
From: Rachel Read
Sent: Monday, 3 May 2021 12:11 pm
To: Laura Seary < >
Cc: Peter Jane < >
Subject: 2021-05-03 Paediatric oncology medicines key points for Ministers office

Hi Laura

Please find attached background information as requested

If you need anything further please let me know

Cheers Rachel

Rachel Read | Manager, Policy and Government Services | Engagement & Implementation
_______________________________________________________________________
PHARMAC | Te Pņtaka Whaioranga | PO Box 10 254 | Level 9, 40 Mercer Street, Wellington
DDI:  | P: +64 4 460 4990 | M: 
www.pharmac.govt.nz
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Paediatric oncology treatment messages

Umbrella message

How PHARMAC funds paediatric oncology treatments is currently inconsistent with how
all other treatments are funded through the Combined Pharmaceutical Budget.

PHARMAC is in the early stages of reviewing how it funds paediatric cancer medicines
to ensure that it is being transparent and fair.

Core messages

¶ PHARMAC is in the early stages of this review.

¶ Before any decisions are made, PHARMAC wants to talk with clinicians and
paediatric oncologists. It will consult with clinical experts on its cancer treatments
subcommittee (CATSoP) as well as paediatric oncology doctors in May.

¶ PHARMAC wants to ensure that all medicines currently being used in paediatric
oncology can continue to be available. No medicines currently funded will be
removed.

¶ The majority of paediatric oncology treatments are already on the Pharmaceutical
Schedule. However, some treatments used for a very small number of children
(approximately 50 to 100 children per year) are not listed on the Schedule. This is a
historical inconsistency which has existed since cancer medicines were managed by
the District Health Board hospitals. PHARMAC now wants to bring funding of those
paediatric oncology treatments into alignment with the Pharmaceutical Schedule.

¶ While it is ultimately PHARMAC’s role to decide which medicines are publicly funded
for New Zealanders, it works with a number of external experts when making these
tough decisions. PHARMAC is guided by robust evidence and the expertise of
clinicians, the healthcare sector and feedback from consumers.

Background

Why is a different approach taken for paediatric oncology treatments?

Before PHARMAC’s involvement, DHBs each undertook their own assessments and
decision-making on paediatric cancer treatments, resulting in some inconsistency in the
range of cancer treatments that could be accessed in different parts of the country. A
key rationale for PHARMAC’s involvement was to support a more consistent approach to
pharmaceutical cancer treatment across the country.

In 2001, when PHARMAC was preparing to take on the role of managing pharmaceutical
cancer treatments, discussions with oncologists and DHBs highlighted some
complexities in relation to paediatric oncology treatments. These complexities made
normal Pharmaceutical Schedule listings problematic in some cases. They included the
specialized nature of some of these treatments, often used differently in children than in
adults; the small number of patients each year for most indications; and that some of the
medicines and indications were unregistered. At the time, PHARMAC was not routinely
listing unapproved medicines in the Schedule. Paediatric oncology also had its own
funding stream, creating potential issues for financial management of oncology services.
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A1490333 2

PHARMAC was not able to fully resolve these issues at the time, and in 2005, it was
agreed that an Exceptional Circumstances funding mechanism would be an appropriate
solution. This resulted in the current funding pathway for paediatric cancer medicines
(Rule 8.1b of the Pharmaceutical Schedule).

Current work

PHARMAC first commenced work on reviewing the funding pathway for paediatric
cancer medicines in 2019, and undertook analysis of the numbers of patients, types of
treatments, and the cost of treatments being accessed through this pathway.

The data showed that the majority of medicines dispensed through the paediatric cancer
pathway are already on the Pharmaceutical Schedule and available to paediatric
oncology patients. Because of this, the work was not progressed with urgency.

Following a complaint to the Human Rights Commission, on 12 February 2021,
PHARMAC confirmed with Office of Human Rights Proceedings that it was reviewing the
funding arrangements for paediatric cancer treatments, to bring funding in line with
PHARMAC’s usual processes.

PHARMAC is currently reviewing this funding pathway and assessing it against
alternative options for funding paediatric oncology treatments. This will be informed by
an analysis of the latest available data on the treatments currently used. The
recommended option will need to satisfy several principles, which include ensuring that
all medicines currently used continue to be available, continuity of care for current
patients, and prescribers being able to continue operating as they do now.

