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Background
People with invisible or unexplained 
illnesses lack an explanation for their 
suffering. The lack of a coherent narrative 
limits their capacity to make sense of their 
experience and inhibits their recovery.

Objectives
To describe common illness narratives 
and how they are used by doctors and 
patients to make sense of symptoms. 
To explore how alternative narratives can 
be used to empower people who live with 
ill-defined suffering.

Discussion
Medical consultations are social 
constructs that follow accepted rules. 
People describe symptoms that are 
supposed to drive diagnosis, and then 
evidence-based protocols enable cure. 
Diagnosis lends medical authority to a 
person’s illness, enabling access to social 
goods, including healthcare resources. 
Without a diagnosis, people can be left 
without words to make sense of suffering, 
without community to provide support 
and without healthcare resources to 
relieve symptoms. General practitioners 
(GPs) can provide critical support for 
people living with uncertain and 
disabling illness.

LIVING WITH MEDICALLY UNEXPLAINED

illness can be difficult – a lonely and deeply 
challenging journey, with an unknown 
destination and no map.1,2 Socially, it can also 
be isolating. There will never be a fun run 
for medically unexplained illness. There will 
never be a transparent ribbon day. 

Shorter described medically unexplained 
illness as an ‘ever-changing pas-de-deux’ 
between doctor and patient, with changing 
expectations, language and diagnostic 
frameworks.3 It can be a delicate dance, 
with a vulnerable patient who is already 
experiencing considerable discrimination, 
simply because doctors are unable to find a 
name for their suffering.4–6

The dominant illness story in Western 
culture is the ‘restitution narrative’. 
It describes the expected course of illness: 
symptoms are supposed to coalesce 
into patterns, patterns lead to diagnosis, 
diagnosis guides evidence-based treatment, 
and treatment leads to cure.7 With medically 
unexplained symptoms, restitution fails, 
and both doctor and patient have to focus on 
different goals. They both need to abandon 
the ‘medical mystery’ task of diagnosis 
and pivot to managing symptoms with an 
uncertain future course. To do so, they need 
to construct a way of describing and working 
with the illness that is flexible, empowering 
and safe.  

There are many stories of modern 
medicine’s triumph over illness in public 
media, so it is unnerving to be left without a 
diagnosis. Understandably, patients can feel 

invalidated, dismissed and abandoned when 
their expected illness narrative fails to surface. 
In the literature, people describe feeling 
isolated as families and friends disengage, 
unable to understand or accommodate their 
illness.2,8 Many experienced conflictual 
and unhelpful relationships with health 
professionals, describing consultations that 
feel like a ‘tug of war’ with each person in 
the therapeutic relationship trying to drag 
the other into their point of view.1,9 Some 
people can disengage from health services 
altogether, unable to face a system that 
invalidates their pain.6

Doctors share the expectation of a 
symptom-diagnosis-protocol-cure narrative 
arc and can feel impotent and helpless when 
this narrative fails. As general practitioners 
(GPs), we can feel increasingly anxious 
about ‘missing something’, feeding the 
understandable anxiety of our patients, who 
find it difficult to trust us when we can’t find 
‘the answer’.10–12 We want to help and make 
a difference, and it is threatening when we 
cannot find a reason for a person’s suffering. 

Nobody wants an 
anonymous illness13

What is diagnosis and why is it important?
Diagnosis is not just a sense-making 

exercise, it is also socially powerful. A disease 
name gives the doctor a course of action, and 
patients a word to search, and a community 
of like-minded people to find. It gives both a 
‘sketch’ of the future and a way of explaining 
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illness to others.7,14,15 Diagnosis might allow 
the ill person to adopt the ‘sick role’, justifying 
investment of care by family and friends 
(Box 1).16 Crucially, they have validation that 
the illness is not their fault. It is a sad reality 
of Western culture that people with medically 
unexplained illness describe preferring a 
disease with a poor prognosis than living with 
ill-defined suffering.17

Financial supports, like pensions, 
insurance benefits and other social service 
payments are often predicated on diagnosis, 
so people who are unwell must work hard 
to obtain one.18 However, not all diagnoses 
have the same social value. Some diagnoses 
bring support and empathy while others bring 
stigma and shame.19,20 Because of this social 
weight, it is important that we consider how 
we make diagnostic decisions. It is relatively 
straightforward to classify a patient as 
having diabetes, it is a lot more nuanced to 
consider using a syndromic term like chronic 
fatigue syndrome.21 Even using a term to 
describe medically unexplained symptoms 
is challenging.22,23

For this reason, GPs often have to find a 
way to describe illness that is less like botany 
and more like gardening.24,25 Like botanical 
taxonomies, straightforward, well-defined 
illnesses like fractures or diabetes can be 
classified into taxonomies that are reliable, 
valid and clearly guide therapy. 

However, when we describe a garden, 
we might use phrases as shorthand to trigger 
an image in other people’s mind. A Japanese 
garden and an English cottage garden are 
fundamentally different, but we might 
struggle to describe how. In general practice, 
‘gardening’ diagnoses might be syndromes  
or types of presentations we all recognise: 
‘she is a survivor of childhood abuse’, 
‘he’s a veteran who is caring for his wife 
with dementia’ or ‘they are third generation 
farmers who are struggling financially’. These 
descriptive fragments are a form of diagnosis 
too and provide the ‘bare bones’ of a narrative 
the doctor and patient can use to ground 
management strategies and explanatory ideas.  

