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Dear Mr Bearsley SC 
 
 
 
 
On behalf of the Haematology Department of the Children’s Hospital at Westmead. I wish to make the 
following submission to the Special Commission of Inquiry into Healthcare Funding. I am a Senior Staff 
Specialist in Paediatric Haematology at the Children’s Hospital at Westmead (CHW) with over 30 years’ 
experience in the NSW Health system. I am currently the Head of Haematology (having held this position 
from 2007 – 2014 and again since 2018), as well as Clinical Program Director for Diagnostics at CHW 
since December 2020. While the CHW, part of the Sydney Children’s Hospital Network (SCHN), prides 
itself on providing excellence in care to the children of NSW, our ability to do this is being continually 
challenged by budgetary and financial constraints.  
 
Our Paediatric Haematology team of specialised consultants, JRMOs, nurses and laboratory staff work 
tirelessly to provide care, not only to the patients of our service, but also through consultative advice to 
many clinicians caring for children that are inpatients and outpatients of CHW, as well as to external 
clinicians around the state of NSW. We guide the investigation, diagnosis and management of many 
patients through this consultative service.  
 
When money is well spent it can make an enormous difference to the children and I would like to cite 
our Haemophilia Treatment Centre as an example of money well spent. In 2005/2006, largely through 
lobbying by parents with the NSW Ministry, funding was secured for two permanent nursing positions for 
Haematology. In addition, the same parents organised fundraising for funds to fit out a dedicated 
treatment space within the hospital. Additional philanthropic donations were also used to enable this 
project to be completed and the “Kids Factor Zone” Haemophilia Treatment Centre was opened in July 
2007. To this day this space with dedicated nursing enables us to provide excellence in haemophilia 
care in a safe environment where the children are actually happy to come (despite the numerous 
injections these children receive). By having a dedicated space and nursing we have been able to train 
numerous families to perform venipuncture on their child (often as young as 2 years) thereby avoiding 
the need for surgically implanted venous access devices and their related complications. For those 
families whose children still need a venous access device we have a dedicated space to train the parents 
to access this device so that they can deliver the factor therapy at home. The Kids Factor Zone also 
provides us with a place to perform acute unplanned reviews on children who are having a bleeding 
  



 
 
 

2 
 

event so that they can receive timely treatment without delay that would be experienced if they were to 
attend the Emergency Department. We avoid numerous admissions by acute review and close follow 
up in this space. Whilst we know we are delivering the very best in haemophilia care by international 
standards, we are still limited in several areas – particularly funding for a physiotherapist and social 
worker. Our expert haemophilia physiotherapist was on soft funding donated by Pharma (not an ideal 
situation when considering the potential for conflicts of interest). This unreliable source of funding was 
withdrawn when that company was unsuccessful in the National Blood Authority’s Factor Supply tender 
several years ago. At present we are using money derived from previous Pharma-sponsored Research 
trials to fund this physiotherapy position. This funding source is limited, not being replenished and will at 
some point be exhausted. Physiotherapy is considered a standard of care by the World Federation of 
Haemophilia for a Comprehensive Care Centre such as our that looks after over 220 children with 
bleeding disorders. Furthermore, there is not dedicated social work funding for the Haemophilia Service, 
and we are reliant on the general pool of hospital social workers. Having consistent permanent funding 
for physiotherapy and social work would be of great benefit to the patients and remove stress from the 
team by not having to continually look for sources of soft funds.  
 
