
 

 

3 weeks to go before the 8th Annual FSHD Global 
Golf Tournament  

 

 

The two day FSHD Global Golf Tournament is back.. so ask around the office, recruit 
your colleagues and friends to play a round of 18 holes, in the name of a good cause.  
 
Beyond the golf itself, you will enjoy a hot breakfast, goodies on arrival, half way 
house treats and will conclude with a deluxe luncheon featuring entertaining stories 
from sporting legends;  
Day 1: George Rose, Solomon Haumono, and Olympian ARU Sevens player Lewis 
Holland 
Day 2: Brad Fittler & Andrew Johns,  
 
This is a long standing Annual Golf Tournament within the Foundation, we appreciate 
your support to ensure this year's Tournament is a success, so please consider 
donating a prize, seeking sponsorship or recommending the event to those in your 
networks who enjoy a game of golf. 
 
Teams can be reserved by clicking below or through the website. 

Day 2 Proudly sponsored by 

  

 

 

 

September Science Meetings 

 

 

FSHD Global is proud to announce we recently released $1.4 million to fund world 
class medical research into areas of Therapeutics, Diagnostics and Infantile FSHD. 
This is an incredible feat, only possible with the support from our Corporate and FSHD 
community. This is also a reflection on the success of this year's Sydney Chocolate 
Ball. We look forward to announcing details of the new research grants in the coming 
weeks.  
At the front line of global research, FSHD Global will bring several highly acclaimed 
researchers and clinicians to Australia in September, to travel across states educating 
and updating members of our community. We encourage you to save the date when 
we visit a place near you. These are really special evenings, a highlight of our year. 
To reserve your seat click here. 

 

 

https://fshdglobal.org/events/charity-golf-days/?ticket=individual
https://www.eventbrite.com/e/fshd-global-annual-science-meetings-tickets-26189397192?aff=es2


https://www.eventbrite.com/e/fshd-global-annual-science-meetings-tickets-26189397192?aff=eac2


 

City to Surf - Join the FSHD Global team today 

 

 

 

 

The team from FSHD Global will be taking part in the City to Surf this year in Sydney. 
If you are taking part in this run, and would like to join our team pleaseregister and 
then go to everyday hero to join the team. We are excited to be taking part and will be 
running (or maybe walking!) to raise awareness for FSHD.  

                        

 

 

  FSHD Global publishes clinical practice 
considerations for FSHD 

 

Clinical practice guidelines are an important part of clinical practice for many health 
professionals. Health professionals need to know about, understand and critically 
appraise new evidence as it becomes available. The problem facing many health 
professionals is the pace at which new evidence is generated. It’s estimated that 2.5 
million scientific papers are published each year. Only some of these will be relevant 
to clinical practice, but health professionals need to know which ones are important 
and represent quality research, and which ones are not. This is where practice 
guidelines come in. Collating new research as it becomes available and systematically 
assessing it for quality before developing guidelines for clinical practice based on the 
available evidence. 
Guidelines generate an accepted standard of care and create a benchmark for quality 
of care that clinicians can work to. Up until 2015 there were no guidelines for FSHD. 
Health professionals were essentially treating based on their own experience. In 2015 
the American Neurological Association produced a guideline that covers aspects of 
diagnosis and management of FSHD. (1) However, this guideline was US focussed 

http://city2surf.com.au/
https://city2surf2016.everydayhero.com/au/team-fshd-global
http://city2surf.com.au/


 

and did not discuss who should be part of a care team, lifestyle management, 
respiratory function or options for rehabilitation. 
 
In September 2015 FSHD Global convened a workshop of 13 leading international 
and Australian clinicians to expand on the US guidelines. (2) The guideline covers 
diagnosis and management of FSHD and 
sets out the standard of care that people 
with FSHD in Australia should expect 
from their care team. 
 
The practice guidelines can be 
found here  
 
The Foundation will be preparing a range 
of materials to support the guideline 
including factsheets and learning 
materials. These will be available soon.   
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http://www.nmd-journal.com/article/S0960-8966(16)30096-7/abstract
https://fshdglobal.org/blogs/738/

