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Your Committee 

 

Gavin Finkelstein  (President)        0415 978 031 

Cheryl Ellis (Vice President)          0402 033 652 

Robert Butler (Treasurer)         9381 3386 

Shane Meotti (Secretary)  

Susie Couper 
Belinda Broughton 

Pamela Wall 
Brian Wall 
Dale Spencer 
 

Profiles of committee members can be found on the 
website, www.hfwa.org. “Your Committee”. 
 

HFWA Office Coordinator   
Deborah Barnes 

Haemophilia Foundation WA Office  
Ph: (08) 9420 7294   
Email address: office@hfwa.org   
 

Office Hours: Monday, Tuesday and Thursday: 
10:00am - 3:00pm,  Wednesday: 10:00am-4:00pm. 

FIONA STANLEY HOSPITAL CONTACT DETAILS 

Clerk Front Desk: 08 6152  6542 

Medical Staff: Dr Stephanie P’ng and Dr Dominic Pepperell 
Nursing Staff: Sandra Lochore  
Social Workers: Charlotte Bradley-Peni (Tuesday, Wednesday, Thursday) Ph: 6152 6529 or 
0404 039 971 and Sue Haberfeld (Monday, Thursday) -  Ph: 6152 6525 

ABDR Data Manager and Clinical Trial Coordinator: Marina Goruppi 
 

Postal Address (address all correspondence as Private and 
Confidential); 
Haemophilia and Haemostasis Centre 

Level 1 Cancer Centre 

Fiona Stanley Hospital 
Locked Bag 100 

Opinions expressed in Contact do not necessarily reflect those of the Foundation. All information is published in good faith but 
no responsibility can be accepted for inaccuracies that may result from events beyond our control.  HFWA reserves the right to 
edit articles as it sees necessary.  Material supplied on the internet is for information purposes only and is not to be used for 
diagnosis or treatment. 

Entrance to the Cancer Centre is on the outside of the building 

Haemophilia and Haemostasis Centre 

Level 1 Cancer Centre 

Fiona Stanley Hospital 
102-118 Murdoch Drive 

Murdoch  WA   6150 

 

PRINCESS MARGARET HOSPITAL CONTACT DETAILS 

 

Ward 3B Outpatients Ph: 9340 8682 

Medical Staff: Dr Tina Carter Ph: 3940 8682 

Nursing Staff: Natalie Gamble-Williams Ph: 9340 8682  or  0466 318 286 

After Hours Ph: 0410 717 816 

Social Worker: Charlotte Bradley-Peni (Tuesday, Wednesday, Thursday) Ph: 6152 6529 or 
0404 039 971  
ABDR Data Manager: Marina Goruppi 

cover picture 

AGM and special event  
Sister Lee and Dr Jamie Price 

cutting their congratulations cake 
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Hi Folks  

 

Unfortunately I missed the ANZ Haemophilia and Rare Bleeding Disorders Conference in Melbourne and 
from all reports it was a great success. Attendees got some great information from the sessions whilst 
having the opportunity to engage and discuss a myriad of topics outside the formal sessions.  I look 
forward to reading reports and seeing photos of the Conference. 
 

HFA (Haemophilia Foundation Australia) also had it's AGM and Council Meeting following the 
Conference, where the current Office Bearers were re-elected. Cheryl Ellis attended for WA in my 
absence and no doubt admirably represented HFWA. 
 

HFWA held it's AGM on the 14th of September (which I was unfortunately unable to attend), and we sadly 
farewelled Dr Jamie Price and Sister Lee after many, many years of wonderful service to our members 
and their families. They will be sadly missed. We welcome Dr Tina Carter and Natalie Gamble Williams 
into the roles and they have big shoes to fill. We wish them all the best and will provide whatever support 
they require to advocate and attain the best care and services for our younger community members and 
their families. 
 

At the AGM the Committee also said farewell and thanks to Marcus West and Dustin Bridges for their 
years of service to the committee and community and we wish them well in the future. We were also 
happy to  welcome a new member, Belinda Broughton to the Management Committee. We trust your time 
with us will be enjoyable. 
 

Congratulations to those members who participated in City to Surf this year. Between them they raised 
approximately $2500.00. So well done to you all. You can see an article by the Verser family who all 
participated this year on page 7. 
 

