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"You walk on the edge of a precipice and you don't know at what 

moment you will slip and find yourself in total darkness." 

M. Zh. (wife, 37 years old) 

 

 

"I was devastated I didn't know what was in store for me. I was asking 

myself questions that I didn't have answers to. Would I be able to walk 

again, would it ever stop hurting, would I be able to send my child to 

graduation without being in a wheelchair. All questions I didn't have 

answers to." 

Zh. S. (wife, 37 years old) 

 

 

"Living with Tarlov's cysts is a daily, 24-hour struggle with pain unlike 

any other... My daily routine, lifestyle and social engagement has 

changed due to the inability to sit and stand for long periods of time. 

Prolonged travel is impossible." 

S.K. (wife, 50 years old) 
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Introduction 
 

The idea for this social experiment was born in a conversation with 

Ms. Monika Marinova - chairperson of the NGO „Association of Tarlov 

patients in Bulgaria. Treatment without borders“. Until that moment I 

had not the slightest idea about this health problem, even less about the 

world or the worlds of people with perineural Tarlov cysts. 

Mrs. Monica Marinova turned out to be a beautiful, very intelligent 

and struggling young woman, highly motivated to help people with this 

disease. After just the first few sentences she managed to intrigue me by 

touching some of the most sensitive chords in my soul related to the 

experience of chronic physical pain, which I have lived for more than 50 

years. Thanks to her, I also received specialized literature that introduced 

me to the purely medical side of the problem. But it was this medical side 

that was „pregnant“ with social and psychological problems that were 

drowning in the fog of ignorance, neglect and disinterest.  

For me, as a sociologist involved in the sociology of medicine, the 

sociology of disability, and the sociology of illness and health, the 

importance of uncovering the social worlds of people with tarsal cysts, 

and illuminating the ways of experiencing and living with this rare 

disease, quickly became clear. Moreover, this is in line with paradigms in 

contemporary sociology of illness and health that strongly criticize the 

„positivist-oriented socio-medical approach“ that continues to treat 

„chronic illness as a temporary state of the body's inability to function 

normally that is conditioned by the imperfection of reason and science“1. 

At the same time, „the non-classical approach of the sociology of health is 

able to capture the fact that pathology is no longer a temporary 

impediment, but a continuous suffering of the body from chronic 

diseases“22. Even more, the maxim of the old internists is valid here: „It 

is always the whole person who is ill“. 

 

                                                             

1 Savelyeva, J. В. (2012) Health and disease in the context of sociological theory: the 
specificity of non-classical approaches. In: Herald of Kazan Technological University, No. 
22, p. 205. 
2 Ibid, p. 205 



7 
 

*** 

This text is dedicated to the people with Tarlov perineural cysts, to 

their uneasy lives and quiet heroism, to their suffering and daily struggle 

with chronic physical pain. 

This study presents a descriptive analysis of biographical 

microarratives of people with tarsal cysts. It reveals the worlds of 

suffering and pain that dominate these people's lives. 

The information gathered and analysed allows for subsequent 

quantitative and qualitative social research related to one aspect or 

another of the lives and treatment of people with perineural Tarlov cysts. 
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1. A few words about the biographical 

micronarrative 
 

The biographical micronarrative is a new qualitative method created 

by me. It is essentially a variety of the biographical method and combines 

elements of Fritz Schütze's biographical sociology and so-called 

narratology. 

It is well suited as a method that accumulates initial information 

about social problems and interactions in domains - mostly related to 

health and illness - that are completely unknown or poorly known to 

researchers. 

The main point of the biographical micronarrative method 

concentrated in the so-called narrative pulse, i.e. asking a question or a 

main question and two to three supplementary questions (when 

necessary) to which respondents have to answer briefly. The micro-

narrative should not exceed more than 1-1,5 standard pages. 

The biographical micro-narratives of people with Tarlov's perineural 

cysts studied here represent precisely their experiences and experiences 

with these diseases, the ways in which they describe them, i.e. we are 

dealing with the disease as illness. 

Why micronarratives and not narratives? A partial answer is found 

in the definition of the term „micronarrative“: 

The biographical micronarrative is a short, highly symbolically 

saturated biographical narrative, a thesis definition and/or evaluation 

of significant biographical events for the narrator on a specific topic (in 

our case, the presentation of the disease "Tarlov's perineural cysts" to 

another person who has no idea about it). A biographical 

micronarrative can be said to be a biographical narrative when it is a 

few sentences to 1-1.5 pages in length and contains a biographical 

description, value judgments of biographical events, and reveals 

meanings and significances attached to these events, defined as the 

specific thematic field of the narrative. 

The key points in the biographical micro-narrative in this case are: 

(1) a highly concentrated description of biographical events related to 
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illness and disease; (2) a value judgment of these events; and (3) a 

disclosure of the meaning and significance the narrator attaches to these 

events. 

The biographical micronarrative is very convenient for conducting 

express qualitative sociological research on a specific topic. Particularly 

when the researcher has neither the time nor the financial resources to 

conduct larger scale qualitative or quantitative research. But has the 

potential to take advantage of all the possibilities of the social web. 

 

*** 

In the first social experiment using the biographical micronarrative 

method conducted among people with rheumatoid diseases, the question 

was asked, „How would you explain briefly to a complete 

stranger what is your disease?“ 

In the second experiment applying the same method, conducted 

among people with the rare disease „perineural Tarlov cysts“, the 

narrative impulse had the following form: 

 

„Dear Madam, Dear Sir, 

The leadership of the Association of Tarlov Patients in Bulgaria, 

together with a representative of the Institute of Philosophy and 

Sociology at the Bulgarian Academy of Sciences, decided to conduct a 

social experiment among the members of the association. The aim of the 

experiment is to collect reliable information about: 

- how people with Perineural Tarlov Cysts understand and realize 

their disease,  

- how they experience the onset and development of the disease,  

- how they live with it. 

The results of the experiment will be presented at the 2nd Congress 

of Tarlov patients in Bulgaria. We are confident that this information will 

contribute to the promotion of the problems of people with this disease 

and will support our fight for adequate, timely and effective treatment 

and social inclusion in society.  

In this connection, we ask you to describe it very briefly, 

in just a few short sentences or up to a page and a half at most 
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- as if you were explaining to someone who has no idea what 

your illness is. 

Please write and express in your own words what you feel. Write as 

you understand it. And remember, this is not a literary contest or a 

medical school exam. 

Thank you for your response!”. 
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2. Brief description of the rare disease 

„perineural cysts of Tarlov“ 
 

Isidore Max Tarloff first described these cysts in 1938 when he 

performed autopsies during his studies of the filum terminale at the 

Montreal Neurological Institute3. „Tarlov's cyst oval (bubbly) enlargement 

of the spinal nerve root space filled with cerebrospinal fluid (CSF, CSF). 

It is different from other meningeal cysts, such as dural ectasia or 

meningeal diverticulum. Tarlov's cysts are most commonly found at the 

base of the spine (sacral lobe), where their presence can cause bony 

erosion and compression of the adjacent spinal nerve roots, leading to 

the debilitating sacral radiculopathy syndrome“4. 

According to specialists, perineural Tarlov cysts are one of the most 

common forms of meningeal cyst. „Data on the prevalence of meningeal 

cysts, including Tarlov cysts, in the general population varies, but is 

generally around 5%... Tarlov cysts, especially those that are symptomatic, 

are more common in women. The reason for this unclear...“5. The 

illustration below shows some of the different types of dural meningeal 

cysts, including the perineural cyst (Tarlov's cyst)6.  

Tarlov's cysts can be one or more and can be located throughout the 

spine. The reasons for the occurrence of these cysts remains unclear at 

this time. However, it is known that as the cyst grows, it causes damage 

to nerve roots and many Often, in the absence of adequate treatment, can 

debilitate the person with such a cyst. 

Unfortunately in Bulgaria these cysts are almost completely unknown 

very often, if diagnosed correctly, the treatment offered is more 

damaging than improving a person's health. 

Essentially, each cyst is „an extension of the sheath of the spinal 

nerve root, and the individual nerve fibers of this root are located within 

                                                             

3 Tarlov, I. M. (1938) Perineurial cysts of the spinal nerve roots. In: Arch Neurol Psychiatry 
(Chic), Vol. 40, pp. 1067-1074. 
4 Feigenbaum, F., J.-M. Voyadzis, F. C. Henderson. (2015) Chapter 115 - Tarlov Cysts. 
https://clinicalgate.com/tarlov-cysts/ 
5 Ibid. 
6 Ibid. 

https://clinicalgate.com/tarlov-cysts/
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the cavity of the cyst or within its sheath itself. Other subtypes of 

meningeal cysts, such as meningeal diverticula and arachnoid cysts, lack 

nerve root fibres“7. 

 

 
Source. C. Henderson. (2015) Chapter 115 - Tarlov Cysts. 

https://clinicalgate.com/tarlov-cysts/ 

 

Тhe context of the content of Tarlov's biographical micro-narratives of 

people with perineural cysts, it is worth bringing another, more extensive 

quote, from Figenbaum's elaboration: 

„Tarlov cysts can be one or more and can occur all along the spine 

where nerve roots are located. Progressive enlargement of the cyst can 

cause significant bone erosion and pressure on the adjacent spinal nerve 

roots, respectively causing radiculopathies. For example, a Tarlov's cyst 

in the sacral spinal canal formed on the nerve root of S3 may exert 

symptomatic pressure (C.M.-B.I.) on the ipsilateral nerve root of S2 

above it and on the nerve roots of S4 or S5 below it (figure above). A 

Tarlov's cyst can also cause contralateral symptoms if it is large 

enough (kurs.m.-B.I.) to extend anterior to the midline and compress 

contralateral nerve roots. In addition, the nerve root fibers that lie inside 

Tarlov's cyst often thin out and spread along the inner wall of the cyst. It 

is suspected that these alterations and stretchings of the nerve fibres 

also cause symptoms (Course.m.-B.I.)“8. 