Narrative shipwrecks 
When a person experiences a major trauma 
or chronic illness, it is not just the body that 
is affected. Illness changes a person’s story 
(Box 2). It might alter their understanding of 

Box 1. Common health terms and their definitions40

Disease is a pathological process, a deviation from a biological norm, which is known 
objectively. A disease is usually determined by health professionals. 

Illness is an experience of ill-health that is subjective. Sometimes illness exists prior to 
disease emerging, or may exist without disease. Illness without disease means ‘the patient 
can offer the doctor nothing to satisfy his senses’.41

Sickness is ‘the external and public mode of unhealth’.41 It is a social role and describes a 
negotiated position where the sick person is given support. The recognition that someone 
is ‘sick’ usually requires a disease label, otherwise their capacity to secure social goods 
(eg insurance, social support, health services) is contested.40 The diagnosis matters – 
someone with breast cancer, for instance, is far more likely to receive support than a person 
with inflammatory bowel disease, even if the disability is equivalent. Those with illness and 
no disease struggle to get support at all.40  

Syndromes are groups of symptoms that tend to ‘run together’. They generally do not have 
a coherent rationale for the cause of the symptoms or any pathological reasons why they are 
associated, although multiple theories may be suggested. Syndromes will often incorporate 
diffuse symptoms, like fatigue, and may over time divide or coalesce.45

Box 2. A lived experience narrative of medically unexplained symptoms 

When I realised l may always be unwell, I quickly became overwhelmed with a particular 
type of grief. I mourn the life I thought I would have, the things I used to be able to do, and 
the people I have lost. I was active, mentally engaged and fulfilled, and always surrounded 
by people. After a nasty post-viral infection and a series of unidentifiable repercussions, 
I was left unable to leave the house without being pushed in a wheelchair. I lost my cognitive 
function - which was intensely frustrating, as I am an intelligent person with an insatiable 
appetite for knowledge. I had to quit my job, and all I could do was lay down in bed and 
wait for my partner to come home from work. At my worst, I lost everything that I had felt 
was a part of my identity. I couldn’t paint, read, cook, listen to and make music, be in nature, 
climb, watch movies and documentaries, play board games, or spend time with my friends. 
My friends and family initially didn’t understand just how sick I was, as they didn’t have a 
name and a box to put me in. When you say ‘I have cancer’ people make the effort to support 
you through the illness. When you say ‘they don’t know what’s wrong with me’, you are met 
with silence. 

Living with an undiagnosed chronic illness is like feeling your way around a house in the 
dark. By using your hands to trace the walls, you can identify basic parts of the house such 
as the light switches, the doorframes, the windows. You can map a general idea of the house 
but can’t define the details. The hard part comes when you want to know the colours of 
the walls, the curtains, to see the pictures hanging, the doorknobs, the nooks and crannies. 
This becomes even harder, as my house seems to change all the time. When I think I have 
figured something out, the walls change again and I am left back where I started. I often feel 
as though everyone around me has a well-lit house, and I am left alone in the dark. With my 
GP’s patience, empathy, understanding, and relentless fight to try and improve my quality of 
life, I at least have someone who can guide me through the dark with a little torch. This has 
allowed me to predict what the sudden changes might be, and to understand how I might 
manage those changes.

I think it requires a certain degree of empathy and deep feeling to adequately support people 
like me. The path is never-ending and never linear. Both you and the patient have to be 
prepared for the day it gets worse again, and be able to support them through the feeling 
that it may never get better. It is most important to meet the patient where they are at. When 
they have bad days, weeks, months, acknowledge the hurt, the fatigue, the frustration.

The worst thing I hear is ‘it’ll get better one day!’ This is largely because our conditions 
are likely to be lifelong, especially when you consider that medicine is not even advanced 
enough to diagnose us. My GP reiterates that just because we don’t have a name for my 
condition right now, doesn’t mean she will stop trying her hardest to make my symptoms as 
manageable as possible. She celebrates my good days and is there to support me through 
the incessant grief.

GP, general practitioner
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their strengths, weaknesses, values and goals. 
It is a time when relationships might shift, 
and the perceptions of their purpose and their 
future might change. 

Arthur Frank describes this as being 
‘shipwrecked by the storm of disease’. 

Stories have to repair the damage that illness 
has done to the ill person’s sense of where she 
is in life, and where she may be going. Stories 
are a way of redrawing maps and finding 
new destinations.

(Arthur W Frank, The wounded storyteller: Body, 
illness, and ethics)

Frank believes that the job of the doctor is to 
perform repair work, not only on the body, 
but also the narrative. The work is not always 
to restore health and help people resume 
their original journeys, but to help them chart 
a new course with a changed sense of self. 

To do so, it is important to understand how 
they see themselves at a given point in time. 

In the following section, we discuss two 
common ways people understand their own 
illnesses, and how these can be utilised to 
promote healing. For both, remember that a 
map is not the territory.26 When we explain an 
illness or a condition, we are using a model that 
simplifies and approximates what is actually 
going on. The main issue with medically 
unexplained illness arises when a doctor’s 
model and a patient’s model are incompatible. 
In these cases, it is important to find a way 
to compromise and come up with a shared 
narrative that is acceptable to both (Table 1).

