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The European Map of Axial Spondyloarthritis by Annie Annie McPherson & Greg Johnson 

The European Map of AS (EMAS) project was originated by 
CEADE (Coordination Espanola de Asociaciones de 
Espondiloartritis), Prof. Marco Garrido-Cumbrera, Health and 
Territory Research, Spain’s University of Seville and is spon-
sored globally by Novartis.  In October, 2018 in Guangzhou, 
China at our ASIF Council Meeting, Marco and the President 
of the CEADE, Pedro Plazuelo presented an overview and 
outline of the EMAS project. Subsequently, at the EULAR, 
June conference in Madrid, this project results were released.  

With the assistance of the ASIF member societies from China 
and Russia, the project is now the International Map of AS 
(IMAS).The purpose of the IMAS project is to understand the 
patient perspective of living with Axial Spondyloarthritis 
(AxSpA). AStretch has provided a precis of the EMAS pro-
ject results. 

The European Map of Axial Spondyloarthritis: 
Capturing the Patient Perspective—an Analysis of 
2846 Patients Across 13 Countries 

Marco Garrido-Cumbrera, Denis Poddubnyy, Lau-
re Gossec, David Gálvez-Ruiz, Christine Bundy, 
Raj Mahapatra, Souzi Makri, Laura Christen, Car-
los J. Delgado-Domínguez, Sergio Sanz-Gómez, Ped-
ro Plazuelo-Ramos, Victoria Navarro-Compán, on be-
half of the EMAS Working Group 

Abstract 

Even though scientific research in axial spondyloar-
thritis (axSpA) has grown significantly, more explora-
tion from the patient perspective is required. A recent 

cross-sectional survey of 2846 patients, the European 
Map of Axial Spondyloarthritis (EMAS), describes 
how patients who live with axSpa experience the phys-
ical, psychological and social impacts of their disease. 

EMAS results showed a substantial physical and psy-
chological burden. The mean delay to patient diagnosis 
was 7.4 years, a mean BASDAI score was 5.5 and 
75.7% of participants reported moderate to severe spi-
nal stiffness throughout the day. 74.1% reported diffi-
culties finding a job due to the disease, and 61.5% re-
ported psychological distress. 

Introduction 

Axial spondyloarthritis (axSpA) is a chronic inflamma-
tory disease leading to chronic pain, structural damage, 
and disability. axSpa encompasses radiographic 
(ankylosing spondylitis [AS]) and non-radiographic (nr-
axSpA) forms. 

Periods of apparent disease inactivity can be periods of 
great pain, stiffness and fatigue for patients thus mask-
ing the insidious nature of the disease. EMAS aimed to 
generate evidence on axSpa using a patient reported 
questionnaire developed by the Ankylosing Spondylitis 
International Federation (ASIF) and clinical experts. 

Methods 

EMAS was a cross-sectional survey of patients self-
reporting as axSpA from Austria, Belgium, France, 
Germany, Italy, the Netherlands, Norway, Russia, Slo-

http://www.asaustralia.org
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venia, Sweden, Switzerland, the UK, and 
Spain. Patients in participating countries 
were asked to assess questions related to 
12 different items: socio-demographic 
and anthropometric characteristics, disa-
bility assessment, work life, daily life, 
lifestyle habits, diagnostic journey, 
healthcare resource use, treatment, 
comorbidities (including extra-articular 
manifestations), psychological health, 
disease outcomes, and patient disease-
related attitudes and treatment goals. A 
range of supplementary indices were 
also collected: Bath Ankylosing Spondy-
litis Disease Activity Index (BASDAI); 
General Stiffness Index; Global Limita-
tion Index; General Health Question-
naire (GHQ-12). Participants were re-
cruited between July 2017 and March 
2018. 

Results  

A total of 2846 people with self-
reported axSpa participated in the sur-
vey. The largest sample sizes were found 
in Spain (23.9%), France (22.4%), Nor-
way (17.9%), Russia (8.2%) and Italy 
(4.7%). The average age of  participants 
was 44 years with females making up 
over half (61.4%) of the sample. 

The majority of participants had been 
diagnosed with AS (79.2%). The average 
age of symptom onset was 26.2 years 
with the mean disease duration of 17.2 
years. For those who reported their 
HLA-B27 status, 71% were positive. 
Around 20% of participants reported a 
diagnosis of uveitis or inflammatory 
bowel disease. A majority (75.7%) report 
moderate to severe spinal stiffness 
whilst half (50.1%) reported medium to 
high functional limitation during disease 
flares. 

Fear of suffering pain (30.5%), loss of 
mobility (30%), and disease progression 
(32.9%) were commonly reported. Most 
participants were concerned about stop-
ping the disease progression (32.5%), 
eliminating pain (30.7%) or finding ef-

fective treatments (23.3%). The most 
common goals were to eliminate or re-
duce pain (28.5%), improve mobility 
(19.3%) and improve quality of life 
(8.3%). 

