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Foreword 
 

I am very proud to be working with an organisation who strives to be the catalyst for energy, hope and cures for 
every Australian impacted by mitochondrial disease. I am a member of the Mito Community Advisory Panel 
(MCAP) which is made up of mito community members, unwavering in our dedication to bring to light the needs 
and the voice of the mito community. We work strongly with the Mito Foundation Team so that they can deliver 
the best outcomes for our community. 

To everyone who responded to the survey, to the MCAP members and others who have helped prepare the 
survey, we thank you for your efforts and the generosity of your time. To the many in the community who have 
offered to contribute to future work, we welcome your commitment. And to those who have offered to share 
their stories, thanks for your courage and we would love to help bring your voice to life and help raise awareness 
of mito. We have also been encouraged by the strong messages of gratitude and encouragement, we really do 
strive to make a difference and so the feedback to ‘keep up the good work’ is appreciated by all. 

This survey has been a good example of how engaging mito community members in the early design stage has 
led to better survey outcomes i.e., greater number of respondents, better clarity around responses and as a 
result, greater action being taken, with some immediate changes already underway.  

We hope through this report and the changes being implemented; the mito community feel less isolated in their 
experiences. We hope seeing some of your own thoughts and feelings reflected in the results gives you a sense 
of connection to the wider mito community. We encourage you to continue to be involved in any way you can 
to help amplify the voice of the community and strengthen the work of the Mito Foundation.  

Your efforts have and will improve the lives of people impacted by mito. 

 

Fiona Elmer, Mito Community Advisory Panel Chair 
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Since 2009 Mito Foundation has been dedicated to supporting and empowering people affected by 
mitochondrial disease (mito) in Australia, while increasing awareness and understanding of this devastating 
disease. We aim to transform outcomes for the mito community by driving meaningful change and funding 
essential research into the prevention, diagnosis, treatment and cures of mitochondrial disorders. 

For more information, please visit www.mito.org.au 

 

Report Authors 
Toni Catton, Mito Foundation General Manager and Clare Stuart, Mito Foundation Policy and Advocacy 
Manager. 
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Key Findings 
 

The Mito Community Survey highlighted that the mito community: 

 

  

Is very willing to 
share their 

experiences and be 
involved in Mito 

Foundation’s work. 

Includes many 
people that are not 
aware of all of Mito 

Foundation’s 
support services. 

 
 

Continues to find it 
difficult to access 

quality health 
services. 

Includes many that 
are doing well, and a 
significant minority 
who face multiple 

challenges. 

Includes many 
groups that were 

underrepresented in 
this survey. 
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1. The mito community is very willing to share their experiences and be 
involved in Mito Foundation’s work  
This was the largest survey of the Australian mito community, with 275 respondents. The community 
generously shared their experiences and opinions and volunteered to be involved in future Mito 
Foundation projects. 

 

Highlights 
 
 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

OUR COMMITMENT 

Mito Foundation will increase opportunities to work with the  

community across its wide range of projects and services. 
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2. The mito community includes many people that are not aware of all 
of Mito Foundation’s support services.  
The community told us that when they knew about and used our support services, they found them 
valuable. However not all respondents were aware of all of our support services. 
 

 

“Ensure that everyone who contacts the Mito Foundation 
 is aware of the resources available, both on the website 
and printed publications”. 

2022 Mito Community Survey respondent when asked about 
what Mito Foundation should do. 

 

 

Highlights 

• Mito Information Days and published resources at www.mito.org.au were used by the 
largest numbers of respondents. Mito Information Day attendees told us the events help to 
improve their knowledge of mito and increase their confidence in managing mito. 
 

• Most community members are aware of the Mito Foundation Helpline and 80% would 
recommend the Helpline to others. They told us we could improve this service by 
increasing follow up contact after a Helpline call. Helpline users told us that accessing the 
Helpline improved their confidence (83%).  
 

• More than half of the community were not aware of the Patient Pathways Program, our 
telehealth nurse service. Out of those community members who have used the service in 
the past two years, 77% would recommend it to others.  
 

• Mito Foundation events were described by community members as important 
opportunities to connect with others and create a sense of community. They told us that 
events helped to reduce their sense of isolation. Event attendees told us we could improve 
events by ensuring they are accessible to remote and regional participants with good 
quality audio and increasing connection with others.   
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• The majority of community members who had a loved one pass away due to mito were 
unaware of bereavement support we offer. This tells us we can improve how we 
communicate about the bereavement and mental health support that is available at all 
stages of grief and loss. 
 