The world of the body machine
Bodies are built, developed, modified, 
repaired and optimised. They degrade 

and are broken. They respond to their 
environment – they ‘rust’. They can be fuelled 
incorrectly or used inappropriately. Parts 
are even recycled, with transplantation and 
blood donation. When people conceptualise 
themselves as a body machine, they will use 
phrases like the ones in Figure 1. 

Body machine explanations include ideas 
from science. These ideas, phrases and 
metaphors can be used to help people adjust 
to the uncertainty of medically unexplained 
illness. In these cases, a doctor is seen as an 
‘engineer’. People can easily believe there is a 
definite, definable and knowable reason they 
are unwell. If a diagnosis isn’t found, it is easy 
to interpret this as incompetence, lack of 
motivation or disinterest on the part of the 
doctor. As a GP, it is important to deal with 
this expectation openly. Helpful metaphors 
are presented in Table 2.

that 

 

 

Repairing the wreck 
‘Even if I don’t know what’s going on, your 
body knows, and it is important to support 
your general health while we work out 
exactly what is causing your symptoms. 
This means we need to manage your 
symptoms and optimise diet, exercise, 
sleep and stress. And put up a periscope 
every now and then to see if we can find
 a cause.’

Broken parts including parts with design faults that
cause breaks
• Machines can have broken parts, or parts that work
inconsistently

• Body machines can also ‘break’ (eg physical and/or
psychological trauma); disorders of optimal function (eg POTS,
arrhythmias, irritable bowel syndrome; genetic abnormalities)

Degraded parts
• Machines can wear out
• Body machines can also be described
as ‘worn out’ (eg heart failure)

Obstructed parts
• Machines can be affected by dust,
barnacles, dirt etc

• Body machines can also be affected
by things that obstruct function 
(eg cancers,vascular blockages)

Environmental threats
• Machines can be affected by high seas,
poor fuel, icebergs etc

• Body machines can be affected by
  poor fuel, toxins, drugs, infections etc

Bad navigation
• Machines can be misused by ignorant 
  or overconfident people
• Body machines can be destroyed by
overuse or misuse

Repairing the narrative
‘Something is wrong, but we haven’t
figured it out yet. Your heart isn’t working
correctly, and you’re tired all the time,
which tells me something isn’t right. Your
joints are swollen as well, but all the tests
are negative. Eventually, we will figure it
out, but we don’t have the investigations
yet to understand what is going on. For
now, it’s a bit of a mystery we can’t solve,
which is really frustrating for both of us.’

Repairing the itinerary
Who are you now, with this disability?
What is important to you?
How does your current life fit with your 
values and goals?
What needs to be abandoned, adjusted 
or changed?

Figure 1. The ‘narrative shipwreck’ of serious illness. Narrative fragments that might be repaired to construct a ‘recovery’ narrative for a patient with 
medically unexplained symptoms.
The image in this figure was generated using artificial intelligence (AI) on original instructions from the author.

POTS, postural orthostatic tachycardia syndrome.
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Table 1. Some strategies to find common ground with discordant or contested narratives

Stages of negotiation Theoretical frameworks Examples of communication

Listen carefully to the 
patient’s narrative, 
including their requested 
management (if any)

Roger Neighbour’s model of the consultation outlines five stages:46

1.	 Connecting (building rapport)
2.	Summarising (understanding, exploring and then summarising 

the reason for the patient attending and then agreeing on a 
management plan) 

3.	Handing over (giving the patient the tools to self-manage)
4.	Safety-netting (anticipating likely outcomes and preparing 

for them)
5.	Housekeeping (making sure you are ready to see the next 

patient)
Try to keep to the ‘connecting’ and ‘summarising’ phases of 
the consultation first, exploring experience, and checking your 
understanding, before moving on. Keeping to the explorative phase 
of the consultation avoids ‘consultation chaos’ where both doctor 
and patient can become bewildered by rapid shifts between 
exploration and management.  

‘It sounds like this illness has been going on for a 
long time, and I’m sure you’ve tried a lot of things 
to manage it in the past. Do you mind if we take 
the time to understand the history? I want to 
make sure I can make sense of things with you.’ 

Delay premature closure 
and resist contesting their 
beliefs at this point. Instead, 
try to understand why they 
have these beliefs by asking 
curious questions. 

Kleinman’s illness narrative questions:47

•	 What do you call the problem? 
•	 What do you think has caused the problem? 
•	 Why do you think it started when it did? 
•	 What do you think the sickness does? How does it work? 
•	 How severe is the sickness? Will it have a long or a short course? 
•	 What kind of treatment do you think you should receive? 
•	 What are the chief problems the sickness has caused? 
•	 What do you fear most about the sickness? 

‘It’s important that I give you the best advice I 
can, and you’ve lived with these symptoms, so 
what do you think is going on?’
‘I’m sure lots of people have had suggestions 
about this illness, what makes sense to you? Do 
you have any ideas about why it started?’
‘What are the things that are the hardest to cope 
with at the moment? Is there anything you are 
really worried about in your future?’ 

Check your understanding 
of their narrative and make 
sure that previous doctors 
have explored Murtagh’s 
‘serious disorders that must 
not be missed’ 

Murtagh’s safe diagnostic strategy:48

•	 What is the probability diagnosis?
•	 What must not be missed?
•	 What are common pitfalls for this problem?
•	 Could the patient have one of the seven masquerades 

(depression, diabetes, drugs, anaemia, thyroid disorder, spinal 
dysfunction or urinary tract infection)?