                                                             

7 Ibid. 
8 Ibid. 

https://clinicalgate.com/tarlov-cysts/
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3. Descriptive analysis of biographical micro-

narratives 

3.1. Some basic socio-demographic characteristics of 

respondents 

 

21 respondents, people with perineural Tarlov cysts from all over the 

country, participated in the social experiment. This is an extremely high 

relative proportion of participants, considering that a year after the 

experiment the total number of people with this condition in the country 

was 1289. 

The data from Tab.1 shows that the majority of respondents are 

women - 90.5%. This gender distribution is consistent with data on the 

epidemiology of the disease worldwide. 

The majority of respondents (20) were of middle, working age 

between 35 and 55 years and only one respondent was of retirement age. 

The average age of respondents is just over 40 years. 

By place of residence, people with perineural Tarlov cysts are 

predominantly distributed in the major cities of the country. Only two 

live in rural areas and two in smaller towns (Batak and Troyan). One 

respondent did not indicate his residence. 

 

Tab. 1. Some basic socio-demographic characteristics of respondents 

No on Initials Gender Age Location 
row      

1. А. D.  W 50 Varna 
2. G. М.  W 47 Stara Zagora 
3. G. Т.  W 35 Unlisted 
4. D. H.  W 38 Plovdiv 
5. Е. D.  W 55 v. Kipra, district, Varna 
6. Zh. D.  W 42 Dobrich 
7. Zh. S.  W 37 Plovdiv 
8. I. D.  М 42 Smolyan 

                                                             

9 According to the Chairwoman of the Association of Tarlov Patients in Bulgaria - Treatment 
without Borders, Ms Monika Marinova. 
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9. J. F.  W 46 Plovdiv 
10. К. К.  W 50 Batak 
11. К. S.  W unspecified Troyan 

12. М. Zh. W 37 Varna 
13. М. М. W 37 Stara Zagora 
14. М. R. W 44 Sofia 
15. P. М. W 43 v. Muldava, Asenovgrad 
16. R. I. W 39 Burgas 
17. R. К. W 44 Sofia 
18. R. S. W 69 Stamboliyski 
19 S. К. W 50 Sofia 

20. Т. D. W 46 Unlisted 
21. Т. F. W 51 Pazardzhik 

 

The average age of the respondents and the dominance of one 

gender is a sign of serious social problems for women, mostly related to 

the performance of their traditional family (mother, wife) and 

professional roles. These problems have a very serious negative impact 

on the lifestyle and quality of life, including health-related quality of life, 

of women with tarsal cysts. 

The same can be said for men, with their inherent social roles (e.g. 

father, husband, etc.), but much less frequently. 
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3.2. The onset of the disease or the disease as an 

illness and disease10 

 

The onset of the disease is associated with symptoms that „attack“ a 

person's feelings and emotions. It is a period in which knowledge of the 

illness is lacking and suffering, uncertainty and ambiguity dominate the 

person's life. Symptoms are a fact, but the diagnosis remains unclear, the 

illness remains unnamed and becomes a mysterious inquisitor. 

Disease begins, like any other disease, as an illness and often the 

road to diagnosis, to disease10, and to adequate treatment can be very 

long and difficult. The paradigm of modern medicine, Evidence Based 

Medicine (EBM)11, advocates two main elements of non-injury or safety 

and of effectiveness. Disease as a disease is a central category within this 

paradigm. The experiences of people with perineural Tarlov cysts are 

associated with suffering, uncertainty, ambiguity and fear of the future: 

 

„Every day you get worse. Symptoms appear for which you 
have no explanation. You ask yourself questions that you don't 
have answers to. Your day begins pain and fears and that's 
how it ends" (M.M., 37, woman) 
 
„... the severe pain I had for a month..." (A. D., 50, woman) 
 
„... pains all over the body, which are expressed in weakness in 
the legs, numbness, muscle aches, pain in the head, neck, 
pelvis, tendons...“.  
„... a severe health disaster that befell me out of nowhere... The 
disease had befallen me 10 years ago, but I didn't know that 
everything that was happening to me was from it. At first the 
attacks were episodic and shorter. As time progressed, my 
illness progressed with it". (R. G., 69, woman) 
 

                                                             

10 For the difference between illness and disease see Ivkov, B. (2014) Conflict of 
interpretations in the doctor-patient relationship. Sociological and ethical implications. In. 
Popova (eds.) European Ethical Standards and Bulgarian Medicine. Collection of articles. 
Sofia, BMA, pp. 354-360. 
11 Vaseva-Dikova, Yu. (2019) The „gold standard“ of contemporary medical theories and 
practices. Proceedings: non-classical science and non-classical logics. Philosophical-
methodological analysis and evaluations. Paradigm, pp. 167-186 
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„... pain in the back and lower back, problems with urination, 
numbness in the limbs...“ (I. D., 42, woman) 
 

„... I felt weakness in my legs, severe pain in sitting, standing 
and lying down. My legs were stiff, severe pain with any 
movement, I felt an internal heat burning my body internally 
as if a volcano was erupting. I was freezing externally and 
burning internally - every muscle, every part of my body 
ached. Eventually I also got paresis of the lower limbs...“. (M. 
M., 37, woman) 
 

The first symptoms are associated with the onset of pain. Pain – 

„pain all over the body“, „pain in the back and lower back“, „severe pain 

in sitting, standing and lying down“, etc. These are pains that cause 

serious distress in people, and the fear of what is happening, why it is 

happening, amidst the lack of answers, seriously shakes the psyche of the 

person and poses to him very heavy and serious existential questions to 

which he, in the early stages of the disease, has no answer. There is a very 

real threat of incapacitation - something that was unthinkable until 

yesterday. 
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3.3. Changes in the life world and social worlds of 

people with perineural Tarlov cysts 

 

With the onset and intrusion of illness into a person's life, their 

experiences are also shaped by changes in their lifeworld, and some 

social worlds are closed - sometimes forever - by pain. What was 

yesterday a reflexless given, which was carried out without planning and 

almost instinctively, after the onset of illness has to be interpreted in the 

context of new possibilities for action, limited by pain. The hitherto 

unknown experience of „I can't“ invades one's world, bringing chaos into 

everyday life and beginning to indiscriminately impose its own rules and 

norms. 

 

„It's a difficult disease to live with, as I think it affects 
completely the motor ability of the human body. The pains are 
moving, burning, stiff“. (G. T., 35, woman) 
 

„This disease is very insidious - accompanied by pain all over 
the body, which is expressed in weakness in the legs, 
numbness, muscle aches, pain in the head, neck, pelvis, 
tendons. And at the same time the doctors do not recognize 
that there is such a disease“. (R. S., 69, woman) 
 

„This disease brings with it extreme limitations in the social 
and professional path - the inability to go to a theatrical 
performance because you find it difficult to sit for long periods 
of time is only a "small" inconvenience; the inability to cope 
with household chores“. (G. M., 47, woman) 
 

„These pains intensified over time and led to a lack of strength 
to the extent of not being able to open a bottle of mineral water 
and struggling to change gears in a car, and my arms going 
numb and limp almost immediately when lifted up and I could 
barely wash my hair, I couldn't hold a book, I only spoke on 
the phone with a headset as I couldn't hold my hand to my ear 
for more than a few seconds, I dropped objects, I made white 
(because, for example forgetting that I couldn't take a tray out 
of the oven with one hand) and I was on my way to 
incapacitation“. (T. F., 51, woman) 
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Pain blurs, even closes people's life worlds perineural cysts of Tarlov. 

Everything, every detail of everyday life, requires interpretations, and 

interpretations related to and made through and in the context of the 

current state of pain syndromes. Functional limitations and deficits 

emerge, which in turn leads to „extremely restrictive social and 

professional paths“. Pain becomes the master of one's life world. „It 

wasn't like someone going mad, suddenly bursting in, smashing 

everything and leaving. She was more like a domestic partner - intimate 

and ugly; a menacing, disgusting presence but adamantly refusing to 

leave. I hated waking up with the feeling of his groping hands wrapped 

around me; I hated him standing in my kitchen and making me drop 

heavy pots on the ground; I hated him cutting my phone calls short, 

especially when a dear friend was sharing his grief and I burned with the 

desire to help. I did help, but not like I used to, because part of me was 

now only interested in Pain“12. 

  

                                                             

12 Търнстрьом, М. (2014) Хроники на болката. Изцеления, митове, мистерии, 
молитви, дневници, мозъчни скенери, изцеление и наука за страданието. 
Издателство „Изток-Запад“, София, с. 51. (Turnstrom, M. (2014) Chronicles of pain. 
Healings, myths, mysteries, prayers, diaries, brain scanners, healing and the science of 
suffering. East-West Publishing, Sofia, p. 51.) 
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3.4. Indifference, ignorance and rejection 

 

The first encounters of people with Tarlov perineural cysts with 

doctors, medicine and healthcare are a source of frustration and 

reinforcement of the unknown and uncertain, a source of confronting the 

indifference of doctors and generating feelings of rejection, of not being 

useful. The lack of knowledge in Bulgarian medicine and its empowered 

representatives is a very strong source of frustration. 