Please take time and make the effort to complete the forms included in this Newsletter to advise of your 
attendance at the Annual HFWA Christmas Function on 3 December (page 12) and the HFWA 
Community Camp (page 14) to be held from the 16 to 18 of March 2018. 
 

Please ensure that you make the effort to attend the Men's and Women's Breakfasts on the 10 of 
December at the Gate Bar and Bistro (invite page 5). 
 

Your Committee look forward to catching up with as many of you as possible before the end of the year at 
an HFWA function or at a clinic at FSH or PMH. 
 

 

Gavin Finkelstein 

President 
 

 

President’s Report    

This newsletter is kindly printed by Fuji Xerox 
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AGM and Special Event - Sharri Brodie 

This years AGM was preceded by a very special evening to say goodbye to two of our very dedicated 
haemophilia medical support people, Sister Siew Lee and Dr Jamie Price. 
 

Many of their patients came along (some old and some new) for snacks and cake and to say thank you and 
goodbye. 
 

They both mentioned how much haemophilia treatment has changed since they first began at PMH, and 
how tough and basic the treatment was back then compared with today. 
 

They also said how great it has been to see their patients grow up and live with their condition so 
confidently. 
 

Some families have had a very long relationship with Sister Lee and Dr Jamie and they certainly have 
shared in the many highs and lows that haemophilia can bring. Emotions were flowing (and some tears 
too) as we wished them well and thanked them so much for their knowledge and care. I am sure our new 
team will be just as great. 
 

It will be strange to go to our next appointment without them there and especially to not hear sister Lee 
say “Oh you boys got so beeeeg”. 
 

Thanks to all those who came along to share the evening and thank you to the HFWA for hosting the event. 
 

PS - and by the way……..the AGM was pretty good too. 
 

 

HFWA presented awards (below), to both Sister Lee and Dr Jamie and a Congratulations cake was shared 
with all. Dr Jamie and Sister Lee can be seen cutting the cake on the front cover. Sister Lee sent the 
following message of appreciation: 
 

“Hi Cheryl. I would like to thank you and the HFWA Committee for the farewell party and good bye gifts. I 
will always treasure the memories of you all. It is so rewarding to see you parents, the boys and siblings 
adjusting to the life of having haemophilia so well. I wish you all and the HFWA all the very best for the 
future. God Bless. Lee”. 
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Please NOTE that the Men’s and Women’s events are free to current members, like most other events 
hosted by Haemophilia Foundation of Western Australia.  
 

If your membership has lapsed you are allowed to attend one further Breakfast or other event free. At that 
time you are required to ensure your are a current member to continue to attend HFWA hosted events for 
free. Please contact Deborah in the office on 9420 7294 or by email: office@hfwa.org if you are unsure 
whether your membership for the current year has been paid. You are able to pay your membership 
renewal at any of the HFWA events you attend, or to the office. 

Men’s Breakfast Invitation 
 

Gavin Finkelstein would like to invite you to a Men’s Breakfast  

VENUE: The Gate, Bar and Bistro, 816 Beeliar Drive,  
  Success, in The Cockburn Gateway Shopping City. 
 

TIME:  9.00am SHARP (parking on site) 

DATE: Sunday 10 December 2017 

 

RSVP: By Tuesday 5 December 2017 to: 
  Deborah Barnes - HFWA Office on 9420 7294 or office@hfwa.org    

  Gavin Finkelstein on 0415 978 031 or gavfinkelstein@gmail.com  
   

  This event is funded by HFWA and is free to current members 

Women’s Breakfast Invitation 
 

Pam Wall and Susie Couper would like to invite you to a women’s 
Breakfast  

VENUE: The Gate, Bar and Bistro, 816 Beeliar Drive,  
  Success, in The Cockburn Gateway Shopping City. 
 