•	 What is the patient trying to tell me (psychosocial issues)?

‘I know this is complicated, so do you mind if I 
summarise what you’ve told me?’
‘I just want to check what’s been investigated. 
Can I run through who’ve you’ve seen, and 
what they thought? What did you think of 
their suggestions?’

Explore how the illness 
responds to life events, 
including stress  

Three perspectives on diagnosis:49

1.	 Is there a potential medical or physical diagnosis? 
2.	 Is there a potential psychiatric diagnosis? 
3.	What is the formulation of the problem (ie why do you think 

this person is unwell at this time? What are the predisposing, 
precipitating, perpetuating and protective factors?)

‘I just want to make sure I haven’t missed 
anything, so I’m going to ask a few questions. 
Lots of them won’t be relevant to you, but I want 
to make sure I’m being thorough.’
‘Do you have any idea of what might make 
the symptoms better or worse? Is there any 
relationship with diet, or exercise, or sleep or 
stress?’

Summarise what you can 
agree on and where you may 
differ in your understanding. 
If the patient is open to 
change, consider supplying 
or seeking information 
that may counter their 
existing framework (eg by 
appropriate investigation)

Motivational interviewing can apply here.50 People can be 
‘pre- contemplative’ (ie not yet ready to let go of an explanation 
or intervention). Like interventions for smoking, or other 
unhelpful behaviours, it is important not to get into an 
argument, but to ‘roll with resistance’ and reiterate what you 
can and can’t offer. Offer education but respect refusal or 
disagreement and simply offer to follow up in the future if this 
way of thinking becomes helpful or relevant to them. 

‘Thank you for being so thorough with me. I can 
see that you have been seriously affected by 
these symptoms, and they are impacting your life 
a lot. I agree that … However, I’m not sure about 
the idea that this is caused by … I’m a GP, so 
there are some things I can do and some things 
I can’t. I think we should start by exploring ‘x’ 
but it’s going to take a while before we tackle 
everything that’s going on.’

Table continued on the next page.
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Table 1. Some strategies to find common ground with discordant or contested narratives (cont’d)

Stages of negotiation Theoretical frameworks Examples of communication

Negotiate a helpful 
narrative about ‘what is 
going on’, understanding 
that a diagnosis may have 
a different function for the 
patient, the doctor and 
government agencies or 
health services49

Try to craft a narrative that maximises:49

Autonomy – recognising that people have their own views, 
capacities and perspectives. Listen carefully to the person’s story, 
incorporating their perspectives within the formulation where 
possible, and managing disagreements respectfully.
Benefit (while minimising harm) – harm can include misdiagnosis, 
leading to inappropriate treatment, so this principle includes the 
need to diagnose safely and accurately. However, there are also 
harms related to stigma and discrimination that can have a profound 
impact on a person’s life. The welfare of patients is the primary goal 
of medicine. This principle is particularly important with children: 
sometimes the benefit is received by others (eg funding for learning 
support at school benefits parents and teachers) and the long-term 
harm may be less visible (stigma and poor self-concept for the child), 
so the potential benefits and harms need to be carefully balanced.
Justice – overdiagnosis and underdiagnosis are both harmful. 
These risks can be reduced in vulnerable communities by 
using appropriate resources, including interpreters and cultural 
informants.

‘It sounds to me like there’s some things we know, 
and some we don’t. Unfortunately, we GPs don’t 
have all the answers, but there are some things I 
think you and I know. 
We know it is unlikely to be ‘x’, ‘y’ or ‘z’. We also 
know that you’ve tried a lot of treatments, and 
you’ve worked really hard to get better. 
Nevertheless you are still finding these 
symptoms getting in the way of you living a good 
life and I agree that these symptoms sound like 
they might be (autoimmune/ inflammatory/post 
viral etc), but we may never track down a cause. 
I think at this point we should stick with your 
idea and call it what it is: you’ve got medically 
unexplainable symptoms that seem to be post 
viral. Hopefully, we’ll have a clearer idea of what’s 
underneath all of this in the future, but for now, 
we will need to live with the uncertainty and 
manage the symptoms anyway.’

If the patient has an agenda 
that you cannot legally 
or ethically meet, it is 
important to communicate 
where your boundaries are, 
and stick to them, while 
still offering respectful care 
within your own limits

The ‘FRAYED’ framework involves working with contested 
illnesses, which are situations where you and the patient disagree 
on treatment. These situations require careful management or the 
therapeutic relationship degenerates into unhelpful conflict51

Fact-finding – make sure you understand exactly what the patient 
is asking you to do or provide
Refuse request – if you are unable to legally or ethically provide 
their preferred intervention, it is important to say so 
Acceptable alternative – if possible, offer an acceptable alternative 
(eg delaying an antibiotic prescription or offering an evidence based 
alternative solution)
Yield or don’t yield – make a decision to give or not give the 
requested intervention and stick with it
End encounter 
Document diligently

‘It sounds like you are hoping to organise ‘x’ tests 
and ‘y’ medications, is that correct?’
‘Given your symptoms, and the reasons you want 
to organise ‘x’ and ‘y’, I’m not able to do this for 
you. We GPs have strict guidelines about what 
we can and can’t do, and I am not able to help 
you with these tests. I am very happy to talk 
about alternatives if you would like me to?’