Discussion 

The data indicates long diagnostic de-
lays, deterioration of quality of life and a 
high burden of disease for axSpa pa-
tients. Patients on average visited two 
health care professionals, mainly GP’s 
followed by orthopaedic specialists, 
physios and osteopaths but not rheuma-
tologists prior to receiving a diagnosis.  

The EMAS sample showed a high prev-
alence of mental health difficulties e.g. 
psychological distress (61.5%) with 
some reporting depression (33.8%) and/
or anxiety (38.6%). 

Limitations of the report were acknowl-
edged including reliance on self-reported 
data and some non-validated scales or 
indices. However, the sample character-
istics were consistent with previous co-
horts including patients with confirmed 
axSpa. 

 Conclusions 

EMAS emphasizes the need to take ur-
gent measures to reduce the burden of 
disease associated with axSpA  including 
reducing diagnostic delay; ensuring pa-
tients are optimally and holistically man-
aged with access to exercise programs, 
psychological, and physiotherapeutic 
care; incorporate the patients perspec-
tive into clinical practice by facilitating 
the shared decision-making between pa-
tients and physicians; and increasing pa-
tient participation in their care to gener-
ate better physical and psychological 
health outcomes. 

Please refer to Page 3 for an infographics on 
axSpa and its prevalence in men and women.  
The study results can be read in full here: 

The European Map of Axial Spondy-
loarthritis 

The European Map of Axial Spondyloarthritis continued from 
Page 1  
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The information contained 

in this newsletter should 

not take the place of advice 

and guidance from your 

own health-care providers. 

Be sure to check with your  

doctor about changes in 

your treatment plan. 
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What is axSpa kindly reprinted from ASIF 
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Australia Pacific League Against Rheumatism Annual Scientific Meeting: April 
2019 by Annie McPherson 
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At the Australia Pacific League 
Against Rheumatism and Australia 
R h eu m a t o l og y  A s so c i a t i o n 
(APLAR & ARA) workshops and 
Annual Scientific Meeting (ASM) 
conference in Brisbane April 2019, 
Spondyloarthritis (SpA) featured in 
many presentations and workshops.  
Here are some of the main themes 
from these events: 

The new Axial Spondyloarthritis 
(axSpA) terminology was used 
widely in presentations and work-
shops. It has become very apparent 
the relationship between spondy-
loarthritis (SpA) family of condi-
tions are quite strong and now be-
ing acknowledged by rheumatolo-
gists worldwide.  In the early stages 
of diagnosing a patient’s condition, 
it is important that the clinician/
rheumatologist works closely with 
the patient to identify all the related 
symptoms in his/her history. The 
conditions commonly identified 
under the SpA family are: Axial 
Spondyloarthritis (axSpA or Anky-
losing Spondylitis- AS), Non-
radiographic Axial Spondyloarthri-
tis (nr-axSpA);  Reactive arthritis 
(ReA); Psoriatic Arthritis (PsA); 
Juvenile Idiopathic Arthritis (JSpA);  
Enteropathic Arthritis (EnA) and 
Undifferentiated Arthritis (USpA). 
[Refer also to our AStretch Spring 

2018 edition for a full explanation 
of how these conditions are con-
nected.] Most interesting to note 
was the extensive pathway clinicians 
need to traverse, sometimes be-
tween these conditions to arrive at 
the correct diagnosis and thus treat-
ment path for a patient. 

There was a great emphasis on 
identifying changes for SpA pa-
tients on imaging including X-Ray 
and Magnetic Resonance Imaging 
(MRI) along with the standard tech-
niques of physical examination, pa-
tient history and blood tests. When 
a patient has back pain but shows 
no changes in the X-ray lower back 
(Sacroiliac) -SI joint, an MRI maybe 
requested to show any inflamma-
tion around these joints and the 
spine.  

The goals in these learnings was to 
assist the clinicians to diagnose SpA 
patients at an earlier than the pres-
ently common 7-8 years. An earlier 
diagnosis would potentially lead to 
more informed decisions for appro-
priate earlier treatment pathways, 
and management options for the 
clinicians and the patient.     

Other attendees we met at the con-
ference along with the rheumatolo-
gists, were Physiotherapists, Occu-
pational therapists, and Rheumatol-
ogy Nurses.  Several sessions were 
focused on the roles of these 
Health Professionals in a complete 
Management plan for the patient. A 
presentation on the very successful, 
Fracture Liaison Nurses program, 
highlighted the importance of these 
services, in assisting with follow-up 
management for patients in the 
public hospitals system, who have 
osteoporosis and have had a frac-
ture.  Rheumatology Health Profes-
sionals Translational Practice 

Workshop was specifically struc-
tured to provide examples of how 
these medical teams could enhance 
a patient’s treatment programs to 
maximise their benefits in a clinical 
setting.  Many of the examples pro-
vided by the speakers included pa-
tient involvement/engagement in 
the research programs and studies, 
and how the success rate was much 
higher, its implementation and 
translation into clinical practice.” 

