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Tēnā koe Lisa 
 
Feedback on the draft Invitation to Tender 2020/21 
 
The Unicorn Foundation NZ is pleased to provide feedback on PHARMAC’s draft Invitation to Tender 2020/21 
on behalf of neuroendocrine cancer patients around the country. 
 
Our feedback relates specifically to octreotide (somatostatin analogue) treatment listed on pages 27-28, 
Schedule Two: Products to be Tendered. Our feedback covers: 

1. The potential implications of awarding Principal Supply Status, particularly the impact of a 
somatostatin analogue brand switch on neuroendocrine cancer patients, their families and whānau; 

2. Our views on which medicines included in Schedule Two might have a particular need for funding of 
an alternative brand, and what the criteria for funding an alternative brand should be;  

3. Our views on whether any product included in Schedule Two might have more than 5% of patients 
needing to access an alternative brand; and 

4. Our views on current access vs widened access. 
 
 
Background: What’s unique about neuroendocrine (NET) cancers 
 
To understand the Unicorn Foundation NZ feedback , it is essential to understand the unique way in which NET 
cancer manifests for each patient – no two patient journeys are the same.  
 
NETs is the umbrella term for a group of unusual, often slow-growing cancers. These tumours develop from 
secretory cells which are found throughout the body and which are particularly concentrated in the 
gastrointestinal system, lung, and pancreas. Results from a global survey of nearly 2,000 patients show that 
correct diagnosis takes 5-7 years on average1. As a consequence, NETs are often found to be advanced or 
disseminated at the point of initial diagnosis. 
 
While all NETs share some similar characteristics, this is a heterogeneous family of cancers with nonspecific 
symptomology. This diversity means that NET cancers affect people in different ways in terms of how the 
tumour grows locally, the symptoms produced via hormone production and other mechanisms, whether or 
not they spread regionally and remotely, and how they spread. Together, these factors contribute to the 
diagnostic delays that affect survival. Despite this, life span may be long although symptoms can be 
debilitating and frequent, triggering extensive health care use by patients with NET cancers. 
 
The most important feature of NET patient care is that treatment is customised to suit each individual patient, 
and that this care is supported by a multidisciplinary team of NETs specialists. The District Health Boards all 
support a weekly multidisciplinary meeting (NET MDM) that includes diverse specialists such as oncologists, 
endocrinologists, radiologists, surgeons, pathologists, nuclear medicine physicians and clinical nurse 
specialists.   
 
                                                
1 Singh et al., Journal of Global Oncology 2017 3:1, 43-53 
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1. The impact of a potential brand switch: Maintaining availability of octreotide 
 
The complexity of treating NET cancer means that each patient’s treatment pathway is essentially unique. To 
best manage this complexity, New Zealand’s weekly NET MDM brings together our country’s leading experts 
to review and manage cases. This highly effective collaboration across disciplines and geographies means that 
each NET cancer patient can be assured that they are receiving the most appropriate of the funded treatments 
for their own unique situation. NETs that secrete hormones cause debilitating symptoms that significantly 
impair quality of life, and for many people this can be managed with a somatostatin analogue – the currently 
funded brand is octreotide. Based on a patient survey conducted by the Unicorn Foundation NZ, 51% of 
respondents are currently receiving funded octreotide (May 2020; see full report here). Where patients have 
been prescribed octreotide, and they are stable and responding well to, they must be able to remain on this 
medication.  
 
The Unicorn Foundation NZ calls on PHARMAC to ensure broad access to octreotide is retained through the 
Invitation to Tender 2020/21.  
 
 
2. Particular need for an alternative brand: Funding lanreotide 
 
The Unicorn Foundation NZ is clear that NET cancer patients need access to fully funded octreotide, and fully 
funded lanreotide. The particular need to fund subcutaneous lanreotide in addition to intramuscular 
octreotide is based on three factors: cost benefits; access benefits (both geography and patient mobility); and 
as a best-practice pandemic response. These are outlined below. 
 
Cost-benefit 
In our May 2020 survey, the Unicorn Foundation NZ asked New Zealand NET cancer patients about the impact 
of octreotide injections on their lives. We asked them to tell us how far they travel, whether they need to take 
time off work, arrange childcare or have someone take them to their appointment. The results tell us that: 

• 16% of respondents are travelling up to two hours return to receive their four-weekly injections 
• 23% of respondents had to take time off work for their injection, resulting in lost productivity 
• 19% of respondents needed someone else to take them to their appointments; and  
• 57% reported that octreotide injections created a significant impact on their lives.  

 
We did not specifically set out to measure related costs within the health sector. However, we did give 
respondents an opportunity to provide free-text, narrative feedback on any other impacts the octreotide 
injections were having on their lives. A number of patient comments indicated that there is significant amount 
of cost-shifting occurring. For example, there are increased costs borne by the individual: “[I] get my injection 
at the GP, to avoid travelling for half an hour to get it. Each time [it costs] $20”. There were also comments 
that flagged increased costs being borne by the taxpayer: “The district nurse comes to my home so I don’t 
have to travel at all”. 
 
