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“SO FAR AWAY” * How Doctors Can Contribute to Making Endometriosis Hell on Earth
[* by Knopfler M. In Dire Straits. Brothers in Arms. Vertigo Records, U.K., 1985]

Abstract: The distance physicians may create within the relationship with their patients by not having a humanistic approach to their
practice may strongly influence clinical outcomes. The purpose of this paper is to convey the well-known narrative of patient
dissatisfaction into pro-action by discussing the aspects of dehumanization, which may occur in the relationship between physicians
and women with endometriosis. Eight dimensions of dehumanization are examined and related to everyday scenarios occurring in
endometriosis care settings and the possible downstream consequences on patients’ clinical outcomes are described. Objectification,
which may come across as minimization of pain, may not only increase patients’ perception of pain but also lead to undertreatment of
unrecognized forms of endometriosis, especially among adolescents. Passivity, that is not favoring shared decision-making nor self-
management, may compromise adherence to treatment, reducing patients’ trust in physicians and quality of life. The same con-
sequences may result from homogenization, that is giving for granted that all patients have the same access to care. Both isolation, ie
not practicing therapeutic empathy, and loss of meaning, ie not supporting patients in the re-definition of their life plans, may affect
women’s psychological wellbeing and further increase pain perception. Ignoring women’s personal journey by not providing clear
information on the consequences endometriosis may have on their lives may favor women’s self-silencing. Not promoting an un-
biased communication and not setting aside scientific polarization are the main features of dislocation, which may jeopardize patient
empowerment. Lastly, having a reductionist approach to the body may contribute to chronicization of pain, thus compromising quality
of life. This considered, taking time to listen to women with endometriosis and tailoring decisions on the basis of their individual needs
should be fostered as a moral duty. Physicians should always keep in mind that they are not only deliverers of treatment; they are
a form of treatment themselves.
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Introduction

It has been estimated that around 50% of women with endometriosis are dissatisfied with the care they receive.' Ineffective
communication and a lack of centeredness on patients’ needs often strain the patient—physician relationship. Thereby, distance
is created between the parties, determining a one-way dynamic in which women struggle to be listened to or to be believed,

chasing a diagnosis or a satisfactory treatment, which often only the most enduring or fortunate are able to achieve.>
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Although physicians appear to be partially aware of such a dysfunctional relationship, and although more attention in these
regards has been recommended by the scientific community for the last twenty years,*> no substantial improvement seems to
have occurred, thus suggesting that junior doctors are perpetuating their predecessors’ dehumanizing attitude.”’

What has advanced in the last decades is patients’ ability to resort to alternative solutions. Social networks are
a popular source of health information for many, especially for younger generations, which are also those who experience
endometriosis care as less person-centered.® Around 40% of young people search TikTok or Instagram before Google®
and among the top 100 TikTok videos on endometriosis — which account for more than 300 million views — 24%
highlight distrust in healthcare and 80% of those discussing hormonal treatment do so in a negative way.” Making up
only 5% of content creators, physicians appear to be one step behind their patients, who, as a result, may search for
solutions outside traditional healthcare channels, further increasing the communication gap.”'°

It must be remarked that it is undoubtedly challenging for physicians to be able to adequately support all of their
patients and to efficiently address each of their individual needs, considering hospitals’ strict time schedules, the burden
of paperwork and not least the fear of litigation. Moreover, the expression of therapeutic empathy and humanizing
practices requires not only physicians’ will to facilitate personal interaction but also patients’ openness to communication
and healthcare managers being committed to value the time clinicians spend caring for their patients.''

However, patient satisfaction with medical support is essential, as it strongly influences quality of life, compliance to
treatment and patients’ ability to cope with their disease."®'*'? Physicians are de facto a form of treatment themselves
and as such it is fundamental they realize that, like any other kind of therapy, they entail benefits and harms.

The purpose of this paper is to discuss all aspects of dehumanization, which may occur in the relationship between
physicians and patients with endometriosis, thus jeopardizing its intrinsic therapeutic role. Raising clinicians’ awareness
towards the need of person-centered care may in fact shorten the distances within this often dysfunctional, yet critical

relationship. Our aim is to convey the well-known narrative of diagnostic delay and of patient dissatisfaction into pro-action.

