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Background

According to international guidelines, the mission of a Pain 
Therapy Center is to perform a complete patient evaluation aimed 
at reaching an accurate pain diagnosis, that is the cornerstone for a 
correct and appropriate treatment [1]. However, in real life, some 
Chronic Pain (CP) diagnoses seem to be sometimes performed 
without considering evidence-based criteria and are therefore 
questionable or even inconsistent [2]. Among these, common are 
diagnoses of various types of “neuralgias” or other pain entities 
such as “algodystrophies” (actually named Complex Regional 
Pain Syndromes), undefined “arthropathies”, or even extremely 
rare diseases, which resulted completely unsupported by accepted 
diagnostic criteria at a critical re-evaluation. Interestingly, some 
patients make these diagnoses their own, and it is difficult or 
impossible to question them. In fact, the severe prognosis of the 
disease, even if inconsistent with the clinical and instrumental 
data, seems to be an insufficient reason for the patient to question 
it, especially if this diagnosis was formulated many years ago. 
Moreover, inappropriate pain treatments are proposed or continued 
without any benefit and often only with relevant side effects [3]. 
This would therefore constitute a sort of “appropriation” of the 
illness by the patient who does not accept any questioning and 
opposes all critical review of his clinical picture. The aim of this 
paper is to convey some considerations about this problem, taking 

inspiration from three clinical exemplificative vignettes from the 
real life of a Pain Center, and making some suggestions for daily 
clinical practice.

Vignette 1: The Ankylosing Spondylitis

A 46-year-old female patient refers to our pain center complaining 
of chronic widespread pain, mainly localized in the back, sleep 
disturbances, unrefreshed awakening, and cognitive problems. 
Other symptoms were also evidenced (Irritable Bowel Syndrome, 
headache, pelvic pain and others). While this clinical picture 
was deeply suggestive for Fibromyalgia Syndrome (FMS), 
this symptomatology, dating from several years, was initially 
attributed, by one of the first clinician who evaluated the patient, to 
a form of “ankylosing spondylitis” despite having completely no 
radiographic, laboratory or instrumental evidence, both at the time 
of the initial evaluation and also over the years [4]. Furthermore, 
several pharmacological treatments were attempted, starting 
from steroids, NSAIDs, and many others, including the latest 
generation of biological drugs, without any therapeutic efficacy. 
Nevertheless, when we questioned this diagnosis, the patient 
reacted vehemently, rejecting any new diagnostic hypothesis 
and questioning the competence of the new clinicians. Given the 
situation, the visit concluded quickly, and the patient did not show 
up for the subsequent follow-up visit.
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Vignette 2: The Glossopharyngeal Neuralgia

A 73-year-old female patient refers to the pain center complaining 
of chronic deep and continuous pain in the left anterior side of the 
neck. This pain dates back almost 40 years, and several practitioners 
proposed different scenarios, several possible diagnoses, and 
various therapeutic approaches (pharmacological and non-
pharmacological, including some invasive treatments), which have 
proven to be completely ineffective over time. The documentation 
showed an incredible amount of in-depth instrumental and 
laboratory examinations, which, however, failed to highlight any 
pathological evidence. Among the hypothetical diagnoses that 
had been proposed during the years, the patient seemed to have 
identified her pathology as a form of “glossopharyngeal neuralgia”, 
despite the referred symptoms being inconsistent with this well-
known but very rare painful illness [5]. Even after reading herself 
the diagnostic criteria for glossopharyngeal neuralgia during the 
evaluation and agreeing that they did not correspond absolutely 
to the symptoms complained of, the patient continued to claim 
that this was her pathology and did not accept any alternative 
diagnostic option. Then, the patient left the visit suddenly very 
upset and without saying any other words. 

Vignette 3: The Knee Algodystrophy

A 42-year-old male patient refers to our pain center complaining of 
left knee pain, for about 1 year, after a negligible indirect trauma 
during walking on the street. The patient reported a localized, 
continuous and excruciating pain in the medial upper side of 
the left knee, in a very small area, completely refractory to all 
painkillers, described as burning, gnawing, pulsating, or like a 
“scraper”. All the instrumental and laboratory evaluations were 
completely inconclusive, and a diagnosis of “idiopathic knee pain” 
was performed. Nevertheless, a diagnosis of “algodystrophy” 
was previously proposed by a clinician during its evaluation, and 
the patient consequently undergoes ineffective bisphosphonate 
treatment, despite this hypothesis being inconsistent in respect 
to the clinical picture and all accepted diagnostic criteria [6]. 
Several treatments other than pharmacological, like invasive 
procedures (direct infiltration of steroids and local anesthetics, 
intra articular injections), electrical percutaneous stimulations, 
and also acupuncture were totally ineffective. After ten months, 
pain spread with the involvement of the entire left lower limb, 
pelvis, perianal area, dorsal and lumbar area, always unilateral, 
with severe depression, reduced daily activities, and disturbed 
sleep. Also, in this situation, no sign of any detectable disease was 
evidenced after yet another in-depth instrumental and laboratory re-
evaluation. Despite this scenario, the patient refuses the diagnosis 
of idiopathic pain and, based on their deep-rooted belief of really 
having an algodystrophy, after an online search, requested from 
us a Spinal Cord Stimulation (SCS) implant, which was rejected 
due to the inconsistency of the diagnosis. Nevertheless, an SCS 

