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About Mito Foundation
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 mito.org.au

About the Mito Community Survey
In early 2022 Mito Foundation conducted a survey exploring the experiences of people with mito and carers of someone 
with mito. The survey asked 142 questions and received 275 responses, the biggest survey by Mito Foundation to date.

Please refer to the Mito Community Survey Insights Report 1: Understanding the Survey for more information,  
available on the Mito Community Voice page on our website.

Report authors & versions
This report was prepared by Clare Stuart, Mito Foundation Policy and Advocacy Manager.

Version 1.0, first published 13 February 2023.

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. 

Includes many  
that are doing well,  

and a significant  
minority who face  

multiple challenges.

Continues to find  
it difficult to access  

quality health  
services. 

Includes many  
groups that were  

underrepresented  
in this survey.
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https://www.mito.org.au/mitocommunityvoice/


4 Page 

2022 Mito Community Survey Insights Report 3

 

Mito community reflection

Reading the findings in this report, they align with my own 
experience of living with mito - as a patient, as a parent of kids 
with mito and as a member of the mito community. 

My hope is that these insights help the Mito Foundation and all 
health professionals who work with the mito community, to better 
understand what we are facing on a day to day basis in managing  
our health and symptoms.

When I read these survey results, three themes emerged as the 
essential requirements for health care for mito: access, timeliness  
and quality.

Access - long wait times and a limited number of mito doctors 
with long patient lists mean that often mito community 
members just cannot access the health care they need, 
particularly when there is not a mito specialist, sympathetic  
GP or appropriate allied health specialist available to them. 

Timeliness - Health care needs to be available when people with mito need it. This means waiting 
lists need to be reasonable, appointments need to be frequent enough, and care needs to be 
available when sudden changes occur – such as when people get sick or they need emergency 
care. Small sickness like colds and infections can have major impacts for mito patients, and need to 
be dealt with promptly.

Quality – One of the biggest challenges with health care for mito is ensuring that mito-specific 
care is being given. For example, if mito patients are given medications or health advice that are 
contraindicated, this can cause huge problems.

Because mito is progressive, if someone with mito loses functionality, for instance through illness or a 
period of inactivity due to injury or extreme fatigue, they are very unlikely to get that functionality back.

In some cases, inability to access quality healthcare in a timely way can be a matter of life and death. Many 
mito patients and their families will have struggled to advocate for appropriate care in emergency situations.

To address these essential requirements, we know that it takes a team of healthcare professionals and 
supporters. This team often includes a mito specialist, a GP and several allied health professionals. The 
comments from mito community members illustrate how crucial allied health professionals are to their 
wellbeing. From my experience there are benefits in the way that allied health professionals seek to really 
understand the person with mito and observe how they experience their symptoms, and can spend time 
to inform themselves about appropriate care and management. They frequently have regular, ongoing 
contact with patients so that they are able to track the impact of mito symptoms and the effectiveness  
(or not!) of symptom management in a way that specialists and GPs cannot.

The reality of heath care for mito, like many less common conditions, is that patients need to educate 
members of their health team. This can be an exhausting and relentless task. I am excited about exploring 
how we can better support patients with this task.
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There is little published about the experiences of people living with mito. This report, along with 
other reports in the series, makes an important contribution to building our understanding of the 
lived experience of the mito community. I hope that it is shared widely, and in particular is given due 
consideration by the medical profession so that we can improve the lives and health outcomes for  
people living with mito. 

Having the insights in this report allows us to look beyond our previous assumptions and assists us to 
target healthcare assistance to where it is most useful and needed. This report in particular can play a 
valuable role in informing and improving a care model for people living with mito and I look forward to 
working together towards that goal.

Mia Bell,  
Mito community member and Mito Community Advisory Panel member
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Understanding empowerment
The 2018 Australian Mitochondrial Disease Patient Experience, Expectations and Knowledge (PEEK) Study1  
identified the important role of empowerment in living well with mito. Research shows that empowerment  
is crucial to reduce the burden of chronic disease and to improve quality of life of individuals2. Empowerment  
is recognised as a “key enabler in creating sustainability as addressing challenges faced by modern healthcare  
systems in terms of effectiveness, access and resilience”.3

As identified in The long and winding road: perspectives of people and parents of children with mitochondrial  
conditions negotiating management after diagnosis4, equipping the patient as an expert of their condition is a key 
tenet of action and the basis of policies to improve outcomes for people with rare diseases. There is also evidence  
of the important role of self-management in the care of people with chronic diseases5.