PHARMAC intends to consult on any proposed changes to current funding
arrangements.
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Regards Rachel

Rachel Read | Manager, Policy and Government Services | Engagement & Implementation
_______________________________________________________________________
PHARMAC | Te Pņtaka Whaioranga | PO Box 10 254 | Level 9, 40 Mercer Street, Wellington
DDI:  | P: +64 4 460 4990 | M: 
www.pharmac.govt.nz
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CONFIDENTIAL – PLEASE DO NOT DISTRIBUTE

BRIEFING TO THE CANCER TREATMENTS SUBCOMMITTEE OF PTAC

To: Cancer Treatments Subcommittee of PTAC (CaTSoP)

From : PHARMAC

______________________________________________________________________________________________

Update on the paediatric cancer treatments review

Questions to the Subcommittee Members for discussion

1. What are your views regarding the current inequities between paediatric patients with
cancer and other patient groups?

2. Are you aware of how decisions regarding the treatment of paediatric patients with
cancer are currently made?

3. What proportion of paediatric patients with cancer are treated as part of a clinical
trial?

4.

c. What are some of the key challenges that PHARMAC could face with any
change to the current arrangement?

i. Reputationally?

ii. From a process perspective? (e.g., Level of evidence, Medsafe
approval etc.)

d. What are the key considerations that PHARMAC should consider during
implementation of such changes? (e.g. timing of changes, engagement
regarding said changes)

5.

6. Who else should we be asking, at this early stage, in order to develop a solution that
works best for all?

a. Who can we best engage with for M�—ori clinical and other advice in this area?
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A1492390 2 of 9

b. What and who might be the most appropriate patient support and advocacy
groups to engage with?

Purpose of Paper

PHARMAC is in the early stages of reviewing how it funds paediatric pharmaceutical cancer
treatments (PCTs) to ensure we are being transparent and fair..

This briefing provides you with background information on the review and our current progress
and seeks your feedback on our early thinking.

Background

Paediatric PCTs are treated differently by PHARMAC

PHARMAC takes a different approach to paediatric PCTs than to how it funds treatments for
other conditions.

This difference is due to rule 8.1b of the Pharmaceutical Schedule. Under this rule, District
Health Board hospitals (DHBs) may give (and will be eligible to receive a subsidy for) any
medicine for use within a paediatric oncology/haematology service for the treatment of
cancer. This is known as the ‘paediatric PCT pathway.’

PHARMAC does not require medicines used under the paediatric PCT pathway to undergo
the same decision making process that is required for Pharmaceutical Schedule listings or
for other applications under PHARMAC’s Exceptional Circumstances Framework, such as
Named Patient Pharmaceutical Assessment (NPPA) applications.

That means that, under the paediatric PCT pathway, paediatric oncologists and/or paediatric
haematologists in New Zealand can give (within a DHB paediatric oncology/haematology
service) any pharmaceutical to children for the treatment of their cancer and it will be funded.
This is regardless of the extent of very high need, evidence of benefit and whether or not it is
cost-effective.

There is no separate budget allocation for paediatric PCTs. All pharmaceutical treatments for
paediatric patients with cancer, including those listed on the Pharmaceutical Schedule and
those funded via the paediatric PCT mechanism, are funded from the Combined
Pharmaceutical Budget (CPB).

As with pharmaceuticals funded through the Exceptional Circumstances Framework,
PHARMAC manages an administrative process to provide funding from the Combined
Pharmaceutical Budget (CPB) for paediatric PCTs. The process to access funding from the
paediatric PCT pathway is initiated by a DHB hospital pharmacist or a health professional
working in a relevant DHB paediatric oncology or haematology service, through completion
of a notification form that is submitted to PHARMAC.

PHARMAC will then authorise the issuing of an approval number that will allow the
dispensing pharmacy to claim for the cost of the paediatric PCT from the CPB. Approvals are
limited to treatments of the actual cancer. Approvals are granted to allow claiming for the full
cost of the cancer treatment (excluding supportive care treatments) and are generally
granted for a five-year period, and may be extended on application (only 1% paediatric PCT
approvals have required renewal).

The difference is historical

Before PHARMAC’s involvement, DHBs each undertook their own assessments and
decision-making on cancer treatments, resulting in some inconsistency in the range of
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A1492390 3 of 9

cancer medicines that could be accessed in different parts of the country. A key rationale for
PHARMAC’s involvement was to support a more consistent approach to the funding of
cancer medicines across the country.

When PHARMAC was initially preparing to take on the role of PCTs, discussions with
oncologists, haematologists and DHBs highlighted some complexities in relation to paediatric
PCTs. These complexities made regular Pharmaceutical Schedule listings problematic in
some cases.

PHARMAC was not able to fully resolve these issues at the time, and in 2005 it was agreed
that a separate funding mechanism specific to paediatric cancer treatments would be an
appropriate solution. This resulted what is now Rule 8.1b of the Pharmaceutical Schedule –
the “paediatric PCT pathway”. It was intended at the time of creating Rule 8.1b that
paediatric cancer treatments would remain outside of the usual funding pathways until a time
that it needed to be reconsidered.