Several times during research 
presentations, acknowledgement in 
managing patients with chronic in-
flammatory arthritis was highlight-
ed. As a result, patient advocates 
and representatives were often in-
volved in the research teams indi-
cating there is a stronger trend to 

include them in the MSK research 
community. Both Musculoskeletal 
Australia and Arthritis Australia 
management and staff were repre-
sented at the conference, along with 
state based Arthritis organisations. 

Annie McPherson 

 

Anne Lloyd, Ornella Clavisi & Annie 

McPherson  

Naomi Creek & Rosemary Ainley 



  I was diagnosed officially with AS 

in 2013 at 52 years of age after a 

long history since childhood of 

back and hip pain, and mobility is-

sues. I have suffered chronic bilat-

eral Uveitis since the age of 17, re-

sulting in blindness in one eye. 

In 2015 as part of my undergradu-

ate degree in Psychological Science 

I was lucky enough to complete a 

unit of study in Positive Psychology 

at Maastricht University in The 

Netherlands.  I’m sure you can im-

agine how the opportunity to study 

overseas with a highly ranked uni-

versity in this specific field was a 

positive experience in itself: possi-

bly related to the curriculum related 

compulsory excursions to a Belgian 

chocolatier, and well known Belgian 

brewers Stel la Artois with 

“mandatory” sampling in both in-

stances.  

As part of the assessments for the 

course we had to design a research 

study relating to the field of posi-

tive psychology. Mindfulness and 

meditation fall neatly under the 

Positive Psychology umbrella as 

well as CBT and other cognitive 

therapy models. This area of psy-

chology appealed to me after many 

years of life changing experiences 

relating to different forms of medi-

tation, and understanding through 

experience of the impact of 

“realistic” positive thinking. I had 

been engaging in practices of opti-

mism, positive thinking, and medi-

tation methods for many years be-

fore I studied mainstream psychol-

ogy. 

The study I designed was related to 

measuring the impact of regular 

mindfulness meditation practice on 

circulating inflammatory markers in 

the blood stream.  In the course of 

designing this research study I read 

many research articles that indicat-

ed significant results of the impact 

of stress on physical well-being, as 

well as the impact of taking positive 

action in working with stress 

through meditation, increasing 

healthy lifestyle habits, and increas-

ing optimism. 

One study stood out to me as ac-

knowledging a powerful contribu-

tor to decreased mental health re-

sulting in decreased physical health, 

specifically from increased inflam-

mation. In this 2012 study by 

Gouin et al., it was noted that natu-

rally occurring daily stressors in-

creased levels of inflammatory 

markers IL-6 and CRP. It was also 

noted that exposure to multiple 

stressors was associated with elevat-

ed inflammatory markers. This 

study quoted similar findings from 

previous studies.  So these findings 

beg the questions “what are our 

daily stressors unique to our cir-

cumstances?” and “how do we sus-

tainably reduce chronic daily 

stress?’.  

When people are living with chron-

ic illness there is naturally daily 

stress: whether it’s physical issues 

like mobility, feeling unwell, coping 

with daily tasks of house work or 

caring for families, side effects from 

medication, adhering to special di-

ets and exercise; or practical, mental 

and emotional issues like navigating 

medical appointments, worries 

about the future, just to name a 

few. Navigating these issues can 

create feelings of being under pres-

sure at times, which according to 

the research, literally inflames the 

health condition, and a vicious cycle 

ensues. How can we introduce pos-

itive action and optimism on a daily 

basis without creating yet another 

pressure filled “must do”?  

There have been many studies 

about the impact of different forms 

of meditation on physical and men-

tal health, literally changing the 

brain, increasing grey and white 

matter. More studies have shown a 

positive impact on pain levels and 

associated stress that naturally ac-

companies chronic pain experience: 

this includes positive impact on ex-

periences of anxiety and depression.  

Mindfulness Based Stress Reduc-

tion (MBSR) was introduced to 

medicine via the introduction into 

pain clinics in 1979 by Nobel Lau-

reate Jon Kabat-Zinn. Transcen-

dental Meditation as structured by 

Maharishi Mahesh Yogi is another 

form of meditation that has been 

extensively researched by the scien-

tific community with significant 

results in improvements in physical 

and mental health. Other simple 

methods of enhancing physical and 

mental well-being have been stud-

ied and widely embraced in the pro-

fessional health community. 