 

„You go for checkups in Bulgaria and the Bulgarian doctors 
don't understand you, and that brings you down even more. 
You tell them your symptoms and they tell you that you have a 
mental problem and that you are imagining things. They just 
don't believe you, which brings you down even more. Illness is 
very unpredictable... today you're relatively well and 
tomorrow you can't move from pain. Despite the pain you hear 
how cysts are not a problem because they had no symptoms, 
which I don't think is the case“. (M. M., 37, woman) 
 
„At first I was not interested in the disease because, in the 
opinion of a neurosurgeon, they were not the cause of the 
severe pain I had for a month“. (A. D., 50, woman) 
 

Lack of information, doctors' ignorance, neglect of symptoms and 

patients' stories lead to deception and loss of valuable time, and 

sometimes to harmful manipulations and treatments. 

 

„Three doctors in Bulgaria, whom I asked what these cysts are, 
told me that they are pseudocysts and are asymptomatic, not 
to pay attention to them. Three doctors abroad whom I 
consulted thought the opposite“. (T. F., 51, woman) 
 
„In Bulgaria there is a lack of information, and few 
neurosurgeons are willing to accept cysts as symptomatic“. (S. 
K., 50, woman) 
 
„In the beginning to accept this diagnosis in Bulgaria is not 
difficult, and that's why our doctors help a lot, because they 
neglect it and tell the patient that you've got the flu and it's not 
so bad“. (M. G., 37, woman) 
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It is strange that the behavior of the majority of Bulgarian doctors 

has almost nothing in common with that recommended by D. „Osler is 

essentially saying that if you listen to your patient, he tells you his 

diagnosis..., the specialized technology we have today is vital in patient 

care. But I think that technology also takes us away from the patient's 

story... And once you remove yourself from the patient's story, you're not 

really a doctor anymore“13. The 'slaving' to medical stereotypes - in this 

case: Tarlov's perineural cysts are asymptomatic – also moving away 

from patient history. All of this leads to "silting" of the diagnostic and 

treatment processes. 

 

„... the doctors kept telling me I was imagining that I was in 
pain. Because of the heat, they tried to convince me that I was 
going into critical ... I felt like I was fighting windmills“. (M. 
M., 37, woman) 
 

„... in the last 3-4 years I went to neurologists, neurosurgeons 
and an orthopedist - I received about a dozen diagnoses that 
they made and rejected themselves or each other - multiple 
sclerosis, fibromyalgia, spines, displaced cervical spine, disc 
herniation, benign formations in the brain and CNS, 
polyneuropathy, premenopause, stress and burnout (escape 
into the disease), etc. Some of the consultations ended with 
prescription only antidepressants + ginkgo biloba“. (T. F., 51, 
woman) 
 
„The bad thing is that we find out about these cysts quite 
accidentally, the reason is either the doctors' ignorance about 
them or their denial. Personally when I asked about them 
everyone told me they were irrelevant. Real the diagnosis was 
made by me, the internet and the Facebook group, it's just 
absurd, but it's a fact!“. Х., 38, male) 
 
„The doctor called me in and explained that I have these cysts, 
but I shouldn't worry because they are asymptomatic and my 
problem is probably something else“. (G. M., 47, woman) 
 

                                                             

13 Групман, Дж. (2008) Как Мислят лекарите. Издателство „Изток-Запад“, София, с. 
23. (Gruppman, J. (2008) How doctors think. East-West Publishing House, Sofia, p. 23) 
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In striving to be emotionally neutral14, doctors often demonstrate 

indifference and disinterest in the fate of their patients and leave very 

negative feelings in them. 

 

„But no one bothered to find out the real reason for all this, 
because it was not on his back!”. (R. S., 69, woman) 
 
„The disease is neglected in Bulgaria. All the doctors I went to 
explained that I had mental problem and that the cysts are 
asymptomatic”. (J. S., 37, woman) 
 
„My concerns are caused by the fact that the disease itself is 
neglected in Bulgaria, it is not counted as such and that it is 
considered asymptomatic“. Т. D., 38, woman) 
 
„The worst thing, at least for myself, is that I'm not sure given 
diagnosis: different doctors - different diagnoses, and when 
asking about Tarlov's perineural cysts, so far I have only 
received answers denying the complexity of the disease, telling 
me that if I wanted them removed, it was no problem, since 
they were nothing more than a minor cosmetic, barely, defect“. 
(J. D., 42, woman) 
 

From the examples given, something else is clear. In the process of 

seeking a diagnosis, adequate treatment, and improving health, people with 

perineural Tarlov cysts are are confronted with a strange, very unpleasant 

and difficult to psychologically overcome phenomenon. It is about the 

huge distance between real patient experiences and the untrue, 

misleading medical „reality“ offered to people by doctors, the basis of 

which is their ignorance and medical stereotypes, which in turn have 

their roots in medical education and the organization of health care in 

Bulgaria, based entirely on market principles. In other words, there is a 

strong disconnect between disease as illness and as disease. This gap 

reflects entirely on the health and the severe deterioration in the quality 

of life of people with perineural cysts of Tarlov. 

 

 
                                                             

14 Ibid., p. 25. 
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3.5. Trajectory of suffering and pain 

 

Trajectory (Trajectory, Verlaufskurven) or the trajectory of 

suffering. This is one of the most important structures of biographical 

processes in the biographical sociology of Fritz Schütze. It has to do with 

the „mastery“ of an individual's life situation by external, 

independent of his own control circumstances and events. The 

externally determined and independent of the individual's will course of 

biographical events corresponds to the principle of experience. We are 

speaking here of biographical situations in which the individual is 

subjected to a very strong influence of external forces which do not 

depend on his intention, his will etc. and which lead to a progressive 

shrinking of his possibilities for free action. These are biographical 

situations in which a destabilization of the overall biography, anomie and 

chaos in life unfolds. These are processes of suffering15. It is the disease, 

in this case Tarlov's perineural cysts, that are precisely these „external 

forces“, even though events are unfolding inside the individual's body, 

that restrict his possibilities for action and cause „destabilization of the 

overall biography, anomie and chaos in life“. These „external forces“ 

manifest in and through the pain that overwhelms the individual's body 

and causes suffering. 

Schematically, the trajectory can be expressed as follows: 

● A form of experience in which the individual is subject to influences 

from circumstances external to him or her and beyond his or her control 

situations that have a strong influence on his biography; 

                                                             

15 See: Ивков, Б. (2010) Социален контекст на видимата инвалидност. Издателство 
„Омда“, София (Ivkov, B. (2010) The social context of visible disability. Published by 
„Omda“, Sofia). See also: Reiman, G., F. Schütze (1992) „Trajektoria” jako podstawowa 
koncepcja teoreticzna w analizach cierpenia i bezładnych procesów społecznych. W: Kultura i 
społeczenswto, rok XXXVI, nr 2, s. 89-109 // Schütze, F. (1997) Trajektorie cierpenia jako 
przedmiot badań socjologii interpretatywnej. W: Studia socjologiczne, № 1(144)., s.11-56 // 
Rokuszewska-Pawełek, A. (2002) Chaos i przymus. Trajektorie wojenne Polaków – analiza 
biograficzna. Wyd-wo UT, Lódz, s. 44. // Helling, I. K. (1990) Metoda badań biograficznych. 
W: J. Włodarek, M. Ziółkowski (red.) Metoda biograficzna w socjologii. Warszawa, PWN, 
s.13-37. 
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● This influence usually blocks his possibilities of control and the 

individual loses orientation; he has to work out new (often unsuccessful) 

patterns of action; 

● The trajectory is a process of suffering. 

It is not necessary here to present the concept of a trajectory of 

suffering in more detail, even though it is a fundamental structure of the 

biographical processes in people with Tarlovian perineural cysts16. It is 

more important to trace and analyse this process. 

Tarlov's perineural cyst disease strikes a person unexpectedly, 

without any apparent cause. And its first and constant symptom is pain, 

which with time becomes chronic. It is the pain that is the sensation and 

experience that puts the person in the „frame“ of a trajectory of suffering. 

 

„Sickness comes upon you suddenly...“ (K. S., woman) 
 
„... a severe health disaster that has befallen me from 
nowhere“.  (R. S., 69, woman) 
 

With the first symptoms begin and the accumulation of the so-called 

trajectory potential. In some cases this happens slowly, in others - 

suddenly and abruptly. 

 
„At first the attacks were episodic and shorter. With the 
passage of time and my illness progresses with it“. (R. S., 69, 
woman) 
 
„However, it is progressive, albeit at different rates in different 
cases. In many patients the pain is constant and severe, 
personally I felt that a foreign body the size of a tennis ball had 
been inserted into my spine“. (I. D., 42, male) 
 
„After realising that the disease was being neglected and 
realising what it was really about, I fell fear, stress and 
depression from the impasse I found myself in“. (S. K., 50, 
woman) 
 

                                                             

16 This has been done elsewhere. See Ivkov, B. (2010) The social context of visible disability. 
Omda Publishers, Sofia. 
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It is the pain that is - initially - the symptom thanks to which people 

with Tarlov perineural cysts embark on a trajectory of suffering. It is pain 

that begins to obliterate a person's lifeworld and begins to temporarily or 

permanently close off their social worlds. 

