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It may surprise you to know that almost 90% of 
disabilities are not visible and that almost half 
of people afflicted have more than one diagnosed 
issue1. To fit into this invisible category, the 
individual must have a chronic physical and/or 
mental impairment which affects their ability 
to function at a ‘normal’ capacity, in some or all 
aspects of their life and are either undetectable or 
unknowable to others2. This covers a broad range 
of health issues from chronic pain disorders to 
diabetes and depression3. 

 As someone personally suffering with seven 
invisible illnesses, this is an area of research 
that hits very close to home and drives me to 
address it. However, acknowledging that I alone 
am insufficient a cause for further investigation, I 
will draw your attention to the estimated 15% of 
Australians who are living with disability at any 
given time1, 90% of which is invisible; this equates 
to 3.3 million people, too large a number of people 
to be overlooked. There are numerous campaigns 
that are seeking to raise awareness and having 
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of this dialogue must include both the need and 
desire for recognition of the impacts on sufferers 
as well as the conscious effort by sufferers to retain 
some sense of self and enablement. As such, after 
searching through online support sites, there is a 
clear preference among sufferers towards framing 
their ailments with ‘invisible illness’. In a desire to 
recognise and promote their voice in this debate, 
this will be the term used here.

Where to begin? 

Clearly ‘invisible illness’ affects a significant 
portion of the population, but how do we even 
begin to tackle an issue that is by its very name, 
invisible? One approach would be to provide 
more statistics, examine the various bureaucratic 
systems that interact with this issue and provide 
a broad overview of symptoms and treatments for 
those with invisible illness. However, this approach 
has already been taken and is the predominant one 
in the news and public sphere5. Within the more 
private sphere of those with invisible illness, there 
is a network of sufferers sharing their story either 
in person or online6; some do so to raise awareness 
to the public, most to help other sufferers at 
varying stages of the illness and often as a form 

some success at doing so4. But we require a broader 
understanding of how to encourage people to think 
critically about their beliefs of what healthy looks 
like, and examine their attitudes towards people 
who face physical and/or mental struggles. We need 
people to recognise that our standard view of the 
world is incomplete and there is a large blind spot 
to the plight of those with invisible illness; the 
discrimination at personal and systemic levels; the 
loss of time, energy and money for friends, family 
and employers; the inefficiencies of our medical 
system; and the inadequate support systems at 
both emotional and financial levels. 

See the Australian Network on Disability website for further 

statistics - www.and.org.au

What’s in a name?
The terms ‘invisible illness’ and ‘invisible 
disability’ are interchangeably used by both 
medical professionals, academics and sufferers 
alike. However there is little thought given to the 
framing each term has on the issue; a widespread 
lack of understanding of what invisible illness/
disability entails directs us to the need for one term 
to develop associations and a clearer dialogue. Part 

[4] A few examples of such campaigns: 

Invisible Illness Week (http://

invisibleillnessweek.com/), the ‘Invisible No 

More Campaign’ (www.invisibledisabilities.

org/invisible-no-more-campaign/), 

ANUDSA Spoon Week (www.anusa.com.

au/spoonweek/), Daffodil Day (www.

daffodilday.com.au/), and World Autism 

Awareness Day (www.autismspeaks.org/

what-autism/world-autism-awareness-

day).

[5] Examples of news articles: http://

thenewdaily.com.au/news/2015/05/04/

australias-fattest-fittest-suburbs/, http://

theconversation.com/cold-weather-is-a-

bigger-killer-than-extreme-heat-heres-

why-42252, http://www.theaustralian.

com.au/national-affairs/education/funds-

call-as-autism-students-numbers-triple/

story-fn59nlz9-1227322099936

[6] Examples of information on/for invisible 

illness sufferers:

www.myinvisiblelife.net/, www.

butyoudontlooksick.com/, www.

bandbacktogether.com/invisible-illness-

resources/, www.mollysfund.org/
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of self-therapy. However, this information is 
largely aimed at people with a level of shared 
understanding of invisible illness, overlooks a lot of 
the complexities not immediately apparent to the 
issue and has a limited readership. Both discourses 
are valuable, but inadequate on their own. 

Effects become known to the sufferer. This may take a brief amount 
of time and be clear or, conversely, occur slowly over a long period 
and be vaguely understood.