Dehumanizing and Corresponding Humanizing Aspects in Endometriosis

Management

Philosophically, dehumanization is defined as the denial to people of their humanness,'* which may be considered in
terms of uniquely human qualities (ie, cognitive skills, ethics, moral sensitivity, socialization and intelligence) or in terms
of characteristics that constitute human nature (ie, emotionality, warmth, curiosity, agency). The denial of uniquely
human attributes represents individuals as animal-like, while the denial of human nature represents others as objects.'”

Translated into clinical practice, dehumanization consists in the impoverishment of communication and interaction, which
instead sustain and enrich the patient—physician relationship.'® Practically, dehumanization makes patients unworthy of moral
concern, of compassionate care, of a dialectical encounter and of shared decision-making. Clearly, dehumanization in medical
practice is usually not a deliberate choice, rather a coping strategy'’ or the result of the passive perpetuation of the paternalistic
attitude, which traditionally has often characterized the medical professional.'®'?

In 2009, Todres and co-workers described eight dimensions of dehumanization in healthcare (objectification, passivity,
homogenization, isolation, loss of meaning, loss of personal journey, dislocation and reductionist body) (Table 1) and
a corresponding number of humanizing dimensions (insiderness, agency, uniqueness, togetherness, sense-making, personal
journey, sense of place, embodiment). The authors suggest physicians use the humanizing dimensions not as dogmas, rather as
touch-stones for awareness, while keeping in mind the complexity of lived situations.'® In fact, the eight couples of
dehumanizing/humanizing dimensions are not separate but imply one another and within clinical practice they are more
easily found along a spectrum of possibilities which go from one extreme (total dehumanization) to another (total humaniza-
tion) than in their absolute form.'®

Moving from Todres and colleagues’ work, we herein analyze in which terms the eight dimensions of dehumanization
apply to the clinical management of women with endometriosis (Figure 1) and examine the possible downstream
consequences they may determine on patients’ clinical outcomes, suggesting pro-active solutions.
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Table | The Eight Dimensions of Dehumanization as Described by Todres and Co-Workers

Objectification The condition in which clinicians fail to take into account patients’ unique feelings and emotions, thus treating the

individual as an inanimate object which fits into a diagnostic category.

Passivity The condition in which an individual is deprived of his/her sense of agency.

Homogenization De-emphasizing people’s uniqueness in favor of how they fit into a particular category.

Isolation The dimension in which an individual experiences a lack of closeness and intimacy with significant others.

Loss of meaning When an individual is deprived of the ability to integrate his/her symptoms and the disruption these may cause on

everyday living in a larger perspective, within his/her life story.

Loss of personal The condition in which physicians are not considerate of an individual’s sense of continuity within his/her personal
journey journey.

Dislocation When a sense of at-homeliness is lost and a sense of strangeness arises.

Reductionist body When signs, symptoms and the results of instrumental exams are overemphasized and the individual’s psychological,

environmental, social and spiritual dimensions are neglected.

Objectification
Todres and co-workers define objectification as the condition by which clinicians fail to take into account individuals’
unique feelings and emotions, thus treating the individual as an inanimate object which fits into a diagnostic category.
Only individuals themselves are authorities on the entity of their inner feelings and on the consequences such feelings
determine on their every day life. Overstepping such authority is a further feature of objectification.'®

Common examples of objectification in the management of women with endometriosis are normalization and
psychologization of pain.'” These two concepts are expressions of the same phenomenon that is minimization of pain.
Much has been said already in this regard, being the literature and the media overflowing of data and opinions. Our aim is
to discuss minimization from a pro-active perspective.

19-21

Although it appears that compared to men, women have lower pain thresholds, and although it is culturally more

accepted for women to show pain,*” it has been proven that women receive less pain relief’> >* and more antidepressants®>~°
and referrals to mental health professionals®’ than men. Accordingly, despite up to 61% of women with endometriosis

experience difficulties in daily activities and self-care due to endometriosis-related symptoms,*>’

30,31

chronic pelvic pain is often
trivialized by clinicians and sometimes normalized by women themselves.'