 

„But, when your body hurts and burns, you know and feel that 
you have a serious problem. And there can't be if you can't do 
basic movements because the pain prevents you from 
laughing, moving, walking because it hurts... You stop going 
out and seeing friends... You don't have the physical ability to 
work and live your life to the fullest. You can't even do your 
chores, and it makes you feel at the bottom, like a nobody who 
has to be dependent on your relatives“. (M. G., 37, woman) 
 

Or, as M. Turnstrom says in The Chronicles of Pain: „There is 

nothing to decipher - the language of pain dissolves into suffering“17. 

The first symptoms in perineural Tarlov cysts are associated with the 

onset of pain. When the pain does not disappear after it has fulfilled its 

signalling function, it turns from a symptom into the “pathological state 

of chronic disease18”. It is this process of transformation of chronic 

physical pain that is very often denied by modern medicine, at least in 

Bulgaria. 

 

„In the beginning I just treated myself with whatever they told 
me, underwent surgery for a disc herniation and thought 
everything would be fine after the post-operative period as the 
doctors assured me. By the time the pain continued and 
worsened (now two years since surgery) and after many 
consultations, tests and therapies I have no improvement or 
diagnosis, I'm just living day to day and hoping for nothing“. 
(M. R., 44, woman) 
 
„I was asking questions that I didn't have answers to. Will I be 
able to walk again, will it ever stop hurting...“. (J. S., 37, 
woman) 
 

                                                             

17 Turnstrom, M. (2014) Chronicles of pain. Healings, myths, mysteries, prayers, diaries, 
brain scanners, healing and the science of suffering. East-West Publishing, Sofia, s. 96. 
18 Ibid. p.12 
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„Living with Tarlov cysts is a daily, 24-hour struggle with pain 
unlike any other“. (S. K., 50, woman) 
 
„Living with it is hard. It's a constant pain...“. (I. F., 46, 
woman) 
 

„When pain crosses boundaries, it becomes medicine...“, says M. 

Turnstrom19. I would add: medicine and healthcare, and the latter two for 

people with perineural Tarlov cysts are almost absent in Bulgaria. This 

absence becomes a circumstance that very strongly supports the trajectory 

of suffering. 

 

“You go for checkups in Bulgaria and the Bulgarian doctors 
don't understand you, and that brings you down even more. 
You tell them your symptoms and they tell you that you have a 
mental problem and that you are imagining things”. (M. M., 
37, woman) 
 
“Three doctors in Bulgaria, whom I asked what these cysts are, 
told me that they are pseudocysts and are asymptomatic, not 
to pay attention to them. Three doctors abroad whom I 
consulted thought the opposite”. (T. F., 51, woman) 
 
„I went around to a number of „luminaries“ but unfortunately 
many of them had not heard of these cysts and others 
completely denied them as symptomatic. Still others are just 
trying out some method as the only real treatment appears to 
be surgery“. (S. K., 50, woman) 
 
„Emergence, if it is understood at all, is experienced 
individually by each person, but certainly with difficulty. There 
is no information, doctors deny them, people are actually 
deluded because they don't know their real condition“. (D. H., 
38, male) 
 
„The disease is neglected in Bulgaria. All the doctors I went to 
explained that I had mental problem and that the cysts are 
asymptomatic“. (J. S., 37, woman) 
 

                                                             

19 Ibid., p. 96. 
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„My concerns are caused by the fact that the disease itself is 
neglected in Bulgaria, not counted as such and that it is 
considered asymptomatic“. Т. D., woman) 
 

Already more than 2300 years ago Aristotle in his Nicomachean 

Ethics wrote: „Pain oppresses and destroys the very nature of the 

suffering man“20. The body is transformed from a docile and obedient 

„instrument“ into something alien, a constant tormentor. The body is no 

longer a source of pleasure and enjoyment, but of torment and suffering. 

 

„Every day you get worse. Symptoms appear for which you 
have no explanation. You ask yourself questions that you don't 
have answers to. Your day begins pain and fears, and so it 
ends“ (M. M., 37, woman) 
 
„... the onset of symptoms such as back and lower back pain, 
problems urinating, numbness of the limbs...”. (I. D., 42, man) 
 
„After realising that the disease was being neglected and 
realising what it was really about, I fell fear, stress and 
depression from the impasse I found myself in“. (S. K., 50, 
woman) 
 
„It's hard to live with constant pain... You're walking on the 
edge of a cliff and you don't know at what point you're going 
to slip and find yourself in total darkness“. (M. G., 37, woman) 
 
„I live in fear of when the pain will get me. Usually early in the 
morning between 4 and 6 am. The pain is indescribable to the 
heel of the left foot and left small pelvis. It also moves to the 
right. I can't stand straight for long“. (E. D., 55, woman) 
 

It seems to me that M. Turnstrom „Chronic pain is not characterized 

by its duration, but by the body's inability to recover its normal 

                                                             

20 Aristotle (1998) The Nicomachean Ethics. William D. Ross, trans. Oxford University Press, 
New York, p. 76. Quoted in Turnstrom, M. (2014) Chronicles of pain. Healings, myths, 
mysteries, prayers, diaries, brain scanners, healing and the science of suffering. East-West 
IC, Sofia, pp. 77. I point to the Oxford edition of Aristotle's Nicomachean Ethics because it is 
referred to by M. Turnsrom and I could not find a similar text in its 1993 Bulgarian edition 
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functioning“2121. Moreover, chronic pain over time becomes a chronic 

disease. A fact that is not paid attention to or acknowledged in Bulgaria. 

„Pain takes away the private world of the sufferers and leaves them on 

top of the magic mountain of loneliness despair. The first step down the 

slope is to understand that chronic pain is a disease“22. And this 

understanding must occur not only among people with chronic pain, 

whatever its source, but also among physicians. Only then can more 

adequate treatment of both the source and the chronic pain itself be 

expected. 

Finally, I should mention something else important that is visible 

and perceptible in the biographical micro-narratives of almost all 

respondents. Elaine Scarry writes in her book, The Body in Pain, that 

„pain completely lacks a so-called objective correlation - a definite object 

from the external world to which we can liken and relate our inner state. 

We always have „feelings for someone or something, this love is from x, 

this fear is from y..., but physical pain – unlike than any other conscious 

state - has no relative content. It is not of or to anything“23. 

For Elaine Scarry there is also a huge difference, a whole gulf, 

between my pain and the other person's pain, your pain. For her it is an 

„ontological rift“ that is a given. And this is very easy to see in the 

biographical micro-narratives, when respondents shared their doctors 

lack of understanding and disinterest or their relatives' distrust and lack 

of understanding of their suffering. 

 

„I was accused of imagining non-existent pains. I was sent to a 
psychologist, a psychiatrist and a neurologist. But no one 
bothered to find out the real cause of it all, because it wasn't on 
his back!“ (R. S., 69, woman) 
 
„I was very upset when a close relative of mine told me, 
supposedly jokingly, that she thought I was suffering from 

                                                             

21 Turnstrom, M. (2014) Chronicles of pain. Healings, myths, mysteries, prayers, diaries, 
brain scanners, healing and the science of suffering. East-West Publishing, Sofia, р. 13. 
22 Ibid. р.17. 
23 Ibid, p. 27. See also Scarry, E. (1985) The Body in Pain. Oxford University Press, New York, 
p. 5 // Scarry, E. (2019) Pain: Constructing and deconstructing the world in the face of 
suffering. PWN Scientific Publishers, Warsaw, p. 13. 
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Munchausen's Syndrome - pretending to be sick to attract 
people's attention - while I was actually trying to do the 
opposite - pretend to be healthy...“. (T. F., 51, woman) 
 

Unlike I. Scari, the Norwegian philosopher Arne J. Vetlesson 

assumes that „visible physical pain, or more accurately put, the visible 

experience of pain by another person „spontaneously becomes 

Understandably for me, I know what he is experiencing by virtue of my 

own experience, which I naturally attribute to the other in an analogous 

situation. The rupture, which in Scari's view is primordial and 

ontological, is not so in my conception. I think it requires explanation 

insofar as it arises and begins to dominate in certain circumstances. The 

fact that such circumstances are present in many situations, that they 

recur again and again, I admit without qualification... 

Why are we, I would argue, so understandable, I would say so 

transparent to each other when it comes to our ability to feel pain? Could 

it be because physical pain inevitably draws attention to the body, and we 

think that our bodily nature is the same, that it is what unites humans in 

the first place? 

Such is the medical and natural scientific conception of man as a 

being of flesh and blood, and such is the common-sense view of the body. 

In its functions, as well as in its capacity to experience pain, the human 

body is uniform, in the sense that it is the same in all human beings, with 

some variations according to sex and age“24.  

