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Who we are
Formally incorporated in 1997, our charity has been providing support and 
information to the Western Australian patient community, including carers 
and loved ones, for the illnesses Myalgic Encephalomyelitis / Chronic 
Fatigue Syndrome (ME/CFS) for over 20 years.  
 
In 2014 we formally changed our name and objects to include Lyme 
disease in recognition of the large proportion of ME/CFS patients who 
have received either positive test results for tick-borne pathogens or a 
formal diagnosis of Lyme disease.

We help our community by…

+ Providing information and support
+ Growing awareness and understanding
+ Advocating for better services and care
+ Supporting biomedical research
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ME/CFS and Lyme Association of WA 

Here are some of our main advocacy 
activities during the financial year:

• In September 2016, we participated in providing 
recommendations to The Mason Foundation 
regarding ME/CFS research gaps and funding 
in Australia. The Mason Foundation is the 
leading grant provider in Australia for ME/CFS 
research. 

• In November 2016, we made a joint submission 
with The #MEAction Network Australia and 
ME/CFS Australia (SA) to the Joint 
Committee of Public Accounts and Audit 
for Inquiry “No. 18 (2015-16) Qualifying 
for the Disability Support Pension”. With 
so many patients finding they are getting 
declined for welfare payments and having 
trouble meeting the criteria, this was an 
important submission and one we had several 
patient advocates around Australia contribute 
to. 

• In March 2017, we co-signed an open letter 
calling into question the findings of the PACE 
trial (short for Pacing, graded Activity, and 
Cognitive behaviour therapy; a randomised 
Evaluation). Many Australian and international 
organisations, along with medical professionals, 
were signatories to this letter. 

• In April 2017, we signed (along with the 
international community) in support of an 
amendment to WHO ICD-11 (an upcoming 
new version of the World Health Organisation 
disease classification) for ME and CFS to 
“.....remain as recognised conditions in the 
Neurology chapter, where they have been for 
decades, and to not be changed to a symptom 
or into mental health conditions.”

• In April 2017, we co-signed a joint letter to 
Professor Anne Kelso - Chief Executive Officer 
at the National Health and Medical Research 
Council (NHMRC), along with other state and 
national ME/CFS organisations, regarding 
Senate Estimates hearings and ME/CFS 
funding.

• We were able to help share information 
and help recruit participants for Murdoch 
University’s research into tick-borne pathogens, 
including hosting a seminar. We also helped 
promote the documentary “Our Battle Ongoing” 

+ Advocacy
via our newsletter and Facebook Page. 
Unfortunately due to ill-health and disability, 
none of our team members were able to actively 
participate in any substantial Lyme-related 
advocacy events during the 2016-2017 financial 
year, however it is important to note that the 
year prior, we participated in the Senate Inquiry 
and a submission, and on 21 September 2017 
participated in an NHMRC community call 
regarding the recent Targeted Call for Research 
(TCR) for Tick-borne and Lyme-like illness. A 
few months ago we also made a submission to 
the cashless debit card inquiry.

+ Awareness
May12th Awareness
A grant by the national body, ME/CFS Australia Ltd, 
allowed us to invest a few more improvements into 
our national awareness website for International 
ME/CFS Awareness Day each year. A number of 
patient advocates from around Australia volunteered 
countless hours to help out, and we thank them for 
all of their contributions and time. Visit the site at 
may12th.org.au. 

http://may12th.org.au
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Lighting awareness
Each year to celebrate ME/CFS awareness on and around the 
12th of May, patients and organisations from all around the world 
organise for landmarks and buildings to be illuminated blue. In 
Australia, around 24 buildings illuminated blue for awareness, 
which was a magnificent effort by all those who played a part in 
organising this. We also received social media mention by Senator 
Scott Ludlam (WA Greens) who has been supportive of ME/CFS 
and advocated in parliament. For Lyme Awareness Month in May, 
buildings are illuminated in green. 

Pictured right is Council House (Perth) illuminated green.

Seeing the building light up would be one 
of the best experiences of my life and I 
can’t explain how happy it made me feel. 
Thank you so much for doing this, not 
only for me but for every person that has 
suffered from Lyme.