• Community members told us they wanted more help to access the National Disability 
Insurance Scheme (the NDIS) and to get the support they needed. This increases our 
commitment to our new NDIS Navigation service. 
 

 

 

“I think maybe more awareness as we didn’t know much 
about the Mito Foundation until after our boys had  
passed away…it would have been good if we had have 
been given an information flyer or something of the 
services and support the foundation offers.” 

 
 
 

 

OUR COMMITMENT 

Mito Foundation will take every opportunity to promote  

its full range of support services. 
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OUR COMMITMENT 

Mito Foundation will continue striving to improve health services                       

for the Australian mito community and support community                             

members to access the services they need. 

 

3. The mito community continues to find it difficult to access quality 
health services  
The community told us that finding health care for mito is difficult. They also told us that when they have 
the health care they need, this has wide-reaching positive impacts on their life. 
 

 

 

“It’s a tough road when you see so many doctors who  
don’t know about mito.” 

2022 Mito Community Survey respondent 
 

 

Highlights 

• Most community members told us that accessing health care for mito was either difficult 
(37%) or very difficult (25%). 

• Many community members told us they didn’t have management plans (75%), access to 
advice for diet (64%) or exercise (48%).  

• Finding mito-aware health professionals can be frustrating and time consuming. 

• There are differences in ease of access to health care between different states/territories. 

 
 

“[mito Foundation should] inform doctors and hospitals  
of mito and its effects. [Help us to] find a doctor that 
doesn’t want to kick you out in 10-20 minutes. Have a 
hospital that doesn’t send you home because they don’t 
know what to do.” 

2022 Mito Community Survey respondent  
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   We’ve been part of the Mito community  
for 13 years and we are very grateful 

for the support they’ve offered. 
 It’s been wonderful to watch its growth. 

 I am grateful it still feels like a  
caring community. 
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OUR COMMITMENT 

Mito Foundation will seek to understand more about the 

differences between those in the community who are doing well 

and those that are struggling and develop support services and 

resources for those that need them most. 

4. The mito community includes many that are doing well, and a 
significant minority who face multiple challenges.  
The survey measured four key outcomes: knowledge, confidence, access to services, and wellbeing. 
There was a mix of results in each of these, indicating that while some members of the mito community 
are doing well, there are many that are not. 
 

 
“I’ve been fortunate to be embedded in all things mito  
and have easy access to many experts about mito who  
are so very generous with their knowledge”. 

2022 Mito Community Survey respondent 

 

Highlights 

• More than half of respondents told us they had strong knowledge of mito, with 71% 
agreeing that they know how to manage mito symptoms; 15% told us they were not 

• A significant minority of community members indicated they may be struggling with low 
mood (29%); anxiety (34%); loneliness (33%). 

• We asked respondents about their non-health supports such as transport, education, 
housing, employment, mental health, finances, personal care. 11% of survey respondents 
told us they were lacking in useful support across all the areas relevant to them. 

• 64% told us they were confident to manage their mito; 15% told us they were not 

 

 “[I have] given up. I am sick if being told 
 “oh, we believe you definitely have all the 
 criteria but as I didn’t test positive to one  
genetic test we can’t confirm it”. 

2022 Mito Community Survey respondent 
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            [I am] fighting this battle alone. My  
concern is for my mental health and the  

worry for what my future will be. I have no  
one to talk to about it. I would like to be  
in the NDIS program to assist me but I  

don't know how. So I just try not to think  
about mito. I shut it out.  
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OUR COMMITMENT 

Mito Foundation will seek to engage underrepresented mito 

community members to better understand their needs and what 

role the Mito Foundation can play. 

 

5. The mito community includes many groups that were 
underrepresented in this survey.  
The demographic data collected in the survey highlighted groups that had low numbers of respondents. 
We know from our service use data that many of these groups are also less likely to contact Mito 
Foundation and use our support services. These groups may have unique needs that Mito Foundation 
could respond to.  
 
The following groups were underrepresented in the survey: 

Males  

• Only 21% of survey respondents were male.  

Young Adults  

• 2% of survey respondents were aged 18 – 24 years old.  