As a result of this, we have have analysed our data to understand the frequency of comments that relate to 
increased costs elsewhere in the health sector (amongst respondents receiving funded octreotide). Our data 
show that without prompting, some 8.5% of respondents volunteered information that indicates significant 
costs accruing to other parts of the healthcare sector. On this basis, the Unicorn Foundation NZ proposes that 
if PHARMAC can purchase lanreotide at an equivalent price to octreotide, then there may be overall health 
sector savings.   
 
Access benefit 
New Zealanders deserve equitable cancer care. Currently, those patients who are in a major regional centre 
have better access to care, simply through virtue of proximity. The Unicorn Foundation NZ is acutely aware of 
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distressing experiences of NET cancer patients struggling to get diagnosis and treatment in our rural and 
remote environments, such as Northland. Upholding PHARMAC’s own commitment to equity means ensuring 
that NET cancer patients across all regions are both able to access - and do access – funded medicines. Right 
now, some of our population groups that face the biggest health inequities also face the greatest travel 
burdens and knock-on costs as a result of the time needed to receive regular octreotide injections. 
 
Best-practice pandemic response 
The COVID-19 pandemic has obviously resulted in many changes to business, leisure and lifestyle in New 
Zealand. It has also triggered significant re-thinking of the current dogma around access to treatment in the 
health sector. More than ever before, the ability to treat patients remotely is an advantage. Administration of 
octreotide requires regular contact with a health service provider (whether it be a district nurse visit, a local 
GP visit, or an appointment at a regional hospital cancer service). For immune-compromised cancer patients, 
the ability to minimise risky contact is crucial and lanreotide offers the advertised advantage of self-injection. 
 
The Unicorn Foundation NZ calls on PHARMAC to use the Invitation to Tender 2020/21 to fully fund 
lanreotide by awarding tenders for both lanreotide and octreotide. 
 
 
3. Percentage of NET cancer patients needing to access an alternative brand 
 
Data from Australia indicates that octreotide and lanreotide each have about 50% market share amongst NET 
cancer patients2. This suggests that there is highly likely to be more than 5% of New Zealand NET cancer 
patients that may need access to an alternative brand. The rationale for access could be based on tolerability 
or medical need; or it could be due to difficulties accessing octreotide (as outlined above). The Unicorn 
Foundation NZ strongly urges that PHARMAC allow the patients specialist, with guidance by the NET-MDM 
where appropriate, to allocate the best medications to suit each NET cancer patient. We believe that the NET-
MDM has the expertise to support regional clinicians to make diagnostic decisions while simultaneously 
considering issues of access and equity.    
 
The Unicorn Foundation NZ calls on PHARMAC to award a tender for both octreotide and lanreotide, 
allowing dual access. 
 
 
4.  Current access vs widened access 
 
The Unicorn Foundation NZ strongly endorses PHARMAC seeking to widen access to somatostatin analogues 
for NET cancer patients through the Invitation to Tender 2020/21. Somatostatin and its long-acting analogues 
are the drugs of first choice for the reliable control of hormone-mediated symptoms. Octreotide is currently 
funded for New Zealand patients, but access is limited to management of hormone-mediated symptoms. 
There is no funded access to somatostatin analogues for growth control, for NETs that do not secrete 
hormones. 
 
Diagnostic delays mean there is a high likelihood of metastasized cancer by the time a patient is correctly 
diagnosed with a NET cancer. Due the typical nature of NET cancers, our patients are frequently high users of 
health services over a long timeframe. In order to reduce the long-term disease burden, Unicorn Foundation 
NZ urges PHARMAC to expand the diagnostic criteria to allow broader access to somatostatin analogues for 
the purpose of slowing disease progression. Somatostatin analogues have been shown to slow NET growth 
and improve survival in two randomised trials3.  
                                                
2 Personal communication, CEO Neuroendocrine Cancer Australia, July 2020. 
3 A review of the clinical evidence from the CLARINET and PROMID trials show that both medications have good 
antiproliferative activity as an early first-line treatment.  
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The Unicorn Foundation NZ calls on PHARMAC to broaden the diagnostic criteria for somatostatin 
analogues, to include growth control for NETs that do not secret hormones.. 
 
 
 
The Unicorn Foundation NZ is the national body supporting NET cancer patients and their whānau and 
families. Our submission represents the collective interests of the 2,000+ New Zealanders living with NET 
cancers. We appreciate the opportunity to provide feedback on the Invitation to Tender 2020/21 and we hope 
to see improved access to somatostatin analogue treatments as a result of the eventual tender process. 
 
 
 
Ngā mihi  
 
 
 
 
Michelle Sullivan PhD 
Chief Executive  
Unicorn Foundation NZ (CC49802) 
 


