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Australian Mitochondrial Disease Foundation  
2017 Services Survey Report 

 
The Australian Mitochondrial Disease Foundation (AMDF) 2017 Services Survey collected feedback 

from the mito community in regards to services provided by AMDF. Members of the mito community 

with a close connection to mitochondrial disease (mito) were invited to complete the survey via email, 

social media and the AMDF website. Questions included multiple choice, rank order, open ended and 

dichotomous questions. The survey had 80 responses. However, respondents were able to skip 

questions and therefore not everyone answered all questions.  

Five people in total were from countries other than Australia, these respondents were included in the 

survey. 
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Key Findings  

Connection to mito 

 The majority of respondents had mito (47%) 

Quality of life 

 The most important issue respondents felt affected their quality of life was managing 

symptoms (49%) 

 The most important support service respondents felt improved their quality of life was 

access to health professionals who understand mito (61%) 

Website and Emails 

 The majority of respondents had visited the AMDF website (89%)  

 Including more medical resources and information was the most selected suggestion when 

respondents were asked what other features could be added to the website (63%)  

Education and Awareness 

 The information booklet for medical practitioners was rated extremely helpful (39%) out of 

all of AMDF’s resources 

Helpline 

 Most respondents had not contacted the AMDF Helpline (56%) 

 The main reason for this was because they did not require assistance (36%) 

Mito Information Days 

 Most respondents had not attended a Mito Information Day (58%) 

 The main reason was distance (36%). Most people who attended selected they were satisfied 

with Information Day venues (82%) 

 Most people selected that they would download free audio or film recordings from Mito 

Information Days (71%) 

Facebook 

 Most respondents followed the AMDF Facebook page (62%) and stated they were satisfied 

with it (55%) 

 Most respondents selected they’d prefer having a closed AMDF group on Facebook (42%) 
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Mito Connect Calls 

 Most respondents had not participated in a Mito Connect Call (74%). The main reasons for 

this were because people felt uncomfortable discussing their affairs (20%) and did not need 

support (20%) 

 Most respondents who participated in a Mito Connect Call felt more connected to others 

participating after the call (59%) 

AMDF Support Network 

 The majority of respondents had not contacted an AMDF Support Network member (79%) 

 The main reasons were because people did not require assistance (31%) or they were not 

aware of the network (31%) 

Support Group 

 Most respondents had not attended an AMDF support group (85%). The main reason for this 

was because there was no local support group meeting (50%) 

 The majority of people selected that they would be interested in the future (85%) 

 Most people were not interested in co-ordinating a support group (77%) 

Mito Connect 

 The majority of respondents would recommend Mito Connect to others with mito (77%) 

Mito Community Advisory Panel (MCAP) 

 Most respondents were not aware of the MCAP (84%) and had not contacted an MCAP 

representative (85%) 

 The majority of respondents were somewhat comfortable contacting a representative (29%) 

Mito Registry 

 Most respondents had signed up to the Mito Registry (71%) 

 The majority of those who had not signed up were not aware it existed (42%) 

Advocacy 

 When asked, “are there other areas in which AMDF can play an advocacy role?” most 

answers mentioned the need for more awareness among the public (20%)  

 When asked to give feedback about AMDF’s advocacy for mitochondrial donation 

respondents thought it was positive (39%), or had no feedback (39%) 

Support Services 

 Most people were extremely satisfied (45%), moderately satisfied (35%) or neutral (20%) 

about AMDF’s support services. 
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SURVEY RESULTS 

Connection to Mito 
Respondents were asked about their connection to mito. Most respondents selected they had mito 

(47%) or they cared for an adult with mito (16%). Results are shown in Figure 1.  

 

 

 

 

 

 

 

Figure 1: How would you describe your connection to mito? 

Quality of life 
Mito impacts the quality of life of those who are affected by it, as well as their relatives, and 

caregivers. Managing mito symptoms, and access to health professionals who understand mito were 

regarded as the most important factors impacting quality of life. Results are shown in Figure 2. Issues 

have been ranked in order of importance (with 1 being most important).  