I have quoted extensively from A. Based on my own experience, as well 

as on what I see and understand from the meanings and meanings 

embedded in Tarlov's biographical micro-narratives of people with 

perineural cysts, I believe that in fact both tendencies, both views, can be 

considered valid, but for different situations. It seems to me that what 

Vetlesen writes is true when it comes to showing sympathy, compassion, 

empathy for the suffering of the Other caused by physical pain. I. Scarry is 

valid in principle with regard to the subjective experience of physical pain 

and is dominant because two people, although of the same intensity, 

                                                             

24 Ветлесен, А. Ю. (2010) Философия боли. Москва. (Vetlesen, A. J. (2010) The Philosophy 
of Pain. Translated from Norwegian by E. Vorobyova. Ed. "Progress-Tradition, Moscow, pp. 
37-38. 
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localization and cause of pain, can never fully feel and experience the pain 

of the other as he experiences it. Even though both may know what physical 

pain is involved in a particular case. Personally, I am inclined to accept E's 

view as more dominant. Scarry, if only for the reason that one never 

experiences and does not experience chronic physical pain solely with and 

through one's body. It also happens with and through his psyche, 

spirituality and intellect. And if our bodies are in some ways the same25, this 

is more true of our psyches. The soul-body problem is a central problem in 

philosophy. The relationship between body and soul is central to human 

tarel brushes. Pain as a symptom, a syndrome is a real ongoing process, 

not a fantasy notion of pain. It is important to realize the unity between 

soul and body, not their compartmentalization. Whatever our experience 

of pain, however uniform its source, however uniform its strength and 

localization, the ontological rupture of which Scari speaks is and always 

will be a fact. And this is so, first, depending on the social context of the 

situation, and second, depending on the full set of bio-social personality 

characteristics of the subjects entering into certain social interactions. 

I will conclude this point with a quote from Hannah Arendt's book 

The Human Condition, which seems to summarize almost everything 

said above about the trajectory of suffering and pain: „... the most intense 

of our familiar feelings, capable of drowning out all other experiences, 

namely the sensation of intense physical pain, is at once the most 

personal and the most difficult to share. It is probably not the only 

experience that we fail to shape so that it can emerge in the public 

sphere, but it actually takes away our sensitivity to reality to such an 

extent that we can forget about it more quickly and easily than anything 

else“26.  

 

 

  

                                                             

25 Medical science trains students in general anatomy. Every medical student knows that 
there can be specifics and differences in each person. Pain threshold is measured in 
medicine, but it is tied to subjective sensations. Thus we are purely medically different, not 
the same. 
26 Arendt, H. (2000) Kondycja ludzka. Wydawnictwo „Aletheia”, Warszawa, s. 57. (Arendt, H. 
(2000) Human Condition. Aletheia Publishing House, Warsaw, p. 57). 
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3.6. Biographical disruption  

 

In parallel with entering a trajectory of suffering and experiencing 

chronic physical pain, people with Tarlov perineural cysts begin to 

experience - unconsciously or consciously - what is called biographical 

disruption. What is it? Here I will present very briefly the concept of 

biographical rupture, which was coined in the early 1980s by Michael 

Bury. 

The main theoretical premise of M. Bury is Anthony Giddens' 

concept of the critical situation27 (critical situation). Giddens emphasizes 

that „we can learn much about everyday situations in ordinary 

environments from the analysis of the circumstances in which these 

environments are radically disrupted“28. In my view, referring to M. 

Bury, Giddens is referring to the destruction of the social fabric brought 

about by these critical situations. And it is here that I must cite a broader 

quote from M. „I maintain that illness, and especially chronic illness, 

precisely the kind of experience in which the structures of everyday life 

and the forms of knowledge that support them are destroyed“. (This is 

what I call the destruction of the life-world of man, understood as 

„everything surrounding man in an unquestioning way, that is, as not 

giving rise to doubts about its object-existence in natural and social 

reality“. The „life-world of man“ is generally understood as the world in 

which modern civilized man exists29). Bury goes on to say, „Chronic 

illness involves the exploration of worlds of pain and suffering, possibly 

even death, which are usually seen only as remote possibilities or the 

plight of others. In addition, it brings individuals, their families and 

wider social networks face to face with the nature of their relations in 

absolute form, destroying the normal rules of reciprocity and mutual 

support. Here the growing dependence involved in chronic illness is the 

                                                             

27 See Giddens, A. (1979), Central Problems in Social Theory, Macmillan, London. 
28 Ibid., р. 123. 
29 Стефанов, А. (2017) Жизнен свят. В: Науката и жизненият свят. Сборник в чест на 
60-годишнината на проф. Сергей Герджиков., София: Университетско издателство 
„Св. Климент Охридски“, с. 196-197. (Stefanov, A. (2017) Life World. In. Proceedings in 
honour of the 60th anniversary of prof. Sergey Gerdzhikov., Sofia University „Kliment 
Ohridski“, pp. 196-197). 
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main problem. Further, the expectations and plans that individuals have 

for the future must be revised. Thus, I maintain the notion that the 

development of a chronic disease such as rheumatoid arthritis (or 

Tarlov's perineural cysts - b.m.-B.I.) is best appreciated as a 

'critical situation', a form of biographical disruption, not only 

as a way of describing what is happening but also to provide 

a more explicit analytical focus“ (k.m.-B.I.)30. 

According to M. Bury (1982; 1997), there are three problematic 

situations, taking the form of different social barriers, that people face 

when they experience "chronic illness and disability": 

● „biographical disruption“, or „... disruption of established 

everyday assumptions and behaviors; breaking the boundaries of 

common sense. What comes next from here' complicates the scene and 

involves attention to physical conditions abnormally carried into 

consciousness and decisions to seek help“31.  

 

„Every day you get worse. Symptoms appear for which you 
have no explanation. You ask yourself questions that you don't 
have answers to. Your day begins pain and fears and that's 
how it ends... The last two months I was mainly on morphine 
and even that wasn't helping. You get to a state where you're 
basically crying, screaming and no one hears you. I isolated 
myself from everybody. I didn't want people to ask me how I 
was. I didn't want to admit that I was helpless. I was 
dependent... I couldn't take care of myself and my daughter“. 
(M. М., 37, woman) 
 
„The pain and weakness in my legs forced me to lie in bed all 
day. Every step I tried to take caused me severe pain“. (J. S., 
37, woman) 
 
„There is no disease that is good, but for people with tarsal 
cysts, life turns 360 degrees. It's a disease with multiple 
symptoms that disrupt quality of life. Medicines are drunk by 
the handful and still there is no relief. There are times when I 

                                                             

30 Bury, Michael (1982) Chronic illness as biographical disruption. In: Sociology of Health 
and Illness, Vol. 4 (2) July, pp.167-182, p. 169. 
31 Ibid., р. 169. 
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feel as if a tank has gone through my body and I would rather 
be dead than agonizing!“. (K. K., 50, woman) 
 

„Life changes, everyday things take on a different character 
and are no longer just a given. The hobbies you love you can 
hardly do anymore or not at all“. (D. H., 38, man) 
 

In all the biographical micro-narratives of people with perineural 

cysts, the great suffering at the onset of the disease is evident because it is 

associated with much pain, ambiguity, uncertainty and indeterminacy. 

This is largely due to the lack of knowledge of the rare disease, both in 

terms of its nature, symptomatology and treatment options. The main 

focus attached to and in the body, it is connected to the body, to 

corporeality, which slips out of control and brings disorder into life, 

questioning one's personal identity. It hides the future and leaves only 

the now and the pain. 

● „... there are deeper disruptions in the explanatory systems 

commonly used by humans, such that a fundamental revision of one's 

previous biography and self-concept are involved“32.  

There is an awareness of the social dimensions of suffering, which 

awareness is always associated with serious difficulties in accepting the 

changes and the accompanying losses - of identity, of self-esteem, of 

social positions. The past, when the body was healthy and functioning 

unobtrusively and flawlessly, suddenly becomes an unattainable reality, 

an unattainable dream. After the onset of illness, everything that has 

filled one's lifeworld now becomes subject to interpretation against a 

backdrop of totalized indeterminacy and uncertainty. 

 

„I work from home, so I don't have problems with work, but 
the long walk is impossible for me. Before the symptoms I was 
an active hiker. I have to put compresses on when sitting for 
long periods. I used to keep myself safe, not to make sudden 
movements in the waist, not to overload myself physically and 
to lie down when the pain intensifies. This saves me and 
enables me to keep myself fit, even though I can neither walk 
for long nor do prolonged physical work“. (R. K., 44, woman) 

                                                             

32 Ibid., р. 169. 
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„This disease brings with it extreme limitations in the social 
and professional path - the inability to go to a theatre play 
because you find it difficult to sit for a long time is only a 
"small" inconvenience; the inability to cope with household 
chores...“. (G. M., 47, woman) 
 
„My daily life has changed, my lifestyle and my social 
engagement due to the inability to sit and stand for long 
periods of time. Prolonged travel is impossible“. (S. K., 50, 
woman) 
 

„My pain is bearable for now... I've gotten used to it over time, 
I would liken it to a sweater - it's not part of me, but it's with 
me everywhere“. (T. F., 51, woman) 
 

Man and his body enter into a lasting and very deep conflict, the 

cause of which is chronic physical pain. Man his body are forced to live 

together because there is no other way for life to go on, but this 

cohabitation is woven by the threads of suffering, of continuous pain, of 

indeterminacy and uncertainty, of forced imposed interpretation of 

everything, always and everywhere. And the scary thing is that for the 

majority of people with perineural Tarlov cysts, there is no way out of 

this situation. Or so it seems. 

● there is a response to destruction involving mobilization of 

resources when confronted with an altered situation. 

