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JOINT SELECT COMMITTEE ON PALLIATIVE CARE IN WESTERN AUSTRALIA 

HEALTH CONSUMERS’ COUNCIL (WA) INC  

QUESTIONS ON NOTICE – 30/7/2020 – RESPONSE SUBMITTED 14/08/20 

QON 
numbe
r 

Question Answer 

1  See draft transcript page 3 
Pip Brennan to advise: 

1.  the date that you were first informed about the consumer 
survey 

2. The date that you were asked to provide feedback, 
3. The date it went out for distribution to consumers. 

1. 27th May an invitation was received by email to join a 
Reference Group for Patient Perspectives on Palliative Care 
Service Models Research Project 

2. I was invited to an initial meeting on 10th June. 18th June a 
meeting was held to review the survey, with feedback due by 
26th June. I was not able to attend that meeting and provided 
feedback by email. 

3. The survey went out from 3rd July with a closing date of 26th 
July. We were advised on 21st July that due to a low number of 
responses, the deadline for the survey was extended to 16th 
August. On 4th August we were contacted again to advise that 
they were only at the half way mark of the total number of 
surveys needed to conduct meaningful analyses and obtain 
useful findings.  
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2 Regarding Recommendation 8 of the Joint Select Committee on End of 
Life Choices (JSCEOLC) (The Minister for Health should ensure that 
community palliative care providers are adequately funded to provide for 
growing demand), the HCC’s submission notes that it is now harder for 
people to access the practical care they need than it was 10 years ago, 
and that respite services are no longer available (submission page 5). 
Could you please expand on your comment that under the current 
system people have access to information and are regularly ‘assessed’ 
but that it is hard to access practical hands-on support? 

When caring for a loved one as they approach the end of their life, 
people may need access to palliative care support – including support 
with caring for the person’s physical and mental health needs for which 
they would need to turn to a specialist palliative care provider. But they 
may also benefit from practical support, like someone to do some light 
housework, go to the supermarket, or care for young children who are 
also at home. If they have been caring for someone at home for a 
while, they may also benefit from someone coming in to take over all 
the care of their loved one, so that they can rest and recharge before 
returning to their caring role.  
 
Towards the end of life, the physical and emotional energy needed to 
care for someone can increase and it can feel all-consuming.  
 
We understand that in this situation, if someone has been referred to 
Silver Chain, and assuming that Silver Chain has the capacity to provide 
care, that they will be able to access the specialist palliative care 
support, but that the ability to access other hands-on practical support 
- such as personal care - may be limited. In which case, someone would 
need to be referred to another support service.  
 
Where people may have previously been able to access care through 
the Home and Community Care program, if they are under 65 they 
now need to apply to NDIS. If they are over 65 they need to apply to 
the Commonwealth Home Support Program (CHSP). Both of these 
programs include quite involved assessment processes, and in the case 
of CHSP a minimum waiting time of 3 months (and often much longer). 
 
They may be able to apply to the Carers Gateway for emergency 
respite. We understand the process for being approved through the 
Carers Gateway for emergency respite, as it has been described to us 
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after a call to the Gateway, is relatively light touch but it may still take a 
few days for care to be provided. This is in contrast to the option in the 
past to access crisis respite care which may have been possible to have 
put in place on the same day as the call being made for help.  
 
As we described when we attended the committee, the reality for many 
people is that they have to try to navigate their way through a maze of 
options at a time when their energies are focused on caring for a loved 
one. Ideally, when it becomes known that someone is either accessing 
palliative care, or caring for someone at the end of life, they would be 
given one number, or assigned one person, who they can turn to for all 
their support needs. The burden of navigating the system would then 
be borne by someone who has the knowledge of the system and the 
energy to dedicate to the task, rather than this being yet another thing 
for people in need to try to do. 
 

3 Would you expect the funding packages of $4.3m for community 
based services and $2m for domiciliary home care services in regional 
areas to have a significant impact on the provision of community based 
palliative care? 