 

 

 

 

 

 

 

 

 

 Figure 2: What do you think are the most important issues affecting your quality of life?  
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Other issues specified by respondents included: 

 Support for carers (especially with family planning) 

 Finding people with similar symptoms 

 Help for children attending school 

 Access to support in New Zealand 

Survey respondents were asked which support services would improve their quality of life.   

 

 

 

 

 

 

 

 

 

Figure 3: What do you think are the most important support services that would improve your 

quality of life? 

Figure 3 shows access to health professionals who understand mito (61%) was the most important, 

followed by support in accessing home help (13%), peer support (12%) and information about 

financial services (8%).   

Those who selected other were asked to specify what support services would improve their quality of 

life. Responses included:   

 Information about the disease 

 Advice to help children at school 
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Respondents were asked the open ended question, ‘What services AMDF could provide to improve 

quality of life?’ Results are shown in Table 1. 

Table 1: What services could AMDF provide to help improve your quality of life? 

Most respondents suggested that AMDF could provide public access to a medical professional’s 

directory (18%) and more mito information (18%) to improve its resources. The mito information 

category coded for answers relating to information about mito, what is communicated and how.  

Other answers included drug treatment trials, advocating for services for people that express 

symptoms consistent with mito, but can’t be diagnosed and having enough staff in clinics to assist 

with follow up and maintain patient flow.  

 

 

 

 

Theme No. of Responses Quote 
Public database to access 
medical professionals 

8 “Register of medical professionals who 
treat mito that we could access.” 

Mito information 8 “Targeted information re individual 
diagnosis, i.e. type of mito including 
appropriate supplements and correct 
dosage.” 

Funding for care, activities 
and equipment 

6 “Provide funding support for vital 
equipment (particularly those items of 
equipment that there is no funding 
available for e.g. hospital beds, special 
needs car seats, baths etc.” 

Counselling and mentors 4 “Counselling and keeping in touch to see if 
they are ok.” 

Support groups for 
different needs in the mito 
community 

4 “Provide grief support from persons who 
have experience of mito.” 

Connecting mito 
community with similar 
conditions or experiences 

4 “Connecting other parents of children with 
severe mitochondrial disease.” 
 

Educating medical 
community about mito 

4 “Further education for the medical 
community.” 

New Zealand services 3 “Have the government in NZ, become 
more aware of mito and effects with 
disabilities.” 

Other 3 “Drug treatment trials.” 

Awareness 1 “Spread the word.” 
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AMDF Communications and Resources 

AMDF Website 

The website contains information for about mito, resources for patients, their families and carers, 

research updates, medical news, upcoming events and media attention. 

Eighty-nine per cent of respondents had visited the AMDF website, and 92% find the website easy to 

navigate.  The majority of people visit the website a few times a year (30%), monthly (27%) or weekly 

(29%), as shown in Figure 4.  

 
Figure 4: How often do you visit the AMDF website?  

Respondents were asked to provide comments on the layout of AMDF’s website. Nine respondents 

provided comments, seen in Figure 5. 

 

 

 

 

 

 

 

 

 

Figure 5: Answers about website layout 
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Respondents were asked what improvements they would like to see made to the website. The 

results are displayed in Figure 6. 

 

Figure 6: What improvements would you make to the AMDF website? 

Results show that respondents want more medical resources and information (63%). Respondents 

also want the website to feature more opportunities to interact with the mito community (39%).  

The AMDF website provides resources for patients, friends and family including a booklet for medical 

practitioners, an information booklet, and fact sheets. The Mitochondrial Disease Report: Progress 

Towards Overcoming Life’s Energy Crisis contains papers from key clinicians and researchers. The 

website contains other support resources, including information on government services, and 

supporting children at school. Respondents were asked to rate how helpful these resources are. The 

results are displayed below in Table 2.  