Table 2. Narrative fragments that describe medically unexplained illness

Narrative An example explanation

The medical ‘cold case’ ‘The condition you have is like a detective’s cold case. We have a whole lot of clues, but we can’t work out what 
really happened yet. I hope that one day we will have better investigations, or more clues, and we will be able to 
solve the problem, but we can’t right now.’

Junk drawer taxonomies ‘In nature there are always things that don’t fit within their nice, clean classification systems. Scientists usually have 
a ‘junk drawer’ classification where they dump all the things that don’t fit. Medicine is like that. Sometimes people 
have illnesses that just don’t fit. It doesn’t mean we can’t treat them, but it does mean they may not have a name.’ 

Medical ‘dark matter’ ‘We can’t make sense of the physics without dark matter, but we don’t really know where it is. It’s like a gap in the 
universe we can’t explain. Medicine has a lot of them. We know they are there, but we don’t understand them yet.’ 

Unknown vs imaginary ‘Just because we can’t find out exactly what is going on doesn’t mean it’s all in your head. There’s a difference 
between something that’s unknown and something that’s imaginary. It’s like the giant squid and the Loch Ness 
monster. Over time, we’ve found more and more evidence that the giant squid exists, although we still don’t know 
much about it. As our cameras have improved, we’ve found less and less evidence for the Loch Ness monster, so it’s 
probably imaginary. You have an illness like a giant squid, not a Loch Ness monster. It’s real, it’s just unknown.’

Being a pioneer ‘Medicine has limits. We are on the edge of what we know with your condition at the moment. Medicine is learning 
all the time, so I hope we are able to be clearer in the future, but at the moment, it’s like we are explorers and we are 
in an area that is unmapped.’ 
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The world of the body in its 
ecological context
Health can be seen differently. Rather than 
a body machine, a human can be seen as 
a part of a large ecosystem. We thrive, or 
we do not thrive, according to contexts in 
which we are placed. With this perspective, 
a person might become unwell not because 
their body is broken, but because they are 
in a biopsychosocial context that is harmful. 
Discrimination, marginalisation, political 
alienation, spiritual disconnection and 
environmental degradation can all influence 
health. In this, our understanding is enriched 
by the understandings of First Nations 
peoples who have shared a variety of ways of 
knowing and being that incorporate physical, 
social and spiritual dimension.27–30 

In this world view, the questions are not 
about what is wrong with the body machine, 
but where and how illness occurs. The 
questions are existential: Where are we ill? 
Where can healing occur? What form can that 
healing take? Where is the patient prepared to 
work? How can we help? 

Confronting pirates and sirens at 
the edge of the universe
There will always be people who want to 
profit from others’ suffering. These ‘pirates’ 
use narratives, metaphors and images 
that suggest scientific evidence to extract 
money for dubious cures.31–33 Often they will 
offer a much-needed diagnostic label and 
paint the medical profession as ignorant, 
biased, dismissive or prejudiced, offering an 
alternative that seems empowering. As GPs, 
our role is to help protect patients from these 
‘pirates’ by gently creating space for them 
to reconsider these ‘miracle cures’.34 It is 
difficult work, and the therapeutic relationship 
may or may not withstand this form of 
questioning (Table 1).

Sirens are more subtle. Sirens were 
mythical sea-creatures who tempted sailors 
to their deaths. They are often portrayed as 
using sexual temptations, but they actually 
used the temptations that people responded 
to. In the legend of Odysseus, he was lured 
with the promise of wisdom.35

Sirens in modern times are often groups 
who advocate for new diseases that explain 
ill-defined problems. Showalter36 describes 
how new ways of being sick are being 

discovered all the time. Because illness 
without a recognised disease is painful and 
isolating, there is a tendency to convert 
diffuse and evolving symptoms with no 
disease into ‘the camouflaged but culturally 
acceptable language of body illness’.37 
Typically, a scientist or physician (the ‘sirens’) 
will propose a theory which is a clear and 
coherent explanation for the confusing 
symptoms, and will propose a memorable 
name. Often there will be a well-known 
celebrity with the condition, a social media 
following, television documentaries and 
various pathographies, all of which ‘encourage 
others to come forward’. In doing so, they 
drive recognition for the new syndrome. 
These syndromes offer the promise of 
validation but actually offer little in terms 
of successful treatment. They are ‘acutely 
communicable diseases’ with a sociocultural 
vector.36 Artificial intelligence (AI) chatbots 
are amplifiers, delivering a personalised 
message, fed by the social milieu a person 
accesses. Some of the people with this illness 
will eventually be diagnosed with a novel 
disease, or an existing disease that was not 
diagnosable in its early form. Others will 
continue to live with unexplainable suffering. 