The sufferer (and family) seeks assistance from a medical 
professional, for the most part navigating between numerous 
General Practitioners (GPs) and specialists.

After the Assistance stage has gone on for anywhere from 1 week 
to 20 or more years, one or more diagnoses are made.

The sufferer now faces treatment; for some, this is clearly defined 
(e.g. cancer and chemotherapy) or ill-defined and largely self-
managed (e.g. chronic fatigue and a mixture of diet, exercise and 
limited activity).

This involves coming to terms with the limitations and realities of 
living with an invisible illness, what their particular illness is and 
negotiating their new identity in accordance with this new level of 
understanding.

This process may be repeated from any stage, often overlapping 
and adding further confusion. Indeed, a complete diagnosis may 
never be achieved and for many an incorrect diagnosis will be 
made more than once.

Symptoms:

Assistance:

Diagnosis:

Treatment:

Understanding:

Repetition:

A human-centric approach
It is somewhat surprising that despite a wide 
variety of symptoms, time-scales and levels of 
impact, that the process before and after diagnosis 
of those with invisible illness is largely the same. 
It is concerning that for the most part this process 
is fairly negative. After interviewing a number of 
individuals with invisible illness(es) face-to-face, 
reading through online accounts and reflecting 
upon my own journey, a number of stages are 
apparent and briefly outlined as follows:
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Symptoms and History 

It isn’t a problem until it is. This is such a basic 
statement that it almost warrants not being said, 
yet it is something that is often overlooked in 
addressing many problems - e.g. the 2014 ebola 
outbreak, texting while driving before mobiles and 
cars, pesticide poisoning before mass agriculture. 
This has been repeated throughout history where 
there are manifestations of the problem before it 
is recognised as critical and can be seen to have 
correlating behavioural issues that are the root 

Within this process sufferers outline a large 
number of problems they face navigating the 
system including patient-doctor relations, mistrust 
and what is viewed as unnecessary stress. From this 
shared understanding of failure within the system 
surrounding invisible illness the only conclusion 
is the system needs change at all levels. By doing 
so there is great potential for improved use of 
time, money and energy by sufferers and their 
family, medical practitioners and the government. 
Despite seeming an impossible task, the breadth 
of shared experience points to the feasibility of 
identifying points within and connective problems 
throughout the system to address, noting that the 
law of unintended consequences and the number of 
unknowns dictates that not all change will  
be positive. 
 Nevertheless, awareness of this reality and 
of the complexities involved, coupled with the 
utilisation of an integrated multi-disciplinary 
approach, means that improved outcomes for those 
with any invisible illness is within the realm of 
possibility. This is a necessity if we are to improve 
the standards of living for sufferers and their 
family, the effectiveness of the medical system and 
target  government spending to reduce waste. It is 
with this in mind that I address each stage  
through a particular lens that acts as a useful to aid 
our understanding.
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The history of invisible illness has the same 
storyline, with many of the now recognised 
illnesses not being understood, verified and named 
until quite recently. The life-span of the Western 
medical system is a blip in terms of humanity and 
we would do well to remember that as we move 
forward with health concerns. An illness is shaped 
by history and societal understanding of what 
constitutes as a valid health concern. For example, 
one of my invisible illnesses, Fibromyalgia, was 

cause, e.g. epidemics throughout populations  
with poor healthcare and sanitation, ignorance 
of and a lack of regard for the consequences of 
our actions, and realising that the increase in 
complaints of a particular problem are not singular 
but widespread cases. Something humans are still 
to address, if they ever will, are the underlying 
root causes influencing our behaviour with largely 
predictable results.
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age period and illness comes with its own set of 
struggles and are not to be diminished9.