Minimizing pain may entail two main consequences: misdiagnosis (and as such perpetuation of pain; missing out on
proper treatment; and chronicization of pain contributors); and the establishment of a vicious circle by which individuals
who feel psychologized by health professionals are more prone to distress, which further increases physicians’ conviction
their pain “is all in their heads”.**

Minimization of pain may be particularly frequent in cases of superficial endometriosis and among adolescents.>* In
the former case, minimization may arise from the fact that lesions are less easily detectable. In the latter, it may origin
from a low awareness of endometriosis in teenagers, both among medical professionals®® and among patients, who often
consider menstrual pain an inevitable manifestation of menses.** Moreover, in young girls with endometriosis, the
disease is frequently in an early stage.>

In Martire and co-workers’ study on 270 adolescents, 21% of those reporting dysmenorrhea, 33% of those with dyspareunia
and dyschezia and 44% of those with bowel symptoms had ultrasonographic signs of endometriosis.*> Together with nausea,
dizziness and headache during menses, bowel symptoms are in fact considered red flags for endometriosis in adolescents.**~*
A positive family history for endometriosis, frequent absenteeism from school during menses, prolonged use of non-steroidal
anti-inflammatory drugs and prescription of oral contraceptives before 18 years of age to treat severe dysmenorrhea are further
red flags.*>~ These findings should be kept in mind when evaluating young individuals with chronic pelvic pain, as an earlier

detection of endometriosis could yield better outcomes in terms of pain, fertility and mental health.*®
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Figure | Women with endometriosis’ perception of dehumanization in clinical practice. (A) objectification; (B) passivity; (C) homogenization; (D) isolation; (E) loss of
meaning; (F) loss of personal journey; (G) dislocation; (H) reductionist body.

Authors suggest that a progestin monotherapy or a combined estro-progestin therapy should be commenced in all presumptive
diagnoses of endometriosis, ie in those situations in which a clinical suspicion of endometriosis (suggestive symptoms and/or
anamnesis) is not supported by clinical or radiologic findings.* In these cases, endometriosis should be considered as the cause of
the individual’s pelvic pain until proven otherwise and both adolescents and adults should be treated accordingly.*’

According to some, prescribing empiric hormonal treatment to individuals with a presumptive diagnosis of endome-
triosis may perpetuate the significant delay in diagnosis by masking symptoms.*' It may be argued, however, that an
early treatment has a greater beneficial effect on clinical outcomes, as compared to an early diagnosis.
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In any case, an early diagnosis should always be considered as a clinical goal as it allows the treatment of all pain
contributors, which include chronic systemic inflammation, peripheral sensitization, central sensitization (CS), myofascial
contributors and psychological contributors, alongside nociception.** These factors are strictly intertwined and influence
one another in such a way that the treatment of one pain contributor should not preclude the treatment of the others.** In
Sieberg and co-workers’ words, “conceptualizing chronic pelvic pain associated with endometriosis as a peripherally
driven phenomenon is a disservice to the millions of women suffering from this disease. Simply removing lesions [...] is not
going to fix the problem”.** As such, pain management should be tailored and include variable combinations of hormonal
treatment, surgery, psychological therapy, physical therapy, sexual therapy and pharmacological treatment of central pain.*’
Multimodal treatment for endometriosis will be discussed more extensively further on in the manuscript.

Passivity

Passivity is defined as the condition in which an individual is deprived of his/her sense of agency. Experiencing oneself
as making choices and being held accountable for one’s actions is closely linked to the human sense of dignity and being
deprived of such dignity determines a diminished sense of personhood.'®

In the management of women with endometriosis, passivity may come across as not promoting shared decision-
making and as not enabling self-management. The difference between the two may appear subtle but is substantial.
Shared decision-making requires the patient to express her preferences and priorities and to contribute to the definition of
the approach which best fits her needs, whereas self-management is a consequence of shared decision-making and
consists in the patient actively taking part in her own therapeutic process.