Chelsea

“

“
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NCNED
In July 2016 we hosted two esteemed ME/CFS 
researchers, Professor Don Staines and Professor 
Sonya Marshall-Gradisnik from the National Centre for 
Neuroimmunology and Emerging Diseases (NCNED) at 
Griffith University in Queensland. Through the last few 
months of 2016 and into 2017, we assisted them with 
recruitment of local patients who were willing to donate 
blood to help them further their research. On top of this, 
we also ran a feedback survey from blood collection 
participants, which was provided to NCNED to assist them 
in planning and conducting future collections here in WA.

+ Seminars & Research

Murdoch University
In May 2017, Professor Peter Irwin and Dr Charlotte 
Oskam from the Cryptick lab at Murdoch University 
gave a presentation on their research into Australian 
ticks, the microorganisms that they carry, and their 
investigations into a link with Australia’s Lyme-like 
illness.  

the number of people who provided 
their details to us for forwarding to 
NCNED for research participation with 
a blood collection.

36 the number of survey respondents who 
provided feedback and insights for 
NCNED and our organisation about the 
local blood collections.

… it was a positive experience as 
I felt like I was helping to make a 
difference, and it’s nice to know 
that there are people out there 
trying to help CFS sufferers.

Survey respondent

“

“

87

Managing the illnesses
On 29 September, 2016, we hosted a talk by 
Samantha Smith about The Microbiome, Dysbiosis 
and Chronic Fatigue, and then on 8 October, 2016, 
Serena Kay gave a presentation on sulphur sensitivity, 
pyroluria, adrenal health, and methylation.
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Over 170 people attended our 
information seminars between July 
2016 and June 2017.

+ Our Team
We have a great team. Over the last few years, it 
mostly comprised of individuals living with these 
illnesses and wanting to help make a difference by 
contributing a few hours here and there. Without 
their time and support, we would not be here at 
all today, and so we are appreciative to them all 
for what they have contributed and continue to 
contribute. 

Committee
The management committee (the board) held 
four formal committee meetings during the 2016-
2017 financial year, with committee business and 
discussion continuing remotely and electronically 
in between all meetings on an often-weekly basis. 

Accommodating unwell and disabled team members 
is something we try to do well with. Their tasks 
for the year involved all things governance and 
legislation, approving expenses, discussing new 
projects, formalising some policies and improving 
efficiency, and all the other tasks that go along with 
the role. All of our committee members during the 
financial year were suffering with these illnesses, 
which makes their willingness and availability to 
help with the above items an achievement in itself. 
Without their time and input, we would not be here 
today.  

Volunteers
Our volunteers carry out tasks such as awareness, 
advocacy, support, and helping to run events 
throughout the year. For most of the financial year, 
we were extremely low on volunteers who were 
able to actively contribute each week, with all being 
unwell. However, we still managed to carry out 

UWA
Supporting local research continues to be important 
to us. In 2016 and 2017, we continued to help 
recruit patients and controls for UWA Professor 
Paul Fournier’s research into the free radicals and 
oxygenation of muscle tissue in people with chronic 
fatigue (as a symptom). We hosted a seminar with 
them in 2014, 2016 and heard an update before the 
Unrest screening in Sept 2017.
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some support and services, provide a number of 
newsletters, and work on plenty of behind-the-
scenes projects. We also put systems in place to 
recruit new volunteers and expand capacity, so 
hope to see this pay off over the coming years. 

Training & professional development
During 2017, one of our volunteers was accepted 
for a ConnectGroups scholarship to complete 
a Certificate IV in Community Services. 
ConnectGroups also provided two of our 
volunteers with a complimentary spot in a Mental 
Health First Aid course in April, and a short annual 
general meeting refresher course. Without the 
support of organisations like ConnectGroups, we 
would be unable to afford these opportunities for 
our team members. 

One of our volunteers self-funded their own 
professional development throughout the year in 
multiple areas, which we were only made aware 
of after the fact, and are pleased to see this level 
of self-investment. We hope the situation with 
funding for training and professional development 
improves, as investing in our team and building up 
their skills is important, and will allow our team 
members to make even more of a difference over 
the coming years.  

Members
We thank all of our members for their continued 
support, including messages of thanks and 
encouragement, financial support, and 
volunteering. Without our members we would not 
be here today, and thank all those who support us 
each and every year. 

+ Over the last 
few months
July 2017 to November 2017 
In the time since the 2017 financial year ended on 
June 30th, right through to the time we created 
this annual report (November 2017), we have 
already started to see a turnaround in our income 
and have also managed to hold a number of 
important events and seminars. 