The Kids Factor Zone space is so valuable to our Haematology Team we couldn’t imagine operating 
without it. Whilst its primary intention was for children with bleeding disorders, we have expanded its use 
to all our haematology patients who need acute review or an ad hoc appointment that can’t be scheduled 
into a regular outpatient clinic in a timely way. Thereby delivery enhanced care to an even broader group 
of patients. This model gives the patients easy access to the experts who know their child leading to 
better and quicker management decisions and avoidance of Emergency Department presentations. 
Similarly, while the two nursing positions were initially primarily funded for bleeding disorders, it was 
quickly apparent to us that our other big group of patients, those needing regular blood product 
transfusions, also needed the benefit of dedicated expert nursing. Therefore, we assigned one of the 
two nurses to primarily cover bleeding disorders and the other our transfusion patients (Thalassaemia, 
Sickle cell disease, bone marrow failure) with both backing each other up as required. This is how we 
make the funding dollars go as far as possible and support as broad a range of patients as possible. 
However, there is a limit, and our limit is really being tested now particularly in relation to increased 
numbers of haematology patients – with two patient populations really standing out as increasing our 
workload over the past 10 - 15 years. These are the children with Sickle Cell Disease and Bone Marrow 
Failure. I will highlight the issues of Sickle Cell disease as they are particularly pertinent in NSW now 
having been mentioned in Parliament in June this year by the Member for Liverpool, Ms Charishma 
Kaliyanda. 
 
Sickle Cell Disease   

The prevalence of sickle cell disease (SCD) has increased significantly due to changing patterns of 
migration. With more migrants arriving from Africa, the number of people living with this disease is 
steadily rising in Australia with an increasing number of affected babies born to migrant parents. The 
Children’s Hospital at Westmead (CHW) has the largest number of patients with SCD (99 patients) for a 
single centre in Australia, this is compared to a patient load of just 15 active patients in 2000. (see graph 
1). The care of patients with SCD centres around early diagnosis, education of families and patients, 
screening for complications, health maintenance, treatment of acute and chronic complications, and 
curative treatment may be feasible for some patients. It requires a whole of life multidisciplinary approach 
to optimise quality of life and lifespan which is achievable with appropriately resourced comprehensive 
treatment centres. At CHW we implemented transcranial doppler screening in 2014 and red cell 
exchange transfusion program in 2015. All this care has been provided without any additional staffing 
within our department. Our red cell exchange transfusion program and plasmapheresis are limited by 
lack of staff. We are utilizing 0.5FTE casual pool nursing staff (without any budget to do so) to meet 
clinical demand.  
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Graph 1. Nos of Active Sickle Cell Disease Patients (2000 – 2023) 

 
 
Patients with SCD are among the most disadvantaged chronic patients across all health networks around 
the world, including here in Australia. Many of the patients with SCD are of low socioeconomic status 
coming from immigrant and non-English speaking backgrounds. They face discrimination in the health 
care setting by staff who do not understand the disease and can suffer acute and catastrophic 
complications when care is delayed. Because they have pain that occurs without precipitant injury and 
may have no other outward signs, they may be accused of opiate seeking behaviour. The impact of the 
disease when poorly managed with frequent crises and hospitalisations limits patients’ work and 
educational opportunities, further disadvantaging these patients. This patient population also does not 
have a loud advocacy voice and thus it has been difficult to secure access to resources required to 
enable these patients to live their best lives possible. We compare the ability of our Haemophilia families 
to secure funding for the Kids Factor Zone – the Sickle Cell Patient Population just don’t have the 
resources of advocacy voice that the Haemophilia group do, however their needs are probably even 
greater because while treatments are continuing to improve for haemophilia so that most children with 
haemophilia are living essentially normal lives, this is not the case for SCD. We still see children with 
Sickle cell disease suffering effects of repeated crises with e.g. damaged joints such as hips, cognitive 
decline and end organ dysfunction. Some of the issues relating to this increasing population of patients 
with SCD are highlighted below. This was provided to the NSW Minister for Health in July 2023.  
 
Issues relating to NSW: 

Early diagnosis – SCD is not amongst the diseases screened by Newborn Screening although its 
inclusion is currently being evaluated through MSAC and is being considered in the Commonwealth 
expansion of newborn screening. Without formal state-wide newborn screening, there is no standardised 
approach for the screening of at-risk newborns (born to carrier parents) with each Local Area Health 
having their own approach. Early diagnosis and education of their parents are essential as these save 
young children from dying from acute disease complications. There is also no standardised approach 
for the screening of carriers from at-risk communities.  
 
