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8. Allan Coster Educational Trust Report

Year ending 31 December 2006

This has been a steady year with seven new
applications being awarded. Finances are
healthy state

FINANCES

HFNZ provided an annual inflation adjusted grant of
$6350 plus $1000 for trustee expenses. Improved
interest rates have also contributed to the cash flow
and with low applicant numbers in the first half of
the year the trustees elected to add a further
$15,000 to the Principal. This now stands at
$140,000. These funds continue to be on a
revolving credit deposit.

Funds available for distribution to applicants in 2007
are approximately $11,000.

APPLICANTS 2006

There were 7 eligible and successful applicants all
of whom were male. Three were primary school
pupils and 4 were doing tertiary studies. Grants for
the younger boys were for teacher aide, tutoring
and a lap top computer in a special needs situation.
The range of tertiary studies included rural
business, teaching diploma and two budding
oenologists! Candidates came from both town and
country and there was a good

geographical spread.

GRANTS PAID OUT DURING 2006

Tertiary — Other Institutions (3) $1500.00
School $4500.00
Total $6000.00

GRANTS STILL OUTSTANDING

One new grant does not appear to have been taken
up. Four grants awarded in November 2006
totalling $6000 will be taken up early in 2007. The
two previously deferred grants have now lapsed as
they were not uplifted by mid-year and these

Submitted by Peta Hardley on behalf of Elizabeth Berry

ACEET Trustee

applicants will need to reapply should they wish to
be reconsidered.

GENERAL

The trustees had one face-to-face meeting in March
2006 and have otherwise conducted business by
email and telephone.

Belinda Burnett, CEO, HFNZ attended part of the
March meeting to discuss possible funding
opportunities from corporate grants/sponsorships
for educational purposes. Although initial
applications have not been successful, this avenue
will continue to be pursued.

The issue of multiple grants for one individual was
again discussed. It was agreed that each case
would be considered on merit and that there would
be a maximum grant of $4,500 (i.e., 3 years at
$1500 per year) for either tuition or tertiary fees.
The issue of retrospective grants was also
discussed. Again, in special circumstances, a
retrospective grant might be considered, but this
practice is not to be encouraged.

We received two very good and interesting
feedback letters and once more encourage ACEET
grant recipients to let us know of their progress. We
love to hear how you are getting on.

ACKNOWLEDGEMENTS

The trustees wish to voice appreciation for the work
of the three Outreach Workers, without whom the
task of selecting and following up grant recipients
would be virtually impossible. Their dedication,
experience and wisdom are truly valued.

The trustees would also like to acknowledge the
deaths in 2006 of Fred Thomas, one of the three
initial trustees, and Sir John Staveley, Patron to
HFNZ and grandfather of haemophilia treatment in
New Zealand. These two gentlemen gave a lifetime
of support and service to families with haemophilia
and their passing marks the end of a very

special era.
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9. Regional Branch Reports

A. NORTHERN BRANCH

As President of the Northern Branch for 2006 it is
my privilege to present this report on the activities of
the branch over the past 12 months.

| sincerely thank all of the committee for their
support over the year especially Frances as
Secretary and Wayne as Treasurer. It was
encouraging at the start of the year to see the
number of members who were prepared to be part
of the committee as without them the year would not
have been the success it has been.

On behalf of the HFNZ Northern members | would
like to acknowledge Helen's work during the year
and thank her for the support encouragement and
especially the work with the new families in the
north.

Throughout the year a number of events have taken
place that should be acknowledged as significant in
the life of HFNZ.

At the AGM last year a large number of young
people joined the committee and it has been
encouraging to see the work that has gone into
creating a group who are taking responsibility for
their own events rather than the committee trying to
do it for them. A successful go-karting event was
held with 16 youth present as well as a couple of
older members and was followed by a barbeque
where discussions took place on future events and
what they want to do for the future. The group has
used the name “Haevon” which comes from their
intention to include youth with bleeding disorders
including Haemophilia and von Willebrands.

World Haemophilia Congress in Vancouver was
held in Vancouver in May 2006 and was attended
by 5 members from the Northern Branch that were
part of the New Zealand team of 11 who attended.
This was a first for me and was a really awesome
experience one that will be remembered for many
years. The opportunity to meet so many people to
experience the stories from people in developing
countries and the pain and suffering they endure
due to lack of treatment and in some cases no
treatment at all will be in my memory for years to
come. It really makes us realise how fortunate we
are in New Zealand. Thanks should be given to
those whose foresight it was to create HFNZ.