Resource Extremely 
helpful 

Helpful Not 
helpful 

Extremely 
unhelpful 

I haven’t used 
this resource 

AMDF general brochure 31% 39% 0 0 31% 

Information Booklet for Medical 
Practitioners 

39% 32% 3% 3% 23% 

The Mitochondrial Disease Report 15% 40% 2% 0% 43% 

Mito fact sheet 30% 40% 0% 2% 28% 

A Little Book About Mito 20% 32% 0% 0% 48% 

Back to school parent and teacher 
resources 

9% 11% 2% 0% 79% 

Mitochondrial donation resources 9% 22% 3% 2% 64% 

National Disability Insurance 
Scheme resources 

5% 12% 5% 0% 77% 

Government support resources 5% 11% 9% 0% 75% 

Slides from Mito Information Days 14% 28% 2% 0% 56% 

Table 2: How useful are AMDF’s resources? 
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The Information Booklet for Medical Practitioners (39%), the AMDF general brochure (31%) and the 

mitochondrial disease fact sheet (30%) were highlighted as the most useful resources. The back to 

school parent and teacher resources (79%), the National Disability Insurance Scheme resources (77%) 

and government support resources (75%) were used the least.   

Respondents were asked for suggestions for additional resources. The following were provided: 

 Information on medications to avoid 

 Information about grief and grief coaching 

 More medical information 

 List of practitioners in all states 

 Information on specific types of mito  

AMDF Emails 

AMDF sends emails to keep members of the mito community informed with relevant research, news 

about mito, services provided by AMDF and upcoming events. 

The majority of respondents receive AMDF emails (76%) and are happy with the content (96%) and 

frequency (91%) of emails. 
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AMDF Services 

AMDF Helpline 

The AMDF runs a phone and email Helpline, coordinated by the support services staff. The Helpline 

provides information about living with mito, medical specialists, government benefits and other 

services and support available for patients and their families. It also offers emotional support to 

patients, families, and carers.   

Most respondents had not contacted the AMDF Helpline (56%). Figure 7 shows that the main reason 

for this was because respondents had not required assistance (36%), or were not aware of the 

Helpline (31%).  

 

 

 

 

 

 

 

 

Figure 7: Why respondents did not contact the AMDF Helpline 

Of those who contacted the Helpline, most were happy with the support they received (92%). As 

shown in Figure 8, the majority of respondents contacted the Helpline between one and five times 

(88%). The majority of respondents (88%) stated they would use the AMDF Helpline again.  

 

 

 

 

 

 

 

Figure 8: Number of times people had contacted the AMDF Helpline 
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Mito Information Days 

AMDF hosts annual Mito Information Days in major capital cities. Mito Information Days include 

presentations from clinicians, researchers, allied health workers, and patients. They also provide a 

networking opportunity for patients and carers.  

The majority of respondents (58%) had never attended a Mito Information Day. Figure 9 shows the 

most common reason (36%) for this was because they have been held too far away from 

respondents. When asked if respondents would listen to free audio or film recordings of Mito 

Information Days, 71% stated they would prefer access to filmed recordings.  

 

 

 

 

 

 

 

Figure 9: Why didn’t you attend a Mito Information Day? 

Fifty-one per cent of respondents had ‘other’ reasons for not attending. These have been elaborated 

in Table 3.  

Reason No. of 
respondents 

Quote 

Mito symptoms 4 “I also have balance issues with Pots and constantly need to 
lay down.” 

Only recently 
diagnosed 

4 “I only found out I had mito after the information day had 
been to Brisbane last November when it comes back I will 
be there.” 

Not enough 
people attending 

2 “I signed up, but it was cancelled due to lack of numbers.” 

Carer or parent 2 “Work day or unable to get childcare if on a weekend.” 
 

Prior 
commitments 

1 “I'd had other commitments previous agreed to that I could 
not change.” 
 