Comprehensive treatment centres – patients with rare or uncommon diseases do best if cared for by 
comprehensive treatment centres where the expertise is. For paediatrics, comprehensive care is 
provided by CHW and Sydney Children’s Hospital (SCH, Randwick). For adult patients, care for SCD is 
provided by RPAH, POWH, Liverpool Hospital and Westmead (adult) Hospital although they would likely 
be better off if cared for by 1 – 2 comprehensive treatment centres located in LGAs with the highest 
concentration of patients. Amongst SCD patients attending CHW, approximately ¾ patients reside in the 
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Liverpool LGA, and they will likely transition to Liverpool Hospital when they graduate from paediatric 
care.  We propose that there should be one paediatric and at least one adult comprehensive treatment 
centre with appropriate staffing and funding to provide the expert care these patients deserve 
 
Resourcing of treatment centres – although SCD is a disorder of red blood cells, it is a multisystemic 
disease that has the potential to affect multiple organs (as outline above). Sickle cell care does not only 
require haematologists skilled in this disease, it also requires other specialist physicians, highly skilled 
nurses and allied health staff, including social workers, counsellors, and teachers (during the childhood 
years). CHW is providing comprehensive SCD care, including implementing an exchange transfusion 
program since 2015 and has done so without enhancement in staff resourcing. The increasing numbers 
of patients without additional staff means is particularly challenging for our service and, frustratingly for 
staff, we cannot always provide the level of care we believe to be ideal. Most patients and families are 
not receiving input from social work/counsellors and most are also missing out from having a dedicated 
specialist nurse. CHW has one clinical nurse consultant who runs the Red Cell Apheresis Program for 
~15 SCD patients receiving monthly exchange blood transfusions while the remaining patients have 
minimal contact from specialised nursing.  In the past two years four young patients have suffered 
devastating orthopaedic complications in their hips secondary to sickle crises that will have life-long 
implications for these children. These patients would greatly benefit from specialised nursing input.  
 
Transition of paediatric patients to adult care – with an increasing number of new patients each year, 
an increasing number of young adults are needing to transition to adult hospitals for ongoing care every 
year. Many CHW patients will transition to Liverpool Hospital but some patients would opt to travel longer 
distances to other centres which is not ideal. Some patients with severe more complex disease are 
managed with monthly exchange blood transfusions but adult hospitals are often reluctant to continue 
this form of treatment due to resourcing pressures despite it being the best form of treatment for those 
patients. Some patients have had their monthly exchange blood transfusions ceased after transitioning 
to adult care and would, hence, be at risk of more disease complications and an overall poorer outcome.  
 
Haematology Consultative and Laboratory Service 

In addition to providing a comprehensive integrated diagnostic and clinical service for children with 
primary blood diseases, the Haematology Department of the CHW provides a consultative service for 
clinicians of CHW and from around NSW, on all things related to patient’s haematology such as lab result 
advice, diagnostic advice and clinical management advice. Furthermore, the Haematology Department 
runs a comprehensive specialized paediatric haematopathology laboratory service, recognized 
nationally as the Reference Laboratory for Red Cell Enzyme Assay and Telomere Length measurement. 
The CHW Blood bank, part of the Haematology Dept, provides critical support to major surgery, 
emergency, intensive care, oncology and transplant services at CHW. In 2023 this service is overseen 
by just 3.8 FTE Staff Specialist who are all dual trained with the Royal Australasian College of Physicians 
and the Royal College of Pathologists of Australasia. Since I took over as Head of Department in 2007 
I have observed a significant increase and change in the nature of the patients we are involved with, 
along with a significant increase in complexity.  
 