To guide Mito Foundation’s work, we worked with stakeholders to identify the elements of empowerment. We use 
these elements to guide our work, particularly the services we provide to the community. The four elements of 
Mito Foundation’s empowerment building approach are:

• Mito community has stronger knowledge relevant for managing mito

• Mito community is better able to access health care and supports they need

• Mito community has better mental health and wellbeing, including decreased sense of isolation and more hope

• Mito community is more confident and empowered to manage their mito journey

Figure 1:   Empowerment    

Mito Foundation offers a range of support services which aim to strengthen knowledge of mito, build confidence in 
managing mito, create connections to support wellbeing and improve access to health services. Mito Foundation 
focuses on these areas with the goal of supporting the best possible health outcomes and quality of life for people 
impacted by mito. This work is done in combination with work in research and advocacy to improve health services 
and other systems.
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Report summary
This report focuses on responses to the 2022 Mito Community Survey related to experiences of community members 
with health services. It also identifies key actions aimed to improve the health services for people living with mito.

Six questions were designed to measure current access to health care. The results from these six questions are  
summarised in figure 2.

  

 
 
 
 

Consistent with other insights from the survey, the mito community includes many that are doing well, and a significant 
number who face multiple challenges. The key challenges in accessing health services identified in the survey findings are:

1. Most community members find accessing health care for mito difficult and this significantly impacts their lives

More than half of community members (62%) described accessing health care for mito as very difficult or difficult.  
There were no significant differences between people who had mito and those providing care for people with mito.

Community members described the positive and negative impacts of health care on their lives. Community  
members shared feelings of frustration, isolation and hopelessness related to aspects of health care. When describing 
the biggest challenges they have faced in their mito journey, community members frequently mentioned health care. 
In contrast, when describing what has helped them the most in their mito journey, many community members also 
mentioned health care.

2. Most community members do not have a management plan for their mito

Only one quarter of community members (25%) told us they had a management plan and only slightly more (31%)  
told us they had an emergency management plan. This may be an underestimation if similar communication tools are 
being used but these specific terms are not being used by their health care team. Emergency management plans are  
recommended for people with mito6 and management plans are recognised as an important tool in the management 
of complex and chronic conditions7.

3. Community members are searching for mito-aware health professionals

The most common theme identified in free-text responses was that community members are seeking health  
professionals who are knowledgeable about mito and that they struggle to access them. 

Figure 2:   Key questions that measured the community’s access to health care care   

No                  Yes - Partially                Yes - fully

69%    16%  15%

75%    19%  6%

48%    30%  22%

64%    23%  13%

31%    39%  30%

Have an emergency management plan containing information 
about my/their mito to give to sta� at hospital when need urgent treatment?

Have a management plan for my/their mito?

Receive professional advice about exercise, such as from a physiotherapist or exercise physiologist?

Receive professional advice regarding the best diet for mito, such as from a dietician?

Have access to a key specialist doctor that is a mito expert?

19%    45%  35%

Have a general practitioner (GP) that helps us to manage my/their mito, along with their other health needs?

Access
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Challenges identifying and accessing mito-aware allied health professionals may be contributing to low numbers of 
community members having received professional advice on diet and exercise. 64% of community members said they 
had not received professional advice regarding the best diet for mito (such as from a dietician) and 48% said that they 
had not received professional advice about exercise (such as from a physiotherapist or exercise physiologist).

