tele-health model to access information or Skype with a health professional to check in on them, and to Skype their grandkids which provides wellbeing.
7.2
How can we help carers to use these funds appropriately without large administrative burdens on carers or providers who may be assisting them?

· Funds would need to be directed by using a goal oriented support plan so that expenditure is related to clear outcomes and goals. The administration would then be like any other funded service where the expenditure was accounted for against a budget.

7.3
When would a coaching programme be most effective for a carer?
Carer mentoring 

· Coaching should be offered as an option and NOT mandatory. 

· Coaching should be available for carers at any time they need it and, where there is a need, this should be reflected in the needs identification and offered as an option.  

· Coaches/mentors should NOT be able to determine whether the carer has the capacity to forgo coaching until another time?
Respite support service

· The need for support of this type should be detected in the needs identification process and offered as an option only where it is consistent with their goals. 
· There would need to be very clear criteria established, based on the CARER’s needs and not to the care recipient’s needs. 
· Respite should be offered as an adjunct service and not become a crisis response service.
7.4
What other counselling programmes and techniques would be beneficial in reducing carer burden?  Could these be delivered to a broader group of carers through telephone or online channels?

Counselling

· A suite of options should be offered, such as: face-to-face, on-line, telephone and telephone group based counselling. Other techniques that are effective include mindfulness workshops, meditation, wellbeing, walking groups, men’s lines, farming groups, CWA etc.

· Carer awareness needs to break down the stigma about accessing supports like counselling. This is particularly the case for men, rural areas, and for some CALD communities. 
· Promotion of counselling services should be about carer ongoing wellbeing as much as it is for when people feel they are in an emotional crisis. 

· Where more intensive and therapeutic type counselling is required, this should be more targeted and direct, and once again, identified as part of needs assessment and goal based support planning. 
· Formal counselling could be provided by qualified counsellors in the general community, or where carer awareness expertise is required, there should be a dedicated carer counselling option that may need to be accessed over the phone, but still over a series of sessions. 
· Again, respite is likely to be needed for carers to access these supports.