Increasing Test Numbers 

On review of the data, the CHW pathology laboratory in July 2023 performed more than double the 
number of tests each day compared with the same period in July 2014. In this time in the Haematology 
laboratory there has been minimal staffing increase (essentially 1.0 FTE scientist). To date we have 
managed to cope with this increased demand through efficiency gains – particularly through automation 
and streamlining work processed. Paediatric laboratory samples are more resource intensive to handle 
primarily because of the small sample size and the preciousness of the sample (no one wants to recollect 
a child if we can avoid it). This means more shared samples, as well as adaptation of workflow processes 
to handle the very small samples. The funding models for pathology tests do not distinguish between 
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paediatric and adult samples and the complexity involved in the testing. As an example the Medicare 
rebate for a full set of red cell enzymes – a test which takes a senior scientist 3 full days to complete is 
rebated at just $51.90. The rebate is the same if we just do one enzyme assay or the whole panel. As 
the Red Cell Enzyme Reference laboratory we are the only lab doing the full panel of assays for 
Australasia, and we are therefore performing this role at a financial cost to our department.  Improved 
funding models for paediatric pathology tests are required to ensure sustainability.  
 
Numbers of laboratory tests.  
Graph2: Change in numbers of laboratory tests between July 2014 and July 2023 across the hours of 
the day.  

 
 There has been an increase of up to 220% of laboratory workload at various times of the day.  
 
 
 
Complexity  

With the increasing ability of the various teams to save the lives of children, the Haematology team are 
providing advice around increasingly complex patients. The cardiac surgery and ECMO patients are just 
some examples. Previously babies born with hypoplastic left heart were not offered surgery, but now 
this is standard of care. These patients have a complex course over many months and from a 
haematological perspective we are required to provide advice around the bleeding and clotting risk in 
these patients. Furthermore, ECMO is being used with increasing frequency in the sickest of children. 
These patients also have to have a very fine balance between bleeding and clotting and the haematology 
team are frequently required to provide advice in their management. Recently the haematology team 
have also been required to perform plasma exchange on two patients on ECMO for the first time ever. 
One of these patients was a 3.6 kg neonate. This is a very complex procedure, not without risk and 
requires the expertise of our haematology nurses in collaboration with the PICU nurses and perfusionists 
to safely perform. Of course, these procedures almost always occur out of hours, and at present there 
is no funding for an on-call pheresis service, so these critically ill children are at the mercy of the good 
will of staff who come in, or stay late, to perform the procedure to save their lives. Permanent funding for 
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a dedicated apheresis unit is required with sufficient trained nurses to provide a 24/7 on call roster for 
this service.  
 
Workforce and Sustainability 

The change in workforce numbers in the Haematology Department has not kept pace with the increasing 
patient and test numbers. Our complement of senior medical staff has only increased 0.3 FTE since I 
started as HOD in 2007. It is unrealistic to think that this is an acceptable increase given the increased 
workload as well as complexity of the patients we manage. These 3.8 FTE provide a 24 hour on call 
service and this on call is particularly onerous given we are receiving calls from many external hospitals 
and clinicians, parents as well as the clinicians and lab staff of CHW. On average our team receives 15 
– 20 consults during working hours, and an average evening on call equates to ~6 calls, with an average 
weekend day call averaging to about 10 - 20 calls. Of course, sometimes it is much more than this. With 
only 3.8 FTE to provide this 24/7 roster this equates effectively to a 1 in 3 on call over the year. This 
meets the criteria for onerous on call as per the Staff Specialists award. The Henry review indicated that 
5 Full time equivalent paediatricians are required to provide a 24/7 on call roster. 
 