Submitted by John Cook , Chair Northern Branch

THFNE

We have, during the year, held a number of events
at various locations that have been well attended.
These have included Mini Golf, dinner and movie,
and an education evening with speakers who
attended the World Haemophilia Congress
providing feed back.

This year has seen a number of additional families
in Northland who have become members and a
barbeque was held in the north to enable them to
meet together. Due to distances these families miss
out on events in held in Auckland and it is the
intention of the new committee that some future
events will be held in the north as well as
encouraging a representative from the north to be
part of the committee.

Our Christmas event this year was held in the
Auckland Botanic Gardens on a gloriously fine
Sunday afternoon where we were able to share
lunch and enjoy each others company and also to
take in the surrounding of the gardens. The same
venue has been booked for next year as so many
people enjoyed it.

The Northern branch recognises the work carried
out during the year by the National Council working
party that has worked tirelessly to reach a suitable
solution to the Hep C Issue. And accordingly the
committee has recommended to National Council
that those involved by recognised in a suitable way.

The Future

With the introduction of the Charities Act 2005 it is
necessary for HFNZ to meet requirements of the
Act. This will require HFNZ to change the current
operation and structure to comply with requirements
of the proposed legislation and thereby allow HFNZ
to become a registered charity. National Council
and HFNZ Branches therefore need to undertake
some restructuring in 2007 to meet the
requirements of the proposed Charities legislation.

Finally we recognise those members who have
passed away during this past year and we
remember them for their encouragement and
support and offer our condolences to their families.
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B. CENTRAL BRANCH

2007 has been another successful year for the
Central Region. We have had a larger Committee, a
continuing Regional Newsletter and another well-
attended Regional Camp.

This year’s camp was held in sunny Napier at
Kennedy Park, a great facility for the children with
lots of free activities in a safe environment. 74
people stayed in comfortable motel-style
accommodation with all food provided in the onsite
restaurant. Once again we enjoyed the local
attractions, the Aquarium, Rock Climbing and
Marineland.

We were fortunate to have our CEO Belinda Burnett
at camp, a very good opportunity for members and
Belinda to meet and put a face to the names.
Belinda spoke about the Foundation and gave
everyone an insight into the structure and work the
foundation does on their behalf. David Habershon
spoke on Safety and Supply issues with our
Outreach worker Drew Mackenzie taking the
Sunday morning session on Exercise, all very
informative and interesting speakers. A good time
was had by all, with lots of interaction and
information sharing.

The Central Region faces ongoing issues around
the fragmented location of our members spread up
to 5 hours drive apart. This year's camp was held a
little out of the way being 4 hours from Wellington
and 5 hours from New Plymouth although we still
had a very good attendance. The 2007 Camp is
planned for Masterton, central for most of the region
but still 4 hours from New Plymouth. The Committee
would like to establish sub groups over the next
year to generate more local social meetings where
travel would be minimal.

We are looking forward to the changes in 2007
where some of our regional responsibilities will be

Submitted by Grant Hook, Central Chairman

THFNE

handled by National office, special needs grants
and financial/treasurer work in particular. This will
allow regions to focus more on social activities
and give greater national continuity in services

to members.

Central held their AGM at Owlcatraz in Shannon, a
great venue with very helpful staff, well priced food
and a very interesting park/zoo. We had a good
turnout of around 40 people with 1 new committee
member and at long last a youth representative. We
discussed the upcoming changes with the Charities
Act and what this means to the region and this
years camp to be held in Masterton. A very positive
meeting was held with people looking forward to the
activities planned for 2007.

The region finishes 2006 with a similar bank
balance to last year, a very good result considering
the extra activities and well attended regional camp
we held in 2006.

| wish to thank our 2006 Committee for their
ongoing support and work. | look forward to 2007
with an equally positive and hardworking team
working to build the Central Region!
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C. MIDILLAND BRANCH

The Midlands Committee grew in 2006 with several
new faces. We kindly given use of a regular venue
for our meetings in Greerton, Tauranga by the St
George’s Parish in exchange of a small koha.

Midland had an active events programme for 2006,
such as Café Evenings in Tauranga and at the
Okere Falls Store. The first Young Families Camp
was held in the region in January at Rotorua and
the regional family camp at Aongatete Lodge in
March

D. SOUTHERN BRANCH

Another year has passed us by and we look back
on 2006.

Our AGM was held at McDuffs World of Golf on the
18™ March 2006 with many families in attendance.

