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Aim: To explore perspectives and experiences of people with hypermobile 
Ehlers-Danlos syndrome (hEDS) and hypermobility spectrum disorders (HSD) 
regarding treatment and management strategies

Methods: 

• Online survey of Australian adults with hEDS/HSD using SurveyMonkey 
following ethics approval

• Convenience and snowball sampling techniques used for participant 
recruitment 

• Survey included closed and open questions, data was deidentified before 
analyses and in reporting

• Descriptive statistics were used to summarise participant demographics and 
quantitative data (e.g. perceived effectiveness and satisfaction were rated on 
5 point Likert scale)

• Qualitative data was analysed thematically by two researchers using a 
grounded theory approach

Aim & Methods

Inclusion Criteria

Participants needed to:

1. Provide informed 
consent

2. Reside in Australia

3. Be aged 18-65 years

4. Have a health 
professional 
diagnosis of hEDS or 
HSD

5. Be able to access to 
computer and 
internet

6. Be proficient in 
English language



• Participants perceived “some benefit” perceived with 
physiotherapy, occupational therapy, psychology, and 
podiatry [Median (SD) = 3 (2, 4)]  but are unsure of the 
benefits provided by care provided by other health 
professionals [Median (SD) = 2 (1, 3)]

• Most participants were “satisfied” with care provided by 
general practitioner and allied health [Median (SD) = 3 
(2, 4)] but “neither satisfied or dissatisfied” with 
specialist medical care (except for orthopaedic 
specialists) [Median (SD) = 2 (1, 3)]

• Treatments perceived to provide “some benefit”: 
 Relative rest, activity pacing, modification, restriction
 Pilates, hydrotherapy, strengthening exercises
 Massage, taping and use of mobility aids and supports
 Orthopaedic surgery, braces, and splints

Results
Participant Demographics (n=143)

Mean (SD) = 35.0 (10.9) Age (years)

Female:132
Male: 4
Other: 7

Gender (n)

QLD: 29.4%
VIC: 24.5%
NSW/ACT: 21.7%
WA: 14.7%
SA: 5.6%
TAS: 2.8%
NT: 1.4%

State/Territory 
(%)

Yes: 76.2%
No: 23.8%

Private Health 
Insurance (%)

Yes: 15.4%
No: 84.6%

NDIS Support 
(%)



(1) Recognising hEDS/HSD is variable, complex and difficult to treat

“Just because they walked into your office today does not mean 
they can do the same tomorrow. No two patients present the same, 
no two days are the same for a hEDS patient.” (Participant 111)

(2) Experimenting with different treatments and modalities

“There is a lot of trial and error. What works for one person won’t 
work for everyone.” (Participant 42)

(3) Experiencing more barriers than enablers in accessing effective 
healthcare

“You are passed back and forth like a yoyo, because your case has 
been put in the too hard and too complex basket and no one wants 
to touch it.” (Participant 50)

Results (cont)
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(4) Recognising the need for further education of health professionals
“The most frustrating thing about doctors was that they believed 
they knew more than myself, when in reality, they likely had only 
had one lecture on EDS 15 years ago”(Participant 9)

(5) Seeking understanding and empathy from health professionals

“I dread any visit to a health professional, even my current GP…I 
go, expecting my experiences to be minimised and dismissed.” 
(Participant 60)

(6) Acknowledging the need for self-care and management

“Know your body and your limits, accidentally injuring yourself 
can be really easy and you can't un-injure yourself so it's easier 
to be careful and take extra time to do tasks if you need to.” 
(Participant 51)

Results (cont) & Conclusion

Practice Points 

Need to improve treatment and 
management of hEDS/HSD 

Physiotherapy is one of the few 
professions perceived to provide 
benefit, but informed and experienced 
physios can be hard to find…

We need to 
- Listen & Learn
- Support & Empathise
- Trial & Adapt
- Research & Innovate
- Educate & Empower