We welcome the increase in funding and the recognition of the value 
of both community-based and domiciliary home care services. Without 
more detailed information, it is not clear how much of those funds will 
result in changes to the care experienced on the ground. With the 
geographic scale of Western Australia, while these sums do sound 
significant, we don’t have enough information to understand how this 
money will reach people across the regions, or whether it will impact 
most on those living in regional centres. 
The WA Country Health Service Palliative Care Project has had 
significant investment, and the consumer involvement is still 
developing from having only the Executive Director of the Health 
Consumers Council on the Project Control Group. A key focus of this 
project is about providing FTE for clinical services, but doesn’t focus on 
other non-clinical supports that may be the preference of consumers 
and families. 
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4 Could you please provide more detail about the use of Care Opinion as 
referred to in the submission (page 5)? 

Care Opinion – www.careopinion.org.au  
Australian health services already have many ways to gather patient 
experiences. For example, many use suggestion boxes, patient surveys, 
and focus groups. What makes Care Opinion different is that 
everything starts from the patient’s story. So patients, service users and 
carers can say what is important to them about their experience, in 
their own way. Unlike surveys, people can start with what they want to 
say – not necessarily with what the service wants to ask them. 
 
At the time of writing there are 50 stories that have been shared 
relating to palliative care in WA (see 
https://www.careopinion.org.au/opinions?frompopulation=wa&tcx%5B
0%5D.tname=palliative+care#) and 44 stories shared relating to end of 
life care in WA (see 
https://www.careopinion.org.au/opinions?frompopulation=wa&tcx%5B
0%5D.tname=end+of+life)   
 

"Unimpressed with the treatment received" 
Story: “We had Palliative Nurses visit our home. Although 
knowledgeable, I felt one of the nurses was not at all empathetic to 
our situation. We understand that nurses may see these situations all 
the time, but this was our parent, our family and our lives that have 
been torn apart. They made comments that were, in my opinion, not 
appropriate and even after asking them to stop, continued to speak 
disrespectfully towards us. This nurse may have had the knowledge 
for this profession but without any kind of empathy, none of that 
mattered.” 
 
Response: “…In response to your feedback, I have called a meeting 
with the Palliative Care nurses to discuss this feedback and the 
impact that the lack of empathy has had on your family. As a 
manager, I promote compassionate communication and respect. 
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That this has occurred is distressing to me and I can assure you that I 
have taken this feedback very seriously. I will be offering mentoring 
and supervision to the team members to improve our 
communication skills. 
 
If you would like to discuss this further with me please do not 
hesitate to ring me. 
 
Sincerely 
 
Jan Stiberc 
 
Regional Palliative care Manager 
 
Mobile [provided]” 
 
https://www.careopinion.org.au/74026  

 
Many mechanisms – like surveys – aim to measure the past. Important 
though that is, it may not provide what is needed to change the future. 
The stories people tell on Care Opinion, however, don't just identify 
what might be done better, they often identify exactly how things 
should change. The human voice of the story can be a powerful 
motivator for change, too. Stories really can – and do – change the 
world. 
 

"Palliative Care Service" 
 
Story: I would like to draw several points to your attention regarding 
the Community Palliative Care Service in Bunbury that I believe 
needs your urgent review as to ensure others who are in this 
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position are not forced to suffer indignity and substandard care as 
my spouse did…” 
 
[we recommend the Committee read this story as it is quite involved 
and gives a good idea of the power of the Care Opinion platform for 
people to share their real stories] 
 
Response: “…You have raised a number of issues in your letter, and 
as a result, I have commenced investigating and addressing these. 
Since receiving your feedback, all the staff in the team have been 
reminded of their obligations and need to ensure professional 
communication is maintained at all times. The team are currently 
reviewing the ‘after-hours brochure’ for the service to ensure the 
information and pathways for after-hours assistance is clear, easy to 
navigate and has an escalation pathway…” 
 
https://www.careopinion.org.au/74630  

 
Giving feedback can be a thankless task. Is anyone really listening? On 
Care Opinion, people can receive a rapid response to their feedback, so 
they know their voice has been heard. The public nature of the Care 
Opinion platform means people get responses much quicker than 
through some other feedback processes – such as written complaints. 
Recent independent research on Care Opinion in the UK suggests this 
increases people's support for the services provided. 
 