With Lorraine Bishop standing down from her roll as
Chairman as our AGM and no Chairman found |
stood in at our first meeting and haven't looked back
since. With the support of the Southern Committee
members and our outreach worker, | have managed
to fill the large shoes left behind from Lorraine and
Dave our previous chairpersons.

Highlights
» Social events were held in Nelson,
Invercargill, Dunedin and Christchurch

» All needs grants have been met

» Avery successful Children’s Education Day
was held in Christchurch in October

e Our Southern Camp is planned for mid-
January 2007 and looks to be very
successful with over 88 in attendance

All'in all these events would not have been possible
without the dedication of our Southern members,
Committee members, administrative staff and
Colleen McKay, our outreach worker. With 2007
ahead of us with changes resulting from the
establishment of the Charities Act and the Hepatitis
C Treatment and Welfare package announcement,
etc. | look forward to another year working with

a great bunch of people with the same hope

and vision.

Submitted by Dave Blackler,
Southern Branch Chairman

THFNE

The Midland Branch held an early Christmas in
November at The Fairy Springs (Te Puna o Tuhoe),
Rotorua. It was a beautiful day and we had an
excellent turnout. Our members went through The
Kiwi Experience, and had lunch in wonderfully lush
natural surroundings.

We are thankful for the support of our families
throughout the year and our outreach worker Helen
Spencer. Midlands are proud to host the National
AGM this year in Rotorua and look forward to
honouring the work our National Foundation does
for each and everyone of us throughout the year.
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10. Hepatitis C Working Party Report

SEPTEMBER 2005

The intense pre election activity in September 2005
surrounding the confidential agreement to the draft
negotiated by HFNZ on behalf of its members that
led to the acceptance and assurance by the
Ministry of Health (MOH) that they would
recommended the negotiated Treatment and
Welfare (T&W) Package to the next Government
was followed by months of very little HCV activity
as the Labour Government fought to remain in
power and as MOH worked to brief a new minister
(Pete Hodgson) on current issues.

FEBRUARY 2006

HFNZ wrote to Colin Feek (Deputy Director
General — MOH) requesting an update on the
progress of the proposed T&W Package and
expressing our concern at lack of communication
from MOH.

MOH advise that planning for the bird flu pandemic
and briefing a new minister has been time
consuming but that they are working on delivering
what was promised in September 2005.

MARCH 2006

HFNZ wrote to Colin Feek expressing its concerns
regarding the lack of useful and proactive dialogue
with the MOH regarding the T&W Package
progress and advising that an urgent meeting was
required if MOH was to avoid HFNZ re-entering a
phase of aggressive public campaigning.

A Sunday Star Times reporter contacted HFNZ
wanting to run a story highlighting the
Government's broken promises and lack of action.

APRIL 2006

Hep C Working Party met with Colin Feek and
MOH, highlighting our concerns and asking for a
progress report. MOH confirmed that they had
been working proactively on all facets of the
package and making good progress, that there is
no change in the Government's resolve to deliver
what it promised and that they have spent
considerable time bringing the Minister/cabinet up
to speed.

HFNZ advised members of the content of the T&W
Package.

The Government’s Treatment and Welfare
Package is comprised of the following elements:

« Provision for enhanced treatment - an
additional $5m annually for treatment of all

THFNE

people with hepatitis C. Treatment to be
developed on standardised protocols of best
clinical practice, assessment of people for
treatment, monitoring during treatment, post-
treatment follow-up developed by a working
party including consumer participation from
HFNZ. The Ministry has not yet formed
this group.

» Establishment of a “one stop shop” at ACC - a
“one stop shop” for processing ALL aspects of
ACC claims for people injured as a result of
contracting hepatitis C from the NZ blood
supply prior to 1992. Members should not
confuse their entittement to ACC benefits with
the Government’'s ex-gratia payment. This unit
is operational.

» Acknowledgement of suffering and regret - an
expression of regret by the Prime Minister on
behalf of Government for the suffering caused
to people as a result of contracting Hepatitis C
from the NZ blood supply prior to 1992. This is
expected to follow the payout of the ex
gratia sums.

« A Government Ex Gratia Payment to Assist
Welfare and Treatment - an ex gratia payment
to people who contracted hepatitis C from the
NZ blood supply prior to 1992. This is a no fault
ex gratia sum intended to address a number of
issues faced by people with haemophilia and
hepatitis C including the removal of an earlier
ACC right that was removed by legislation and
assistance to undertake treatment where
financial constraints have been the barrier. The
payments are on a no fault basis and are not
therefore an acknowledgement of Crown
wrongdoing or fault. This payment does not
arise from legal action or negligence or
litigation. The first settlements should occur
during March 2007

* A reimbursement of actual and reasonable
legal costs - Government to make a graduated
contribution of a maximum $4,000 plus GST as
a reimbursement of legal costs.