4. While most community members have access to a mito specialist and a GP, there are opportunities to  
 improve these services

Most community members told us they had some access to a key specialist who is a mito expert (69%) and a GP who 
helps them manage their mito and other health needs (81%). However, many of those community members described 
their access as partial, with free text comments suggesting that community members would like more frequent  
access to their specialists and that several challenges may affect the accessibility of these services (e.g. waiting times, 
the need to travel and COVID-related challenges). Results also suggested that access to mito specialists varies by state 
and territory, although small numbers of respondents are a limitation. For example community members in the  
Australian Capital Territory reported very low access to mito specialists (20%, n=5).
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“I feel clueless and unsupported and alone… I still end up  

explaining everything I know about mito to every health professional  

I come into contact with for them to say something like  

‘I’m so sorry, I don’t know that much about mito at all so I really can’t 

help you” and that is it.  

I feel like my world is sitting in bed all day doing nothing,  

wishing I could help my kids, or have the energy to clean the house, or 

cook my family a meal or even go to work and bring in some money 

so we don’t have to struggle so much or save for a holiday. This wasn’t 

meant to be our lives.”
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Recommendations
The 2022 Mito Community Survey has provided rich insights into the lived experience of the mito community. Mito 
Foundation is committed to using these insights to drive improvements to health services. We will continue to work 
through the identified recommendations, and welcome ongoing feedback.

These insights have also informed our recommendations for health professionals, researchers and other  
organisations who play a role in improving services and health outcomes for the community.

    Recommendations for a collaborative effort 

Mito Foundation should collaborate with interested clinicians from multiple disciplines to improve health 
care. Specific work of this collaboration could include:

1. Clarifying the role of management plans and emergency management plans in the health care of people 
with mito.

2. Developing mito expertise around Australia, towards a goal of having a mito expert available to all 
Australians with a mito diagnosis.

3. Creating a refreshed plan for developing mito knowledge and confidence in health professionals, 
particularly considering allied health and medical specialists.

4. Creating guidance that clarifies the role of different health professionals and what people with mito 
should expect from their health care teams. This may differ based on factors such as the age of the 
person with mito and types of mito. 

  
 Recommendations for Mito Foundation 

Mito Foundation should continue to develop its initiatives to improve health care, including: 

1. Continuing to grow and improve the Mito Professionals Directory and seek to increase its use. The 
community values being able to access health professionals who know about mito.

2. Developing and maintaining information for health professionals. This should include resources that 
community members can share with health professionals who are not mito experts.

3. Educating and supporting people with mito to navigate health services and advocate for the care they 
need. This should build on resources developed about patient care standards for mito.

4. To guide long term efforts, regularly monitoring health care access for people with mito. Future measures 
should seek to compare with the results of this survey where possible.
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    Recommendations for health professionals 

 

     Recommendations for researchers 

Researchers should consider pursuing projects that can inform improvements in health care for mito, such as: 

1. Exploring how can we evaluate health care for mito.

2. Improving our understanding of the gaps in existing health care services and the aspects of 
access that have the biggest impact, such as costs, delays and/or missing services.

3. Work that considers differences between types of mito, paediatric compared to adult onset 
mito, different geographic areas and the experiences of priority populations.

4. Improving our understanding of challenges faced during transition from paediatric to adult 
health care services. 

1. Health professionals with a specialisation in mito, supported by their professional bodies, 
should be involved in professional development activities related to mito. These should target 
their peers in multiple disciplines including general practice.

2. Health professionals who are involved in the care of people with mito should seek education 
about mito, including from Mito Foundation, to support them to provide high quality care. 



Detailed findings about access to health care
Questions about current access to health care were only offered to community members who told us they had a  
diagnosis of mito or were a carer for someone with a diagnosis of mito. Two questions about access to health care 
were offered to people who told us they were seeking a diagnosis of mito for themselves or someone they care for.

All results were also analysed by six types of sub groups using Fisher’s exact test.

1. carers of people with mito compared to people with mito themselves

2. people living in metropolitan, regional, rural and remote areas

3. gender of respondents

4. state or territory of respondents

5. age of respondents

6. how likely a respondent was to recommend Mito Foundation to someone else in the mito community.

This analysis is limited by the small sample size. See Limitations section for more information. Results significant at 
p<0.1 have been reported as these may guide larger and more rigorous studies.

