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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

» | =24 b/l, 119-
 \Watch and wait

 Chlorambucil

* FCR 6/4 — 8/2

 Dinacyclib
* Avoid SCT
e [brutinib

5 years on: continuing
remission
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My CLL

« Complications
» Respiratory failure
= Bone marrow failure
= Gonadal failure

= Adenocarcinoma lung
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NZ Cancer Scene

Registration and funding of medications

Regulatory agency Advisory committee Funding agency

PTAC Pharmac decides on
advises/recommends funding

Medsafe approves

medication
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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
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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 itis 10 — 15%
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Comparisons - our nearest neighbour

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



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
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Support/infrastructure required

 Membership of CLLAN » Website
» Research on international groups « Facebook

* Project management  Links & partnerships, incl other NZ
. Trust deed patient advocacy groups

+ Appoint trustees  Media relations

- Achieve charitable status * Membership drive

 Bank account * Launch

* Fund-raising & support

CCCCCCC

NNNNNNNNNN



Supporters & funders

Florence Petersen anssen\ AAAAAAAAAAAAAAAAAAAAAAA Bay Of Plenty
Leukaemia Trust J )' | orfomon-fomen Medical Trust

% CLLAN Patient Pow%; Leukaemia Care

YOUR Blood Cancer Charity
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Work to date

Website www.clladvocates.nz

Home

Aboutus v About CLL v

News & media

PHARMAC
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Get involved v News & events Resources v

Submission to Pharmac to call fora
revision of CLL treatment decision

Dr Neil Graham submits feedback on Pharmac’s proposal
to fund venetociax for the treatment of CLL

Continue reading

New Therapies for Blood Cancers
Hold Promise

Blood cancer is actually a term applied to three different
types of cancer — leukemia, lymphoma and

Continue reading

Ibrutinib Combo in Chronic
Lymphocytic Leukemia is Superior,
but Costly

In the first-ine setting, ibrutinib plus rituximab had a
superior survival benefit to standard

Continue reading

Contact
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Home About us v About CLL v Get involved v News & events ~ Resources v Contact -

Welcome to CLL Advocates NZ

My name is Neil Graham and I'm one of around 2000 New Zealanders living
with CLL. | had a near death experience around 5 years ago. My life was saved
by one of the extraordinary new treatments that are now available for CLL but
which is not funded in New Zealand. You can read my story here.

| believe all life is precious, and | want others in the position | was in to have
the chance to go on living. So I've set up this advocacy group to push for a
mechanism to fund the therapy that saved my life and other innovative CLL
medicines that are coming onstream.

Continue reading...

LATEST: Dr Neil Graham seeks support for a revision of Pharmac’s CLL treatment deci:

Read the submission to Pharmac here
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Work to date

Facebook Group

CLL Advocates NZ

i Closed group

About

CHRONIC
LYMPHOCYTIC

Discussion ' b
Members @O UKAEMIA
Events ADVOCATES

Photos
Units
Moderate Group

Group Quality

Search this group Q Joined v |+ Notifications A Share | -+ More

Shortcuts _ .
# WiitePost | [8] Add PhotoVideo [N Live Video B More
@ CLL Advocates NZ

rF. e‘ Write something...

20+ Photo/Video  f{fgf Watch Party & Tag Friends

mended Groups
s you recommend and they'll appear in this group.

20+ Link Existing
Group

NEWACTIVITY v
Neil Graham
=Y % Founding Member - April 28
UPDATE our website is now available and you can find it at:
www clladvocates.nz

For those with CLL, there is a cost share programme for the medication

ibrutinib being run by Janssen for access to this medication. The advice is fo

NEW ZEALAND

INVITE MEMBERS Embed Invite
+ Enter name or email address. =)
MEMBERS 19 Members

»IGESO

‘You have 2 new members this # Write Post
week. Write a post to welcome

Hide them
SUGGESTED MEMBERS Hide
Friends
T Loren sei0 Invite Member

% Ann Phillips Invite Member
* Sam Forsytn Invite Member

See More

DESCRIPTION Add a Description
Tell people what this group is about.

GROUP TYPE

General

LOCATION Edit

ural
° Tauranga, New Zealand

talk to your Haematologist, who can the contact Gene Pateman or Felicity
Bonham at Janssen, and details and costs can then be given to you. Details

of this are on the website.... See More

3 Comments Seen by 14

CREATE NEW GROUPS

Groups make it easier than [ ——

Neil Graham
=7 % Founding Member - 22 hrs

In the last few days, | have made a submission to Pharmac in regard 1o their
proposal to fund venetoclax for treatment of CLL, but not ibrutinib. The
medical evidence supports both these drugs being available for modem
management of CLL. They work in different, but complementary ways.
Venetoclax has advantages in some CLL clinical scenarios of this quite
variable disease, but is inferior to ibrutinib in a number of CLL disease
settings, such as 11q deletion, and bulky lym... See More

O 4 Comments Seen by 14

[f) Like () Comment
&

= Deborah Templer Thank you so much for your work and the
information.
Like - Reply - 22h

@ Wendy Delich | also cannot thank you enough for the work you are
doing for us all. All the best at the conference

Like - Reply - 21h

Suzanne Walker This is great news

Like - Reply - 20h

@ @

Andrew Schorr We'll discuss the drugs post iwcll in 9/28 in Patient
Power town meeting from Dallas. You can watch from Down Under.
Join us!