TIME:  9.00am SHARP (parking on site) 

DATE: Sunday 10 December 2017   

 

RSVP: By Tuesday 5 December 2017 to: 
  Deborah Barnes - HFWA Office on 9420 7294 or office@hfwa.org    

     

  This event is funded by HFWA and is free to current members 
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Conference 2017 Feedback Article - Susie Couper 

Attendees at the Conference had the fantastic opportunity to hear Paula James MD, FRCPC speak in 
several sessions. She is Professor at the Hematology - Department of Medicine at Queen's University 
Ontario, Canada. She is Co-Chair of the von Willebrand Factor Scientific and Standardization Committee 
(SSC) of the International Society on Thrombosis and Haemostasis (ISTH) and Medical Director of the 
Women and Bleeding Disorders Clinic among other roles. 
 

On Saturday I attended a session on von Willebrand disorder with Paula James as key speaker. By the end 
of the session it was clear she is dedicated and passionate about treating and improving quality of life for 
people with vWD. Her session was informative without being overly technical. She spoke on the challenges 
of testing and diagnosis as a result of the different types of vWD. The logistics of collection and lab 
limitations also impacts on diagnosis – this is not unique to Canada and is as relevant here in Australia. The 
different treatment options were laid out and she explained why some were the treatment of choice based 
on type and bleeding symptoms. How symptoms can change through life and how, as a result treatment 
needs may differ was explained. She shared the ‘Factor First’ card that has been developed in Canada to 
improve treatment outcomes in emergency situations. 
 

One of the key points that she made was that in their clinic, they treat on symptoms, not type. Sometimes a 
person may be ‘bleeding NYD’ – bleeding not yet diagnosed, in the hope that a diagnosis will be possible at 
some point in the future. She shared a study finding that showed that the quality of life for women with 
menorrhagia is as bad as a person with haemophilia and HIV. As a result of this, their clinic’s treatment is 
about getting bleeding under control as well as treating iron deficiency, even if anaemia is not yet present.  
 

The following day, Paula James spoke in a session with Dr Chris Barnes (VIC) and Dominic Pepperell 
(WA). This recapped the first session and then expanded to cover the additional work Paula James is doing. 
She introduced the ’Lets talk period’ website, (https://letstalkperiod.ca) which is her campaign to increase 
awareness of bleeding disorders. This website has the SELF-BAT – a bleeding assessment tool that people 
can take themselves which can help a person determine if they have an abnormal bleeding score. With 
these results, people are advised they may benefit from seeing a Haemophilia Treatment Centre (HTC)  for 
testing, diagnosis and care. Paula and her team developed the SELF-BAT to provide a test that people 
could complete themselves. With issues on access, recognition and doctor knowledge, a self test is a 
powerful tool to help address the rates of undiagnosed people with bleeding disorders. The website has 
blog posts as well, which I would encourage you to look at; there’s some really interesting reading there 
about school outreach, period tracking apps, treatment and communication.  
 

After Paula spoke, there was a panel discussion with plenty of questions from the audience. One of the key 
learnings I got was that diagnosis is challenging for health care professionals, as well as patients. They 
broached concern over the possible stigma that providing a diagnosis or label may cause. They talked 
through how diagnosis is not a simple yes / no event and requires technical expertise as well as empathy 
and understanding.  
 

In the afternoon Sharron Inglis and I joined Kim Shaw (Maurice Blackburn) and Paula James to deliver a 
session on ‘Women and Telling Others’. Kim Shaw spoke on 
employment and insurance and provided her insights on disclosure 
requirements and discrimination. This is an area I must admit I knew 
next to nothing about and I appreciated her efforts to make the content 
understandable and useable. Her advice was to disclose at the time of 
application if you are applying for a personal insurance policy like 
income protection but group policies like that in your super don’t require 
disclosure.  
 

(Picture Right: Susie) 
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She also explained that insurers can only discriminate on the basis of actuarially statistical risk – do they 
have the proof in the form of a statistical study to prove the risk of injury / sickness for the condition.  
 

Sharron and I both shared personal stories of telling others about our bleeding disorders. Sharron’s piece 
was the broad strokes, covering her whole of life experience since she was diagnosed at 3. It was interesting 
to hear someone who finds disclosure not to be a challenge or emotionally difficult. She responds to the 
stigma or ‘I know better’ judgements of others frankly and with good humour. She has the benefit of working 
in a medical industry, so finds most people at work to have a higher degree of knowledge than your average 
lay person, and that makes workplace disclosure so much easier. My story was how disclosure can be helpful 
when you least expect it. An office worker doesn’t expect to be leaving in an ambulance, but that’s what 
happened to me. I talked through how telling my manager was more than one statement and how it helped 
her confidently respond to address my medical needs when I couldn’t speak for myself. 
 