Most community members find accessing health care for mito difficult

Some community members described health care for mito as “non-existent” and “shocking”. Many shared details  
of the specific aspects of care that they found difficult.

 
 
 
 
 
 
 
One community member shared how they felt about accessing health care for mito.
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“This battle I fight alone.”

“I have a mito specialist but their role is largely limited to telling  
me to see certain specialists.  They don’t offer help with medication, 
supplements, and don’t ever recommend specialists who know 
about mito…I have a dietitian but they [know] nothing about mito 
so they rely on the limited information I can supply.  I have an 
excellent exercise physiologist … he understands my condition 
better than anyone and has been an enormous support.”



Figure 3:    Overall, how would you describe accessing health care for your 
                    or another’s mito?

 
             Self or person they care for has a mito diagnosis (n=87)

 
This survey suggests that there may be differences between the experiences of those with mito themselves and 
those who care for someone with mito. This could be explored in larger studies. 

 

 
 

 
                                          Self has a mito diagnosis (n=65) or person they care for has mito (n=29) 
           (Totals do not add to 100% due to rounding’) 

These findings are consistent with a previous mixed-methods study3 that identified “ongoing need to negotiate for 
every aspect of care” as the strongest theme in focus group discussions with people living with mito.

Health care is described by community members as both a biggest challenge and 
incredibly helpful

Community members were asked about their biggest challenges and what has helped them, health care featured  
in many responses. Many of these stories suggest that the medical complexity of mito, and the lack of targeted  
treatments compound reported challenges with accessing health care. 
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Very Di�icult             Di�icult             Neither easy nor di�icult             Easy               Very easy

25%   37%  17%  20%             1%

Overall, how would you describe accessing health care for mito or another’s mito?

Strongly disagree           Disagree           Neither agree nor disagree            Agree          Strongly agree

OverallAccess

Very Di�icult             Di�icult             Neither easy nor di�icult             Easy               Very easy

29%   46%  12%   12%  0%

Responses given by people with mito themselves:

Very Di�icult             Di�icult             Neither easy nor di�icult             Easy               Very easy

14%  9%  32%  41% 4%

Responses given by carers (for people they are caring for):

Strongly disagree           Disagree           Neither agree nor disagree            Agree          Strongly agree

OverallAccess2
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What did the mito community tell us? 

Below are some accounts from mito community members regarding their biggest health care challenges, and what 
helped them.

 
Biggest challenges:

“Getting a diagnosis, as medicos tend 
to focus in specific areas, and my 

symptoms are multiple. Being taken 
seriously as an older woman - I have 

been deteriorating for over 30 years, and 
most doctors have only tried to treat one 

or two of my symptoms.”

“[The] biggest challenge is lack of knowledge 
in general practitioners. In my sister’s case we, 
by luck, came across a wonderful neurologist 

who happened to know [mito specialist].”  

“I am also struggling with specialists and NDIS 
understanding mito. Accessing mito specialists 
makes a huge difference in understanding the 

condition compared to others.”

“Medical specialists not very interested in mild 
symptoms of mito, even though they have a big impact 
on our lives and our family. Multiple family members 
have died from mito in recent years and the medical 

specialists do not know what to do. I fear that my 
fate is sealed - I will also die from this disease with 

no useful intervention. My child has complex hearing 
problems, I think caused by mito, and I cannot  

find anyone to help her.”
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What helped the most:

“I suppose we did get a miracle for [our 
grandson] lived for 15 years  

thanks to emerging medical treatments 
and the unwavering support from  

so many services.”

“Our medical team and the mito 
foundation has helped us the most, 

once we connected with them.”

“Finding an Integrated Medicine Specialist 
who recommended supplements  

to support how my body functions was  
a game changer for me.”

“The best support was access to 
the professionals who were able to 
provide support and guidance for 

caring for someone with mito.”
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Many community members described overall satisfaction with their health care

 
 
 
 
 
 
 
 
 
 
 
21% of community members told us that they found accessing health care for mito easy or very easy (see figure 3).

This suggests it is possible to access good health care for mito within Australia’s complex health care system.  
This may provide insights into best practice care. Further research could help to understand the experiences of  
community members who report being satisfied with their health care.