If in many other diseases this mobilization is quite possible, in 

people with perineural Tarlov cysts this seems unlikely or at least not 

very effective, if only because the treatment options are highly reduced: 

 

„When I found out what the disease was, I went into shock, and 
realising that effective treatment was only available abroad 
and was expensive, I was determined to kill myself. It's a 
nightmare that's hard to get used to“. (K. K., 50, woman) 
 

Sometimes the treatment that is prescribed harms the person with 

tarsal cysts, which also disrupts the opportunities for mobilization of 

personal resources: 
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„There is no information, the doctors deny them, people 
are actually misled because they don't know their real 
condition. The course becomes painful, the treatment is 
wrong, in most cases they are doing contraindicated 
things as with me (electrostimulations, extensions, etc). 
Real treatment is such that it develops the disease ...“. (D. 
H., 38, man) 

 

There are people who find or draw strength from their families, 

trying in spite of their pain to be helpful to their loved ones as much as 

possible: 

 

„How I live with the disease - I try to be /as useful as I can/ for 
my family. I try to walk, occasionally get light massages, and 
when the pain is severe I take pain meds. There are also 
moments of despair and frustration, but I try to push them 
away from my thoughts“. (A. D., 50, woman) 
 

Other people create their own personal regimen based on their 

experience with the disease and observations of their body's reactions in 

one situation or another: 

 

„I used to keep to myself, not to make sudden movements in 
the waist, not to overexert myself physically and to lie down 
when the pain intensified. This saves me and enables me to 
keep myself able to work, although I can neither walk for long 
nor do prolonged physical work“. R. К., 44, woman) 
 

Very often the only solution to the issue is surgery, but this 

treatment is only available abroad and is often completely inaccessible to 

people with tarsal cysts. There can be other, additional difficulties and 

barriers to this: 

 

„Living with it is hard. It's constant pain, numbness and a 
burning sensation in a sitting or supine position. It is not 
getting used to such sensations, it is exhausting, tiring, 
unnerving and unsolvable with medication. And surgeries 
abroad are prohibitively expensive. And I personally cannot 
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have surgery again for a number of other health reasons“. (J. 
F., 46, woman) 
 
„... this disease has neither treatment nor diagnosis in 
Bulgaria, only abroad, where treatment is expensive and not 
everyone can afford it“. (J. D., 42, woman) 
 

The ignorance of doctors, both in terms of the disease itself and in 

terms of following already established stereotypes, also greatly reduces a 

person's ability to mobilize the resources available to fight the disease: 

 

„This disease is very insidious - accompanied by pain all over 
the body, which is expressed in weakness in the legs, 
numbness, muscle aches, pain in the head, neck, pelvis, 
tendons. And at the same time the doctors do not recognize 
that there is such a disease“. (R. S., 69, woman) 
 

Living in uncertainty and insecurity, in conditions of chronic 

physical pain, seems to exhaust the possibilities of people with perineural 

Tarlov cysts to mobilize personal and family resources and to achieve a 

better quality and lifestyle. Most often, they are left to fend for 

themselves, with the disinterest and ignorance of physicians being the 

most difficult to experience. All this sustains the biographical disruption 

rather than creating the conditions for overcoming it and building an 

identity adequate to the complex social situation created. 
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3.7. Distance between essential reality (patients' 

experiences, disease as illnes) and presented reality 

(doctors' diagnoses, illness as disease) 

 

In all the biographical micro-narratives, frustration, resentment and, 

to no small extent, despair and fear at the inadequate behaviour and 

diagnoses of the doctors are clearly and visibly present. Even if they find 

the presence of Tarlov perineural cysts, most of them neglect this 

diagnosis and wrongly refer their patients to other specialists and 

diagnoses, which in not rare cases worsens people's health condition. 

 

„In the beginning to accept this diagnosis in Bulgaria is not 
difficult, and this is helped a lot by our doctors, because they 
neglect it and tell the patient that you have the flu and it's not 
so bad“. (M. G., 37, woman) 
 
„Despite the pain, you hear how the cysts aren't a problem 
because they had no symptoms, which is not the case in my 
opinion... I felt like I was fighting windmills“. (M. M., 37, 
woman) 
 
„... in the last 3-4 years I went to neurologists, neurosurgeons 
and an orthopedist - I received about a dozen diagnoses that 
they made and rejected themselves or each other - multiple 
sclerosis, fibromyalgia, spines, displaced cervical spine, disc 
herniation, benign formations in the brain and CNS, 
polyneuropathy, premenopause, stress and burnout (escape 
into the disease), etc. Some of the consultations ended with 
prescription only antidepressants + ginkgo biloba. I also had a 
suggestion for disc herniation surgery“. (T. F., 51, woman) 
 
„The bad thing is, we find out about these cysts quite by 
accident, the reason is either the doctors ignorance about them 
or their denial. Personally when I asked about them, everyone 
told me they were irrelevant. The real diagnosis was made by 
me, the internet and the Facebook group, it's just ridiculous but 
a fact!“ (D. H., 38, man) 
 

Sometimes doctors' ignorance takes on more aggressive and extreme 

manifestations, leading to accusations against patients: 
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„I was accused of imagining non-existent pains. I was sent to a 
psychologist, a psychiatrist and a neurologist. However, no 
one bothered to find out the real reason for is all because it was 
not on his back!“ (R. S., 69, woman) 
 

The gap between patients' complaints, sensations, feelings and 

experiences and doctors' behaviour, as expressed in their attitude 

towards people's health problems and misdiagnoses, often leads to stress 

and depression in people with Tarlov’s cysts. 

 

„After realising that the disease was being neglected and 
realising what it was really about, I fell Fear, stress and 
depression from the impasse I found myself in. A new search 
for of specialists, neurosurgeons, neurologists, rehabilitation 
specialists, psychotherapists, who are at least partly familiar 
with the problem, to prescribe adequate therapy and 
rehabilitation. I went around to a number of "luminaries", but 
unfortunately many of them have not heard of these cysts, and 
others completely deny them as symptomatic. Still others are 
just trying out some method, as the only real treatment 
appears to be surgical. The pain is copied with medication that 
does not actually cure the disease“. (S. K., 50, woman) 
 

Depressive states, as seen in the above micro-narrative, can be 

induced and maintained even by frivolous and harmful therapeutic 

procedures and medication treatments. 

In other words, people with tarsal cysts are often subjected to 

unconscious psychological harassment by doctors, which undermines a 

person's mental resilience and reduces his options for dealing with the 

complex situation in which he finds himself. 
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3.8. Life in conditions of uncertainty and 

indeterminacy, full of missing perspectives and 

hopelessness 

 

The occurrence of chronic physical pain in people with tarsal cysts 

and their subsequent identification with MRI creates a high-risk life 

situation, expressed in living under conditions of high uncertainty and 

insecurity in at least the following directions: 

(a) what behaviour will the disease have in the next minutes, hours 

and days?, 

(b) what limitations in daily life will the intensification of pain 

impose?, 

(c) how permanent will these restrictions be?, 

(d) will any treatment be found for the body in pain? 

The information that there is no cure, beyond surgical one and only 

abroad, access to which is highly reduced due to its high value, creates 

total hopelessness in people. This forces them to seek some unscientific 

and non-medical ways of dealing with pain and the physical limitations it 

imposes. In turn, the generation of such feelings as abandonment, failure 

to cope with pain, lack of prospects for the future, and a sense of impasse, 

are powerful factors in the emergence and development of depressive 

and fearful states, leading to despair. 

 

„After realising that the disease was being neglected, and 
realising what it was really about, I fell fear, stress and 
depression from the impasse I found myself in“. (S. K., 50, 
woman) 
 
„It depresses you and makes you feel fear for tomorrow 
because you know there is no one to help you in your 
homeland. 
Very often, doctors believe, due to erratic complaints on the 
part of the patient, that he is suffering from depression, it is 
easiest this way. But what I know is that depression comes 
after the pain has drunk the forces from your body. The 
distrust with which everyone around you looks at you because 
they don't understand what you are going through. The 



39 
 

inability to sleep normally because of the pain, that's when 
depression comes!!!)“. (M. G., 37, woman) 
 

„However, there are few neurosurgeons, even worldwide, who 
are hired to perform such surgery, and in Bulgaria there are 
none at all. This leads to despair and depression“. (I. D., 42, 
woman) 
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Conclusion 

 

These kinds of social experiments can and should be seen as 

tentative, qualitative sociological research. In principle, a trial study in 

sociology aims to check „the qualities of the preparation - its 

completeness, logical consistency and scientific level“33. It is my firm 

belief that the biographical micro-narrative method is a good method for 

conducting qualitative exploratory research in order to: (1) gain insight 

into the specifics of the research subject and the problem areas related it 

and (2) defining the method of qualitative sociological research. In this 

case, the data suggest that the most appropriate method for an extended 

qualitative sociological study is Fritz Schütze's biographical sociology. 

The results of the analysis can be summarized in the following major 

problem-subject areas. 

(1) Pain as a central concept demarcates the specificities of the 

concepts „illness“ and „disease“. These central concepts in a philosophy of 

medicine are conceptualized and differentiated in this text through the 

biographical micro-narrative of pain. „Illness“ is what everyone goes 

through themselves - through and with pain, while „disease“ is associated 

with the diagnosis, the physician and his relation to the sufferer. 

(2) The onset of the first symptoms of the disease put people with 

tarsal cysts on a trajectory of suffering - they find themselves in a life 

situation where they are in constant physical pain that they cannot cope 

with. Even if they are diagnosed correctly - the presence of perineural 

Tarlov cysts - they are misled into believing that their health problems 

are of a different nature, and instead of possible adequate treatment, they 

fall into a vicious cycle of medical ignorance, or more accurately, 

cognitive medical errors, waste unnecessary time visiting other doctors, 

and ultimately their problems go undiagnosed, and the pain persists and 

continues to plague them and limit their options for Action. Thus they 

fall into a trajectory of suffering from which there is little prospect of 

escape. 