implant was also attempted at another medical center, but it was 
completely unsuccessful. 

Discussion

Why do patients not seem to want to abandon their diagnosis, even 
when this change could lead to different treatment opportunities? A 
broader reasoning needs to be made, considering all the variables 
at play in living with a chronic illness like CP. Illness breaks into 
our present narrative like a fracture, necessitating a revisitation 
of the past and of the future. The health-related quality of life 
significantly decreases when disabling and pain-related symptoms 
persist over time, and patients frequently report feeling disbelieved, 
experiencing delays in diagnosis, and repeated dismissals by 
clinicians [7-12]. Several studies determined that CP represents 
a foundational disruption to one’s identity, often degrading a 
person’s temperament, leading to the failure to fulfill their roles 
within close relationships and “corroded sense of who they were 
as individuals and their self-worth” (p. 132, (13)) [11-16]. For 
these reasons, living with CP can often change how individuals 
think about their overall sense of self [14-17]. Patients with CP 
find themselves having to survive a precarious balance. On the one 
hand, they try to reduce the interference of the disease in their daily 
life, even at the cost of normalizing what does not seem possible. 
On the other hand, they need to understand and reject uncertainty, 
promoting the search for decisive or ameliorative interventions, 
but still validating their suffering. This, therefore, translates into a 
conflict between answer-seeking, rejection and survival. To cope 
with the difficulties related to illness, patients usually identify the 
areas where it is possible to maintain a sense of agency and self-
efficacy and adapt the modulation of their identity around their 
disease [18]. Embracing a sense of self, in which different self-
assets are integrated into a coherent whole with illness identity, 
can improve life satisfaction and psychological well-being, 
contributing to reducing the sense of illness intrusiveness [19-
22]. Illness identity can be defined differently, according to the 
degree to which the illness is integrated into personal identity. 
Charmaz described four different constructions. In the Acceptance 
context, the illness is a part of the patient’s identity without being 
overwhelmed; in Enrichment, some patients feel that the illness 
enabled them to grow as a person, leading to a change in their 
values and how they look at life. In the Engulfment, patients define 
themselves entirely in terms of their illness. In the Rejection, the 
illness is rejected as part of the patient’s identity and is seen as a 
threat or as unacceptable [23].

Acceptance and enrichment might enable patients to deal better 
with the challenges of the illness, and acceptance leads to better 
self-care behaviors [24,25]. Rejection identity is significantly 
correlated with a more significant perceived impact of illness 
characteristics, more uncertainty, and more threatening illness 
perceptions [26,27]. Worse physical functioning, in terms of pain 
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and illness symptoms, and increased anxiety-depressive symptoms 
are related to engulfment, even if the relationship between illness 
identity and illness severity is not always clear [25,28,29]. 
Therefore, there seems to be evidence of a negative association 
between non-integrative dimensions of illness identity, like 
engulfment or rejection, with adherence and worse health-related 
outcomes. It is possible that, as in the three cases we described, the 
patient reacts with a defensive closure to any possible alternative 
to already defined diagnostic labels. This is because any change 
in diagnosis is perceived as threatening the sense of identity that 
the patient has built thanks to the illness. Closure to any change 
is stronger the more there is overlap and cohesion of self to 
illness identity. A communication that conveys a fracture or an 
invalidation of an illness-based identity structure is felt as an attack 
on the self as a whole, as it coincides with losing past, present, and 
future narratives [12]. Therefore, losing an illness-based identity 
is perceived as more threatening than the symptomatology itself. 
Long stories of suffering involve the constant search for answers, 
in which the communication of the diagnosis is a decisive moment 
in seeing parts of oneself that are difficult to accept and to live 
with, finally recognized. This would partly explain the affection 
that patients show towards the diagnosis they manage to obtain 
and the difficulty in abandoning them for paths that are once 
again uncertain, and which represent a moment of rupture of such 
complex integrity of the self-image.