Most community members have a GP that helps them manage their mito

General Practitioners (GPs) are recognised by the Australian government as playing an important role in managing 
chronic and complex diseases8. This can include care coordination for the chronic disease and also looking after 
health needs unrelated to the chronic condition. 
 

 
 
 
 
 
 
 
 
 
 
 
Figure 4:    Have a general practitioner (GP) that helps us manage my/their mito,  
  along with their other health needs? 

 
 
                                                                           Self or person they care for has a mito diagnosis (n=108)

While 80% of community members told us they had a GP, 45% of community members responded ‘yes- partially’ 
when asked if they have a general practitioner (GP) that supports them (or the person they care for) to manage their 
mito, along with their other health needs. This suggests that a large number of community members would like more 
support from their GP.

“I’ve been very lucky here in [state] that I can immediately 
get help whenever I need it”

“Health care is easily accessible and we have access to the 
required specialists.”

“Found paramedics very good when responding and 
transporting to Emergency”

“[I have] excellent doctors”

“[My care is] managed by my GP who is incredibly supportive 
but admits to knowing virtually nothing about mito and looks 
to me to give him info about what I need”

“The GP that I had originally was very conversant with mito 
but he retired and I have struggled to find another who 
understands mito well.”

“Significant difficulty. GP has retired. [I have] multiple 
specialists but no coordination of care”

No                  Yes - Partially                Yes - fully

69%    16%  15%

75%    19%  6%

48%    30%  22%

64%    23%  13%

31%    39%  30%

Have an emergency management plan containing information 
about my/their mito to give to sta� at hospital when need urgent treatment?

Have a management plan for my/their mito?

Receive professional advice about exercise, such as from a physiotherapist or exercise physiologist?

Receive professional advice regarding the best diet for mito, such as from a dietician?

Have access to a key specialist doctor that is a mito expert?

19%    45%  35%

Have a general practitioner (GP) that helps us to manage my/their mito, along with their other health needs?

Access

No                  Yes - Partially                Yes - fully

69%    16%  15%

75%    19%  6%

48%    30%  22%

64%    23%  13%

31%    39%  30%

Have an emergency management plan containing information 
about my/their mito to give to sta� at hospital when need urgent treatment?

Have a management plan for my/their mito?

Receive professional advice about exercise, such as from a physiotherapist or exercise physiologist?

Receive professional advice regarding the best diet for mito, such as from a dietician?

Have access to a key specialist doctor that is a mito expert?

19%    45%  35%

Have a general practitioner (GP) that helps us to manage my/their mito, along with their other health needs?

Access
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Most have access to a mito specialist, many would like more access

The Patient care standards for primary mitochondrial disease in Australia explain that ‘Early diagnosis and referral  
to specialist centres of care enables intervention and treatment that may prevent severe clinical sequelae, avoids  
unnecessary investigations and adverse outcomes of inappropriate therapy, and informs family planning.’6 
 
 
 
 
 

 
 
Figure 5:    Have access to a key specialist doctor that is a mito expert?  
 
 
 
 
                                                                           Self or person they care for has a mito diagnosis (n=113) 
 
Around one third of community members told us they did not have access to a mito specialist. Survey comments 
suggested that waiting lists, geographic barriers and not being referred to mito specialists all play a role.

Around one third of community members told us they had partial access to mito specialists. Comments suggested 
that some community members had only had an initial assessment from a mito specialist and would like follow up  
appointments. Other comments suggested that community members had access to medical specialists but did not 
feel these doctors were mito specialists.

Around one third of community members told us they had full access to mito specialists.

There is a solid (p<0.05) suggestion that there are differences between the states in their access to key mito specialist 
doctors (see figure 6).

 

“Specialist appointment only seen once but difficult for follow up.”

“It is difficult living in a regional area to access my neurologist.”

“Impossible so far to find a specialist [who is] interested. Got “you have mito. There is no treatment. 
See you in a year” from my 2nd neurologist”

“My specialist is okay but just does an annual check-up.”

“Doctors have not been very helpful mostly just get a merry  
go round of referrals.”