This conference was informative and the speakers of all the sessions I attended were obviously passionate 
and committed. The personal stories shared in the sessions by parents and people living with bleeding 
disorders were all so fascinating. I can’t remember the role of the person who I was talking to in one of the 
breaks but she said this was one of the few conferences like this that bring together both sides of the 
experience. That other health professionals don’t get to hear the lived experience alongside the technical 
aspect. We are so fortunate to be building a community of care that is working to bring the patient perspective 
to the forefront. To hear the hierarchy of doctor / patient acknowledged and then hear how one HTC is 
working to break that down, gives me hope that we are heading in the right direction in Australia. 

Conference 2017 Feedback Article - Continued 

City to Surf Report - Julene Verser 
Engelbert and I have always loved being active and want to share our active life style 
with our children. Now that we have a little bleeder I find it even more important to 
stay active and healthy. I have very fond childhood memories participating in various 
outdoor activities and would love for my children to have the same. The City to Surf 
walk was great fun for everyone especially for Lua and Beau. We will surely be there 
again next year.   
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HAEMOPHILIA FOUNDATION WESTERN AUSTRALIA INC                   

Questions From Members  

What is ‘subcut’ – I heard sister Lee mention it at the AGM when she was talking about the new 
treatments being developed? 

 

Subcut is short for subcutaneous. Subcutaneous means under the skin. So, a subcutaneous injection is a 
method of administering medication under the skin rather than into the vein or a port.  In this type of 
injection, a short needle is used to inject into the tissue layer between the skin and the muscle.  
 

In terms of treatments for bleeding disorders, subcut is not available like your normal factor replacement 
therapy yet. However there is a trial in Australia ‘A Study to Evaluate the Safety and Tolerability of 
Prophylactic Emicizumab in Hemophilia A Patients With Inhibitors’ currently recruiting in WA. Talk to your 
HTC for more info about this trial or other trials that you may find relevant. 
 

Information on trials is taken from https://www.australianclinicaltrials.gov.au 

Thumbs Up From Members 

Gavin Finkelstein: 
 

Unfortunately I was an inmate in FSH as result of a an accident where I broke my femur recently. 
 

I give a big thumbs up to every nurse that I dealt with during my incarceration, starting with our own Clinical 
Nurse Practitioner (CNP) Sandra Lochore who guided me through the Emergency Department to the 
nurses on Wards 4A, 4B and Rehab 2A. 
 

I found them all to kind, considerate, compassionate, keen to learn about haemophilia and treatment and 
they actually listened to me (which doesn't happen often!!). 
 

They made my stay almost tolerable. 
 

Our HTC Doctors were also great.  
 

 

Pam Wall: 
 

Thumbs up to our youth.  I was very impressed to see some great conversations and stories being 
exchanged with Sister Lee and Doctor Jamie Price at their farewell evening.  A lot of "I remember when you 
were this big" situations. So many memories. 
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Youth Event Report - Belinda Broughton 

Hey everyone. 
 

Our WAY team ran another youth event at Supa Bowl in Warwick. Brian 
and I ran the youth activity while Pam and Dale created activities for the 
parents.  

 

Our main focus for this event was 
“bullying”. We created some M&M 
questions, group discussions and fun 
facts. We had an opportunity to discuss 
issues at school, peer pressure, cyber 
bulling, and how haemophilia effects 
youths and their siblings.  
 

We found that our youth members 
interacted well with this. The discussion 
was probably my favourite part that our 
team put together, due to the fact I had a 
chance to communicate and get to know 
all of our youth members even better.  
 

 

We’re always finding ways to interact with 
our youth to better appreciate and understand their experiences.  
 

 

Belinda Broughton 

WAY Mentor 

 

This Youth event is proudly supported by Bankwest 
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On Sunday 1st October, the Western Australian 
Youth (WAY) group held our youth event at 
Warwick super bowl. 
 

The aim of this event was to include not only a 
youth session but a family session as well. The 
adults session was run by myself and Pamela. 
 

Due to being school holidays and the day after the 
AFL grand final our numbers were a little lower 
than other events this year, although we didn't let 
that stop us from having a ball. 
 