The different approach taken to the funding of paediatric PCTs has resulted in an
inconsistency with the funding mechanisms for other treatments through the Schedule,
including for other paediatric treatments and for adult cancer services.

The inconsistency was an aspect of a complaint to the Human Rights Commission

In May 2020, a complaint was lodged with the Human Rights Commission (HRC) that
focused on the funding of nusinersen (Spinraza) for spinal muscular atrophy. The complaint
highlighted the inconsistency between PHARMAC’s mechanism of funding for paediatric
PCTs and treatments for other paediatric conditions. PHARMAC had already commenced
work to address the inconsistency at the time of the complaint.

Complexity of paediatric PCTs

Some of the complexities regarding paediatric PCTs are listed below:

�x They are used in specialised cases

�x They are often used differently in children compared to adults

�x There are a small number of patients each year receiving treatment for most indications

�x Some patients have access to, and are enrolled in, international clinical trials

o We note that these are not standard supplier-led clinical trials, but rather trials
designed to identify the most appropriate dose of a treatment in this patient
population. In these trials, in most cases, the standard of care is not funded

�ƒ Accreditation and involvement in these trials is considered important
for these clinicians, and there are many people involved in maintaining
this accreditation

o We note that there are additional benefits of access to treatment beyond the
pharmaceutical being applied for, and funded, by PHARMAC (e.g. medicines
provided free of charge)

�x Timely access to treatments is required for these patients and there is a need to be
able to move quickly to make these available
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�x Some of the medicines and indications are not Medsafe approved

�x Working definitions of “paediatric” age groups (to the extent that medicines are provided
under paediatric PCT pathways) differ across different cancer types and the different
configurations of the two main centre paediatric cancer services.

We understand that access to paediatric PCTs within each of the two main centres
(Auckland and Christchurch) is peer reviewed by multidisciplinary teams. At this time, we are
not certain if the same treatments are being accessed for the same/similar patients in both
centres.

Current usage of medicines in paediatric oncology

The data we have indicates that there were approximately 390 paediatric patients that
accessed treatment for cancer in the 2019/2020 financial year. We note that this is not
incident patients and may therefore be higher than the patient numbers that have been
communicated to us previously (150 patients per year, with two thirds being from Auckland).
We acknowledge that there may be some miscoding of treatments that contribute to the
number of patients in this data set.

The annual cost for all treatments in the 2019/2020 financial year was approximately $3
million, however this is increasing with the advent of novel, more expensive treatments.

We understand that the vast majority of treatments used are currently listed on the
Pharmaceutical Schedule, although it is not known whether all these patients would meet the
current eligibility criteria for these medicines.

A list of the treatments used for paediatric cancers over the past five years (including those
accessed through the paediatric PCT pathway and those accessed directly through the
Pharmaceutical Schedule listings), and numbers of patients for each, is shown in Appendix
1. This data includes all treatments used by patients, born after the year 2000, which could
reasonably be assumed to be for the treatment of cancer.

Although expenditure on paediatric PCTs is relatively low, it has been increasing in recent
years (Figure 1 ). The current financial year is likely to be even greater than that depicted, as
this data is not complete Figure 1and is driven by newer products (e.g., blinatumomab).

As well as perpetuating an inconsistency between funding of treatments for paediatric and
adult patients with cancer, and between paediatric patients with or without cancer, continuing
the current funding approach to paediatric PCTs poses a financial risk to the CPB as more
expensive medicines become available and used without PHARMAC oversight.re

lea
se

d 
un

de
r t

he

Offic
ial

 In
fo

rm
at

ion
 A

ct





A1492390 6 of 9

�x being consistent with how medicines for other conditions are treated

�x prescribers being able to continue operating as similarly as possible to how they do
now

�x being sustainable and responsive.

We have started to develop options

Using the principles outlined above, and our understanding of the medicines currently used via
the paediatric PCT pathway, PHARMAC has started to look at alternative options.

Our analysis to date has shown that medicines funded via the paediatric PCT pathway can
be divided into three groups, each needing a different solution. These groups are:

�x medicines listed on the Pharmaceutical Schedule

�x medicines listed on the Pharmaceutical Schedule but not available to paediatric
oncology patients

�x medicines not listed on the Pharmaceutical Schedule.

We also need to consider options for how we could assess future Pharmaceutical Schedule
funding applications for medicines used in paediatric cancers, as well as applications for
medicines for individual paediatric patients with cancer (including in the context of a clinical
trial).