Studies indicate strong connections 

between improved mental and 

physical health by spending time 

outdoors during the daylight hours 

and where possible in sunshine 

(with care around sun exposure), 

and in natural settings. Visiting local 

parks, rivers, lakes, the beach, walk-

ing in the bush, are all great ways to 

improve well-being for those of us 

who are quite mobile . Spending 30 

Reducing Chronic Daily Stress Is Anti-inflammatory by Jen Hall  
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to 60 minutes out in the fresh air in 

nature, moving your body within 

your capacity, is a great recipe for 

mood enhancement. For those less 

mobile finding a space outdoors 

where you can do some stretches, 

enjoy sitting in a garden or balcony, 

cultivating and caring for some pot 

plants, can be simple ways to con-

nect with nature.  As you read these 

suggestions what comes to mind 

that you could experiment with in 

your world? 

Often people embark on healthy 

eating as a healing option. Great 

idea. However, if you’re like me, 

sticking to a rigid eating plan that 

removes lots of favourite foods or 

drink can feel highly stressful; the 

stress outweighing the proposed 

health benefits. Often there can be 

prescriptive exercises that are im-

portant to do but motivation can be 

low when you’re already feeling un-

well and in pain. So how do we 

change from habits that could 

prove detrimental, to healthy life 

enhancing habits, without creating 

another daily stressor? 

I found ways to incorporate chang-

es in small ways over time. Experi-

mentation to see what worked, 

what I was actually willing to do 

depending on how I felt, was my 

method. I made changes in my diet 

gradually through finding out basic 

healthy diet information that would 

apply to anyone and making small 

adjustments through experimenta-

tion. I found it much easier to in-

troduce small changes, especially 

when catering for a family who had 

eclectic taste buds.  

Yoga was a practice I found help-

ful: incorporating breath work and 

stretch poses in a most basic form 

helped me to increase my chest ex-

pansion from half of what it should 

have been back to a normal range 

over about two years. The impact 

on my mobility and my mental well-

being when exercising with care 

helped get me back on to a road of 

preventative care.  

I learned to incorporate some 

stretches into my daily showering 

routine and when moisturising my 

skin. I raised my rotary clothes line 

to its highest level to make every 

bend and stretch count. On the 

days where life is more physically 

challenging I practice acceptance 

and move within my ability that day 

with an attitude of acceptance. But 

I do keep moving.  

I learned to practice meditation 

with a teacher to learn how to fo-

cus, to sit with, and build a toler-

ance, to pain. Meditating with pain 

often led me to need less pain med-

ication without detriment to my 

well-being. The body scan medita-

tion as taught in many mindfulness 

practices including the MBSR is a 

practice of restful observation of 

body sensations, including pain. 

It’s important to note an underlying 

theme that over time I was able to 

embody throughout this day by day 

journey. Self-compassion incorpo-

rating kindness and often humour 

towards my self was a key attribute 

and attitude that I learned over time 

to bring into just about every expe-

rience of pain, change, stagnation, 

and difficulty. The above journey I 

have described took time to devel-

op. It took many trials and some 

errors in judgment. It took support 

from the medical profession and 

searching until I could find medical 

professionals who were willing to 

work with me in my own experi-

ence rather than group me into a 

general label.  

Conditions like AS and auto im-

mune challenges take time to un-

derstand. Our own experience, cir-

cumstances, thoughts, and feelings 

about our condition needs our own 

care and attention to help us under-

stand our own needs to live with 

the best quality of life that we can. 

Finding ways to minimise stress 

appears to be an important option 

that we can experiment with as part 

of our health and wellbeing on a 

daily basis; one moment at a time.  

If you would like to try mindfulness 

meditation, I have two free audio 

downloads and some information 

sheets available on my website: 

Mindfulness of Breath, and a Body 

Scan meditation. These two exercis-

es are the foundation for develop-

ing a mindfulness practice.  

KISSPrinciple.com.au  

If you look for the “free downloads” under 

Services you will find the free tools. There 

are also links to other provider’s related 

resources on the website. You can also 

contact me for more information on 

0437640053. 

Jen Hall  BPsycSc(ACU) GradCert-

Gestalt(GTB) DipCouns(ACAP) 

Reducing Chronic Daily Stress Is Anti-inflammatory continued from Page 4 
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AS Exercises by Margaret Lewington (Physiotherapist) 
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Last month the Spondylitis Association of America (SAA) held a  seminar which was live streamed. They had three pre-

senters: Rheumatologist, Occupational Therapist and Certified Yoga Instructor. I was inspired by the presentation by the 

yoga therapist, Nancy O’Brien C-IAYT I felt it gave a good example of active relaxation, mindfulness, and gentle move-

ments. 

Her talk was titled “The Power of the Breath: The Mind-Body Connection”. She spoke of “mindful breathing”. Be kind 

to yourself and accept yourself as you are at this moment with compassion. There is a connection between stress, inflam-

mation and discomfort or pain. Mindful breathing and movement can help to de-stress which may help reduce inflamma-

tion, pain and discomfort. Breath is always available to us , wherever we are.  We just need to bring our focus to that 

breath . “Say to yourself ‘I am breathing in. I am breathing out.’. Your mind will wander, but gently bring it back and try 

to be as present in this moment as possible.” 