Parents of School Aged Children  

• No respondents indicated they care for children with mito aged 5 – 17 years of age.  

People from Culturally & Linguistically Diverse Communities  

• 1% of respondents identified their primary language as Auslan and 2% another language 
other than English  

Aboriginal or Torres Strait Islander People  

• 2% of respondents identified as Aboriginal or Torres Strait Islander  
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Emotional themes 
Throughout the responses shared in the survey, a set of recurring emotions about the experiences of mito 
community members emerged. These are summarised in the figure below. 

As you read through the survey results, you may identify with some of the feelings expressed by respondents, 
reflecting the wide range of emotions experienced throughout the journey with mito. 

The emotional dimensions of living with mitochondrial disease can be overshadowed by the physical 
symptoms. Mito Foundation’s support services aim to provide emotional support and connect mito community 
members to mental health and wellbeing supports provided by others. 
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Why We Did the Survey 

 
Together with its generous supporters and volunteers, Mito Foundation’s passionate team is committed  
to creating a brighter future for the mito community. Many of us have been personally affected by mito,  
including through our own families, our own diagnoses and through the relationships we have developed 
through our work.  

We know that working alongside the community is essential to being able to provide meaningful support to meet 
the community’s needs. We also know that a deep understanding of the challenges faced by the community 
needs to inform and fuel our work to drive change through advocacy and research.  

We are committed to working alongside the mito community  

The mito community contributed to the design of the survey, particularly members of our Mito Community 
Advisory Panel (MCAP), who represent individuals, parents and carers living with mito.  

Feedback from Mito Foundation’s 2015 and 2017 Services Surveys has shaped the support services available 
today. One example of this was the 2018 PEEK Study1. Through this, the community told us there was a need to 
access mito aware allied health professionals. This feedback guided the establishment of our Exercise Physiology 
Network. The PEEK study also highlighted that our website was an important source of information, but for some 
community members it was difficult to access. This feedback guided significant improvements to our online 
resources to ensure they were easy to find and were accessible to members of the mito community with sensory 
disabilities.  

Community feedback and the stories bravely and generously shared by many, strengthens our drive for change. 
The contribution of many community members was central to our successful advocacy campaign for the 
legalisation of mitochondrial donation.  

We will build on the awareness and support we built together through the mitochondrial donation campaign to 
improve outcomes for the Australian mito community. This survey is an important part of this next stage of 
growth for Mito Foundation. 

 

 

 
1 Available at https://www.cc-dr.org/au/peek/complete/2018aumit/ 
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Who Responded  
Overview of Respondents  

The survey received a total of 275 responses, including 53 using short 5-minute version and 11 completed the 
survey via a phone-based discussion. 

The overall response rate was 12%. 

On average respondents had 1.4 connections to mito. 

Overall, respondents were skewed to females, people living in QLD, those who have used services provided by 
Mito Foundation, are a part of the Mito Registry, those with higher engagement2 scores and higher levels of 
financial support for Mito Foundation. 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

1 Calculated based on interaction with Mito Foundation’s email communication. Community members that open more emails and click on 

links in emails are classified as having higher engagement. 
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 Overview of Respondents cont. 
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Survey Methodology  
Survey Design  

Mito Foundation designed the 2022 Mito Community Survey with two survey partners to develop the survey – 
More Strategic and Total Research – with questions exploring the lived experiences of respondents with mito, 
or a carer of someone with mito, and seeking feedback on Mito Foundation’s support services.  

The draft survey questions were reviewed by members of Mito Foundation’s Mito Community Advisory Panel 
(MCAP) who were also involved in pre-launch survey testing. These steps helped to inform the question wording, 
flow, and length of the survey.  

The full survey included 142 questions exploring the experiences of people with or caring for people with mito. 
Additionally, a five-minute version of the survey (short survey), consisting of 11 questions from the full survey 
was made available for the final four days to help boost completion number. 