Living with uncertainty
People who live with unexplained illness 
suffer and are likely to resist disease names 
that are socially invalidating. It is imperative 
that GPs address a person’s belief that ‘you 
think it is all in my head, don’t you doctor?’ 
While physical symptoms can, of course, 
arise from psychosocial stress and trauma,38 
medically unexplained illness often has 
multifactorial causes.39

GPs can help by affirming the reality 
of the suffering, seeking to understand a 
person’s own illness narrative and offering 
helpful alternatives (Table 2). Holding 
uncertainty is a difficult skill, especially in 
a data-soaked world where technological 
solutions seem to be available for every 
human problem. The doctor–patient 
relationship is an essential tool in conveying 
trust, understanding and empathy, as well as 
ongoing scientific curiosity, so that people are 
able to live with invisible illnesses and their 
associated invalidation. Having a narrative 
that is ‘good enough’ gives people a life raft 
until the narrative shipwreck is repaired. 

Conclusion 
Invisible illness can resolve without a diagnosis 
being reached, can remain undiagnosed, or can 
become obvious over time. Qualitatively, it can 
involve elusive illnesses that can be difficult 
or take time to diagnose (eg lupus) or can be 
the result of multiple influences on a person’s 
wellbeing (eg discrimination, environmental 
degradation, cultural ill-health). Doctors and 
patients might have different understandings 
about ‘what is going on’, and there needs to 
be some alignment in these illness narratives 
before effective management can occur. 

Key points
•	 The dominant illness narrative in Western 

culture is restitution – symptoms lead to 
diagnosis, which leads to protocol and 
then cure. 

•	 When there is no diagnosis, patients are 
left without a story to help make sense of 
their suffering.

•	 Without a diagnosis, patients have difficulty 
accessing resources (eg healthcare), 
but they also have difficulty describing 
‘what is going on’ to friends, family and self. 

•	 GPs can co-construct an empowering 
narrative with the patient that enables them 
to cope with an uncertain future, utilising 
the patient’s existing understanding of the 
way health and illness occurs.   

Authors
Louise Stone MBBS, BA, MPH, MQHR, MSHCT PhD, 
FRACGP, FACRRM, FASPM, Professor, Adelaide 
Rural Clinical School, The University of Adelaide, 
Adelaide, SA
David King MBBS, MPH, FRACGP, Senior Lecturer 
and Principal Speciality Supervisor (General Practice), 
Faculty of Health, Medicine and Behavioural Sciences, 
The University of Queensland, Brisbane, Qld
Leah M Pearson, Youth Worker, 
Connections High School, Canberra, ACT
Competing interests: LS has delivered paid lectures and 
workshops on this topic for a number of educational 
institutions and written educational articles on the 
topic. The other authors declare no conflicts of interest.
Funding: None.
Provenance and peer review: Commissioned, 
externally peer reviewed.
AI declaration: The authors confirm that there 
was no use of artificial intelligence (AI)-assisted 
technology for assisting in the writing or editing of the 
manuscript.
Correspondence to:
Louise.stone@adelaide.edu.au

References
References are available online only.

© The Royal Australian College of General Practitioners 2026



Navigating invisible illness: Medically unexplained symptoms and the power of narratives Focus  |  Professional

AJGP Vol. 55, No. 6, June 2026© The Royal Australian College of General Practitioners 2026

Soc Sci Med 2006;62(3):577–90. doi: 10.1016/j.
socscimed.2005.06.018.

19.	 Sadler JZ, editor. Descriptions and prescriptions: 
Values, mental disorders, and the DSMs. 
Johns Hopkins University Press, 2002.

20.	Stone J, Wojcik W, Durrance D, et al. What should 
we say to patients with symptoms unexplained 
by disease? The “number needed to offend”. 
BMJ 2002;325(7378):1449–50. doi: 10.1136/
bmj.325.7378.1449.

21.	 Stone L. Being a botanist and a gardener: Using 
diagnostic frameworks in general practice patients 
with medically unexplained symptoms. Aust J Prim 
Health 2013;19(2):90–97. doi: 10.1071/PY11120.

22.	Epstein RM, Quill TE, McWhinney IR. 
Somatization reconsidered: Incorporating the 
patient’s experience of illness. Arch Intern Med 
1999;159(3):215–22. doi: 10.1001/archinte.159.3.215.

23.	Stone L. Explaining the unexplainable – Crafting 
explanatory frameworks for medically unexplained 
symptoms. Aust Fam Physician 2011;40(6):440–44.

24.	Stone L. On botany and gardening – Diagnosis 
and uncertainty in the GP consultation. Aust Fam 
Physician 2012;41(10):795–98.

25.	Sadler JZ. Values and psychiatric diagnosis 
(International perspectives in philosophy and 
psychiatry). Oxford University Press, 2005.

26.	Davies P. The map is not the territory. Br J Gen 
Pract 2002;52(483):854.

27.	 Biles BJ, Serova N, Stanbrook G, et al. What is 
Indigenous cultural health and wellbeing? 
A narrative review. Lancet Reg Health West Pac 
2024;52:101220. doi: 10.1016/j.lanwpc.2024.101220.

28.	Barnabe C. Towards attainment of Indigenous 
health through empowerment: Resetting health 
systems, services and provider approaches. 
BMJ Glob Health 2021;6(2):e004052. doi: 10.1136/
bmjgh-2020-004052.

29.	Wilson D, Moloney E, Parr JM, Aspinall C, 
Slark J. Creating an Indigenous Māori-
centred model of relational health: A literature 
review of Māori models of health. J Clin Nurs 
2021;30(23– 24):3539–55. doi: 10.1111/jocn.15859.