Promoting research and helping to recruit 
participants continues to be important to us, and we 
hosted events with UWA researcher Amber Boyatzis 
in September, and Professor Don Staines from 
NCNED in October. 

To help raise awareness, we also participated in 
hosting a community screening of the film Unrest in 
September, along with the rest of the international 
patient and advocate community. We had a number 
of volunteers and patients help us out with this, and 
we thank them for their tireless efforts (well over 
150 hours).

In September 2017, we participated in a conference 
call with the National Health and Medical Research 
Council surrounding their ‘Targeted Call for 
Research into Debilitating Symptom Complexes 
Attributed to Ticks.’ 

In September 2017, we also made a short 
submission and co-signed a detailed joint submission 
into the Senate Inquiry into the Social Services 
Legislation Amendment (Cashless Debit Card) Bill 
2017. With many in our patient community likely to 
be negatively affected if the card rolls out to more or 
all welfare recipients in future, this was an important 
submission for our organisation to participate in. 

During October and November, around 8 individuals 
from outside of the patient community approached 
us to offer their skills and time to our organisation as 
committee members or skilled volunteers. We look 
forward to what they are able to contribute during 
2018, and appreciate everyone who comes forward 
to help us to make a difference. We have so much 
that we want to do, but just need more hands and 
higher income to allow these projects and support 
services to be actioned.  

Volunteers helping at NCNED seminar
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Carers Seminar

NCNEDUnrest Screening

#MillionsMissing



ME/CFS and Lyme Association of WA, Inc. is a self-funded 
not-for-profit organisation. It is run entirely by dedicated and 
passionate volunteers - most of whom are living with these 
illnesses themselves. We rely on the support of our members 
and generous supporters to make it possible for us to continue 
to provide all of our services.

Become a member
Becoming a member helps strengthen 
our organisation and provide a platform 
and voice for our WA patient community. 
Membership fees help us to cover our 
annual expenses, and membership numbers 
help us when applying for grants and 
undertaking advocacy. We offer discounts 
for multiple years paid upfront. Please visit 
mecfslymewa.org.au/join for further info.

Participate in fundraising
We would love to have more participants 
in major local events like the HBF Run for 
a Reason and the Chevron City to Surf 
each year. Please see our website for more 
details or pop us an email. If you would like 
to fundraise in other ways, please reach out 
to us at any time.  

Volunteer your time
If you or someone you know are able to 
help out by volunteering a few hours a 
week or month, and have skills and time 
to contribute, please consider becoming a 
volunteer with us. Tasks are wide and varied 
and include running events, fundraising, 
grant writing, advocacy, newsletter content, 
peer support, and summarising research. 
There are plenty of roles, projects, and 
tasks that happen throughout the year, 
and we are sure to have something for 
everybody. All contributions are greatly 
appreciated.

Make a donation
ME/CFS and Lyme Association of WA, Inc. 
is endorsed as a Deductible Gift Recipient, 
so all donations over $2 can be claimed as 

a tax deduction. All donations are greatly 
appreciated. Please visit mecfslymewa.org.
au/donate if you, or someone you know, 
can support us, or contact us via email to 
discuss bequests or sponsorships. 

Like and Follow us on Facebook 
If you use social media, then you may like to 
Like and Follow us on our Facebook Page, 
with frequent updates of what is happening 
locally and internationally. 

facebook.com/ME.CFS.Western.Australia   

Subscribe to our e-newsletter
To keep up to date on events and seminars, 
research developments and participation 
opportunities, fundraising, awareness and 
advocacy, and anything else relevant to ME/
CFS and Lyme patients and our association, 
please subscribe to our newsletter. The opt-
in link is eepurl.com/ceaYT9. 

http://mecfslymewa.org.au/join
http://mecfslymewa.org.au/donate
http://mecfslymewa.org.au/donate
http://facebook.com/ME.CFS.Western.Australia
http://eepurl.com/ceaYT9
http://mecfslymewa.org.au


Contact us
Postal and business address:
ME/CFS and Lyme Association of WA
The Niche, 11B Aberdare Rd,
NEDLANDS, WA 6009

Web: mecfslymewa.org.au  
Email: info@mecfslymewa.org.au 

Patron
Dr Hugh Derham (MBBS, FRACGP, FACRRM)

Formely The ME/CFS Society of WA, Inc.
ABN: 61 012 534 794
Charitable Collections Licence: 20372
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