Although traditionally the patient and his/her body have been seen as passively subjected to internal (diseases) and
external (physician’s decisions) forces,'® awareness regarding the need for greater patient empowerment is increasing at
a global scale. The call is also on junior doctors, who are often taught and feel that “the correct thing to do” is to follow
guidelines, rather than making decisions tailored to individuals’ needs and preferences.*®

In fact, patient empowerment appears to positively influence not only quality of life and patient satisfaction,
regardless of symptom reduction,’ but also trust in physician competence, adherence to treatment and the ability to
remain integrated in society despite suffering from a chronic pain condition.**°

Taking into account individual needs, personal beliefs and life projects during the medical encounter is the ground-
work for shared decision-making.

The establishment of an open and sincere conversation may sometimes be challenging, however it has been proven
that when patients perceive that their clinician cares about them and is interested in them as a person, they are more prone
to be active in the encounter and are also more adherent to treatment.’*!

Consciousness should be raised to a further sly element, which may compromise the patient—physician encounter that is
stereotyping. Categorizing is an adaptive strategy all humans use to make the world more manageable,’* especially in complex
situations, as is the context within physicians' work, having to make quick judgments and carry out complex tasks in a limited
amount of time.>*>* Although physicians expect themselves to be untouched by patients’ social and demographic characteristics,
research suggests that these do influence their judgments.”>>° For example, individuals with a lower socioeconomic status are
more often rated by clinicians as being at risk of non-compliance with medical advice and black people are less likely to be
perceived as being intelligent and educated than white people.”” This may create a vicious circle by which individuals with
a lower socioeconomic status are discouraged from actively engaging with their physician, thus reinforcing his/her beliefs
regarding their cognitive ability.”® %

Self-management comes with providing individuals with comprehensive knowledge on their condition, supporting their
acquisition of skills to manage symptoms and by promoting coping mechanisms, including social and emotional adjustments,
when needed.*” The objective is to contrast patients” dependency upon medical decisions by facilitating a proactive attitude
and by helping the woman see her disease not as a dominating force but rather as a —certainly uninvited — life companion.
A trusting alliance and collaboration between woman and physician are essential for such processes to take place.®'

As many as 76% of Australian women with endometriosis use self-management strategies, including heat, rest, meditation,
cannabis and diet modifications to cope with pain.®*** Evidence regarding the efficacy and the potential harms of these self-
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management strategies is scarce, however their use should not be discouraged in principle, as they appear to be associated to an
improvement in women’s quality of life.%

Moreover, as what specifically regards dyspareunia, coping may be promoted by actively including patients in the
clinical examination. In fact, helping patients identify the location of specific painful areas enables them to adopt sexual
positions that do not provoke the mechanical stimulation of endometriotic foci or of muscular tender points. For example,
avoiding rear entry positions, which stimulate the posterior fornix and the rectum, potentially reduces nociception

deriving from endometriotic lesions infiltrating the posterior compartment.®®-¢’

Homogenization

According to Todres and co-workers, homogenization consists in de-emphasizing people’s uniqueness in favor of how they fit
into a particular category. Patients are often considered as epiphenomena of their own illness rather than as individuals and as
such may be treated as similar or interchangeable with other individuals who belong to their same diagnostic category.'®

Applied to women with endometriosis, homogenization may translate both into a lack of attention to patients’ needs and
priorities, as has been extensively analyzed in the previous paragraph, and in a scarce promotion of inclusive healthcare.

Although in countries with a national health system the pressure of the economics of treatments may be less tangible,
it should never be given for granted that all persons have the same access to care. It has been estimated that in 2021 in the
USA 8% of adults were not compliant to prescribed treatments due to their cost and that women and black people were
the most vulnerable in such sense.®® Women and people with a low socio-economic status are also the individuals among
which chronic pain conditions are more prevalent.®”

There are two main ways in which physicians may be bearers of more inclusive healthcare: by making sure prescribed
treatments are accessible for all individuals and by promoting a rational use of healthcare resources.

Socioeconomic factors influence access to care not only at an individual level but also at a national level. Less
wealthy public health services may not be able to afford prolonged treatments with expensive drugs for everyone’® and,
in general, favoring costly treatments which are not justified by ascertained and long-lasting benefits may dissipate health
systems’ resources which could be invested in a more efficient manner.