Table 3: Other reasons for not attending mito information days 
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Table 4 shows respondents who did attend AMDF Mito Information Days and what they thought 

about Mito Information Days: 

 Strongly 
Agree 

Agree Neutral Disagree Strongly 
Disagree 

Unsure 

The presentations were 
relevant to me 

57% 32% 11% 0% 0% 0% 

I felt more knowledgeable 
about mito 

52% 37% 4% 7% 0% 0% 

I felt more connected with the 
mito community 

42% 35% 15% 8% 0% 0% 

I would recommend them to 
the mito community 

48% 37% 7% 4% 0% 4% 

I plan to attend future Mito 
Information Days 

52% 26% 7% 7% 0% 7% 

Table 4: What do you think about Mito Information Days? 

Most respondents agreed that the presentations were relevant to them (89%) and felt more 

knowledgeable about mito (89%). Fifty-two percent planned to attend a future Mito Information 

Day. 

Respondents were asked ‘what did you like or dislike abut Mito Information Days?’ Responses are 

detailed in Table 5.  

Like Dislike 

“The information was very interesting and 
informative. Great opportunity to speak 
with physicians and scientists and ask 
questions. Good to hear about other 
families journeys and experiences.” 

“They always seemed to fall on days I was 
interstate!” 

“I like the combination of information and 
networking opportunities. It's great to see 
in person that you're not the only 
person/family affected, and also to see 
that medical professionals also attend. The 
information also helps illuminate different 
mito issues and, I've found, answer 
questions I didn't know I had.” 

“I live 70 km outside of Melbourne. The 
location is difficult for me.” 

“Upcoming research.” “Too much information to remember, it is 
scary to know what will happen later on.” 

“Hearing about new things related to mito 
- research, investigations, etc. Being in 
contact with others with mito - feel less 
isolated.” 

“I felt it was more geared to professionals 
and unless you have a good knowledge of 
mito you feel as though it’s "all going over 
your head". I found it hard to talk to 
anyone as they tended to gravitate to 
those who knew each other.” 

“Information received by presenters and 
support network was good to attend.” 
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“Meeting other mito sufferers.”  

“Hearing from experts, hearing other 
peoples' stories.” 

 

“I liked learning more about mito.”  

“I like hearing from doctors about the 
disease and the stories form people with 
mito. The days are informative and it's nice 
to talk to others with mito.” 

 

Table 5: What did you like or dislike about Mito Information Days? 

The majority of people who attended a Mito Information Day were satisfied with the venues being 

held in capital cities (82%) and that 71% would like access to a filmed recording. 

Mito Connect 

Mito Connect is a peer support initiative that aims to connect the mito community. Mito Connect 

includes AMDF’s Facebook group, Mito Connect Calls, support groups and the Support Network. The 

majority of participants (77%) would recommend Mito Connect to others with mito.  

AMDF Facebook page and group 

AMDF runs a Facebook page, which communicates information about AMDF and partner 

organisations, research updates, medical news on mito, and upcoming events.  

 

The AMDF also runs a Facebook group which acts as an online forum and support group for patients, 

their family and carers.  

 

Over half of respondents (62%) follow the AMDF Facebook page. Over half of respondents were 

members of the Facebook group (62%) and the majority were satisfied with the group (88%). 

The AMDF Facebook group is currently a public group. This allows anyone to see posts. However, 

posts can only be made by group members. Members are only approved if they have a connection to 

mito. Figure 10 shows that most respondents (41%) would prefer the group be changed to a closed 

group and that 30% had no preference.   
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Figure 10: Would you prefer that the group remains public, or be changed to a ‘closed group’? 

Mito Connect Calls 

 

Mito Connect Calls were launched in January 2016. The calls are monthly support sessions held via 

teleconference. The calls connect members of the community with each other and to guest speakers.  

The majority of respondents (74%) had not participated in a Mito Connect Call. Reasons for this are 

provided in Figure 11.    

 

 

 

 

 

 

 

 

 

Figure 11: Why haven’t you participated in a Mito Connect Call? 
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Figure 11 shows that the majority of respondents selected ‘other’ reasons for not participating.  

