
1. The AMDF runs a comprehensive website ( www.amdf.org.au) which serves as the 
information hub of the foundation. On the website you will find information on the latest 
events supporting mito, news breakthroughs from around the world, and references to mito in 
the media. The website is also the place to find resources, mito information, and updates on 
AMDF-funded research projects. Have you visited the AMDF website? 

Yes 

No 
 
2. If not, is there a reason you have never visited? 

I wasn't aware of it 

I've never needed to visit 
Other (please specify) 
 
3. How often do you visit the website? 

Daily 

Weekly 

Monthly 

A few times a year 
 
4. What is your opinion on the current layout of the website? Do you find it easy to navigate?                                                                                                                        

5. What improvements would you make to the website? 

6. What information do you think the website is missing? 

*7. Do you have any general feedback you would to share regarding the website? 

* 
8. The AMDF provides various resources for patients, friends and family. These resources 
include a medical practitioner booklet, which provides information on mito to doctors who 
may not have dealt with the disease before. As well as this, AMDF provides a flyer with basic 
information as well as a fact sheet. AMDF have also put together The Mitochondrial Disease 
Report: Progress Towards Overcoming Life’s Energy Crisis. This report contains several 
papers from key clinicians and researchers in the field of mito. The AMDF website also 
contains resources, aimed at the family caring for kids with mito. These resources range in 
nature, from information on government services to help in getting children to school. The 
resource list is a work-in-progress, that is being updated on a regular basis. Have you 
accessed any of the resources the AMDF has to offer? 

Yes 

No 
9. Which resources have you accessed? 

AMDF general flyer 

Medical practitioners handbook 

The Mitochondrial Disease Report 

A Little Book About Mito 
Other (please specify) 
 
10. Do you think additional resources are needed? Please let us know your suggestions. What 
resources do you suggest are needed? 

http://www.amdf.org.au/
http://www.amdf.org.au/resources/


 
11. Is there any general feedback you would like to share regarding the resources? 
 
12. The AMDF is looking to include a school’s education pack in its resources. This pack will 
be designed to educate teachers and staff at your child’s school. It would include fact sheets 
on mito and general issues your child might face at school. 
 
Have you struggled with conveying information about mito with your child’s school? 

Yes 

No 

 
13. What struggles have you encountered with your child’s school? 

* 
14. What would you suggest we include in the education pack that would help staff with 
understanding your child’s limitations? 
15. The AMDF runs a helpline manned by a volunteer, Dr Karen Crawley. Dr Crawley draws on 
her knowledge as a GP and a mother of children with mito. She is able to assist in providing 
general knowledge about mito, as well as information on specialists, treatments, and 
counselling.  
 
Were you aware that the AMDF provided a helpline? 

Yes 

No 

 
16. Have you used the helpline previously? 

Yes 

No 

 
17. If no, why have you not used the helpline? 

I have not required assistance. 

I wasn't aware of the helpline. 

I feel unsure speaking to others about mito. 

I am not comfortable discussing private matters regarding my/my loved ones health. 
Other (please specify) 

 
18. If you have used the helpline, how many times have you called? 

1-5 times 

5-10 times 

More than 10 times 

 
19. How did you find the advice you were given? Were you provided with the information you 
were looking for? 
 

 
*20. Would you use the helpline in the future? 

Yes 

No 



Please give details 
 

 
*21. Do you have any general feedback you would like to share regarding the helpline? 
 

* 
22. The AMDF runs mito information days in most states on a yearly basis. These sessions are generally lead 
by practitioners who specialises in genetic conditions such as mito. They are typically 3-4 hours including a 
morning tea break and are free to attend. 
 
Have you ever attended a mito information day? 

Yes 

No 
 
23. If no, what were the reasons you did not attend? 

I was not interested 

I was not aware it was being held 

It was held too far away from me 
Other (please specify) 
 
24. If you have attended a mito information day, in which city did you attend? 

Sydney 

Melbourne 

Perth 

Brisbane 

Adelaide 
 
25. What was your impression of the mito information day? 

* 
26. What do you think would be an ideal length for a mito information day? 

* 
27. Are you happy with the locations to remain as they are i.e at a prominent centralised hospital? 

Yes 

No 
If no, where you you prefer they are held? 
 

* 
28. Who would be your ideal speakers at a mito information day session? 

Doctors - providing basic mito info, information on treatments 

Researchers - providing information on the latest work into mito and treatments 

Patients - providing their own stories of living with mito 

Allied health practitioners eg dieticians, occupational health therapists - providing information on ways of 
managing mito 
Other (please specify) 
 
29. Are you aware that AMDF provides many of the slide shows presented at the sessions on the AMDF 



website? 

Yes 

No 
 

* 
30. Are you interested in accessing the slides? Would you be interested in accessing recorded or filmed 
clips from mito information days? 

Yes 

No 
 

* 
31. Do you have any general feedback you would like to share regarding the mito information days? 
 

* 
32. The AMDF runs both a PAGE and a GROUP on Facebook. The Facebook PAGE is open for the public to 
‘like’ and is regularly updated with activities the AMDF is running, supporter events, and news updates. It is 
one of the AMDF’s way of communicating directly to the mito community and general public. The 
FacebookGROUP is designed to be an online support group, a forum where members can discuss the day-
to-day issues they encounter. The Facebook group is able to be viewed by anyone, but only members are 
permitted to contribute. You must submit a request to join this group. Are you a member of Facebook? 