She describes a 3 part basic breath. Firstly, support yourself in a comfortable position. (Lying, sitting, standing) 

1. Gently expand the belly as you begin to inhale. 

2. Gently expand the lower ribs. (Feel them with your hands to be sure they move.) 

3. Gently expand the upper chest, lengthening, opening. 

Then to breathe out: 

1. Bring in the upper ribs.  

2. Then bring in the lower ribs.  

3. Then finally bring the belly towards the spine like a sit up.   

Try to make the breath out longer than the breath in. You may like to focus on a thought or intention and hold this in 

your mind and heart as you breathe in and release it as you breathe out. 

She also suggests adding a little movement. With your hands resting on your knees, slide them back towards your hips as 

you breathe in. Draw your shoulders and elbows back and lift your heart. Breathe out as you slide your hands back to 

your knees. Gently fold forward and lower your chin. Repeat a few times.  

You can also add breath to other movements and everyday tasks. To add breath to a routine twist, start in a comfortable 

seated position.   Begin your twist with your lower torso, turning gently to one side with a breath in. Pause for a moment 

and then breathe out. But keep in the same position. With another breath in, add the lower ribs to the turn, breathe out, 

then breath in again while adding the upper chest and head to the turn.—no straining– just gentle turning of each part 

with each breath in. Take a few mindful breaths in and out, maybe going a little further, then come back to the front and 

repeat to the other side.  

“Because both movement and good alignment are key, mindful breathing and mindful movement practices can be ideal 

supports for those living with the challenges of Spondyloarthritis. Because the practices usually feel good and create a 

sense of ease and pleasure, they can fairly easily become a part of everyday routines, potentially helping to minimize pain, 

and help with the emotional impact  of chronic illness. Yoga in the mo-

ment—always there for you. It’s free!!” 

A Tai Chi based movement sequence which you could add mindful 

breathing to: Stand with feet comfortably apart, knees slightly bent, chest 

up, shoulders relaxed. “Hold a ball’ in front. Gently turn from side to 

side. As you turn to the left, have your left hand on top and then reverse 

to Right hand on top to turn to the right. After several repeats, reach your 

top arm up and over your head as you turn to the other side. Do 2 repeats 

of the ball across the front and then one high arm over your head. You 

may like to do the ball turn a little faster and the overhead slow.  Breathe, 

Turn, Stretch.  

https://www.google.com/url?sa=i&rct=j&q=&esrc=s&source=images&cd=&cad=rja&uact=8&ved=2ahUKEwj04eq9u5rjAhVPdCsKHdDYBHkQjRx6BAgBEAU&url=https%3A%2F%2Fwww.gettyimages.com%2Fillustrations%2Fcross-legged&psig=AOvVaw15ULTnTy9QX0vTiJ9hTSwa&ust=1562302051311156


AS Victoria Activities: 

Welcome to new members Jeannie and 

Jeremy.  We have a number of new 

ASers who are liking our Facebook 

site, many are Interstate and Interna-

tional. As a result, we have added Pay-

Pal to provide for them in our mem-

bership finance services.  Now we are 

well into July, please remember to re-

new your annual memberships as soon 

as possible.  The funds collected help 

us to provide resources and services to 

people newly diagnosed with Axial 

Spondyloarthritis SpA (Ankylosing 

Spondylitis). 

 

The World Spondylitis Day celebration 

Saturday 04 May, was held at our usual 

Berwick Inn restaurant in Berwick, 

where a small group of AS Vic com-

mittee, family, friends and regular 

ASers enjoyed a very Aussie pub lunch. 

 

Our winter, Christmas in July social 

event will be on by the time this news-

letter comes out, so we hope to see 

your there. Later in September we have 

our Annual General Meeting at Austin 

Health, followed by a dinner in Heidel-

berg, so look to our Events page on 

the AS Victoria web site for details. 

www.asvictoria.org 

 

MSK Australia Activities: 

As chair of the newly formed Musculo-

skeletal Australia’s (MSK Aust.) Con-

sumer Advisory Council, I attended 

the Australia Pacific League Against 

Rheumatism (APLAR) and Australian 

Rheumatology Association (ARA) An-

nual Scientific Meeting (ASM) and 

conference at the Brisbane Convention 

Centre with MSK Aust. management 

and staff. I would like to thank MSK 

Aust. and Janssen Australia for spon-

soring and supporting me to attend. 

This is a rare opportunity to attend 

talks and presentations by leading ex-

pert researchers in the MSK field. 