                                                             

33 Михайлов, Ст. (1980) Емпиричното социологическо изследване. София, с 323. 
(Mikhailov, St. (1980) Empirical Sociological Research. Partyzdat, Sofia, р. 323) 
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(3) Upon learning of the diagnosis and especially the severely 

reduced treatment options - only surgery and only abroad, but not 

everywhere - people with tarsal cysts often fall into depression, fearful 

states, impasse and despair. This also strongly „fuels“ the trajectory of 

suffering, making their lives very difficult and complicated. 

(4) Living with chronic physical pain often closes off the life worlds of 

people with tarsal cysts, turning them into a world of suffering. The same 

happens to their social worlds - in more serious crises, it all comes down to 

numbing the pain. „There's only one thing you can ask for the pain to stop. 

There is nothing in the world more frightening than physical pain. There are 

no heroes before pain, no heroes...“ says the hero of J. Orwell in his novel 

„1984“34.  

(5) Life with perineural Tarlov cysts is a life lived in conditions of 

very high uncertainty and insecurity, i.e. in conditions of high risk. This 

also influences one's life and social worlds, requiring that everything - 

every action, every intention to act, every plan for tomorrow - be subject 

to interpretations that are very often not at all positive and prospective. 

The experience of „I cannot“ is permanently established in the life of 

man, having replaced the routine experience of „I can“ until yesterday. 

(6) In all the biographical micro-narratives, there is the 

apprehension and fear of a possible, and severe, debilitation. This further 

creates a sense of doom and lack of any positive future prospects for 

people with tarsal cysts, because they are aware that in the event of a 

disability they will lose all their social and professional positions and be 

condemned to loneliness, poverty and destitution. 

(7) The biographical micronarratives also exposed a very serious 

problem in medicine - the problem of education of doctors and the strict 

adherence to dominant, albeit incorrect, scientific matrices or paradigms, 

as well as the lack of systematic thinking. And as we know from the 

philosophy and sociology of science, paradigms are not rigid constructs. 

They are dynamically evolving systemic structures, and if the physician 

does not unable or unable to respond to dynamic changes over time, may 

harm its patients. All physicians who do have knowledge of the rare 
                                                             

34 Оруел, Д. (2005) 1984. ИК „Труд” и „24 часа”, София, с. 219. (Orwell, D. (2005) 1984. 
Trud Publishing House and 24 Hours, Sofia, p. 219). 
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disease „perineural Tarlov‘с cysts“, but are trained in the false scientific 

paradigm (matrix) that they are asymptomatic, refer their patients to 

other specialists, thereby exacerbating the social and health 

consequences of the disease for the person. Those of them who are able 

to „leave“ the scientific matrix in which they are trained and see another, 

credible matrix - that Tarlov cysts are symptomatic - cannot do much 

about it because they are confronted with public health policies that have 

identified the false scientific paradigm as the dominant one - in this case, 

due to the asymptomatic nature of the tarsal cysts (false scientific 

paradigm), the NHIF does not pay for surgical treatment of these people 

abroad. And that is effectively refusing to treat people who can even be 

cured. 

(8) This situation maintains a huge distance between the 

experiences of the Tarlov patients (illness as illness) and medical 

knowledge and attitudes towards illness (illness as disease). This distance 

also creates the gap between the real health condition of the person with 

a tarsal cyst and the reality that has nothing to do with reality and that is 

imposed on them by doctors who are based on their education and 

scientific stereotypes and prejudices. 

(9) The manifestation of the symptoms of Tarlov perineural cysts 

leads to a biographical disruption from which people with Tarlov cysts 

can hardly escape. Serious changes occur in the person's identity, social 

and professional positions and status. The system of social roles begins to 

disintegrate. The performance of traditional social roles for modern man 

is reduced temporarily or permanently, and some of them may seem 

irretrievably lost. They are replaced by new, usually unwanted, social 

roles associated with and born out of illness and chronic pain. The social 

role structure and hierarchy of the personality changes. Sometimes these 

are fundamental changes. Values, value orientations and evaluations of 

these are subject to dynamic change. The value hierarchy is also 

restructured. 

There are also changes in a person's identity. Sometimes very 

drastic, usually associated with great suffering, fear and manifestations 

of depression and fear psychosis. 
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*** 

The majority of people with perineural Tarlov cysts in Bulgaria are 

condemned to live a life that is perhaps most accurately described by my 

37-year-old respondent – M. Zh. „You walk on the edge of a precipice 

and you don't know at what moment you will slip and find yourself in 

total darkness“. 
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ANNEX. 

 

BIOGRAPHICAL MICRONARRATIVES OF 

PEOPLE WITH PERINEURAL CYSTS OF 

TARLOV 
 

 

 

А. D., woman, 50 years old, Varna. 

In October 2019, during an MRI scan, I was diagnosed with two 

Tarlov cysts. I did not have surgery. 

In the beginning I was not interested in the disease, because in the 

opinion of a neurosurgeon, they were not the cause of the severe pain I 

had for a month. Gradually, I started to look for more information about 

the disease and discovered that some of the symptoms I was having 

might be due to this particular disease. I understand that it „settled“ with 

me and I realize that I have to somehow „coexist“ with it, despite the fear 

of complications. 

The diagnosis of Tarlov's cysts for me is stress and anxiety, which is 

further increased by the fact that there are no specialists and adequate 

treatment in Bulgaria. In my case, I think they also affect internal organs, 

spine. 

How I live with the disease - I try to be/ as much as I can/ helpful to 

my family. I try to walk, occasionally get light massages, and when the 

pain is severe I take pain meds. There are also moments of despair and 

frustration, but I try to push them from my thoughts. 

 

 

 

* * * 

G. M., woman, 47 years old, Stara Zagora 

I found out about my problem by accident - in 2017.. I had severe 

pain in my spine and after a neurological examination, I was referred for 

an MRI. The doctor called me in and explained that I have these cysts, 
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but I shouldn't worry because they are asymptomatic and my problem is 

probably different. 

In 2019 the weakness, pain and numbness in my legs increased a lot, 

which required another MRI and another cyst in the sacral department 

was proven, but again I was assured by a neurosurgeon that this was not 

the cause of my problem. 

Awareness of the disease came after I attended the first congress of 

the Tarlov Patients Association in October 2019, met other patients and 

heard information about this problem from specialists who do not deny 

its existence. 

I would not say that the onset and development of such a disease is 

experienced - rather, it leads to sleepless nights filled not only with pain, 

but also with tormenting thoughts - and now where? 

 

 

 

* * * 

G. T., woman, 35 years old.  

I realize I am one of the "privileged" with this rare disease. I am also 

aware of the fact that action must be taken. My concerns are due to the 

fact that the disease itself is neglected in Bulgaria, is not counted as such 

and that it is kept as asymptomatic. As the complaints of us patients 

overlap with many of the complaints of patients with disc disease, the 

disease is not accepted as such (according to information from those who 

know and suffer). 

I am having a hard time with the very fact that I have a rare disease. 

I'm trying to get used to it. The disease itself at this stage has twice in the 

last two years contributed to my discomfort, with strong pains. I found 

out about these cysts in 04/2018 after having an MRI. That's when the 

pain between my shoulder blades first appeared, that pain kept me going 

for almost a month. Then late 11/2019 the pain came again, this time in 

the tailbone, around the buttocks. After a scan was done a Tarlov cyst 

was again specified. 
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It is a difficult disease to live with, as I believe it affects the entire 

motor ability of the human body. The pains are moving, burning, stiff. I 

can say. 

 

 

 

* * * 

D. N., man, 38 years old, Plovdiv 

The bad thing is , we find out about these cysts quite by accident, the 

reason is either the doctors not knowing about them or denying them. 

Personally when I asked about them everyone told me they were 

irrelevant. The real diagnosis was made by me, the internet and the 

Facebook group, it's just ridiculous but a fact! 

Emergence , if it is understood at all, is experienced individually by 

everyone , but certainly difficult. There is no information, doctors deny 

them, people are actually in delusion , because they do not know their 

real condition. The course becomes painful, the treatment is wrong, in 

most cases they do counterproductive things as in my case 

(electrostimulation, extensions etc). The real treatment is such that it 

develops the disease, again complete nonsense but a fact! 

In no case is it pleasant. Life changes, everyday things take on a 

different character and are no longer just a given. The hobbies you love 

you can hardly do anymore or not at all. Nothing is done for people , their 

problem does not exist for medicine in Bulgaria, complete absurdity but a 

fact! 

 

 

 

* * * 

Е. D., woman, 55 years old, Varna district, village of Kipra. 

I want to describe how I feel. I have a disease „Meningeal cyst in 

sacral department and scars of tethered cord syndrome“. S1-S2 caudal 

along 62mm to the level of S3-S4. The cyst fills the GMC and the dural 

sac is untraceable. Disc bulging at L4-L5 and L5-S1 level. 
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I live in fear of when the pain will get me. Usually early in the 

morning between 4 and 6am. The pain is indescribable to the heel of the 

left foot and left small pelvis. It also moves to the right. I can't stand 

straight for long periods of time. I can't have a full sex life, I have been 

getting cystitis very often recently which starts straight with blood. I am 

starting an antibiotic and for the pain from the cyst I am drinking 

MELBEC. I have a refusal from the NHIF for treatment abroad. This is 

inhuman suffering. 

 

 

 

* * * 

Zh. D., woman, 42 years old, Dobrich 

A year ago, after an MRI scan, I found out from his reading for 

„Perineural cysts of Tarlov“. 