30.	Kerrigan V, McGrath SY, Baker RD, et al. “If they 
help us, we can help them”: First Nations peoples 
identify intercultural health communication 
problems and solutions in hospital in Northern 
Australia. J Racial Ethn Health Disparities 
2025;12(6):3601–12. doi: 10.1007/s40615-024-
02160-4.

31.	 Kang L, Pedersen N. Quackery: A brief history 
of the worst ways to cure everything. Workman 
Publishing Company, 2017.

32.	Nayyar G. Dead wrong: Diagnosing and 
treating healthcare’s misinformation illness. 
John Wiley & Sons, 2025.

33.	Foster TE. Direct-to-consumer marketing: 
The ethics of snake oil sales? 
Am J Sports Med 2023;51(5):1133–35. 
doi: 10.1177/03635465231163567.

34.	Stone L. Managing medically unexplained 
illness in general practice. Aust Fam Physician 
2015;44(9):624–29.

35.	Homer H. The Odyssey. Xist Publishing, 2015.
36.	Showalter E. Hystories: Hysterical epidemics and 

modern media. Columbia University Press, 1997.
37.	 Micale MS. Strange signs of the times. Times Lit 

Suppl 16 May 1997;4911:6–7. 
38.	Van der Kolk B. The body keeps the score: Brain, 

mind, and body in the healing of trauma. Penguin 
Books, 2014.

39.	Löwe B, Toussaint A, Rosmalen JGM, et al. Persistent 
physical symptoms: Definition, genesis, and 
management. Lancet 2024;403(10444):2649– 62. 
doi: 10.1016/S0140-6736(24)00623-8.

References
1.	 Werner A, Isaksen LW, Malterud K. ‘I am not the 

kind of woman who complains of everything’: 
Illness stories on self and shame in women with 
chronic pain. Soc Sci Med 2004;59(5):1035–45. 
doi: 10.1016/j.socscimed.2003.12.001.

2.	 Nettleton S, O’Malley L, Watt I, Duffey P. 
Enigmatic illness: Narratives of patients who live 
with medically unexplained symptoms. Soc Theory 
Health 2004;2(1):47–66. doi: 10.1057/palgrave.
sth.8700013.

3.	 Shorter E. From paralysis to fatigue: A history of 
psychosomatic illness in the modern era. Simon 
and Schuster, New York, 1992.

4.	 Nettleton S. ‘I just want permission to be ill’: 
Towards a sociology of medically unexplained 
symptoms. Soc Sci Med 2006;62(5):1167–78. 
doi: 10.1016/j.socscimed.2005.07.030.

5.	 Kirmayer LJ, Groleau D, Looper KJ, Dao MD. 
Explaining medically unexplained symptoms. 
Can J Psychiatry 2004;49(10):663–72. 
doi: 10.1177/070674370404901003.

6.	 Werner A, Malterud K. It is hard work behaving as 
a credible patient: Encounters between women 
with chronic pain and their doctors. Soc Sci 
Med 2003;57(8):1409–19. doi: 10.1016/S0277-
9536(02)00520-8.

7.	 Frank AW. The Wounded Storyteller: Body, illness 
and ethics. University of Chicago Press, 1997. 
doi: 10.7208/chicago/9780226067360.001.0001.

8.	 Schaufeli WB, Bakker AB, van der Heijden FM, 
Prins JT. Workaholism among medical residents: 
It is the combination of working excessively and 
compulsively that counts. Int J Stress Manag 
2009;16(4):249–72. doi: 10.1037/a0017537.

9.	 Marchant-Haycox S, Salmon P. Patients’ 
and doctors’ strategies in consultations 
with unexplained symptoms. Interactions of 
gynecologists with women presenting menstrual 
problems. Psychosomatics 1997;38(5):440–50. 
doi: 10.1016/S0033-3182(97)71421-X.

10.	 Jackson JL, Kroenke K. Difficult patient encounters 
in the ambulatory clinic: Clinical predictors and 
outcomes. Arch Intern Med 1999;159(10):1069–75. 
doi: 10.1001/archinte.159.10.1069.

11.	 Hartz AJ, Noyes R, Bentler SE, Damiano PC, 
Willard JC, Momany ET. Unexplained symptoms 
in primary care: Perspectives of doctors and 
patients. Gen Hosp Psychiatry 2000;22(3):144–52. 
doi: 10.1016/S0163-8343(00)00060-8.

12.	 Page LA, Wessely S. Medically 
unexplained symptoms: Exacerbating 
factors in the doctor- patient encounter. 
J R Soc Med 2003;96(5):223–27. 
doi: 10.1177/014107680309600505.

13.	 Broyard A. Intoxicated by my illness: And other 
writings on life and death. Fawcett Books, 1993.

14.	 Bülow P. “You have to ask a little”: Troublesome 
storytelling about contested illness. In: Hydén L-C,  
Brockmeier J, editors. Health, Illness and Culture. 
Routledge, 2008; p. 137–59.

15.	 Charmaz K. Stories and silences: Disclosures 
and self in chronic illness. In: Goldsmith D, 
Brashers DE, editors. Communicating to manage 
health and illness. Routledge, 2009; p. 248–78.

16.	 Frank AW. From sick role to practices of 
health and illness. Med Educ 2013;47(1):18–25. 
doi: 10.1111/j.1365-2923.2012.04298.x.