* A reimbursement to HFNZ of actual and
reasonable hepatitis C costs - HFNZ has filed a
claim of $388,617.00. We are awaiting advice.

MOH & HCV Working Group agreed to another
face-to-face meeting within two months and an
announcement within 6 months.
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A letter from MOH was received re-affirming their
commitment to the process of delivering the
package and to the next face-to-face meeting.

There was significant media attention nationwide
surrounding World Haemophilia Day and the lack
of any meaningful progress in the resolution of the
bad blood scandal. Items appeared on TV, radio, in
newspapers and on Talk Back.

JUNE 2006

In June, the HCV Working Party participated in a
face-to-face meeting with MOH, Crown Law, and
ACC.

MOH confirmed that the briefing papers had gone
to the Minister and that he would be meeting with
Annette King and Michael Cullen to advance
progress on the various parts of the T&W Package.
Colin Feek advised that a large volume of work has
been done since the April meeting and that the
Minister is now adequately briefed. It was also
advised that because multiple Government
agencies are involved in various parts of the
package that progress could be a bit slow. MOH
confirmed their commitment to deliver what was
promised and assured that they were on track,
although an October 2006 announcement was
probably a bit optimistic.

SEPTEMBER 2006

Another face-to-face meeting was held in
September. It had now been 12 months since the
T&W Package was negotiated, and the HCV
Working Party wanted to know why have no parts
of the package been delivered. MOH gave HFNZ
assurances that they are making good progress
and that approval by cabinet is not far away.

HFNZ wrote to MOH outlining its direct costs
relating to HCV and asks that MOH reimburse
HFNZ on the basis that settlement should have
taken place following Annette Kings “promise of a
fair and speedy settlement” back in 1999.

HFNZ also wrote to MOH outlining its proposal for
Government funding of HCV outreach services for
the next six years.

OCTOBER 2006

HFNZ sends a letter to members confirming that
HFNZ negotiations with MOH around the delivery
of the T&W Package are on track and asking
members to confirm whether the have signed a
contract with Penny Patel Law or Johnson
Lawrence to provide legal services.

Another letter was sent to members outlining
details of the T&W Package and advising that an

THFNE

announcement by the Government was expected
in the next few weeks.

A face-to-face meeting with MOH, ACC & Crown
Law was held to discuss progress and to address
HFNZ's concerns over time delay.

A meeting was also held with Roger Chapman of
Johnson Lawrence to identify the likely fee
structure and to negotiate an appropriate fee based
on this issue being resolved by HFNZ without any
input from Penny Patel Law or Johnson Lawrence.

NOVEMBER 2006

A meeting with MOH, ACC & Crown Law was
called to look at the final details of the package to
be announced. Colin Feek advised that an
announcement could take place at any time.

Soon after the Minister of Health's Press Secretary
rang to confirm the imminent announcement. The
announcement was then delayed after HFNZ
raised questions over unresolved issues arising
from the above meeting.

DECEMBER 2006

Minister of Health Pete Hodgson phoned the HCV
Working Group to discuss our concerns at what we
consider to be unresolved issues or changes to
what was negotiated back in September 2005. A
meeting was then arranged with MOH, ACC &
Crown Law to deal with outstanding issues and
concerns.

Following the meeting, Minister Hodgson phoned
the HCV Working Group to confirm that we were
satisfied with the outcome of the meeting with MOH
and that to confirm that we would support his
announcement of the T&W Package. HFNZ raised
some ongoing concerns regarding unresolved
“details” but confirmed that we supported the
announcement and that we would continue to work
closely with MOH to see that the elements of the
T&W Package were rolled out fully and within an
acceptable period of time.

On 5" December, Minster Hodgson formally
announced details of the T&W Package.

Since the announcement much of our effort has
gone into trying to quickly resolve the issue of legal
costs claimed by Penney Patel Law/Johnston
Lawrence. At this point HFNZ has had to engage
another law firm, Oakley Moran of Wellington to try
and achieve a satisfactory settlement.