The bowling was very competitive from the start. 
My lane consisted of myself, my daughter Ebony 
and Sharri. 
 

Game one was a bit of a warm up and practice for 
the, competition packed, game two, which Sharri eventually ended up taking out, in a come from behind 
victory with her "Turkey" on the last bowl. 
 

After bowling we headed up to the meeting room for some lunch, while the youth headed downstairs 
and began their games. 
 

The second half of the event was based on speaking about our family, our community and our HFWA 
community and what they all mean to us. 
 

We also touched on bullying and how we define it as an adult.  We then compared our answers to the 
Youth.  The comparisons were definitely interesting. 
 

Lastly to lighten up the event and bring it home we 
conducted a game of "m and m questions", which is 
a WAY favourite that the adults also really enjoyed. 
 

After all was done and dusted myself, Brian, Pam, 
Belinda and Aaliyah sat down for a post event 
briefing and wind down. 
 

Thank you to everyone who continues to attend and 
support our WAY group, if it wasn't for you amazing 
people we wouldn't be able to keep this group 
running. 

Cheers  

Dale Spencer 
                WAY 
Mentor 

Youth Event Report - Dale Spencer 
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Family Christmas Party  

At Adventure World 
    3 DECEMBER 2017  Commences at 10.30am 

 351 PROGRESS DRIVE, BIBRA LAKE – 9417 9666 

 

FEATURING · Santa Claus and his red bag of 
goodies. 
We are proud to be hosting another great Christmas event with all members welcome.   
A full day out, we can’t wait! 
 

W.A.Y.  Western Australia Youth event held in conjunction, giving all families an opportunity to 
see what an amazing bunch our youth are and see what’s next for some of our younger 
members. 
 

We have reserved an area at Adventure World for picnic lunch, HFWA will supply soft drinks 
and water.  Please bring along chairs and/or a picnic blanket and either bring or buy your 
lunch on site (no BBQ’s available). 
 

HFWA will supply presents for immediate family members aged 12 and under, to the value of 
$10-$15  (see form next page, for return to HFWA for Santa). If other family members wish to 
provide a gift for their children, please bring it wrapped and labelled with their name  
 

Please return the form to the office by email to office@hfwa.org or by post to 

2 Delhi Street, West Perth WA 6005 by Monday 13 November 2017.  
 

RSVP is necessary so that Santa’s Elves can make the presents. 
 

 

Presented by HFWA and W.A.Y. 
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I/We will be attending the Christmas Party at  Adventure World, Bibra Lake 

 

Name/s of attendees:  

 

 

Number of people attending:   

 

 

Daytime Phone:  

 

 

Email:  
 

  

I give permission for photographs of my family taken at the Christmas party to be published 
in the HFWA newsletter.  Yes/No (please circle). 
 

Gifts for the following member’s children (12 
years or under): 
 

Name:  

Age:  ......... Boy/Girl Preferred Gift:  
 

Name:  

Age:  ......... Boy/Girl Preferred Gift:  
 

Name:  

Age:  ......... Boy/Girl Preferred Gift:   

 

Name:  

Age:  ......... Boy/Girl Preferred Gift:  
 

Name:  

Age:  ......... Boy/Girl Preferred Gift:  
 

Name:  

Age:  ......... Boy/Girl Preferred Gift:   

Christmas Party - Gift Form 
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2017/18 

 

WHAT’S 
ON? 

 

 

December 3  
 Christmas Party and Youth event at Adventure World. 
 See advert pages 11 and 12. 
 

 

 

 

 

December 10  
 Men’s and Women’s Breakfast at the Gate, Cockburn. 
 Invitation page 5. Please note the venue is the same but the breakfast’s 
 will take place in different parts of the venue. 
 

 

 

 

 

 

March 16 to March 18, 2018 

 Community Camp. 
 see the Registration form on page 14.  
 

2017: quarterly youth events       quarterly women’s group   
quarterly men’s group World Hemophilia Day          

      parents and family meetings               Haemophilia 

For more information please contact Deborah, Office Coordinator  9420 7294 or office@hfwa.org 
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Children’s Puzzle    
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This year we had Red Cake Day at City West Lotteries 
House on Tuesday 10 October as part of Bleeding 
Disorders Awareness Week.  
 