17.	 Stone L. Blame, shame and hopelessness: 
Medically unexplained symptoms and the 
‘heartsink’ experience. Aust Fam Physician 
2014;43(4):191–95.

18.	 Dumit J. Illnesses you have to fight to get: 
Facts as forces in uncertain, emergent illnesses. 

40.	Boyd KM. Disease, illness, sickness, health, healing 
and wholeness: Exploring some elusive concepts. 
Med Humanit 2000;26(1):9–17. doi: 10.1136/
mh.26.1.9.

41.	 Marinker M. Why make people patients? J Med 
Ethics 1975;1(2):81–84. doi: 10.1136/jme.1.2.81.

42.	Stone L. Disease prestige and the hierarchy of 
suffering. Med J Aust 2018;208(2):60–62.  
doi: 10.5694/mja17.00503.

43.	Album D, Johannessen LEF, Rasmussen EB. 
Stability and change in disease prestige: 
A comparative analysis of three surveys spanning a 
quarter of a century. Soc Sci Med 2017;180:45–51. 
doi: 10.1016/j.socscimed.2017.03.020.

44.	Haldar M, Engebretsen E, Album D. 
Legitimating the illegitimate: How doctors 
manage their knowledge of the prestige of 
diseases. Health (London) 2016;20(6):559–77. 
doi: 10.1177/1363459315596798.

45.	Wessely S, Nimnuan C, Sharpe M. Functional 
somatic syndromes: One or many? Lancet 
1999;354(9182):936–39. doi: 10.1016/S0140-
6736(98)08320-2.

46.	Neighbour R. The inner consultation: 
How to develop an effective and intuitive 
consulting style. 2nd edn. CRC Press, 2018. 
doi: 10.1201/9780203736548.

47.	 Kleinman A. The illness narratives: Suffering, 
healing, and the human condition. Basic Books, 
2020.

48.	Murtagh J. Common problems: A safe diagnostic 
strategy. Aust Fam Physician 1990;19(5):733–4, 737, 
740–42.

49.	Stone L, Waldron E, Nowak H. Making a good 
mental health diagnosis: Science, art and 
ethics. Aust J Gen Pract 2020;49(12):797–802. 
doi: 10.31128/AJGP-08-20-5606.

50. Rubak S, Sandbaek A, Lauritzen T, Christensen B. 
Motivational interviewing: A systematic 
review and meta-analysis. Br J Gen Pract 
2005;55(513):305– 12.

51. 	Mirza D. The FRAYED consultation model for 
doctors dealing with unreasonable demands from 
difficult patients: A communication skills guide 
for stressed GPs on how to survive doctor–patient 
conflict. Better Doctor Training Ltd, 2016.

https://doi.org/10.1016/j.socscimed.2005.06.018
https://doi.org/10.1016/j.socscimed.2005.06.018
https://doi.org/10.1136/bmj.325.7378.1449
https://doi.org/10.1136/bmj.325.7378.1449
https://doi.org/10.1071/PY11120
https://doi.org/10.1001/archinte.159.3.215
https://doi.org/10.1016/j.lanwpc.2024.101220
https://doi.org/10.1136/bmjgh-2020-004052
https://doi.org/10.1136/bmjgh-2020-004052
https://doi.org/10.1111/jocn.15859
https://doi.org/10.1007/s40615-024-02160-4
https://doi.org/10.1007/s40615-024-02160-4
https://doi.org/10.1177/03635465231163567
https://doi.org/10.1016/S0140-6736(24)00623-8
https://doi.org/10.1016/j.socscimed.2003.12.001
https://doi.org/10.1057/palgrave.sth.8700013
https://doi.org/10.1057/palgrave.sth.8700013
https://doi.org/10.1016/j.socscimed.2005.07.030
https://doi.org/10.1177/070674370404901003
https://doi.org/10.1016/S0277-9536(02)00520-8
https://doi.org/10.1016/S0277-9536(02)00520-8
https://doi.org/10.7208/chicago/9780226067360.001.0001
https://doi.org/10.1037/a0017537
https://doi.org/10.1016/S0033-3182(97)71421-X
https://doi.org/10.1001/archinte.159.10.1069
https://doi.org/10.1016/S0163-8343(00)00060-8
https://doi.org/10.1177/014107680309600505
https://www.taylorfrancis.com/search?contributorName=Lars-Christer%20Hyd%C3%A9n&contributorRole=editor&redirectFromPDP=true&context=ubx
https://www.taylorfrancis.com/search?contributorName=Jens%20Brockmeier&contributorRole=editor&redirectFromPDP=true&context=ubx
https://www.taylorfrancis.com/search?contributorName=Jens%20Brockmeier&contributorRole=editor&redirectFromPDP=true&context=ubx
https://doi.org/10.1111/j.1365-2923.2012.04298.x
https://doi.org/10.1136/mh.26.1.9
https://doi.org/10.1136/mh.26.1.9
https://doi.org/10.1136/jme.1.2.81
https://doi.org/10.5694/mja17.00503
https://doi.org/10.1016/j.socscimed.2017.03.020
https://doi.org/10.1177/1363459315596798
https://doi.org/10.1016/S0140-6736(98)08320-2
https://doi.org/10.1016/S0140-6736(98)08320-2
https://doi.org/10.1201/9780203736548
https://doi.org/10.31128/AJGP-08-20-5606