As regards endometriosis specifically, both second-line medical treatments such as GnRH agonists and antagonists
and surgical treatment are burdened by considerable costs, as compared to first-line medical treatment.”' Moreover, such
treatments are often insufficient on their own. Thus, considering that the incremental benefit of such treatments is yet to
be clearly defined, their use on a large scale may not be justified, especially in low-income countries.”"

Instead, authors recommend the adoption of a stepwise approach, prescribing GnRH agonists and antagonists only
when first-line medical treatment with low-dose combined contraceptives and progestins is ineffective or contraindicated
and reserving surgery to selected cases.”>”* Moreover, the cost of pharmacological treatment with GnRH agonists may
be cut up to 30% by adopting depot formulations with extended-interval dosing regimens.”!

Attention should be paid not only to expensive treatments but also to diagnostic tools. In the last years, there has been
an increasing interest in the development of novel non-invasive tests for the detection of endometriosis using biological
samples such as blood, urine and saliva.”* Although the availability of simple, easy to perform and supposedly accurate
bio-molecular tests may seem attractive, at a closer glance their utility appears unclear. Among symptomatic individuals
with clinical signs of endometriosis, a non-invasive test would be superfluous. Among asymptomatic women with no
clinical signs of the disease, it is uncertain whether such a diagnostic tool would change clinical management. At the
present moment, the only certainty is that it would increase the number of women with a diagnosis of asymptomatic
endometriosis, presumably determining considerable psychological consequences and possibly causing overtreatment
and financial opportunities for test manufacturers and dealers, pharmaceutical industries, private health services and
many others. This said, the utility of non-invasive molecular tests would be restricted to the population of symptomatic
women with a presumptive diagnosis of superficial peritoneal endometriosis. It is arguable, however, that in these cases,
a thorough collection of medical history and a correct physical examination should be more than sufficient.”*

This considered, it is desirable that the training of physicians includes a heightened awareness of both the impact
different types of diagnostic tools and treatments have on healthcare resources and of the degree to which the choice of
a specific diagnostic test or medical prescription can tip the balance in favor of an elitist or socially inclusive healthcare.
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Isolation
Isolation is a dimension in which individuals experience a lack of closeness and intimacy with significant others.
Everyday social connections are disrupted and a sense of alienation arises.'®

Inevitably, diseases determine varying degrees of isolation and individuals with endometriosis are not exempt.
Women often report a lack of understanding from family and friends due to the social stigma both on gynecological
diseases and on chronic pain conditions.”>*’® However, clinicians also play a critical role in patients’ feeling of alienation.
Lack of eye contact, of expressivity and of touch, standing at the end of the patients’ bed rather than beside them, not
remembering personal details are all determinants of isolation.”’

Facilitating the typically human dimension of togetherness is possible by encouraging both empathy and social
support.

Therapeutic empathy begins with active listening.!' Physicians have historically been trained to approach consulta-
tions using interrogative questioning, in order to frame patients’ issues in medical terms and limit time loss and
digressions. However, this kind of attitude, which puts clinicians in a position of power, where they can steer the
conversation, my potentially leave out critical information and silence patients’ version of reality.”® In 2000, Charon
introduced the term “narrative medicine” to describe the discipline that conjugates humanities and medicine and aims to
train clinicians in a reflective practice.’”” Listening to patients’ entire story, as opposed to a list of symptoms, not only is
possible but is vastly preferable. In fact, what physicians see in the time of the clinical consultation is just a moment of
the story of a lifetime and attending to individuals’ health concerns means bringing together the events of their lives that
form the context of the medical problem.®

Giving patients time to tell their story and express their feelings, emphasizing that they are being listened to, makes
them feel validated, supported and respected,®’ as well as reducing the entity of symptoms and down-regulating
nociceptive processing, as reported in neuroimaging studies.®**?

However, carrying out therapeutic empathy is often more easily said than done. It has been estimated that 50% of
clinicians’ time is spent updating electronic health records and that such use of time is an important contributor to
burnout.** Lack of time, having to constantly look at a screen rather than being able to make eye contact, as well as
having difficulty managing one’s own emotions certainly does not facilitate the expression of therapeutic empathy. In any
case, this should not be an invitation to remain oblivious to patients’ needs.