“Frustrated about not being able to get a referral to a  
mito specialist.”

No                  Yes - Partially                Yes - fully

69%    16%  15%

75%    19%  6%

48%    30%  22%

64%    23%  13%

31%    39%  30%

Have an emergency management plan containing information 
about my/their mito to give to sta� at hospital when need urgent treatment?

Have a management plan for my/their mito?

Receive professional advice about exercise, such as from a physiotherapist or exercise physiologist?

Receive professional advice regarding the best diet for mito, such as from a dietician?

Have access to a key specialist doctor that is a mito expert?

19%    45%  35%

Have a general practitioner (GP) that helps us to manage my/their mito, along with their other health needs?

Access

No                  Yes - Partially                Yes - fully

69%    16%  15%

75%    19%  6%

48%    30%  22%

64%    23%  13%

31%    39%  30%

Have an emergency management plan containing information 
about my/their mito to give to sta� at hospital when need urgent treatment?

Have a management plan for my/their mito?

Receive professional advice about exercise, such as from a physiotherapist or exercise physiologist?

Receive professional advice regarding the best diet for mito, such as from a dietician?

Have access to a key specialist doctor that is a mito expert?

19%    45%  35%

Have a general practitioner (GP) that helps us to manage my/their mito, along with their other health needs?

Access
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Figure 6:    Do you have access to a key specialist doctor that is a mito expert?  
  (split  by state/territory)? 

 
 
 

 
 
                                                                           Self or person they care for has a mito diagnosis (n=97) 
 
Most notably, the data suggests that the Australian Capital Territory (n=5) has very limited access to mito specialist 
doctors and South Australia (n=7) has full access to mito specialist doctors. The very small size of these groups means 
that it is less likely that these results are representative of the experience of all people living in those states/territories.

Almost half of community members told us they saw their mito specialists in a public hospital or practice, with most 
others seeing specialists in private hospitals or practices.

Figure 7:    Thinking about your medical specialists for your mito, where do you  
          see them?

 
 

                                                                          Self or person they care for has a mito diagnosis (n=113) 

Strongly disagree           Disagree           Neither agree nor disagree            Agree          Strongly agree

AccessByState

46%

mainly seen in a public 
hospital or practice

(n=56)

32%

mainly seen in a 
private hospital 

or practice
(n=39)

30%

I don’t see any
 medical specialists

(n=24)

    
    

    
    

     
     

       
        mito specialists

3%

Unsure
(n=4)
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Most community members do not have a management plan for their mito

In a project to identify improvements to current post-diagnosis management and communication, researchers  
recommended that mito specialists ‘Provide a management plan to the patient (or parent) and the GP. This is an 
important tool to support people with mito to negotiate to receive the care they need from health providers, including 
other specialist health providers’ 9.

The Patient care standards for primary mitochondrial disease in Australia do not make a clear recommendation  
for overall management plans (although they do contain recommendations for emergency management plans, see  
below)6. Focus groups with Australians with mito reported that some patients did have comprehensive care plans  
but reported that other health providers rarely looked at them4.

 
 
 
 
 
 
 
 
 
 
 
 
 
Figure 8:    Have a management plan for my/their mito? 

 
                                                                           Self or person they care for has a mito diagnosis (n=108)

 “Having access to a multi-disciplinary clinic, I’ve engaged with 
a dietician once, and all seemed OK. I’ve discussed exercise with 
my specialist doctor and again, all seems OK there.  This may, 
therefore, be my “management plan”, but I am unaware of 
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Most community members do not have an emergency management plan

The Patient care standards for primary mitochondrial disease in Australia specifically recommend that people with a  
diagnosis of mito are provided with an emergency management plan, particularly if they are at risk of acute episodes6. 
A project to identify improvements to current post-diagnosis management and communication included  
recommendations for patient letter, wallet cards, emergency management plans, and alerts on medical notes9.

The data collected in this survey suggests that this is not current practice in Australia.

 

 

 
Figure 9: Have an emergency management plan containing information about   
  my/their mito to give to staff at a hospital when need urgent treatment?