The sustainability of this workforce is also challenging. The Haematology Department is only funded for 
two Haematology Advanced Trainee registrar positions and has over the years utilised soft funding 
sources to secure a third registrar. Of course, when these funding sources dry up, we are forced to 
manage with one less registrar (see attached email brief). We need to be training the workforce of the 
future. This also is important for the diagnostic laboratory scientists. At present there is no clear pathway 
of progression and training and these needs to be funded and developed. Our two trainee hospital 
scientists were rolled in one technical officer some years back because at that time we valued service 
over training. But if we are to consider the long-term sustainability of our haematology lab we need to be 
taking on trainees, getting them interested in paediatric haematology and providing a training framework.  
In regard to nursing, we have been advocating for some time to convert our unfunded casual pool 
utilisation to a permanent 0.5 FTE nursing salary without success. We have also advocated over the 
years for reinstatement of the Transfusion nurse – now referred to as a Blood Management Nurse. This 
was initially funded though the Clinical Excellence Commission and then through some soft funds, but 
we have not had this position funded now for over 10 years. This position is vitally important to maintain 
patient safety regarding transfusion of blood and blood products. The failure to fund such a vital position 
directly impacts on patient safety as highlighted in 2019 when two patients received blood crossmatched 
for someone else. Despites these incidents and subsequent investigations, a Blood Management nurse 
has yet to be funded.  
 
 
Workforce 

Below is a table showing the very limited expansion we have received since 2007.  This failure to 
acknowledge the importance of the workforce is demoralising for staff. New buildings and new equipment 
can be funded but it seems extremely difficult to fund staff to actually do the work.  
 
Table 1: Haematology Department Workforce 2007 to 2023 
 

Position 2007 2023 Change Comments 
Senior Medical 
Officers – Staff 
Specialists 

3.5 FTE 3.8 FTE 0.3 FTE 
Increase 

A 24 hour on-call Service is rostered 
taking calls from clinicians from all 
over NSW in addition to CHW, as well 
as from parents of patients known to 
the service.     
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The current funded FTE is insufficient, 
resulting in an onerous on-call roster 
of 1 in 3 across the year.  
 

JRMO- Advanced 
trainees 

2.0 FTE 2.0 FTE No change Over the years we have been able to 
secure temporary soft funding for a 
third haematology trainee registrar 
position, however this is not 
guaranteed and the position is not 
continued when the funding dries up. 
The workload requires the services of 
3.0 FTE advanced trainees to ensure 
we are meeting the training 
requirements of the trainees as well as 
providing a service to the patients.  

JRMO – basic 
trainee 

0.2 FTE 0.5 FTE 0.3 FTE 
increase 

This basic trainee is a shared role and 
from 2021 the number of teams 
sharing the trainee has been reduced 
from 5 to 2 meaning an effective 
increase in Haematology workforce  

Nursing 3.0 FTE 2.0 FTE Decrease 1.0 
FTE 

This decrease is due to the loss of a 
transfusion nurse position that was 
initially funded through the CEC blood 
watch program and then temporarily 
funded by CHW. It has not been 
reinstated despite multiple requests.  
 
To meet our patient’s needs the 
Haematology Department 
consistently relies on Casual Pool 
nursing staff to assist with the sickle 
cell exchange program. There is no 
additional funding for these casual 
pool staff which equate to 0.5FTE) so 
the department operating budget 
continues to operate further into the 
red.  

Administration 
officer 

1.0 FTE 1.0 FTE No change   

Haematology/Blood bank Laboratory staffing 
Senior Hospital 
Scientists 

3.0 FTE 3.0 FTE No change 
 

 

Hospital Scientists 4.0 FTE 5.0 FTE 1.0 FTE 
increase 

Funding for this position secured from 
the limited funding available for the 
Block K opening.  

Technical Officers.  4.4 FTE 5.4 FTE 1.0 FTE (but not 
real increase in 
personnel) 

The increase was at the cost of the 
loss of the 2.0 trainee positions.  

Trainee Hospital 
Scientists 

2.0 FTE 0 FTE Decrease 2.0 
FTE 

These positions were converted to 1.0 
FTE TO 

 