Clinicians are not the only ones involved in therapeutic empathy. It has been proven that among patients suffering
from pain, the presence of a supportive other may be pivotal, regardless of his relation with the patient, being a clinician,
a romantic partner, a friend or a stranger alike.® It may in fact reduce patients’ pain-related stress response®® and alter

neuroendocrine and haemodynamic responses, alleviating negative emotions®’ and as such should never be discouraged.

Loss of Meaning
Sense making is a typically human characteristic. In varying forms and degrees, all human beings are motivated to find
significance for events and experiences, connecting patterns and making wholes out of parts. In other words, humans are
storytellers.'®

In the medical context, patients feel the need to integrate their symptoms and the disruption these may cause on their
everyday living in a larger perspective, within their life story. When such sense making is taken away, individuals can
experience a sense of meaningless.'®

Like all chronic illnesses, endometriosis may be a disruptive event, which leads to a rethinking of biography and to
a shift from a perceived normal life trajectory to an abnormal trajectory. Up to 50% of women report that endometriosis
has a negative effect on their work and career, 50% on their personal relationships and 16% on their education.®®
Expectations and plans for the future may in some cases have to be re-examined®® and such interference on biographical
continuity may be an important source of anxiety and depression.”® What is critical to safeguard mental health and to
support individuals in the re-definition of their life plans, once again, is communication.
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It has been proven that patients who find coping strategies are able to manage their pain better and experience
a higher quality of life compared to those with a more passive attitude to the disease.*’ It has also been proven that being
well informed about one’s chronic disease supports coping.’

Endometriosis is characterized by uncertainty regarding its diagnosis, its treatment and its prognosis. However, not all
of the uncertainty is inherent to the disease. Part of it originates from lack of communication.”’

The importance of gaining feedback from patients regarding their perception of their disease is often overlooked*® and
little attention is paid to how well they have understood what has happened, what is happening and will probably happen in
their lives.”? Patients may feel it is best not to disclose their queries and fears, either because they believe nothing can be done,
or they are reluctant to burden the doctor, who may manifest a blocking behavior, making patients feel it is not legitimate for
them to express their concerns, or because they do not want to seem pathetic, or even for fear their worries will be confirmed.”?
As a consequence, they may seek for pain relief by visiting the emergency room,”* or independently resort to alternative
sources of information, such as the Internet, patient support groups or family and friends.”"

However, independent access to information may be mined by two main issues: health literacy, ie, the degree to which
individuals are capable to access, understand and use basic health information to promote good health;” and the absence of
established assurances of the quality of the vast quantity of health information which is easily accessible to the general
public.’® As a consequence, independent collection of information may result in misinformation, which may lead to fear or
negative expectations towards prognosis and treatments, mining the adherence to such treatments and their effectiveness.””*®

Thus, delivering clear, comprehensible, accurate, quantitative information through an honest encounter becomes an
ethically significant act. Communicating the uncertainty inherent to endometriosis is also a moral duty.’® In these regards,
Maguire’s six key tasks in communication with patients should always be kept in mind during the medical encounter: 1)
defining the patient’s main problems, his/her perception of these and their impact on his/her life; 2) tailoring information
and checking the patient has understood; 3) eliciting the patient’s reactions and concerns regarding the information he/she
has received; 4) establishing how much the patient wants to be involved in decision-making; 5) discussing treatment
options and their implications; 6) maximizing the chance the patient will be adherent to treatment and lifestyle changes.”

Lastly, recognizing the need for and suggesting psychological support to those who struggle to cope with their disease
is a further task physicians should attain to.”"

Personal Journey

Tightly connected to the concept of loss of meaning is the concept of personal journey. Humans are connected to a sense
of continuity with the past while living in their present and while walking into their future. People look for the
meaningfulness of their personal journey.'®

In the medical encounter, there is often little space for consideration of patients’ sense of continuity, of how it is
maintained or disrupted by their disease. The emphasis is usually on how the person is, more than on who the person is
and this does not help patients feel how their care is linked to their history.'®

The reasons for such behavior have been extensively analyzed in the previous paragraphs of this manuscript.
Physicians are often burdened by paperwork, have to work on tight time-scales and often feel there is no time for
biographical digressions. Patients, on the other hand, may feel dismissed, and dismissal leads to feelings of distrust and
invalidation, negatively affecting the patient—physician relationship.”’

