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Personal story

• MB ChB FRACP FRCP

• Consultant physician for thirty 
years

• Keen outdoors & family man

• CLL diagnosed at age 50



My CLL

• Night sweats, colds

 L=24 b/l, 11q-

• Watch and wait

• Chlorambucil

• FCR 6/4 → 8/2

• Dinacyclib

• Avoid SCT

• Ibrutinib

5 years on: continuing 
remission 



My CLL

• Complications

 Respiratory failure

 Bone marrow failure

 Gonadal failure

 Adenocarcinoma lung



NZ Cancer Scene 
Registration and funding of medications

Medsafe approves 
medication

PTAC 
advises/recommends

Pharmac decides on 
funding

Regulatory agency Advisory committee Funding agency



Pharmac

• 20+ years existence - recognised internationally for 
effective negotiation re drug prices

• In the new era of (expensive) cancer medications response 
has been delay/non funding - ‘rationing by delay’

• No rapid access scheme

• An obsolete model



Pharmac

• Ibrutinib: NZ is the only country of 45 where it is not 
funded

• NZ ranks last out of 24 OECD countries for market 
access to modern medicines

• NZ invests 5% of total health budget to publicly fund 
medicines – in most other countries it is 10 – 15%



If cancer treatments available in Australia 
had been funded in NZ, we would have avoided 
3631 deaths from cancer in the five years to 2017

Comparisons - our nearest neighbour



Motivation for 
establishing CLLANZ

• Advocacy for funding modern treatments

• Also, patient support, education, and 
information/database

• Aim was not to duplicate but complement, 
and partner with related groups



Support/infrastructure required
• Membership of CLLAN

• Research on international groups

• Project management

• Trust deed

• Appoint trustees 

• Achieve charitable status

• Bank account

• Fund-raising & support

• Website

• Facebook

• Links & partnerships, incl other NZ 
patient advocacy groups

• Media relations

• Membership drive

• Launch  



Supporters & funders

Florence Petersen 
Leukaemia Trust

Bay of Plenty 
Medical Trust



Work to date
Website www.clladvocates.nz



Work to date
Facebook Group



Work to date
March on Parliament



Work to date
Presenting petition



Work to date
Petition and hearing

1041 signatures



Work to date
Media engagement



Other work to date
• Submission to Pharmac (this 

week)

• Membership drive and some 
dialogue has started, and support 
has been offered

• International links established

• Patient question videos

• Online & in-person launch 
planned

https://vimeo.com/348966004


Challenges/lessons

• Making something happen

• Good project management is 
key

• Funding is a future issue

• Links to others’ sites have 
been valuable

• Keep focus tight, grow as per 
need and feedback

• Political issues

• Help from multiple individuals

• Seizing opportunities –
petition, march, submissions 
etc



clladvocates.nz
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