Like - Reply - 11h

e‘ Write a comment...
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Work to date

March on Parliament

Make LUNG
L8N WWSABN CANCERaNZ
F"ND I:tf lumgcancer  Health Priority

".““ !' / / // a
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Work to date

Presenting petition
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Work to date

Petition and hearing

& @ Watch
1Qs
The House next meets on
Tuesday, 17 September
" '

Parliamentary Business

Bills and Laws
Select committees
Hansard (Debates)

Viewall v

» New Zealand Parliament ™™ =~
¥ Paremata Aotearoa

Parliamentary Business MPs and Electorates Get Involved Visitand Learn

Petition of Neil Graham for Chronic Lymphocytic Leukaemia
Advocates New Zealand : Fund life-saving treatments for chronic
lymphocytic leukaemia

Home » Parliamentary Business » Petitions

Published date: 7 May 2019 -

Petition request

Metadata

That the House of Representatives call on the Government to approve additional budget for Pharmac to fund ibrutinib and venetoclax at
international guidelines, to allow patients with aggressive Chronic Lymphocytic Leukaemia (CLL) to remain alive and well,

Petition reason

Around 2000 NZers have CLL an incurable cancer that can be indolent but often becomes life-threatening. Ibrutinib and venetoclax,
sometimes combined, can provide complete remission from agaressive CLL (incl 17p del). allowing patients facing death to resume full,
productive lives. OS at 6 years for patients on ibrutinib at 1st line is 88%. Ibrutinib tregd in NZ since 2015) is funded in 44 of 45 countries of
similar or lower wealth, the exception being NZ. NZ has no guidelines for treating CLL.

Petition progress

What do the symbols mean?

[oo}—{c 1l

Open Closed Presented Reported
07/05/19 05/05/19 07/05/19
A
Number of Signatures: 1041

1041 signatures
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Work to date

Media engagement

@)

Home News Radio Podcasts&Series Topics Pacific

New Zealand World Politics Pacific Te AoMaori Sport Business Country Comment & Analysis

NEW ZEALAND / HEALTH

Health Select Committee hears
pleas from survivors and sufferers

Y YN
= NOTED

10:03 pm on 7 August 2019 £

CURRENTLY CULTURE
Jonathan Mitchell, Journalist

3 @RNZjonathan &% jonathan.mitchell@rnz.co.nz

MONEY HEALTH

national

stuff

L

Politicians heard emotional pleas today from cancer survivors, people with di
boost Pharmac's funding for life saving drugs.

The Health Select Committee at Parliament was presented with petitions calling on medicines t

By Graham Adams | Aug 16, 2019

Petitions were presented to the Health Select Committee at Parliament - call

including for breast, lung, ovarian cancers, along with multiple myeloma. countries.

Emily Beswick and her daughter, Stella, travelled 500 kilometres from Cambr

NOTED

New Zealand has the worst record of funding new treatments among 20 OECD

he news this week that New Zealand has been rated the worst among 20
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Pharmac's dismal ranking little surprise to
cancer patients

Government urged to expand Pharmac's
drug budget after barrage of emotional
pleas from sufferers o

00060060
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Pharmac funding boost
@ Zane Small

/ .
Pharmacis being

drugs thatare po

changing for brea 7

Pharmac urged to fund new breast cance

More than a 100 women marched last year in suppert

Watch: A cancer drug advocate held back tears presenting to the Health Select Committee. Credits: Newshub

"Why does New Zealand need t

MP Maggie Barry, that was the National MP Maggie Barry is promising cancer drug advocates she will continue to
dozens of life-extendi ng - and push for an inquiry into Pharmac's spending on life-extending medicines.

. . . MPs at the Health Select Committee heard from a range of campaigners calling for
Emotions ran h\gh durlng Wedr Pharmac to fund more medicines, from those that deal with lung cancer, to ovarian
after p|ea from those suffering cancer, breast cancer and leukaemia

politicians from both sides of t| Neil Graham, a medical specialist, presented to the committee over his petition calling
for funding of life-saving treatments for chronic lymphocytic leukaemia.
Boiled down, the pleas were sir

drug funding and do it quickly.

o National promises $200 million cancer fund

o Hundreds demand Government funding for cancer drugs

With his voice breaking and ne; o Greens and ACT scoff at National's cancer agency plans

committee his access tounfunc . _ I
leukaemia "saved his life" but others had not been 50 Iud(y

I —

COllé Cancer drug advocate holds back tears pleading fol

US couple's honeymoon enc
after husband falls into volca

Waikato gang boss sentence
Mel aren Falle manglaiinhter



Other work to date

» Submission to Pharmac (this
week)

 Membership drive and some
dialogue has started, and support
has been offered CLL AdvocatesNZ

Dr Neil Graham

Executive Director,

* International links established

« Patient question videos

* Online & in-person launch
planned
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https://vimeo.com/348966004

Challenges/lessons

* Making something happen « Keep focus tight, grow as per

. . need and feedback
» Good project management is

key * Political issues
* Funding is a future issue * Help from multiple individuals
* Links to others’ sites have « Seizing opportunities —
been valuable petition, march, submissions
etc
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