Reasons included: 

 Mito symptoms affecting access  

 They live in New Zealand 

 They do not have a diagnosis yet 

 Prefer one on one conversations  

 Had difficulties connecting, or unsure of how to connect 

 Forgot the call was occurring 

Respondents who participated in a Mito Connect Call were asked to rate how they felt about their 

experience. Responses are detailed in Table 6.  

 Strongly 
Agree 

Agree Neutral Disagree Strongly 
Disagree 

I felt more knowledgeable after the Mito 
Connect Call 

18% 53% 24% 6% 0% 

I felt more connected after the Mito 
Connect Call 

18% 59% 24% 0% 0% 

I would recommend them to the mito 
community 

35% 53% 12% 0% 0% 

I plan to participate in future Mito 
Connect Calls 

44% 44% 13% 0% 0% 

 

Table 6: Rate the following statements for Mito Connect Calls. 

As shown in Table 6, most respondents strongly agree that they planned to participate in future Mito 

Connect Calls (44%). Respondents also strongly agreed (35%) or agreed (53%) that they would 

recommend Mito Connect Calls to the community (35%). 

Respondents were asked how AMDF could improve Mito Connect Calls. The following answers were 

provided: 

 “Ask for questions before the session and take turns for calls if there are lots of people or 

guest speakers.” 

 “Limit numbers on the call so more can be heard/speak.” 

 “Having an expert speaker and being able to ask questions is incredibly valuable.” 

 “Having more calls on a range of topics would be great.” 

 “Send a reminder via text.” 

 “Offer two a month.” 

 “Sometimes more structure (e.g. pre-planned questions) could assist in warming up 

interaction.” 

 “Have them in the evenings.” 

 “Have them recorded and available on the website.” 
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Support Network 

The AMDF Support Network consists of members of the community who understand what it is like to 

live with mito as a patient or carer. People on the Support Network list are not trained counsellors or 

medical professionals but they are happy to be contacted and to share their experiences. The 

majority (79%) of respondents had not contacted an AMDF Support Network member, as shown in 

Figure 12.  

 

 

 

 

 

 

 

Figure 12: Have you contacted an AMDF Support Network Member? 

Participants were asked why they had not contacted a Support Network member. These reasons are 

shown in Figure 13. 

 

  

 

 

  

Figure 13: Why haven’t you contacted the Support Network? 

Respondents were asked the open-ended question, “Do you have any feedback about the AMDF 

Support Network?” The following answers were provided:  

 “Glad it's there!” 

 “Great idea. Would be interested to find out how many people have accessed this service.” 

 “A great resource very in touch and has been a huge help.” 

 “Yep keep doing it as they do.” 

 “It's really useful.” 

  

21%

79%
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Support groups 

 

Support groups offer the opportunity to connect with other individuals or families who understand 

the challenges that mito brings. The majority of respondents had not attended an AMDF support 

group (85%). Figure 14 shows a quarter of respondents had not attended they were unaware of their 

existence. Half of respondents could not go to a support group meeting because they were held out 

of their area.  

 
Figure 14: Why haven’t you attended a support group meeting? 

 

Figure 14 also shows 21% selected, ‘other,’ reasons for not attending a support group. These reasons 

included: 

 Living in a rural area, New Zealand or Tasmania 

 Recently diagnosed 

 Support groups were not available until recently 

 Not being aware of support groups in the area 

 Worrying that support group conversation’s may be emotionally challenging 

 Still learning how support groups work 

Eighty-five per cent of respondents were interested in attending support group meetings in the 

future. Seventy-seven per cent were not interested in co-ordinating a support group.  

Respondents were asked to give feedback on AMDF support groups. The following feedback was 

provided: 

 Support groups are a great way to connect with others 

 Making sure venues are accessible for people with disabilities and those that live far 

 Having a youth orientated Facebook group 

 More interaction via the internet 

 Increase support group meet ups  

 Having a clear agenda for support group meetings 
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Mito Community Advisory Panel 

The Mito Community Advisory Panel (MCAP) helps foster communication between the mito 
community and AMDF. The panel consists of patients and carers from each state who help validate 
AMDF ideas on support for the community and provide feedback on support priorities and resources.  