Assistance and Unknowns
Within a Western society is standard protocol 
that changes to your health dictate you seek 
medical assistance. However, amongst the medical 
profession, there are ambiguities surrounding 
many invisible illnesses. This inability to define 
what is happening creates confusion for both 
doctors and the general public9, 10. Although for 
some with invisible illness there is an acute onset 
of symptoms that direct them to seek assistance 
immediately, this is not always the case. For many, 
myself and the majority of interviewees included, 
the symptoms manifest over a period of time 
before reaching a crux point at which assistance is 
clearly needed. Considering the standard narrative 
is a continual loop of health > illness > doctor > 
treatment > health or death, it is a difficult battle 
when your ‘loop’ is stymied at every stage and you 
are left in limbo.
 The lack of knowledge and recognition 
of symptoms amongst medical professionals, 
particularly GPs, consistently leads to a drawn out 

originally defined as a psychosomatic disorder 
where the pain and symptoms were akin to those 
of a hypochondriac7. It is only recently that doctors 
have begun to acknowledge that the pain is real 
and can be contributed to a number of factors, 
although the exact cause is still unclear7. The need 
to recognise our long history of ignorance and 
recent increase in knowledge of human biology 
applies equally to those working in and around the 
medical profession, those with invisible illness and 
the general public. 
 At the individual level, the notion of “it isn’t 
a problem until it is” is one of the hardest aspects 
to come to terms with; whether there is a prior 
history of health or not, changes to our way of 
functioning in life are difficult to understand and 
adapt to. This is the case for the majority of those 
living with invisible illness, as the symptoms do not 
arise, or flare to the point of noticing, until later in 
life8. Although there are conditions that are with 
a child from birth (e.g. Asperger’s syndrome, or 
dyslexia), many chronic conditions won’t present 
themselves until people are in their mid to late 
teens or early twenties (e.g. depression or celiac’s 
disease), or fit into the majorative category that 
increase in tendency with age (e.g. cancer, heart 
disease or dementia)8. It is important to remember 
that despite differing life-stages for the onset, each 

[7] ‘Fibromyalgia: The Stigma and the 

Truth’, (www.fmcpaware.org/fibromyalgia-

the-stigma-and-the-truth.html), National 

Fibromyalgia & Chronic Pain Association, 

sourced 30/05/2015.

[8] ‘Chronic Diseases: About Chronic 

Diseases’, (www.aihw.gov.au/chronic-

diseases/), Australian Institute of Health 

and Welfare, sourced 30/05/2015.

[9] Bernhard, Toni (2014) ‘The Extra 

Burdens Faced by Young People with 

Chronic Illness’ (www.psychologytoday.

com/blog/turning-straw-gold/201403/

the-extra-burdens-faced-young-people-

chronic-illness) and (2011) ‘The Challenges 

of Living with Invisible Pain or Illness’ 

(www.psychologytoday.com/blog/turning-

straw-gold/201109/the-challenges-living-

invisible-pain-or-illness), Psychology Today, 

sourced 02/06/2015.

[10] Sisk, Jennifer (MA)(2007), ‘Invisible 

Illness - What You Can’t See Does 

Hurt Her’ (www.socialworktoday.com/

archive/novdec2007p18.shtml), sourced 

12/05/2015.
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group of invisible illnesses which include a chronic 
pain disorder, intestinal and bowel complications, 
chronic fatigue, overstimulation of the senses, a 
form of anxiety disorder and depression; this is 
becoming clearer over time as more people are 
diagnosed rather than dismissed, education levels 

process where a very common point in the sufferer’s 
story is that of ‘hindsight’, at which point all of the 
various symptoms and illnesses are found to fit 
together and commonly combined in a number of 
other people. For example, there is a growing subset 
of people (of which I am one) suffering from a 
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Diagnosis and Framing
Much like the earlier statement that “it isn’t 
a problem until it is”, it doesn’t exist until it 
is defined. As Western society has developed 
and bureaucracy has taken a greater hold, an 
unfortunate consequence has been the need 
for defined labels, categories and statistical 
significance. Everything must be measured. 
Presented with an ill-defined set of symptoms 
or symptoms that do not fit into the categorical 
‘norm’, sufferers find that doctors downplay their 
significance or dismiss them entirely. This creates 
a conflict for those with invisible illness who 
subsequently question where their illness ends and 
personal limitations begin. 
 The time from seeking assistance to diagnosis 
can be long and arduous. The process is often 
fraught with incorrect diagnoses and/or incomplete 
ones, and so a diagnosis is often a blessing and 
a curse. Having faced the battle to recognise 
symptoms and seek medical assistance, the desire 
for a diagnosis becomes one of both need and 
contempt: a need for validation and contempt for a 
system that seems inadequate at doing so.
 Upon being presented with a diagnosis, or 
diagnoses, there is generally a sense of relief for 
both the sufferer and the doctor as they are now 
operating within a predetermined framework. 
There is a name to the set of symptoms and some 
knowledge of how to begin treating the problem. 
Both sides are no longer floundering in the dark.