In the modern society, women juggle between being workers, partners, mothers and care-givers.”” As it is, balancing
work and family may be stressful and, in some cases, may be a source of anxiety, depression, insomnia and personal and
work conflicts.'” By determining varying degrees of chronic pain, sexual dysfunction and infertility, endometriosis may
jeopardize all aspects of a woman’s life, thus enhancing the work-family conflict.

Weather women are diagnosed with endometriosis in adolescence or in adulthood, it is physicians’ role to acquaint patients
in these regards, providing clear and quantitative information on the consequences the disease may have on their future lives.
For example, an alert about possible infertility may motivate women not to excessively procrastinate their desire for
motherhood.* In fact, although it is estimated that around 30-50% of women with endometriosis experience infertility,
patients do not know if they lie within such percentage or not until they do not start trying to get pregnant.'®' Deciding to try to
conceive and when to do so entails a revision of one’s biography not only at an individual level but also at a couple level and as
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such requires negotiation, joint reflection and an adjustment of the romantic relationship.'®*'*® Informing women timely
enables such decision processes to occur.

On the other hand, it must always be kept in mind that not all women wish to be mothers and different types of
treatment addressing different aspects of the disease (pain versus infertility) should be prioritized accordingly.'®*
Moreover, it should always be taken into account that discussing motherhood and potential infertility may uncover
patients’ sense of inadequacy and failure in their role as women and as such physician’s tact is never enough.'®?

Regardless of motherhood and regardless of their culture and of their religion, women are expected to be caring and
self-sacrificing, even when in discomfort.'®> This pressure may be emphasized by the taboo associated with gynecolo-
gical conditions and menstruation in particular'® and may lead women to choose self-silencing over self-care.'®” This
may occur with cultural variations, depending on gender roles and expectations in different societies.'® The conse-

quences of self-silencing may include poor mental health and quality of life,'” reduced treatment adherence,''° a feel of
guilt for burdening significant others, and self-sacrifice.''’ As such, it is physicians’ role to recognize these patterns,

when they occur, to adjust patients’ treatment accordingly and, if needed, to help them obtain social support.

Dislocation

All humans need a habitat, which is a place where the feeling of at-homeliness becomes meaningful. Feeling at-home
provides comfort, a sense of security and of unreflective ease. Dislocation occurs when such a sense of at-homeliness is
lost and a sense of strangeness arises.'®

In clinical settings, the quality of spaces is a determinant of privacy, dignity and of homeliness. However, spaces are
not only created by their architecture but also by what happens within them.''?

During the medical encounter, the perimeter of non-physical space is delimitated by two main actors (ie, the physician
and his/her patient), both of whom may condition the sense of homeliness. Given the physician’s role of power in such
encounter, it is his/her duty to make sure such sense of homeliness is safeguarded. Thus, his/her focus should be both on
putting the patient at ease and on establishing an honest dialogue.

Each human being experiences the world in a different way, through the lenses that are determined by his/her
biography. Rendering clinical information in a way that the recipient understands and feels as his/her own, intuiting what
is meaningful for him/her is a first way to prevent the sense of dislocation, which may occur in the medical context.'"

Once the patient is at ease, an honest dialogue may be established by conveying precise, quantitative information, by
unveiling those issues for which certainty may not be established (ie, by addressing uncertainty), but also by setting aside
scientific polarization and potential conflicts of interest.

According to Ploug and Holm, scientific polarization occurs when a scientific community is segregated into opposing
groups, which are headed by reputable scientist with radically different views on selected arguments.''* Such a dualistic
attitude may threaten objectivity and create a conflict of interest which may not be clearly identifiable by the public, the
media or by political decision-makers.''*

In the field of endometriosis, the notorious debate between advocates of medical treatment and advocates of surgery is
an example of scientific polarization.''>''® When these divergent views are transferred into the medical encounter as if
they were the only piece of available scientific evidence, physicians arrogate to themselves the right to decide what is
best for their patients. Thus, although it is patients who bear the burden of symptoms, side effects and surgical
complications, it is not always in their power to make a truly informed choice.'"’