Eight-four per cent of respondents were not aware of the MCAP and 85% had not contacted an 

MCAP representative before. Figure 15 shows whether respondents would be comfortable 

contacting MCAP representatives. 

 

 

 

 

 

 

 

 

Figure 15: Would you feel comfortable contacting your state representative to provide feedback or 

suggestions? 
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Mitochondrial Disease Patient Registry  

The Mitochondrial Disease Patient Registry (Mito Registry) is a secure computerised system that 

contains limited information about people mito. The Mito Registry will help develop an 

understanding of how many people have mito, what type of mito they have, and geographical data 

after diagnosis. 

Seventy-one per cent of respondents had signed up to the Mito Registry.  Figure 16 shows the 

leading reason why respondents had not signed up was because they were not aware of it (42%).   

 
Figure 16: Why haven’t you signed up to the Mito Registry? 

Eight respondents provided feedback about the Mito Registry:  

 “Needs to collect more detailed information to [be] used effectively. See the UMDF Registry 

as an example.” 

 “I think it is a good thing and hopefully will give researchers more info to work with.” 

 “I received one email which led nowhere.” 

 “I think it's a very positive step as it took 7 years for a diagnosis and was misdiagnosed. 

Further information for the medical community may result in earlier and accurate 

diagnosis?” 

 “There should be a registry in NZ especially for adults.” 

 “I think it would be helpful if each person's details were updated following tests etc. so the 

patient could see what is happening and this would be helpful when trying to explain issues 

to other professionals.” 

 “This would be great if one was designed for NZ.” 
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Advocacy  

AMDF aims to transform outcomes for mito patients and families by advocating to appropriate 

stakeholders to achieve equitable access to high quality diagnosis, treatment and support. AMDF is 

currently contacting local MPs to advocate for mitochondrial donation, advocating for in-class 

assistance for students with mito and writing to the NDIA and other government agencies on behalf 

of people in the mito community struggling to receive support. AMDF is also looking to advocate for 

patients faced with long waiting periods to see a specialist, through investigation of telehealth clinics. 

Table 7 shows that some respondents would like AMDF to advocate more to raise the awareness 

rates of mito.  

Advocacy No. of 
Respondents 

Quote 

Awareness 4 “Creating more awareness around the disease, 
specifically with medical practitioners, would be 
valuable.” 

School education 2 “Help at schools for children with mito.” 

NDIS acknowledgment 1 “When I contacted NDIS they couldn’t find mito on 
their list.” 

Advocacy for undiagnosed 
mito patients 

1 “As a lot of patients are not diagnosed, advocating 
for those that do not receive services, but clearly 
clinically not well.” 

Work with other 
governments 

1 “Work with NZ Government.” 

Research and funding 1 “Just push for more money for research.”  

Table 7: Are there other areas in which AMDF can play an advocacy role? 

AMDF is working to change the legislation regarding mitochondrial donation, an IVF technique that 

could prevent transmission of mito from mother to child. The technique will allow families affected 

with specific types of mito the chance to have disease-free children.  

Survey respondents were asked if they had any feedback regarding AMDF’s advocacy work on 

mitochondrial donation. The following responses were provided: 

 “I've noticed more discussion of mito and mitochondrial donation in the media over recent 

years. Very exciting times!” 

 “I have grandchildren who are toddlers and have no idea if they have mito and I would like to 

inform people it’s not pleasant not knowing for so long why you know you don’t feel right.” 

 “The legislation needs to be changed so children do not have this disease.” 

 “I think it is a very important role for AMDF and am in fact meeting with an MP with a 

researcher next week.” 

 “Donation should be allowed.” 

 “I think it's another positive step in helping families have children mito illness free.” 

  “Work with New Zealand Government.” 


