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Abstract

Modern medicine is fundamentally grounded in the expectation that clinical decisions are informed by robust, reliable, and
contextually appropriate data. Yet across many areas of practice—particularly in complex, multifactorial conditions and in
diseases such as ovarian cancer—this expectation is frequently unmet. This integrated four-part series examines the consequences
of data deficits, diagnostic delay, and therapeutic uncertainty, drawing together clinical evidence, health system analysis, and
deeply embedded lived-experience narratives.

Across the series, a central argument emerges: the absence, fragmentation, or inaccuracy of data is not a passive limitation within
healthcare systems, but an active force shaping clinical trajectories, decision-making pathways, and patient outcomes. The work
explores how incomplete or absent data contributes to delayed diagnosis, misclassification of disease, inappropriate or sequential
trial-based treatments, and systemic inefficiencies. Within the Aotearoa New Zealand context, the high proportion of ovarian
cancer diagnoses occurring via emergency presentation is examined as a manifestation of these structural and epistemological
gaps.

Beyond clinical and system-level analysis, this series foregrounds the human consequences of uncertainty. Emotional distress,
cognitive burden, erosion of trust, and existential questioning are shown to arise not only from disease itself, but from the prolonged
absence of clear diagnostic and therapeutic direction. In this space, the patients lived experience emerges as the only continuous
and longitudinal dataset—yet one that is often undervalued within traditional evidence hierarchies.

Accordingly, the series advances a reframing of medical epistemology, advocating for the integration of narrative-based insight
alongside quantitative data. It argues that patient stories are not supplementary to clinical data, but are themselves a critical form
of evidence, particularly in data-poor environments.

Uniquely, this body of work extends beyond conventional academic prose to include a parallel musical expression embedded
within each manuscript. These lyrical and performative elements serve not as artistic additions, but as interpretive extensions of
the core themes, capturing dimensions of uncertainty, delay, and human impact that resist purely clinical articulation. Through
this dual modality—scientific and musical—the series seeks to communicate both the measurable and the felt realities of medical
uncertainty.

Ultimately, this integrated work calls for a more inclusive, responsive, and human-centred model of medicine—one that recognises
that when data is absent, the story, the voice, and the lived experience of the patient must become central to understanding,
decision-making, and care.
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1. Introduction

Medicine, in its modern form, is fundamentally a data-driven
discipline [1,2]. Clinical decisions—whether diagnostic or
therapeutic—are expected to arise from measurable, reproducible,
and validated data sources [3]. Laboratory values, imaging
findings, clinical trials, and epidemiological studies collectively
form the evidentiary backbone of contemporary practice [3].
However, this paradigm assumes that data are available, accurate,
and applicable [4,5]. In reality, many patients—particularly
those with rare diseases, complex multi-system conditions, or
evolving pathologies—exist in spaces where data are fragmented,
contradictory, or absent [6, 7]. In such contexts, medicine is forced
to operate not on certainty, but on inference [4].

This paper addresses a central question:
What happens when the data that should guide care are wrong,
incomplete, or missing?

2. The Role of Data in Clinical Medicine

2.1 Data as the Foundation of Diagnosis

Diagnosis relies on pattern recognition informed by data [3,8].
Symptoms are interpreted through clinical frameworks, which
themselves are built upon aggregated datasets [1,4]. When
accurate, data enable precision. When flawed, they mislead [4].

2.2 Data in Treatment Pathways

Treatment protocols are derived from clinical trials and population-
level analyses [2,9]. These assume a degree of uniformity that often
does not exist at the individual level [9]. The absence of relevant
data for a specific patient profile creates therapeutic ambiguity [4].

2.3 The Hierarchy of Evidence—and Its Limitations
Evidence-based medicine prioritises randomised controlled trials
and meta-analyses [2]. Yet these forms of data often exclude
complex patients, leaving clinicians without applicable guidance
when faced with atypical presentations [7,9].

3. Categories of Data Failure

3.1 Incorrect Data

Erroneous laboratory results, misinterpreted imaging, or flawed
clinical assumptions can lead to fundamentally incorrect diagnoses
[10, 5].