There are other complexities that will need to be factored into our options development,
including
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We are also aware that there are medicines currently provided to paediatric patients with
cancer that do not show up in the paediatric PCT data, for example, medicines given as part
of a clinical trial or free-stock programme. 
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Figure 2: Potential workstreams

We would like your feedback

We are still at the early stages of this review. We want to take the necessary time needed to
find the right solution, rather than rushing to implement what may eventuate to be an
undesirable outcome.

Before we progress any further, we would like to hear your thoughts on the potential
alternative. We acknowledge that there could also be other options available to PHARMAC
that have not been actively explored yet.

Once we have received your feedback, we will expand our engagement as our thinking
develops. As well as your feedback on the potential alternative solution, we would like to
hear your views on who else we should be engaging with.

Next steps

We plan to use your feedback to:

�x make refinements to an alternative option to the current status quo

�x inform who, when and how we should engage with the wider community, including:

o paediatric oncologists and haematologists in Auckland and Canterbury

o Leukaemia & Blood Cancer New Zealand and other patient advocacy groups
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A1492390 9 of 9

o Medsafe

o representatives for M�—ori and Pacific patients, communities, health
professionals and health providers.

Following this, we would be seeking to undertake a full public consultation. We will be sure to
keep you updated on this project as it progresses.

Appendi ces

Appendix 1: Data on usage and cost of paediatric PCT’s in the previous five financial years
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The provision of paediatric cancer treatments is complex

•Clinical trials
•Access needs to be timely
•This patient group has been served well by virtue of this pathway
• It is important to consider these patients by indication rather than
age

•Many of the medicines are not Medsafe approved
•Making paedatric cancer treatments fit the wider Pharmac model is
difficult re

lea
se

d 
un

de
r t

he

Offic
ial

 In
fo

rm
at

ion
 A

ct











 

Excerpt of MEMORANDUM TO MEDICAL ONCOLOGY WORK GROUP  

From:  PHARMAC 

Date:  June 2021 

5. Paediatric  patient cancer treatment  (PCT) work  

Paediatric PCTs are treated differently by PHARMAC 

PHARMAC takes a different approach to paediatric PCTs than to how it funds treatments for 
other conditions. This difference is due to rule 8.1b of the Pharmaceutical Schedule. Under 
this rule, District Health Board hospitals (DHBs) may give (and will be eligible to receive a 
subsidy for) any medicine for use within a paediatric oncology or haematology service for the 
treatment of cancer. Th�L�V���L�V���N�Q�R�Z�Q���D�V���W�K�H���µpaediatric PCT pathway�¶. 
 
The difference is historical 

�%�H�I�R�U�H�� �3�+�$�5�0�$�&�¶�V�� �L�Q�Y�R�Ovement, DHBs each undertook their own assessments and 
decision-making on cancer treatments, resulting in some inconsistency in the range of 
cancer medicines that could be accessed by people in different parts of the country. A key 
reason for PHARMAC�¶s involvement was to support a more consistent approach to funding 
cancer medicines across the country. 
 
At that time, oncologists, haematologists, and DHBs highlighted some complexities in 
relation to paediatric PCTs. These complexities made regular Pharmaceutical Schedule 
listings problematic in some cases. PHARMAC was not able to fully resolve these issues at 
the time, and in 2005 it was agreed that a separate funding mechanism specific to paediatric 
cancer treatments would be an appropriate solution.  
 
Work has been underway since 2019  

PHARMAC began a review of the paediatric PCT pathway in early 2019. Although the 
analysis did identify a trend towards expenditure increases, the work again highlighted the 
complexities of the provision of paediatric PCTs.  
 
PHARMAC has developed a set of principles to guide the development of any potential 
alternative options to the existing pathway for access to paediatric PCTs. These include: 
 

�x ensuring that all medicines currently used by this patient group continue to be 
available for current and new patients 

�x ensuring compatibility with �3�+�$�5�0�$�&�¶�V���D�V�V�H�V�V�P�H�Q�W���D�Q�G��decision-making processes 
for other medicines 

�x ensuring that prescribers can continue to operate as similarly as possible to how they 
do now. 

Current engagement 

Recently we spoke with CaTSoP about this to identify and understand in more detail the 
issues and complexities associated with the current provision of paediatric cancer 
treatments. We intend to use these insights to help develop this thinking further. We will 
engage widely with external people as soon as we are in a position to do so. 
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Questions for MOWG 

1) What are your views regarding the current inequities between paediatric people with 
cancer and other patient groups (eg. adult oncology, other paediatric patients)? 

2) Who would be best to engage with for clinical and consumer advice in this area as it 
relates to �0�—�R�U�L and Pacific children with cancer? 
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