rise providing the knowledge to navigate the 
medical system and knowledge of symptoms are 
clarified and more broadly disseminated amongst 
medical professionals. However, the connections 
between the varying symptoms and disorders 
remains an unknown factor and are causing 
medical staff and researchers to rethink previously 
determined categories. This process of clarification 
can be understood as a positive feedback loop: the 
more information that is known about the illness 
translates to more people diagnosed, which allows 
for further research and understanding, allowing 
more people to be diagnosed, and so on. 
 Doctors have known of this feedback loop for a 
long time and as a result have been granted support 
by the Australian Government to undertake 
further training throughout their career11. Thus, 
the ever present need for increased research and 
education is reinforced to positively impact the 
feedback loop, allowing both medical professionals 
and sufferers improved outcomes. Unfortunately 
reality dictates that this clearly isn’t enough. The 
knowledge of unknowns is not enough on its own 
to solve a complex problem such as invisible illness; 
if it were that easy many of the world’s problems 
would be solved by this point. 

[11] Practice Incentives Program (PIP), 

(www.humanservices.gov.au/health-

professionals/services/practice-incentives-

programme/), sourced 30/05/2015.
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treatments and the often conflicting advice given. 
There are too many unknowns relating to the 
illness and treatment for there to be any one-size 
fits all method. What most face is a trial-and-error 
period of physical, mental and drug therapy. It is 
one of the most difficult aspects of invisible illness 
to find out there is a name for what you have, it 
wasn’t in your head, but there is nothing that can 
particularly be done to help you other than a few 
lifestyle changes which differ from person to person 
and an array of drugs with serious side-effects 
best avoided for long-term use. You must make 
a decision—function at a limited capacity with a 
great deal of pain/discomfort/symptoms caused 
by your affliction(s), or be free of such, but barely 
functioning and suffering the side-effects of the 
treatment; not an ideal choice.

Treatment and Narratives
By this stage—treatment—a narrative has 
developed of when symptoms started, the process 
of assistance and getting a diagnosis. This is the 
story you have told each medical practitioner up 
until now and is the story that is about to change. 
Now that you are in the stage of treatment, that 
becomes your new tale—what treatment are 
you getting, how long will it take, what are the 
side-effects and why isn’t anything changing. 
It is generally at this point that the sufferers 
story starts to become more public and networks 
between sufferers develop. There is an understood 
framework that you are legitimately ill of which 
receiving treatment is a large factor. Without 
treatment you aren’t ill. 
 One of the hardest elements of invisible 
illness for many sufferers is the confusing array of 
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of how inadequate or ineffective they are, the 
sufferer now has to integrate their former identity 
with the newly presented one. This is not always 
done at a conscious level, however there is always 
a navigation of the questions, “Who am I now?” 
and “Who am I to others?”. There is also a conflict 
of the imposed identity by others as someone who 
is ‘fine’ and ‘healthy’, and a desire to fulfill this 
identity. This is effectively the dynamic between 
our inner self and the variety of selves we present 
to others depending upon their relationship to us 
and position of trust and authority. 
 But it is not only the sufferer whose 
understanding and identity figure into this 
narrative. All those surrounding the sufferer must 
renegotiate their understanding and pre-formed 

Understanding and Identity
The impact of invisible illness on all aspects of a 
person’s life is unfathomable for most people. Most 
sufferers speak of the lack of understanding by 
all around them12, the isolation that comes with 
their illness and the utter joy at finding people 
who can identify with their experience resulting in 
empathy instead of sympathy. This is an important 
distinction as sympathy often involves feelings 
of pity and has a short lifespan; it can be a very 
short amount of time for people to transition from 
sympathy to frustration, particularly toward those 
with chronic illness that is never-ending.
 Despite the relief at receiving a diagnosis and 
having some form of treatment plan, regardless 

[12] ‘Invisible No More’, www.