  

During this ASM, Arthritis Australia 

(Arth.Aust.) posted on their Facebook 

page, 

www.facebook.com/arthritisaustralia/  

their video by Sydney based rheuma-

tologist Dr. Paul Bird, on explaining 

the Spondyloarthritis (SpA). SpA is the 

new terminology incorporating AS 

(axial Spondyloarthritis axSpA) and its 

family of diseases. 

www.arthritisaustralia.com.au  

Our readers may have noticed we have 

included a number of articles on SpA 

from NASS, the UK AS patient socie-

ty, in previous editions of AStretch, 

Spring 2018.  The term is now used 

widely in Europe, the Americas and 

Asia/Pacific by clinicians, health pro-

fessionals and patients and was exten-

sively featured in the sessions at the 

conference.   SpA conditions, symp-

toms, features, and different diagnostic 

imaging (X-ray and Machine Reso-

nance Imaging – MRI) techniques all 

came under intense discussion at the 

ASM, to encourage the MSK clinician 

audience to look for SpA symptoms in 

potential patients and to try and obtain 

an earlier diagnosis.   

Our associates, Creaky Joints Australia 

(CJA), Rosemary Ainley, Naomi Creek 

and Seth Ginsberg (from CJ USA) also 

attended the ASM and we shared many 

discussions on the sessions. 

During the conference the ARA Rheu-

matology Health Professionals Associ-

ation held a workshop on various sub-

jects including Lower Back Pain, Rheu-

matology in Paediatric patients and the 

Arthritis Aust. National Arthritis Strat-

egy from earlier in April, 2019, specifi-

cally around consumer participation 

and community involvement.        A 

number of our Patient Advocate and 

Health Professionals Associates have 

joined this newly formed Special Inter-

est Group (SIG) to focus on a range of 

Rheumatology inter-related topics and 

Allied Health treatments. 

The MSK Aust. Consumer Advisory 

Council (CAC) met in April to review a 

number of ongoing projects and later 

in April I was invited to attend the 

MSK Aust. AGM.  Having the oppor-

tunity to present to the board of MSK 

Aust. where there were many new 

members, was an exciting chance to 

explain some of our peer support 

group and CAC activities.  Under-

standably, they were very interested in 

our AS Victoria group community ac-

tivities and on this occasion to high-

light the obstacles faced by young peo-

ple with axSpA in particular, in the 

wider community and Healthcare sec-

tor was generated great interest. The 

Chair, Dipak Sanghvi has requested 

Ornella Clavisi, MSK Aust. General 

Manager, Consumer Services and I 

provide updates and reports directly at 

future Board Meetings. 

 

ASIF Activities: 

The Axial Spondyloarthritis Interna-

tional Federation patient society 

(ASIF) council members, attended the 

European Union League Against 

Rheumatism EULAR ASM in Madrid, 

Spain in June 2019.  Prior to this meet-

ing the ASIF Council, newly elected at 

the Guangzhou China meeting in 

Oct.2018, elected to update the name 

of the patient society to “Axial Spon-

dyloarthritis International Federation - 

ASIF”.  The matter had been raised as 

an issue by ASIF member country rep-

resentatives to comply with the new 

Ankylosing Spondylitis Victoria Inc Report by Annie McPherson 
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Lunch at Berwick Inn 

https://www.asvictoria.org
https://www.facebook.com/arthritisaustralia/
http://www.arthritisaustralia.com.au
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trend by Health Professionals and Cli-

nicians at the EULAR ASM.  A new 

Axial Spondyloarthritis axSpA info-

graphic “What is Axial Spondyloarthritis” 

is now available on the web site 

www.asif.info  to help explain to pa-

tients and is reproduced here in this 

edition of AStretch. 

 

Annie McPherson 

A Bendigo Update 

In July I had the absolute pleasure of 
sitting down with Jontee Brown in 
Bendigo to discuss how his life was 
completely turned around from a mi-
nor injury to his leg when he was 17 
years old.  

Jontee fell over during a Year 12 

school trip to Philippines in 2015 caus-

ing a cut to his leg. On returning home 

the injured knee became infected and 

he soon found himself in the Royal 

Children’s Hospital in Melbourne with 

Reactive Arthritis (ReA). Unexplained 

back pain soon followed resulting in 

Ankylosing Spondylitis (AS). During all 

his hospital visits, treatment and sur-

geries on his infected leg (11 surgeries 

over the years!), Jontee was also able to 

complete Year 12 in Bendigo and be 

accepted in to Latrobe University to 

studying teaching. 

After finding himself as an able bodied 

high school student to relying on 

crutches for daily mobility (a wheel-

chair on bad days), he began touring 

local schools to promote disability 

awareness and how to maintain a posi-

tive attitude when you suddenly find 

yourself in the position of having a 

visible disability. In 2018 this commu-

nity awareness resulted in Jontee being 

awarded the Bendigo Young Citizen of 

the Year! 

He has been able to continue his pas-

sion for sports and is now a star wheel-

chair basketball player for Kilsyth Co-

bras in Melbourne and is the All Abili-

ties Coordinator at the Bendigo Bas-

ketball Stadium. In 2018, Jontee ac-

cepted a contract to play professional 

wheelchair basketball in Germany with 

his sights set for further opportunities 

to play overseas in the near future.  