 
 
                                                                           Self or person they care for has a mito diagnosis (n=106) 

 
Only 30% of community members told us they had a management plan, and around half of these responded  
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acute care needs. 
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Allied health advice for diet and exercise are not available to all

The Patient care standards for primary mitochondrial disease in Australia contain recommendations for all people 
with mito to receive expert advice on diet and exercise, including:

• ‘All patients should follow a well balanced nutritional diet with advice from a qualified dietitian, where 
appropriate

• In consultation with an exercise therapist, physiotherapist, allied health professional, or sports medicine 
physician, recommend a tailored exercise programme’6.

 

 
 
Figure 10:  Allied health access

 

 
                                                                   Self or person they care for has a mito diagnosis (n= 109/106) 
 
Results suggest that around half of community members are not receiving professional advice on diet and/or exercise, 
with only a small minority responding ‘Yes - fully’ when asked about receiving professional advice for diet and exercise.

When asked about which allied health professionals would be most useful for Mito Foundation to focus on, dieticians 
(24%, n=71) and physiotherapists (22%, n=65) were the most commonly suggested. The wider results of this question 
are included in a previous report in this series10.

Access to allied health may be related to the community’s experiences with the National Disability Insurance 
Scheme (NDIS). Experiences with the NDIS were reported in a previous report in this series10. These suggested some 
community members have been found ineligible for NDIS and others have not yet applied.

“I haven’t yet contacted a dietician, I struggle to find physio/exercise physiologists who understand.”

“I have found dieticians unhelpful, but an exercise physiologist very helpful.”

“I found myself telling physios about how I feel and what I may need in exercise.”

 “When first diagnosed my doctor at the time put me on supplements and told me to exercise or I 
would die. That is about the extent of it.”

“The gastroenterology, nutrition and metabolics team at  
(children’s hospital) have (child) on long wait lists and other 
specialists are questioning this as (child) needs urgent support  
for this. Neurology has regularly said - “why hasn’t (child) already 
got feeding support?” We can only say.... “they are on waiting  
lists”. In the meantime, we watch their body shrink – (child) is  
past emaciated and taking in little food.”
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Mito community members tell us their biggest challenge is not being able to see 
health professionals who know about mito

In comments from community members about challenges they face in accessing health care, the most common 
theme was that health professionals were not knowledgeable about mito.

 

 
 
 
 
 
Some community members shared the impact of this experience, in that it contributed to their feels of isolation and 
hopelessness.

 
 
 
 
 
 
 

“Doctors in other fields have no understanding of mito.”

“Most medical practitioners have no idea about appropriate 
treatment.”

“Most doctors have limited knowledge and get frustrated with  
the amount of different symptoms.”

“I refer to it as being a very lonely condition as no one I have 
dealings with know anything about it and the doctors have never 
treated anyone with it.”

“I really feel I do not have support nor understanding. I get 
overwhelmed when needing to explain my condition of 20+ years 
now. I feel I’m not understood.”
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In some cases, this lack of knowledge was linked to adverse outcomes. One community member shared a long story 
of misdiagnoses and prescribing of an anti-seizure medication that is harmful to people with mito. Another community 
member shared:

 
 
 
 
 
 
 
 
 
When asked about their knowledge of mito, 57% of community members reported they have learned so much about mito 
that they often educate others, including health professionals. Comments from some community members regarding 
knowledge of mito suggested that they found it difficult to learn about mito when they could not find knowledgeable 
health professionals. More information on these results were published in an earlier report in this series10. 
 

Taken from Insight Report 2 
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“Physiotherapist had no idea what mito was but said he’d 
phone my neurologist to ensure the exercises would be right 
for mito. He did not phone and gave me exercises increasing 
in muscle usage until I actually collapsed from overusing them 
during the ever increasing exercises. I questioned him about  
his knowledge of mito and he openly admitted he had none. 
After six sessions I never returned.”

“Information and understanding from medical profession. Most of what I have learned has 
been from my own research.”

“Finding allied health professionals that understand or willingness to understand mito.”