Many of the staff attended from the other NFP 
organisations in the building. As you can see, everyone 
enjoyed the delicious cup cakes. There was much talk 
and discussion about haemophilia generally and von 
Willebrand Disorder in particular. This was based on 
the vWD section on the poster this year.  
 

Happily, Gavin was able to make the event, although a 
little unsteady on his crutches. Both Beryl (our regular 
volunteer) and Michael, her husband were also present, 
as you can see below. Many thanks everyone. We 
raised $123.00 for HFWA. 

Red Cake Day -  
Deb Barnes   



 

 

Contact October 2017 Page 17 

Bunnings Sausage Sizzle - Cheryl Ellis 

Above: Hannah Potter, Brendan Tippett and Cheryl Ellis. 
 
Right: Jenny Garlinge and Cheryl having a great time early in 
the Day. 
 
Below: Neil Venn, busy at his post of head cook. 

On a beautiful “last Saturday in September” (Saturday 30 to be precise), several wonderful and dedicated 
helpers ventured to Bunnings at Homebase Subiaco to take part in the annual HFWA sausage sizzle. This 
was a fundraising and awareness event we organised as a prelude to the activities for Bleeding Disorders 
Awareness Week (8 – 14 October 2017). 
 

Despite the AFL Grand Final being held at the same time, people turned out to buy and consume our tasty 
Mad Butcher Beef sausages in fresh Mia's Bakery hot dog buns.  
All up, we sold approximately 400 sausage sizzles. 
 

Thank you to all who donated soft drinks & money and visited us at Bunnings.  
A special thank you to our sizzling helpers Neil, Jenny, Brendan, Hannah, 
Roma, Sharri, Aaron, Will, Joss, Sean, and of course Deb and our dedicated 
committee members Bob, Dale and Susie for all their hard work. We couldn't do 
it without all of you!   
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From the National Blood Authority and HFA MyABDR teams 
 

From Tuesday 22 August 2017 if you want to use the REMEMBER ME 
function on the MyABDR app, you will need to set a 4-digit pin. 
 

To set the PIN, at the login screen tap the REMEMBER MY DETAILS button NOT LOGIN. 
 

WHY HAS THIS CHANGE OCCURRED? 

 

You may be aware of the current concerns at a national level about the protection of personal information.  
 

Protecting ABDR/MyABDR users’ personal information on mobile devices and computers, while preserving favourite 
functionality has been a subject of considerable discussion between the National Blood Authority and HFA.  
 

Against this background the NBA has implemented a simple solution of a four digit pin lock to access MyABDR on your 
mobile device. 
 

This solution is only required when accessing and using MyABDR and does not impact on the use of your mobile 
device. The pin lock is very similar to other applications such as online banking.  
 

The enhancement to the ‘Remember my details’ functionality means that you can continue to use this option knowing 
that your access to the ABDR/MyABDR system is now more secure. 
 

HOW WILL THIS WORK? 

 

• When you tap the REMEMBER MY DETAILS button at the LOGIN screen, you will be invited to set a 4-digit PIN. 
 

• Whenever REMEMBER MY DETAILS is activated, you will need to use your 4-digit PIN to login if you have not 
used MyABDR in the last 30 seconds. 

 

• However, when you are logged out and need to login again, you will 
still need to enter your email and password – BUT!!  

 

• If you want to use the ‘remember me’ functionality, you should tap on 
the REMEMBER MY DETAILS button rather than LOGIN to login, 
and then set or reset your PIN. 

 

OTHER SECURITY IMPROVEMENTS 

 

The National Blood Authority rolled out the new PIN functionality with other 
security improvements in the MyABDR release on 22 August 2017: 
 

• Security improvements to the website version 

• New messages on the mobile app where the device is insecure 

• MyABDR will no longer be accessible from ‘rooted’ or ‘jailbroken’ 
devices. 

 

ANY QUESTIONS OR NEED HELP? 

 

Contact the MyABDR Support team (24 hrs, 7 days a week) 
T: 13 000 BLOOD / 13 000 25663 

E: support@blood.gov.au. 

Change To MyABDR REMEMBER ME Function 
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Membership Renewal Form 
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