Yes 

No 
 
33. Have you liked the Facebook PAGE? 

Yes 

No 
 
34. Have you joined the Facebook GROUP? 

Yes 

No 
 
35. Are you happy with the amount of posts on the Facebook PAGE? 

Yes 

No 
 
36. How often would you like the AMDF to post on the Facebook PAGE? 

Multiple times a day 

Once a day 

A few times a week 

Once a week 

Less 
 
37. Are you happy with the experience of the Facebook GROUP? 

Yes 

https://www.facebook.com/AustralianMitochondrialDiseaseFoundation
https://www.facebook.com/groups/44299119727/


No 
 
38. By having the group visible to the public, prospective members are able to see what is discussed in the 
group and are more likely to find the group when searching. Are you happy for members of the public to 
view the discussion? 

Yes 

No 
 
39. Is there any general feedback you would like to share regarding the Facebook page or group? 
40. The AMDF distributes a bi-monthly newsletter via email. This newsletter informs the reader of upcoming 
events, news, researcher and volunteer spotlights, and recent supporter activities. Are you signed up to the 
AMDF eNewsletter? 

Yes 

No 
 
41. Are you happy with the length of the eNewsletter? 

Yes 

No 
 
42. Are you happy with the stories that are covered? 

Yes 

No 
 
43. Is there anything you would like to see the eNewsletter cover that it currently isn't? 
 
44. Are you happy with the bi-monthly publication? Would you prefer more/less communications? 

I am happy with the amount of eNewsletters I receive 

I would like more communication 

I would like less communication 
 

* 
45. Is there any feedback you would like to share regarding the eNewsletter? 
 

* 
46. In 2014, the AMDF launched the Australian Mitochondrial Disease Patient Registry (mito registry), the 
first of its kind in Australia. The purpose of the registry is to create a record of patients in Australia who are 
suffering with mito. The registry takes note of contact details and diagnosis of patients, all of which are 
securely held within the AMDF systems. In the event of a research project or clinical trial, the AMDF will 
contact the patient registered (or their designated carer) with the relevant details. It is crucial for there to be 
a register of mito patients in Australia. Clinical trials are often held up or cancelled due to lengthy 
recruitment periods. With the registry in place, researchers are able to have a list of suitable candidates at 
their fingertips, making Australia an attractive location for a trial to take place. Were you aware of the AMDF 
Mito Registry? 

Yes 

No 
 

* 

http://www.amdf.org.au/join/
http://www.amdf.org.au/mitoregistry/


47. Have you signed up to be a part of the Mito Registry? 

Yes 

No 
 
48. If not, is there a reason why you haven't? 

I wasn't aware of it 

I don't think it is necessary 

I am concerned with entering details of my medical history on the Internet 
Other (please specify) 
 
49. How did you find the process of signing up to the registry? 

It was simple 

It was complicated 

It was time-intensive 
Other (please specify) 
 
50. Are you aware of the privacy policy AMDF has in place? 

Yes 

No 
 
51. Are you satisfied with the privacy policy AMDF has in place? 

Yes 

No 
 
52. Is there any general feedback you would like to share regarding the Mito Registry? 
 

* 
53. As the key patient support group for mitochondrial disease patients in Australia, the AMDF endeavour to 
play a role in patient advocacy. AMDF takes part in lobbying both Federal and State governments for 
change, primarily around political endeavours like the Medical Research Future Fund and mitochondrial 
donation. AMDF also aims to act as a patient advocate when looking for funding for particular projects. We 
are able to assist families in applying for grants from funding bodies, and are more than happy to act as 
mediator between family and foundation. Are there any areas in which you believe AMDF can play an 
advocacy role? 
 

* 
54. Is there any general feedback you would like to share regarding advocacy? 
 

* 
55. There has been an expression of interest from the mito community for support groups to be held in each 
state. The purpose of these groups would be for patients and/or their carers to connect with each other, 
share experiences, and swap information. 
 
Though there has been some interest in support groups, we have struggled to retain numbers. We believe 
this could be due to the fact that they are run differently to information sessions, in that no medical 
practitioners or experts will be present at support group meetings.  
 
Would you be interested in attending support group meetings? 

http://www.amdf.org.au/privacy/
http://www.amdf.org.au/medical-research-future-fund/
http://www.amdf.org.au/mitochondrial-donation/
http://www.amdf.org.au/mitochondrial-donation/


Yes 

No 
 

* 
56. How often do you believe support group meetings should run? 

Weekly 

Monthly 

Several times a year 
Other (please specify) 
 
57. What format would you like the meeting to take? 

Cafe meet-up 

Family BBQ 

Formal meeting setting 
Other (please specify) 
 

* 
58. How many people would have to attend a support group meeting for it to be viable to you? 

1-5 

5-10 

10-15 

More than 15 
 

* 
59. Would you be interested in coordinating a support group, with the assistance of AMDF? 

Yes 

No 
 

* 
60. Do you have any general feedback regarding patient support groups? 
 

* 
61. Please provide any further feedback on AMDF services that have not been mentioned in this survey. 
 
62. Please consider leaving your contact details, in the event that we wish to discuss your responses. If you 
would like to leave your name, phone number and email address, we would greatly appreciate it. Please 
note that leaving your details is OPTIONAL. 
 

 
 
 

 
 

 

 