“I live in a remote regional area. Although I see health professionals regularly, I have never 
been able to speak to any specialist who knows a lot about 
MELAS. Most specialists I have seen ie. Neurologist says they 
know cases but they know very very little. Not one specialist  
will own me.” 
 
“My endocrinologist knows MELAS patients but does not have 
the specialist knowledge I would like to access. I feel very out 
at sea. I wish I could have an opportunity to meet a medical 
professional who would say ‘yes I know you.”
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Costs, location and COVID all impact access to health care 

Other themes identified in community members’ comments about access to health care included:

Costs of health services can be a barrier. One community member described a family member needing to pay 
their health care bills. 
 
 
 
 
 
 
 
 
 
 
Community members talked about challenges accessing health services outside of metropolitan areas. However, 
there was not a significant association between living outside of a metropolitan area and any of the measures of 
health care access. 
 
 
 
 
 
 
 
 
 
 
The COVID-19 pandemic was mentioned by several community members in both positive and negative ways. 
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“A lot of things I should be doing, I don’t due to funding. I have 
to pay off my mortgage as well as all costs of specialists and 
medicines.”

“He offered no help but to take (supplement) but with the (dose) 
that was recommended I just simply cannot afford [it].”

“The challenge is living in a country town with limited access to 
specialists and services.”

“With COVID it has been very difficult to get timely help and 
advice because of the restrictions.”

“Our son’s extreme behaviour makes accessing this health care 
a challenge logistically. The recent transition to offering remote 
consultations has been wonderful, especially for specialist 
appointments at the large hospitals… So accessing specialist 
health care for our son has got easier in the past 2 years.”

“Telehealth has been game changer as we live away from 
(capital city).”

“Missed appointments due to COVID and illness.”
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Community members seeking a diagnosis report mixed experienced with health care

These questions were answered by a very small group of community members, meaning they are unlikely to be  
representative of the experiences of others seeking a diagnosis.

Figure 11:    I am able to access medical specialist care as a part of seeking a  
  diagnosis of mito

 
                                                                                   Self or person they care for is seeking a diagnosis of mito (n=31)

Figure 12:   I have a general practitioner who is helping me search for a diagnosis  
  of mito

 

                                                                        Self or person they care for is seeking a diagnosis of mito (n=31)

Health services are referring people to Mito Foundation

Community members told us how they first learnt about Mito Foundation. While the most common way of learning 
about Mito Foundation was through an internet search, many medical specialists are also telling their patients about 
Mito Foundation. A smaller number of community members found out about Mito Foundation through their GP.

Figure 13:    How did you first learn about Mito Foundation?

 

                                                                                                 All respondents n=257
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Survey limitations

While the 2022 Mito Community Survey is the largest survey of Australians with a personal connection to mito, it has 
three main limitations.

Survey was directed only to people in contact with Mito Foundation

The survey was sent to over 2,000 people who had been in contact with Mito Foundation, provided an email and/
or mobile phone numbers and identified themselves as having a personal connection to mito. To try to overcome 
this limitation, the survey was also promoted via social media channels. We estimate that a small number of people 
responded who were not sent the survey by email or phone.

Survey demographic data suggest that some groups are underrepresented

Of those invited to complete the survey, 12% responded. Analysis of demographics11 suggests that responses were 
skewed compared to other data sources (e.g. Helpline callers, Mito Registry participants). Survey respondents were 
skewed to females, living in Queensland, those who have used services provided by Mito Foundation, on the 
Mito Registry, and those with higher interaction with Mito Foundation communications and report higher levels 
of support.

For groups that were underrepresented, this may mean that their specific needs may not be well represented in 
the feedback. These groups include males, young adults (aged 18-24), parents of school-aged children, people from 
culturally and linguistically diverse communities and Aboriginal and Torres Strait Islander people.

Small numbers of respondents

The number of respondents for each question varied, with response numbers between 15 and 266. This is due to 
internal survey logic (for example, only asking for feedback on services that a community member had used) and 
because almost all survey questions were optional. Questions regarding confidence and knowledge were only asked 
to those with a confirmed diagnosis of mito who either had mito themselves or provided regular care for a person 
with mito. This led to response numbers for those questions ranging between 65 and 111.
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