Conveying honest, transparent advice should always be physicians’ responsibility as it enables true patient empower-

ment, whilst reducing confusion and uncertainty regarding the best treatment for each specific individual.

Reductionist Body
A reductionist view of the body consists in overemphasizing signs, symptoms and the results of instrumental exams,
whilst neglecting the individual’s psychological, environmental, social and spiritual dimensions.'®

Although it is now accepted that endometriosis is a systemic, inflammatory condition and that endometriosis-related pain is
caused by a variety of factors, ranging from organic contributors to neuro-psychological ones,** the treatment of all such
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contributors is often considered by physicians superfluous, if not unorthodox. However, times are changing, and it should be
no longer acceptable for women’s psychological health and sexual function not to be addressed in the medical encounter.

Psychology is a major determinant of pain-related disability, that is the way an individual understands, experiences and
manages pain.''® Catastrophizing in particular is correlated to lower perceived effectiveness of analgesics, elevated stress and
lower quality of life.''® In fact, it may influence the hypothalamic—pituitary—adrenal axis, magnifying inflammatory responses,''”
and is associated with a reduction in both the activity and the grey-matter volume of brain areas involved in the inhibition of pain
signals.'?°

In fact, together with selective attention, sleep disturbances and anxiety and depression, catastrophic misinterpretation
has been observed in chronic pain patients with signs of CS.'?! Central sensitization is a neurobiological phenomenon
characterized by an increased sensitivity to peripheral stimuli due to alterations in central neural mechanisms. These
probably derive from a continued peripheral input, such as inflammation, and are similar to those underlying the
generation of memory.'?> Endometriosis has been included among the Chronic Overlapping Pain Conditions (COPCs),
a set of conditions, which often co-occur and appear to share CS as a common underlying mechanism.*> Women with
endometriosis with a greater central component to pain appear to have more severe symptoms and are less likely to
respond to first-line hormonal treatment.'?*'%*
Further contributors to anxiety and depression among persons with endometriosis may be represented by pain itself,

126 and by the uncertainty

especially in its non-cyclical form,'** by impaired self-esteem and perception of body image
regarding infertility.**

Although evidence in this regard is still limited, psychological interventions seem to be effective in reducing
endometriosis-related pain, even long term, irrespective of the presence of CS.'?”!?¥

Quality of sexual life should also be addressed. Despite sexual dysfunction may be present in up to 70% of women
with endometriosis,' independently of disease severity,'*° the quality of physician/patient communication on sexual
issues remains poor."?’

Impairment in sexual function may arise from mechanical pressure on endometriotic lesions, traction of scarred tissue,
inflammation, but also from a vicious circle which connects dyspareunia, fear and anticipation of pain, inhibition of the sexual
response cycle, mood disorders and CS."*? Central elaboration of pain may in fact induce viscero-somatic reflexes which can
generate painful pelvic myofascial trigger points in as many as 60-90% of women with endometriosis.*>'*?

Treatment of sexual dysfunction should be addressed through an interdisciplinary cooperation of gynecologists,
sexologists, psychologists and pelvic floor therapists.'*> Alongside medical and surgical treatment, when needed,
cognitive behavioral therapy and physical therapy have been found to reduce pain, anxiety, depression, stress and fatigue

and consequently to improve quality of life.”%'3%!3

Conclusions

The shift in endometriosis research from the evaluation of pathological classification improvement to the analysis of
patient reported outcomes has unveiled an increasing distance between physicians and their patients and, as
a consequence, the need for a more humanizing, person-centered care. Understanding patients’ unique point of view
as well as relying on scientific knowledge, taking time to listen, recognizing individual needs and tailoring decisions on
the basis of individual beliefs should be part of medical education programs and should be fostered throughout medical
practice as a moral duty.

In persons with endometriosis, quality of care has been associated with better treatment satisfaction, and the adoption
of humanizing practices has been found to improve clinical outcomes. Physicians are not only deliverers of treatment;
they are a form of treatment themselves and as such they should always keep in mind how their attitude towards their
patients is a major determinant of their patients’ quality of life.
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