invisibledisabilities.org/invisible-no-

more-campaign/, Invisible Disabilities 

Association, sourced 18/05/2015.
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consuming and draining cycle: we each lose time 
from work, study, leisure and our relationships; 
spend great lengths of time exhausted and in pain; 
wait endless hours at doctors appointments and 
in hospital waiting to be seen, telling our story 
repeatedly to more and more people; and lose time 
putting mental energy into navigating the system, 
our symptoms, putting on a ‘happy face’ for others, 
worrying about finances and readjusting our 
identity12. It is an all-consuming task and one that 
sufferers describe as being worse than the actual 
symptoms.
 But it is not only the sufferer who is affected 
by this. The medical system is put under greater 
strain from more appointments than necessary by 
those suffering with invisible illness, unable to get 
a diagnosis or adequate treatment. This limits the 
time, space and energy available for other people 
with an acute case needing immediate treatment. 
Furthermore, this affects the economy as many 
with invisible illness struggle to gain and retain 
employment; most are faced with inflexible work 
arrangements, inadequate facilities for their 
varying disabilities, and fixed norms of workplace 
expectations that staff go ‘above and beyond the 
call of duty’. It is obviously hurting employers as 
well who are relying upon staff to fulfill their role 
when left short-staffed due to sick days which can 
be for short or long periods of time.

The future of invisible illness 

We need to challenge the current narrative and 
make visible the invisible. But how do we achieve 
change when we know it is an uphill battle with 
no end in sight, as seen with the plight of any 
marginalised group? We only need to look to 

impressions of who the sufferer is and what they 
can achieve. This is highly problematic when the 
sufferer, for all intents and purposes, looks the 
same as they did before. There is also the impact 
upon medical professionals; over the period of 
their studies and career they are filled with vast 
amounts of knowledge and are trained to be the 
source of comfort and care. A doctor is someone 
who fixes people, and when they are unable to 
diagnose or treat an illness their identity as a 
healer is questioned. For some doctors this causes a 
great deal of introspection and they seek to change 
medical practice, for others this is too great a threat 
and causes them to dismiss the complaints of their 
patient as fictitious or exaggerated. This is seen 
time and time again and has clear links with our 
psychological make-up regarding unknowns and 
whether our reactions are to maintain the status-
quo, draw upon confirmation-bias or embrace the 
complexities of the unknown and seek to unravel it.

Repetition and Time
Repetition and time is perhaps the hardest stage 
to deal with as someone with invisible illness. 
As outlined above, invisible illness is often a 
long process to recognise, diagnose, treat and 
understand. What adds to the complexity and 
the frustration of dealing with this system is the 
repetition of the process as symptoms change, 
new symptoms and illnesses arise and what was 
‘cured’ returns. For some this seemingly endless 
and overlapping cycle will end on a happy note 
with a cure, for many it only ends when the illness 
wins and an untimely death ensues (e.g. cancer or 
heart disease), while for others it will be an ongoing 
battle until they die of other causes8. It is a time 
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Indigenous land rights, the women’s liberation 
movement, the ‘war on drugs’ and people with 
psychotic disorders to see this is problematic. 
However, we must remember that change is a 
constant aspect of our world—from entropy to 
workplace relations, from biology to trends in art, 
fashion and design. 
 The medical treatment of invisible illness 
will continue to improve as further research is 
conducted and new treatments are invented. 
This will occur at its own pace, and aside from 
encouraging the allocation of more funding and an 
increase in diversity (gender, race, age, discipline) 
within medical research, there is little I can add 
to that discussion. What I can advocate for is 
a need to draw upon people with every form of 
expertise related to invisible illness, be it a personal 
account of navigating the system or a linguist who 
understands how language frames our worldview. 
We also need to challenge the current narrative 
of what it means to be healthy and what illness 
looks like. We urgently need to retrain doctors 
who are already practicing, particularly those for 
long periods, to embrace ambiguity and unknowns 
rather than shy away from or dismiss them. We 
need to challenge the current framing of seeking 
assistance as a sign of weakness and turn it into 
one of strength. The flow-on effects of such  
could have a dramatic effect upon rates of 
diagnosis, quality of treatment and the public 
discussion around this issue. This is how we can 
tackle the unknown.


