
 

 

 

 

Hello PHamily 
 

Enclosed is the latest copy of our quarterly PHan Mail magazine, we hope you enjoy the Autumn edition as much as we 
enjoyed putting it together for you.  We hope to bring our monthly electronic version of "The Hype" to you very soon, so 
keep an eye out on your emails. We hope everyone has been holding their own with their health, it's been a challenging year 
for some of us already, myself included.  
 

We have enjoyed some lively debate and discussions this year at PHNA about the projects we have planned, and the work we 
want to carry out for our PH community.  
 
✓ The national incorporation process is on track and we held our inaugural AGM in January to formalise the new PHNA 

Board of Management and have had another meeting since to discuss strategic planning for 2018/19. I look forward to 
introducing you to the new Board very soon. We are incredibly fortunate to have people from backgrounds in the 
medical profession, local business, community services, administration and IT. Their single goal and agenda is to work for 
the good of the PH Community and we are grateful to have them on our team. 
 

✓ We were very fortunate to have received a donation from Actelion Pharmaceuticals in December 2018 to begin our new 
long term project, the Lifestyle Series. We have been reaching out to individuals and organisations to collaborate on this 
project so we can include the many other topics we feel are needed to help us live our best lives with our long term 
chronic condition. In another phase we will be asking you, our membership, to complete surveys for us to give feedback 
and help to give us more ideas of what you would like from the series. This will come in the form of a Mailchimp online 
survey and we will notify everyone when this happens, (hardcopy will be available to those not online). 
 

✓ Every year we develop a theme for the New Year's fundraising and awareness initiatives, such as World PH Day, and 
November Awareness month. We are delighted to announce that the 2018 theme is "The Year of the PH Superheros". On 
Saturday 5th May, which is World PH Day we will launch our first ever PHNA Awareness Awards. This will consist of three 
categories, person living with PH, person caring for someone with PH, and an individual or organisation who supports 
people with PH. The selection criteria will be LIVE from the 5th May, but please check out the info on our website at 
www.phna.info/world PH day/superhero awards (or click on the Home page graphic under coming events), and start 
thinking about who you would like to nominate. This is a national initiative proudly supported by the Lions Club and our 
Junior Ambassador Tyler Wilding. Each nominee will be notified that they have been selected and in November when the 
winners are announced will receive a formal certificate with the three winners receiving a beautiful award.  A special 
committee from the Lions Club of Whitford will be formed to receive the nominations and decide the winners in October 
ready to announce for PH Awareness Month in November.  
 

✓ The Lions Club of Whitford will be hosting our fundraising awareness events, kicking off with a quiz night on Saturday 5th 
May (WA only). This year we are pleased to announce that we have invited two of our network partners to join in on our 
celebrations, the HLTF (heart lung transplant) and ODAT (organ donation & transplant) Foundations WA. The Lions Club 
will also host our annual Champagne Breakfast in November. Another sponsor, the Weigh n Pay will be hosting a 
"Cupcakes for PH" in November. You will receive notifications and we will advertise on FB and our website. 
 

✓ So far in 2018 we have launched our new PHNA Boards on Pinterest so please if you are a fan go online and check out our 
boards. In our usual fashion we don't only include medical information but also great feel good quotes, recipes, and 
lifestyle articles so please do have a look. Pinterest has kept me sane and entertained for years so I highly recommend it 
in general for those of you who haven't yet experienced it.  
 

✓ We launched our new online "Book Club"; see the graphic on our Home page. We have 7 titles to date and we will add to 
those throughout the year. We would love your input on what you may be reading, and encourage you to share this 
information with us so we can include it on the new page.  
 

✓ We have launched our Instagram too, but I am still learning how to use it! The list of things "to do" is growing but we will 
get there. We would like this account to be interactive and available to the membership to post and are still in the 
process of trying to make this happen, we will keep you posted. 



 

 

✓ In February this year we were invited to attend the World Congress hosted by the PVRI (pulmonary vascular research 
institute UK). Our President Rom Dumitru attended along with hundreds of delegates from the medical professional 
world of PH. PVRI are the only global charity working towards a network approach for professional collaborations, while 
still including the PH community of people living with or caring for someone with PH. They are very inclusive and 
enthusiastic and it was a great honour to have been invited. Our President got to hear about a lot of the latest research 
and development, including research outcomes, all of which were very interesting and promising. There was a particular 
slant towards combination therapy. They included a patient test case from Singapore, and many people spoke about 
their experiences with PH, including our President Rom, which gave them a sense of what it's like from the other side. 
We have included their story in the magazine and are very pleased to say that they have endorsed PHNA on their website 
internationally.  
 

✓ Our Patron Professor Eli Gabbay attended the World Congress in Niece for the WHO (world health org) where they 
gather every 5 years to reclassify the Pulmonary Hypertension classes. He will be guest speaking later in 2018 at one of 
our support group gatherings. We will try to record this session and post it online for everyone to share in as well as 
update you in our magazine and other networking tools. We are very excited and curious to see what changes have been 
made. 
 

✓ The Lung Foundation Australia is working with us to promote support groups across the nation to include people living 
with pulmonary hypertension.  We have been offered the opportunity to include PHNA information so that existing 
support groups get to know about us and our services so they are better equipped to include any potential or existing PH 
members. We encourage you to contact the LFA to see where the nearest lung support group is to you, or to consider 
starting your own group, which they can help you do. PHNA can also offer some assistance in this area. We are working 
towards a more cohesive approach nationally and completely endorse the work the LFA is doing for our PH Community. 
They are hosting education seminars nationally so please go online and see if there is one coming soon to your area.  
 

✓ The PHA USA is hosting their bi annual world conference this June in Orlando. We will not be attending but if anyone 
from our membership is going and would like to do a daily journal with photographs bringing us all the events as they 
unfold, we would love to share this information with the network, so let us know if you are interested. 
 

✓ The Board of Management formally welcomes all the new members who have joined PHNA this year, both patients and 
professionals, here in Australia and internationally.  

Well PHer's that's it for this quarter please stay connected with our other social media and website and we will continue to 
bring you all the latest from PHNA and the PH Community. We sincerely thank you for your ongoing support and encourage 
you to become more active in our network if you are not already. 

Kindest regards from the team at our small but valuable organisation.  
 

 
 
Melissa Dumitru and Team PHabulous 
Founder & CEO  
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