Maybe we can keep an eye out for 

Jontee in the Tokyo Paralympics in 

2020! 

Dionne Lynch 

It’s all fairly quiet in Qld at the mo-
ment and that has nothing to do with 
Qld losing the State of Origin to the 
Nsw Blues last Wed night. Ah well 
there is always next year as they say. 

It is a bit like A.S. I suppose, you have 
to keep bouncing back. No use in feel-
ing sorry for yourself, you are in charge 
of your own destiny, and you always 
get back what you put in. 

Tuesday evening hydro sessions with 
Margaret Lewington at RBWH are still 
going well and it is always encouraging 
to see a new face, as well as those we 
might not have seen for a while. 

We had another pizza night last Tues 
after hydro and thirteen people attend-
ed and had some good discussions 
along with good food. I believe this 
one was even instigated by someone 
we have not seen at the pool for some 

time, so it just goes to show the social 
interaction is an important part of the 
group, as well as the exercise compo-
nent. 

Margaret Lewington gave a talk recent-
ly to 50+ Physios at RBWH to keep 

them up to date on A.S. and Ax Spa. 
Thanks Marg for helping to keep A.S. 
in the focus for as many Physios as 
possible. Keep exercising and hope to 
see you in the pool. 

Graham Collins 

Ankylosing Spondylitis Clinic 

Princess Alexandra Hospital, BRISBANE 

Matthew Brown will be leaving Brisbane to take up a position at King's 

College London as Director of their National Institutes of Health Research 

Biomedical Research Centre. The clinic that he has run since 2006 at the  

Princess Alexandra Hospital for axial spondyloarthritis patients will close.  

Metro South HHS patients attending the clinic will be seen in rheumatology 

outpatients at Princess Alexandra Hospital, but those living out of 

MSHHS's catchment will need to be seen in their own health service dis-

trict. Patients will be notified about this change. 

AS Qld would like to thank Matthew Brown and the clinic team for all the 

research, diagnosis and disease management work that they have done.  

We wish Matt all the best in his future endeavours.  

AS Group of Queensland Report by Graham Collins 

Dionne & Jontee 

http://www.asif.info


VICTORIA 

Refer to www.asvictoria.org  for details or Annie McPher-
son mob: 0408 343 104 

September 

Mon 2: Coffee and Chat @ Leongatha RSL 6 to 8 pm. 

Tue 3: Coffee and Chat @ Korumburra Rec Centre 2 to 
4pm 

Tue 10: Annual General Meeting  @ Austin hospital 6:30 
to 7pm then dinner at Old England Hotel, Heidelberg 

Sun 15: Coffee and Chat @ Alphington Community Cen-
tre Meeting room 1 to 3pm 

October 

Tue 1: Coffee and Chat @ Korumburra Rec Centre 2 to 
4pm 

Mon 7: Coffee and Chat @ Leongatha RSL 6 to 8 pm. 

Tue 8: Committee Meeting @ Austin Hospital 6 to 8pm 

Tue 15: Coffee and Chat Alphington Community Centre 
Meeting room 1 to 3pm 

Calendar of Events 

General Information 

BRISBANE (QLD) 

Sessions supervised by Margaret 

Lewington  (Physiotherapist). 

When: Tuesday evenings. 

Time: 6:30  -  7:30pm 

Where: Hydrotherapy Pool 

Lvl 2, Ned Hanlon Building 

Royal Brisbane & Women’s  

Hospital 

Butterfield St, HERSTON. 

Cost: $15 or 10 classes for $140 

Enquiries: Margaret on 

 0404 414 501 or 07 3376 6889 

PERTH (WA) 

Sessions supervised by experienced 

Physiotherapists. 

When: Monday evenings (Public 

holidays excepted). 

Time: Two sessions. 

Hydrotherapy pool 5:45 or 6:45pm. 

Gymnasium & pool 5:45 & 6:45pm. 

For those current group members 

and those who have recently partic-

ipated in an AS program with the 

Hospital or the Arthritis Founda-

tion. 