» Impact

*» Misdiagnosis [10]

* Inappropriate treatment [10,11]

* Jatrogenic harm [10]

3.2 Data Deficits (Incomplete Data)
Partial datasets—missing history, incomplete testing, or fragmented
records—create diagnostic blind spots [4,5].

» Impact
* Delayed diagnosis [6]
* Repeated investigations [5]

* Diagnostic uncertainty [4]

3.3 Absence of Data (Unknown Conditions or Atypical
Presentations)

In some cases, there is simply no established data framework [7].
» Impact

* Trial-and-error medicine [4]

* Clinical hesitation [4]

* Over-reliance on assumptions [11]

3.4 Conflicting Data

When different data sources contradict each other, clinicians must
choose which to prioritise [4,5].

» Impact

* Inconsistent care [5]

* Loss of clinical confidence [4]

* Patient confusion [12]

4. Clinical Consequences of Data Failure

4.1 Delayed Diagnosis

Without clear data, diagnosis is often postponed until disease
progression forces clarity—frequently in emergency settings
[6,10].

4.2 Inappropriate Treatment Pathways

Patients may undergo treatments that are ineffective or harmful
because decisions are based on incorrect assumptions rather than
validated data [10,11].

4.3 Systemic Inefficiency
Repeated testing, referrals, and consultations place strain on
healthcare systems while failing to resolve the underlying issue

(5]

5. The Human Cost of Data Failure

5.1 Emotional Impact

Uncertainty generates anxiety. Patients exist in a state of “not
knowing,” which erodes emotional stability [12,13].

* Fear of the unknown [13]

* Frustration with inconsistent answers [12]

* Loss of confidence in clinicians [12]

5.2 Mental Impact

Prolonged diagnostic ambiguity can lead to cognitive and
psychological strain [13].

* Hypervigilance toward symptoms [13]

* Decision fatigue [12]

* Development of anxiety or depressive states [13]

5.3 Spiritual Impact

When medicine cannot provide answers, patients often confront
deeper existential questions [13,14].

* “Why is this happening?” [14]

* Loss or re-evaluation of belief systems [14]
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* Search for meaning in suffering [14]

5.4 Physical Impact

The body bears the ultimate consequence of delayed or incorrect
care [10].

* Disease progression [6]

» Complications from inappropriate treatment [10]

* Reduced functional capacity [6]

6. The Lived Experience of Data Absence

From the patient’s perspective, the absence of data is not a neutral
gap—it is an active burden [12].

A patient without answers becomes a patient without direction [12].
Each consultation may introduce a new hypothesis, a new test, or a
new uncertainty [4]. Over time, this creates a fragmented narrative
of illness, where no single explanation holds [12]. The patient is
left to integrate these fragments into a coherent understanding of
their own condition—often without the tools to do so [12]. In this
space, the patient’s story becomes the only continuous dataset [15].
Yet, paradoxically, this narrative is often undervalued within
clinical systems that prioritise quantifiable metrics over experiential
insight [15,8].

7. The Epistemological Problem: When Medicine Does Not
Know

Medicine is structured around knowledge [2]. When knowledge is
absent, the system struggles [4].

This creates an epistemological tension:

* Clinicians are trained to diagnose [2]

* Patients expect answers [12]

* Systems demand outcomes [5]

When data fail, all three collapse into uncertainty [4].

In such scenarios, there is a risk that assumption replaces evidence,
and confidence masks uncertainty [11].

8. Reframing Data: The Patient Narrative as Data

To address data deficits, it is necessary to broaden the definition of
what constitutes valid data [15].

The patient narrative provides:

* Longitudinal insight [15]

* Contextual understanding [15]

* Identification of triggers and patterns [8]

In complex conditions—such as multifactorial autonomic
dysfunction—this narrative may be the most accurate and
comprehensive dataset available [7].

Recognising this requires a shift from data hierarchy to data
integration [15].

9. Toward a More Resilient Data Model in Medicine

9.1 Integration of Quantitative and Qualitative Data

Clinical decision-making must incorporate both measurable data
and patient-reported experience [15].