Implications for Clinical Practice

The “illness appropriation” is a critical issue in CP and must be 
approached by Algologists from different points of view. From a 
general perspective, the cornerstone of the Pain Therapy Practice is 
the diagnostic appropriateness, considering the above-mentioned 
implications of pain diagnosis on the patient’s physical and mental 
health [3]. As correctly stated, it is not clinically meaningful 
to diagnose signs and symptoms unless they are associated 
unequivocally with a recognizable pain syndrome that can be 
discriminated against by others, having different implications 
with regard to prognosis and treatment. Only in this way is it 
possible to minimize the degree to which unrecognized patterns 
are confused with unpredictable patterns, thus reducing diagnosis 
to guesswork [30]. In the limit, diagnosis is determined by the 
degree to which processes having different clinical manifestations 
can be recognized as relevant alternatives [30]. Thus, a careful and 
complete patient evaluation, including medical history, allows a 
correct diagnosis and a personalized treatment plan. In addition, 
an appropriate diagnosis stratification among CP patients allows 
to moderate the large variability in the individual response to even 
the most efficacious pain treatments observed clinically, which has 
led to calls for a more personalized, tailored approach to treating 
patients with pain, in the so-called “precision pain medicine” [31]. 
Unfortunately, this goal in some CP scenarios, where signs and 

symptoms are not completely understandable and often overlap 
between different syndromes and diseases, may be particularly 
challenging and at risk of diagnostic mistakes. In fact, laboratory 
and/or instrumental in-depth investigations, even if correctly 
requested and performed, are often not able to lead to a definite 
diagnosis, but are important at least in the diagnosis of exclusion 
of specific and well-defined pain diseases. In these contexts, in 
our opinion, the pain therapist must be particularly cautious, 
avoiding incongruent diagnosis only to please the patient or justify 
some particular treatments which are more familiar or confident 
to him. Moreover, one must be aware that some diagnostic 
labels crystallize in the patient’s memory and become tools for 
misinterpreting reality. On the other hand, the pain clinician 
must also take into consideration the concept of disease identity 
and how CP impacts on a patient’s daily life. To approach this 
aspect, it must be carefully evaluated whether the patient is ready 
to reconsider another possible diagnosis and if there is a need 
for a more cautious approach to avoid disrupting the therapeutic 
alliance and provoking strong resistance to any intervention that 
might challenge a sense of self so laboriously achieved. In general 
terms, we believe that the option of a diagnostic revision must 
be taken into consideration, particularly in patients undergoing 
inappropriate, ineffective, and threatening treatments, which can 
negatively impact the global patient’s Quality of Life. This is 
particularly relevant in some pharmacological treatments in CP, 
like opioid medications, which have been shown to be severely 
dangerous for particular patient populations, as demonstrated by 
the devastating opioid epidemic still affecting many countries 
around the world [32]. In these situations, it is necessary to 
investigate whether the patient is willing to reconsider their 
clinical conditions in a non-traumatic way, eventually postponing 
this process over time when the relationship with the patient has 
strengthened. In fact, it has been demonstrated that maximizing 
Therapeutic Alliance (TA)-promoting behaviors from the very 
start of patient interaction positively correlates with pain intensity 
at baseline and during the therapeutic process [33]. This aspect 
must be particularly important if the patient requests specific and 
expensive treatments like neuromodulation procedures. In this 
case, a different diagnostic and therapeutic option may be carefully 
proposed to avoid inappropriate treatments. On the contrary, if 
changing a diagnosis has no clinical need and would not change 
the patient’s condition, this revision can be avoided, bringing no 
benefit to either the clinician or the patient. Finally, some patients 
require a medical second opinion by a Pain Clinician not only for 
therapeutic reasons but mostly for insurance, compensation, or 
reimbursement litigation, often related to post-traumatic outcomes 
after work or motor vehicle accidents or iatrogenic injuries. In this 
scenario, the Pain Clinician must try to understand the real reasons 
behind the second opinion and critically evaluate the patient’s 
clinical picture and documentation. An alternative diagnosis can 
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be proposed at least as a working hypothesis, avoiding simply 
recopying previous diagnoses that appear unfounded in his 
judgment. Furthermore, correlations with clinical and instrumental 
data must be carefully evaluated, precisely correlating any pain 
generator to the characteristics of the pain complained of by the 
patient.

Conclusions

Illness appropriation is a relevant concern in pain medicine and 
must be approached carefully by clinicians. An accurate and 
substantiated pain diagnosis, if possible, is mandatory not only for 
a subsequent therapeutic approach but also to avoid crystallizing 
erroneous beliefs in the patient. A diagnostic review can be 
considered on an individual basis, weighing benefits and risks with 
particular regard to behavioral aspects, the impact of treatments, 
and the consequences on the therapeutic alliance.
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