Where: Arthritis Wyllie Centre, 

17 Lemnos St, SHENTON PARK. 

Cost: $12  

Enquiries: (08) 9388 2199 

www.arthritiswa 

Hydrotherapy Classes 
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Facebook Groups 

AS Brisbane 

AS Sunshine Coast 

AS Group VIC 

   

Ankylosing Spondylitis Groups 
 of Australia 
www.asaustralia.org  
 
Ankylosing Spondylitis Victoria Inc 

www.asvictoria.org 

 

Arthritis Australia 

www.arthritisaustralia.com.au 

Spondylitis Association of America 

(SAA) 

www.spondylitis.org  

Contains message boards, online chat forums, and 

a members only section for resources 

Ankylosing Spondylitis International 

Federation  (ASIF) 

www.spondylitis-international.org 

The National  Ankylosing Spondylitis 

Society  (NASS - United Kingdom) 

www.nass.co.uk 

Contains an excellent questions and answers sec-

tion and downloadable guidebook - A Positive 

Response to Ankylosing Spondylitis-Answer and 

practical advice. 

http://www.asvictoria.org
mailto:lindsay.dutton@health.wa.gov.au
https://www.arthritiswa.org.au/services/exercise/
https://www.facebook.com/groups/271627319581232/
https://www.facebook.com/groups/810643322402719/
https://www.facebook.com/asgroupvic
https://www.facebook.com/groups/810643322402719/
http://www.asaustralia.org
http://www.asvictoria.org/
http://www.arthritisaustralia.com.au/
http://www.spondylitis.org
http://www.spondylitis-international.org
http://www.nass.co.uk
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       Ankylosing Spondylitis Victoria Inc 
                       Membership Form 

   AS Victoria Inc is a Move muscle bone & joint health Peer Support Group 

Who we are and what we do.... 

AS Victoria is an organisation of people with Ankylosing Spondylitis who wish 

to improve knowledge and ability to manage the condition. Our group shares a  

number of goals and objectives for people and families living with Ankylosing Spondylitis. 

We aim to provide the following: 

 Provide a forum for the exchange of ideas and experiences. 

 Distribute information to patients and medical professionals on AS. 

 Provide and co-ordinate educational information, events, workshops and seminars on AS. 

 Co-operate and interact with local, interstate, international Arthritis and peer support groups including 

participation in their events and activities. 

 Arrange social events and activities for our group members, their families and friends 

 

Some of the benefits of belonging to our group: 

 AStretch  newsletter 

 Seminar evenings with excellent guest speakers 

 Improved awareness of AS and the AS community 

 Opportunities for interaction with other members at social gatherings and activities 

 Land exercise DVD for people with AS 

Membership Details 
 

First Name: __________________________    Surname: ___________________________________ 

 

Mobile: ______________________________   Home:      ___________________________________ 

 

Email: ____________________________________________ 

 

Address:  
 

__________________________________________________________________________________ 

I wish to become a member of AS Victoria Inc support the purposes of the organisation and agree to comply with 

the rules for an incorporated association under section 46 of the Associations Incorporation Reform Act 2012. 

 

Signed: _____________________________________________    Date:  _____/ ______/ ______ 

Send to:  
AS Victoria Inc  
PO Box 3166 

Burnley North 3121                              asvicweb@gmail.com                             www.asvictoria.org 
 

Ankylosing Spondylitis Victoria Inc complies with the Privacy Amendment (Private Sector) Act 2000 and will not sell your per-
sonal information to another organisation. You may be notified of AS Victoria Inc events, services and ways of assisting us to 
maintain these services. If you wish your name to be removed from our data base at any time please write to us. AS Victoria Inc 
passes on to members a variety of information on health and medical issues only for general, educational and informative pur-
poses. AS Victoria Inc is not diagnostic or prescriptive and does not replace the services or advice of a qualified health care pro-
fessional or purport to do so.   
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Donation:   $  _________________ (Donations over $2 are tax deductible) 

Total:         $ _________________ 

 

Cheque, money order or direct deposit -  
 

AS Victoria Inc NAB BSB : 083 399 Account : 154321878 

 

#Mail out membership all correspondence will be sent by Australia Post  

**Concession rate available for pensioners, unemployed with health benefit card 

    and full time students with student card. 

 

Statistical Information (Optional):-          

 
1.  Are you a member of Arthritis Victoria?  Y / N 

2.  Can we pass on your contact details to other members of the group in your area?  Y / N 

3.  Gender     M / F        

4.  Year of Birth: ______________         5. Preferred Language: ________________________ 

6.  Do you suffer from A S    Y / N         7. Do you know someone who suffers from A S   Y / N 

Do you have any other conditions?   

………………………………………………………………………………...…………………. 

 

Are there any specific activities you would like us to organise?  

 

………………………………………………………………………………..………………….. 
Ankylosing Spondylitis Victoria Inc complies with the Privacy Amendment (Private Sector) Act 2000 and will not sell your personal in-
formation to another organisation. You may be notified of AS Victoria Inc events, services and ways of assisting us to maintain these 
services. If you wish your name to be removed from our data base at any time please write to us. AS Victoria Inc passes on to members a 
variety of information on health and medical issues only for general, educational and informative purposes. AS Victoria Inc is not diag-
nostic or prescriptive and does not replace the services or advice of a qualified health care professional or purport to do so.   

Membership Type 
 
 

  New                Renewal (annual 30th June) 
 

Mail out# membership ($25.00) 

Concession* Mail out# membership ($20.00) 

Email member ship ($20.00) 

Concession* email membership ($15.00) 