9.2 Longitudinal Data Tracking
Short-term snapshots should be replaced with long-term pattern
recognition [5].

9.3 Acceptance of Uncertainty
Clinicians must be trained to acknowledge uncertainty without
defaulting to premature conclusions [4,11].

9.4 Personalised Data Frameworks
Treatment should be guided by individual patient data, not solely
population averages [9].

10. Conclusion

Accurate data are not merely supportive of medical decision-
making—they are foundational [1,2]. When data are incorrect,
incomplete, or absent, the consequences extend far beyond
clinical uncertainty [10]. They shape the trajectory of disease, the
appropriateness of treatment, and the lived experience of the patient
[12]. The failure of data is, ultimately, a failure of understanding.
To address this, medicine must evolve. It must recognise that data
are not limited to numbers and tests, but include the patient’s lived
experience as a legitimate and essential source of insight [15].
Only by integrating all forms of data can we move from uncertainty
toward clarity, from fragmentation toward coherence, and from
harm toward healing.

“When the Ledger Lies Silent” — A Traditional Folk Lament -To
listen to these lyrics please click on the following link_https://
heyzine.com/flip-book/a9a55e3eda.html

* Verse 1: The Missing Record

There’s a book upon the table where the healer writes it down,
Every sign and every symptom worn like truth upon a crown; But
the pages here lie empty where the answers should have been,
And the silence in the margins tells of all we’ve never seen. Oh the
numbers never gathered, and the patterns never found, Leave the
body speaking loudly, yet unheard without a sound; For when data
fails its duty and the ink has lost its way, It is not the truth that’s
missing—only what we choose to say.

* Verse 2: The Drift of Care

So the healer turns to guessing where the knowing should reside,
And the road of care grows crooked where the facts have never
lied; Each decision hangs on absence, each conclusion built on air,
Till the weight of wrong directions finds the patient standing there.
There are diagnoses delayed in the shadows of the doubt, There
are treatments wrongly chosen as the system works it out; And the
cost is not theoretical, nor safely held in charts— It is written in the
breaking of a thousand human hearts.

* Verse 3: The System Falters

From the halls of learned councils to the clinics far and wide,
Flows a current made of data—or the lack that turns the tide; When
the figures come in fractured, when the truth is incomplete, Even
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grand designs of healing stumble weakly on their feet. Policies are
shaped by absence, pathways falter, misaligned, And the structure
meant for healing leaves the vulnerable behind;

For a system starved of knowing cannot stand both just and true—
It will ration out its mercy based on what it never knew.

* Verse 4: The Human Toll

And the patient bears the burden where the evidence has failed,
In the quiet rooms of waiting where the hope has slowly paled;
There’s a weariness of spirit, there’s a fracture of the mind,

When the truth you live each moment is the truth they cannot find.
It is more than missed conclusions, more than pathways led astray,
It’s the loss of being trusted in the words you try to say; For the
absence of the data is not neutral, nor benign— It is written in the
suffering that no chart can yet define.

* Verse 5 — The Turning Call

So gather every story as you would a vital sign, For the voice of
lived experience is a form of truth divine; Let the numbers walk
with narrative, let the timelines stretch and grow, For the deepest
forms of knowledge are the ones we come to know. When the
ledger lies in silence, let the human voice be heard, For a life is
not a dataset, nor a truth a single word; And the healing we are
seeking—ifit’s ever to be won— Will be written in the stories and
the science joined as one.

> Series Overview

This four-part series presents a unified exploration of a central
thesis:

That the absence, fragmentation, or failure of data within modern
medicine is not a passive limitation, but an active determinant of
clinical outcomes, system behaviour, and patient experience.

The manuscripts collectively:

» Examine data deficits as structural gaps in medical knowledge
systems

* Analyse diagnostic delay in ovarian cancer within the New
Zealand context

* Integrate clinical evidence with lived experience narratives

* Reframe patient story as a legitimate and necessary form of data
Together, they form a cohesive contribution to medical humanities,
clinical reasoning, and health system reform discourse.
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