 
The survey questions explored the following areas: 

• Connection to mito  

• Carer responsibilities  

• Stage of mito  

• Diagnosis experience  

• Type of mito  

• Impact of mito  

• Knowledge of mito  

• Confidence in managing mito  

• Access to health care and other 
supports  

• Mental health & wellbeing  

• Experience with bereavement  

• Awareness and experience with 
Mito Foundation Services:  

• Mito Foundation Helpline  

• Mito Foundation website 
www.mito.org.au  

• Mito Information Day events  

• Mito Connect Calls  

• Mito Meet-ups  

• Patient Pathways Program  

• NDIS Navigation Service  

• Mito Professionals Directory  

• Mito Registry 
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Survey Administration

The 2022 Mito Community Survey was administered via an online survey platform managed by More Strategic, 
which maintained the confidentiality of all responses. After a short pilot, the full survey launched in mid-March 
2022 and was open for four weeks. As an alternative to completing the survey online, invitees were given the 
option to complete the survey via a phone discussion with responses entered into the online survey on their 
behalf by a Mito Foundation team member.  

An invitation to complete the full survey was sent to 2,297 people by email and the short survey was sent by 
text message to 1637 people. The full survey received 222 responses via the online survey platform, including 
11 responses were completed via a phone call. The remaining 53 responses were to the short survey.

Survey Breakdown 

The survey included questions about the respondent’s connection to mito and their role in caring for others.  

Based on the responses to these questions, the survey guided the respondent to questions relevant to their 
experiences. 

For example, if a respondent indicated they were not aware of a particular support service, they were not 
asked to rate their experience with that support service.  

The survey questions each respondent was asked was influenced by the following factor.

 
For all questions relating to confidence, knowledge, access to health care and the other  
supports and mental health and wellbeing: 

• Respondent’s connection to mito, including whether they had a confirmed clinical and/or 
genetic diagnosis of mito.  

• Whether the respondent has mito themselves or are a carer for someone with mito  

For support service questions: 
• Whether the respondent was aware of a particular support service  

• Whether the respondent has used the support service in the last 2 years 

For bereavement questions: 
• Whether the respondent has experienced a bereavement of someone with mito. 

 

Almost all questions in the survey were optional and some respondents skipped questions they did not want 
to answer. These aspects of the survey design mean that the number of respondents varies between 
questions in the survey. 
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How We’re Working Through the Results  
The Mito Community Survey has provided rich insights into the lived experiences of mito community 
members. Mito Foundation is taking time to thoroughly work through the results to identify opportunities for 
us to improve support services and advocate for other changes.  

This approach aims to ensure we are listening to and understanding the feedback, and that the feedback 
informs the changes we make.  

 

Changes we are already making  

Our Mito Connect events will increasingly include opportunities for community input. This includes:  

AussieMit Community Summit  
In November 2022, Mito Foundation will hold our first Community Summit alongside the AussieMit 
scientific conference in Sydney. In addition presentations from leading mito clinicians and researchers, 
we are inviting attendees to participate in discussions to explore the key issues and opportunities 
impacting the mito community. 

Promoting our support services to build awareness 
Aiming to build awareness of Mito Foundation’s supporting services, each edition of our bi-monthly 
newsletter will spotlight a support service and introduce our Support Services team members. 

Mito Connect Calls 
Over the coming months we will hold a series of Mito Connect Calls which include a presentation on a 
key topic followed by a discussion with attendees to better understand their needs relating to that topic. 
The first in the series starts in August focusing on improving diabetes care. 

Strengthening Peer Support  
To help build stronger connections across the mito community and to increase peer-to-peer support 
with people with similar experiences, Mito Foundation is strengthening our Peer Support Network, led 
by our new Peer Support Coordinator. This work will also help inform opportunities for group 
interaction options for different groups e.g. young adults with mito.  

Older people living with mito  
Over a quarter of respondents were aged over 65 years of age. This group told us they would like more 
information about getting older with mito including seeing themselves better represented in our online 
resources. We have started a project to talk to older people with mito to better understand their 
experiences and needs.  
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What to Expect Next  
Over the coming months as we develop responses to each of the key findings, we will provide updates and 
publish reports with more detail about each. These will all be available at 
www.mito.org.au/mitocommunityvoice 

 

 

“The biggest challenge is living with the unknown future of 
the disease and the frustration of not getting a diagnosis 
over the past 10 years, even though all the specialists 
highly suspect mito. Although my child has many 
problems, watching them continue to try and reach their 
goals and never give up has bought me great joy. Living 
with a child with mito has taught me to appreciate each 
day to the fullest and to not look too far ahead.” 

2022 Mito Community Survey respondent 

 

  

http://www.mito.org.au/mitocommunityvoice
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