Submitted by Steve Waring and Mike Carnahan,
HFNZ Hepatitis C Working Party
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11. HENZ Directory

A. 2006 NATIONAL COUNCIL

President: David McCone

Vice President(s): Dave Habershon
Deon York

Treasurer: Mike Carnahan

Northern Branch Delegate: John Cook
Midland Branch Delegate: John Tuck

Central Branch Delegate: Grant Hook

Southern Branch Delegate: Rob Mclntosh

B. 2006 BRANCHES

Northern Branch Chair:  John Cook

Midland Branch Chair: Malcolm Hanson

Central Branch Chair: Grant Hook

Southern Branch Chair: Dave Blackler

C. STAFF
i. National Office

Chief Executive Officer:

Belinda Burnett

Ph: (03) 344 5204

fax: (03) 344 5206

Email: belinda@haemophilia.org.nz

Administrator:

Leanne Pearce

Ph: (03) 344 5204

Fax: (03) 344 5206

Email: leanne@haemophilia.org.nz

National Information Coordinator

Chantal Lauzon

Ph: (03) 344 5201

Fax: (03) 344 5206

Email: chantal@haemophilia.org.nz

THFNE
2007 NATIONAL COUNCIL

President: Deon York
Vice President(s): Dave Habershon

Grant Hook
Treasurer: John Tuck
Youth Delegate: T.A. Stirling
Northern Branch Delegate: John Cook
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Midland Branch Delegate: Catriona Gordon

Central Branch Delegate: Michael Ho

Southern Branch Delegate: Rob Mclntosh

2007 BRANCHES

Northern Branch Chair:  John Cook

Midland Branch Chair: Malcolm Hanson

Central Branch Chair: Grant Hook

Southern Branch Chair: Dave Blackler

ii. Haemophilia Outreach Workers (HOW)
Northern / Midland Outreach Worker:

Helen Spencer

PO Box 122, Auckland

Ph: 0508 FACTOR or (09) 302 2522
Fax: (09) 302 2122

Email: helen@haemophilia.org.nz

Central Outreach Worker:

Drew MacKenzie

PO Box, Raumati, Kapiti Coast

Ph: 0508 FACTOR or (04) 905 2857
Email: drew@haemophilia.org.nz

Southern Outreach Worker:

Colleen McKay

PO Box 16582 Hornby, Christchurch
Ph: 0508 FACTOR or (03) 349 8099
Fax: (03) 344 5206

Email: colleen@haemophilia.or.nz
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D. NOMINATED SERVICE PROVIDERS

Solicitor
Catriona Gordon
Olphert Sandford
Box 99, Rotorua
Admin@olphertsandford.co.nz

Auditor
KPMG
34-36 Cranmer Square
Christchurch
Ph: (03) 363 5764
Fax: (03) 363 3765

Banker
Westpac
Manukau City, Auckland

Accountant
Phillip Cowley

THFNE

E. MEDICAL ADVISORY COMMITTEE (MAC)

Chairperson: Dr Paul Harper, MD FRCP MRCP
Dr Bart Barker
Mary Brasser

Dr John Carter

Dr Rob Corbett

Dr Jim Faed
Alison Inder

Dr Stephen May
Louise Moore

Dr Paul Ockelford
Dr Julia Phillips

Dr Lydia Pitcher
Dr Mark Smith

Dr Lochie Teague
Deon York (HFNZ)

F. HFNZ MEMBERSHIPS

World Federation of Hemophilia
1425 Réné-Lévesque Blvdd. West
Suite 1010

Montreal, Québec H3G 1T7
Canada

www.wfh.org
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12. Life Members

H‘

THFNE

' Name Home Awar ded

Miss Gray Wellington 1972 1977
W (Billy) R Stolz Wellington 1974
Margaret Roberts Wellington 1976 1986
W (Bill) K Carnahan Nelson 1983 1989
John Davy Auckland 1988 2005
Tony Goodwin Auckland 1988

John Milne Auckland 1988 2004
Dr Elizabeth Berry Auckland 1993

Sir John Staveley Auckland 1993 2006
Alex Cairn Auckland 1994 1999
Graeme Kinred Auckland 1994 1995
Pat Sheary Auckland 1994 2005
Mike Mapperson Auckland 1997

Jock Church Auckland 1997 1997
Stephanie Forde Auckland 1998

Lyn and Tony Steele Canterbury 1999

Peta Hardley Auckland 2000

Barbara Sutherland Wellington 2005

Michael Carnahan Nelson 2007

Cheryl Carnahan Nelson 2007

Rex Temperton Wellington 2007

Steve Waring Wellington 2007
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