"Treated with the utmost care and consideration"  
 
Story: “…My aunt was in the final stages of her life and had little past 
experience with illness, doctors and hospitals. 
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We are so grateful that she spent her last days amongst such kind 
and caring staff. It is not until you have to use these services that 
you can fully appreciate the professionalism and dedication of the 
staff that work in these hospitals.” 
 
Response: “Thank you for taking the time to provide such kind 
words in response to the care provided to your aunt at both Fiona 
Stanley and Fremantle Hospitals. I wish to send my condolences to 
you and your family at this time. 
 
Our staff are dedicated and find it a privilege to be able to spend 
time caring for patients at this time and to connect with families and 
understand more about the life lived by the person. The staff will be 
very appreciative of your kind words. 
 
Thank you again for sharing message. 
 
Neil Doverty | Group Executive Director 
 
Fiona Stanley Fremantle Hospitals Group” 

 
Care Opinion is a secure and safe site that is used solely for the 
purpose of health service engagement and improvement. It is safe for 
patients, service users and staff, as all stories are moderated before 
they are published on Care Opinion. Patients and service users are de-
identified on Care Opinion. 
 
Currently, WA Health Services are all required to have Care Opinion – 
mandated by the Minister for Health. 
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We would encourage that this requirement be extended to all health 
and human services that are funded by, or contracted to, WA Health 
and other state Departments such as Communities. 

5 Regarding Recommendation 9 of the JSCEOLC (WA Health conduct an 
independent review from a patient’s perspectives of three models of care: 
inpatient, consultative and community), the HCC’s submission raises 
concerns about the assumption that there are three models of care, 
and how hospices fit into the three models (submission page 6). 
Could you please expand on that? 

As we discussed when we presented to the committee, hospice care 
and specialist inpatient palliative care would benefit from clearer 
definitions. As we understand it, it is possible to provide specialist 
inpatient palliative care in a hospice, or in a hospital. We believe it is 
likely that someone’s experience would be quite different in a hospice 
with a focus on palliative care and end of life care, as opposed to 
palliative care in a facility that also delivers other health care.  
 
We are aware of two hospices in WA, at Busselton and Albany, and 
would welcome more hospices to extend the option of specialist 
inpatient palliative care in a non-hospital setting. 
 



Joint Select Committee on Palliative Care in Western Australia 9 

pv.plc.200803.mem.001.hcc (A835539) 

6 Regarding Recommendation 10 of the JSCEOLC (WA Health to 
determine the level of unmet demand), the Department of Health has 
advised that they are concentrating on identifying ‘unmet need’ rather 
than ‘unmet demand’ as recommended by the JSCEOLC. 
Do you have any comments about that approach? 

We would welcome more information about how these terms are 
being defined by the Department of Health.  
 
One possible interpretation is that this relates to the concept of 
demand management – that is, while some people may want access to 
palliative care, that there is a process of determining who actually 
needs access. 
 
We imagine that the definition of who needs access to palliative care 
would be open to interpretation and would benefit from a process that 
involves input from and discussion with palliative care clinicians as well 
as community members.  
 
We imagine it may also depend on how palliative care is being defined. 
For example, given that the World Health Organisation defines 
palliative care as including “a support system to help the family cope 
during the patients illness and in their own bereavement; [and] uses a 
team approach to address the needs of patients and their families, 
including bereavement counselling, if indicated”, while not everyone 
who dies may need specialist palliative care, we would posit that the 
majority of people would benefit from the bereavement care aspect of 
palliative care.  
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