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Worldwide haemophilia study looking for NZ participants

A research study is currently recruiting people who have been diagnosed with haemophilia A
and/or parents of children with this diagnosis from New Zealand to complete an online survey.
Participants should be classified as severe, that is have Factor VIII levels of less than 1%.

The study is looking for 10 participants from NZ so that they can be part of a global input to a
paper being presented at the World Federation of Haemophilia Congress this July. The survey
is designed to obtain feedback on the level of satisfaction with products used in treatment and
also the manufacturers of the products, if that is relevant.

The study is designed to deliver results that will have a positive impact in terms of available
treatments. This survey is for market research purposes only and does not include any medical
or clinical component. Individuals' privacy will be protected. All responses will remain
anonymous and will be combined with those from other countries for reporting. Personal
information is not used for any other purpose.

The study closes on 7 June. The study would take approximately 20 minutes to complete
online and each participant who completes the study would be paid $50 in the form of a gift
voucher. If you are interested in participating contact Paul Korbel at
pkorbel@marketfocus.com.au. You will then be supplied with an individual link so that you can
then complete the questionnaire online in your own time.

Brian O’Mahony visits NZ

In June, HFNZ will be hosting a number of events around the New Zealand
featuring Brian O’Mahony, past President of the World Federation of Hemophilia,
CEO of the Irish Haemophilia Society, founder of the Global Alliance Programme
(GAP) and person with severe haemophilia. Brian also played a crucial role in
advancing HFNZ’s progress in achieving the Treatment and Welfare package for
people infected with hepatitis C through blood products.

First, HFNZ will host a number of casual men’s evenings with at the following venues:

. Wednesday 23rd June at the Glenview Club, Hamilton

. Thursday 24th June at the Otahuhu Working Man's & Cosmopolitan Club, Auckland
. Monday 28th June at the Palmerston North Cosmopolitan Club, Palmerston North
. Tuesday 29th June at the Stokes Valley Cosmopolitan Club, Wellington

At the evening, Brian will do a short presentation followed by a meal/refreshments, and pool.
Brian will also be speaking at the Wellness Weekend over the weekend of 25-27 June, and at a

special evening in Christchurch (open to all) on Wednesday 30th June.
Watch out for your Invitations in the Mail and register early!

Re-PEP Programme ERARENTS

EMPOWERING
The RePEP Programme will be held in Christchurch from Saturday 7th I rAmENTS
— Sunday 8th August 2010. This is for those who have already

attended a Parents Empowering Parents (PEP) Programme and is a
chance for them:

e To have a PEP Reunion,
e To Reuvisit the goals set at their PEP Programme, and
e To Revitalize their parenting.

Further Information, Invitations and Registration Forms will be in the mail next week.

Good on ya!

In April, 32-year old Paul Dagger of Paraparaumu passed
his Tae Kwon Do (TKD) grading to earn his red stripe belt
— only two away from a black belt. This would be an
impressive feat for anyone, haemophilia or no
haemophilia, and Paul reported that while tiring no bleeds
were caused.

This achievement is especially amazing considering Paul
is currently undergoing treatment for his hepatitis C. Due
to poor initial viral response to the interferon, Paul made
the decision to extend his treatment for a better chance of clearing the virus once and for all. At
the time of his of TKD grading he had been on treatment for over 400 days.

It's a fantastic achievement and example of determination. We wish him all the best as he counts
down the final days of treatment.

More Haemophilia News

NZ mum spreads understanding of rare blood disorder...more
Study Examines Circumcision-Induced Bleeding...more

Double whammy for haemophilia patients: HIV contraction on
rise in Indian province...more

Hemophilia World, April 2010—The latest edition of the World
Federation of Hemophilia newsletter is now available...more

Northern Outreach Worker Update

Sarah Preston (currently Midland Outreach Worker) is relocating to Auckland. As a result, Sarah
has agreed to assume the position of Northern Outreach Worker from Thursday 10th June. Since
the Northern Region has been without a permanent Outreach Worker for most of 2009, we are
thrilled that we will have an experienced person for the region. With her knowledge and
enthusiasm, we know that Sarah will be an asset. Northern contact numbers will remain the same.

Northern Outreach contact numbers will remain the same:

Phone: 09 845 4658
Toll-free: 0508 FACTOR
Mobile: 0275 121 114
Email: sarah@haemophilia.org.nz

HFNZ are in the process of recruiting a replacement for the position of Midland Outreach
Worker. The deadline for this will be July, but an appointment may be made earlier, depending on
availability.

Tidbits Upcoming Events

News in brief and updates e 12 June—Midland Café

Evening, Tauranga
. National Adult Wellness Weekend: HFNZ is holding

it's first ever Wellness Weekend for adults with
bleeding disorders, and their partners, on the

o 19 June—National Council
Meeting (teleconference)

weekend of 25-27 June at the Copthorne Auckland e 25-27 June— National Adult
HabourCity. WE HAVE JUST A FEW SPACES LEFT Wellness Weekend

so get on to the paperwork and return it, to avoid e 10-14 July— WFH World
missing out! If you want a registration pack, contact Hemophilia Congress,
Colleen at National Office on 03 371 7477 or email Buenos Aires, Argentina

colleen@haemophilia.org.nz.

e 25 July— Midland Family
. Bloodline: The deadline for all material for the Day, Baywave, Tauranga

September 2010 issue of Bloodline, including Regional
Reports and letters to the editor, is 9 August.

We welcome content from members and ideas for
articles as well. o 3-5 September—Central

. ATTENTION REGIONS— Use the Panui to feature Region Winter Escape,

e 7-8 August—PEP
Programme

. . . . Masterton
events and activities in your region. Just email details
to info@haemophilia.org.nz Events will be added to e 18 September—Northern
both this calendar and in Bloodline. Movie Night

Questions or comments? Dates to add? Email info@haemophilia.org.nz or call Chantal on 03 371 7477
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