Quite normally, I started looking for information, but alas...the only 

one I got was from what Monica Marinova shared. - Thank you, Moni!!!-

that's how I got in touch with her, and later with some of the family of 

Tarlov's patients. 

For myself, it is still difficult to realize it... today I am fine, for 

tomorrow I do not know... often in the evening with severe pain, 

stiffness, sometimes not... I still remember the horror that went through 

me, reading and crying, hidden alone so as not to worry my relatives... - 

this disease has neither treatment nor diagnosis in Bulgaria, only abroad, 

where treatment is expensive, and not everyone can afford it. 

The worst part, at least for myself, is that I'm not sure of a diagnosis-

different doctors-different diagnoses, and asking about Tarlov's 

Perineural Cysts, so far I've only gotten answers denying the complexity 

of the disease, telling me that wishing to have them removed is not a 

problem because it is nothing more than a minor cosmetic defect. 

Perineural Tarlov's cysts is a disease in which, the cyst, is a bubble-

like formation filled with spinal cord fluid, in the root of the spinal nerve 

itself, which distinguishes it from other cysts of its kind, often affecting 

adjacent spinal nerves, resulting in frequent severe pain and disability. 
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Every day I fall asleep with fear of tomorrow - how will I wake up - 

more or less pain, will I be able to move at all - today I am still working, 

but will I be able to do so in the future - often the smallest things tire me, 

sometimes I find it impossible to bend or squat, will I be useful - 

especially for my children, relatives and friends, and how will they accept 

me after learning about my illness, and much more. Other unanswered 

questions, too, often looking with reproach at fate, life-why me, what I've 

done to deserve it, to whom I've done something....but also with faith that 

one day, for us too, there will be a cure... 

 

 

 

* * * 

Zh. S., woman, 37 years old, Plovdiv. 

When I found out I was suffering from Tarlov cysts I had no idea 

what this disease was. After a long search for information, I found out 

that it is a serious disease that leads to invader. The disease is neglected 

in Bulgaria. All the doctors I went to explained that I had a mental 

problem and that the cysts were asymptomatic. 

I was devastated I didn't know what to expect. I was asking myself 

questions I didn't have answers to. Would I be able to walk again, would 

it ever stop hurting, would I be able to send my child to graduation 

without being in a wheelchair. All questions to which I had no answers. 

I isolated myself at home. I had no desire to communicate with 

people because I felt misunderstood. The pain and weakness in my legs 

forced me to lie in bed all day. Every step I took I was trying to do was 

causing me severe pain. But despite the pain I struggled to stay on my 

feet. I was falling and getting up but not giving up because I had dreams, 

I had plans that the disease stole from me. 
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* * * 

I. D., man, 42 years old, Smolyan 

Identification of Tarlov perineural cysts is accomplished by performing 

MRI or scanner scans of different areas of the spine - cervical, thoracic, 

lumbar and sacral. Usually such an examination is done to determine the 

cause of symptoms such as back pain lower back, problems with urination, 

numbness of limbs. Because the disease is rare and little is known about it, 

there is a risk that this finding may be overlooked or excluded as a cause of 

symptoms when relying on imaging results. In my case, the cysts were 

identified by MRI. 

In some cases the symptoms are mild and patients do not pay attention 

to the disease. However, it is progressive, although at different rates in 

individual cases. In many patients, the pain is constant and severe; I 

personally felt as if a foreign body the size of a tennis ball had been inserted 

into my spine. MRI showed several large perineural cysts in the sacral 

region at the S2-S3 level. I felt very severe pain in my lower back low in the 

abdomen, burning in the legs and sometimes numbness. Most specialists 

ignored the cysts and referred to a disc protrusion at the L5-S1 level, 

which, however, was not causing serious nerve compression. Only one 

neurosurgeon informally in a verbal conversation with me pointed to the 

cysts as the cause of my symptoms and dismissed disc protrusion as the 

cause. This opinion was confirmed by the President of the Society of 

Neurosurgery in Bulgaria. 

The disease can have terrible consequences - for example, permanent 

disability and bedridden. The most difficult thing for a patient to get used to 

is the thought that there is no cure for the disease, as cysts cannot be 

removed due to the nerves contained within them. The best method of 

permanently relieving the symptoms is a complex operation to drain and 

treat the cysts, in which the latter are „wrapped“ with an artificial substance 

that prevents new cysts from appearing at the same level. However, there 

are few neurosurgeons, even worldwide, who are hired to perform such an 

operation, and in Bulgaria there are none at all. This leads to despair and 

depression among patients, especially when the disease progresses rapidly. 

The latter struggle to carry out even ordinary daily activities, as any bending 

or heavy lifting causes terrible pain. It takes a very strong psyche to accept 

the situation, especially when patients do not find support in their family 
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and among friends. The risk of leaving work due to inability to cope with the 

set tasks increases. The patient's life becomes a nightmare. 

 

 

 

* * * 

Y. F., woman, 46 years old, Plovdiv 

On 01.07.2014 I was operated from three stenoses, implants were 

placed with cage on L-2,3,4. At the time of surgery, a sacrotomy was also 

done regio Es-4 and fenestration of Tarlov's cyst. 

I found out about the cyst after an MRI in April 2014. It was 17x45 

mm. On the next MRI in November 2014, already after the surgery, the 

cyst had opened and was 46x17 mm again. (recurrence). 

Living with it is difficult. It's constant pain, numbness and a burning 

sensation in a sitting or supine position. It is not getting used to such 

sensations, it is exhausting, tiring, unnerving and unsolvable with 

medication. And operations abroad are prohibitively expensive. And I 

personally cannot have surgery again for a number of other health 

reasons. 

I've already resigned myself to the situation. But that doesn't stop 

me from keeping up my tone with some yoga, walking and a healthy 

lifestyle. 

 

 

 

* * * 

К. K., woman, 50 years old, Batak 

PERINEURAL TARLOV CYSTS ARE A DISEASE IN WHICH A 

BLISTER-LIKE ENLARGEMENT FORMS IN THE SPINAL NERVE ROOT. 

IN MY CASE THEY ARE LOCATED IN THE SACRAL DEPARTMENT OF 

THE SPINE. THESE CYSTS CAUSE BONY EROSION AND 

COMPRESSION OF THE NERVES IN THE CORRESPONDING AREA. 

THIS LEADS TO VERY SEVERE SYMPTOMS: PAIN, BURNING, 

NUMBNESS IN THE PELVIS AND LEGS, HEADACHES, DIZZINESS, 

WEAKNESS, DECREASED VISION, FEELING OF LOSS OF BALANCE. IF 
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NO TREATMENT IS CARRIED OUT, THE SYMPTOMS INCREASE WITH 

TIME AND THE DAMAGE BECOMES IRREVERSIBLE!!! 

I WAS DIAGNOSED WITH TARSAL CYSTS IN M. IN NOVEMBER 

2018, WHEN I FOUND OUT WHAT THE DISEASE WAS, I WENT INTO 

SHOCK, AND REALIZING THAT EFFECTIVE TREATMENT WAS 

ONLY AVAILABLE ABROAD AND IT WAS EXPENSIVE, I DECIDED TO 

KILL MYSELF. IT'S A NIGHTMARE THAT IS HARD TO GET USED TO. 

THERE IS NO DISEASE THAT IS GOOD BUT IN HUMANS 

TARLOV CYSTS LIFE TURNS 360 DEGREES. IT IS A DISEASE WITH 

MULTIPLE SYMPTOMS THAT DISRUPT QUALITY OF LIFE. 

MEDICATIONS ARE DRUNK BY THE HANDFUL AND STILL THERE IS 

NO RELIEF. THERE ARE TIMES WHEN I FEEL LIKE A TANK HAS 

GONE THROUGH MY BODY AND I WOULD RATHER BE DEAD THAN 

AGONIZE! 

THANK GOD FOR SENDING US AN ANGEL NAMED MONIKA 

MARINOVA WHO GAVE US A RAY OF HOPE! HER STRUGGLE AND 

DEDICATION STILL KEEP ME ALIVE! 

 

 

 

* * * 

К. S., woman, Troyan 

THE DISEASE HITS YOU SUDDENLY AND COMES TO SHOW 

YOU THAT IT IS TIME FOR A CHANGE IN THINKING, IN ACTIONS, 

IN THE WAY OF LIFE IN GENERAL. 

PURELY PHYSICAL IS DIFFICULT TO EXPERIENCE WITH 

DAILY PAINS. THE DAYS WITH LESS PAIN ARE A RAY OF 

SUNSHINE IN LIFE AND THEY CHARGE WITH HOPE FOR A CURE. 

THE SUPPORT OF LOVED ONES IS ESSENTIAL. IT GIVES YOU 

STRENGTH IN FINDING YOUR WAY. 

I TRY NOT TO THINK ABOUT THE DISEASE, AND WHEN THAT'S 

IMPOSSIBLE, I LIVE WITH THE THOUGHT THAT THIS IS SOMETHING 

THAT HAD TO HAPPEN TO CHANGE US FOR THE BETTER. 
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* * * 

М. G., woman, 37 years old, Varna 

What I found out about the disease is that it is extremely serious a 

rare disease that in most cases leads to disability. It damages the 

respective nerves on which the cysts are located, and even the adjacent 

ones. This then leads to muscle damage and sacral bone erosion. 

The beginning to accept this diagnosis in Bulgaria is not difficult, and 

our doctors help a lot, because they neglect it and tell the patient that you 

have flu and it is not so bad. But when you're in pain and your body is 

burning, you know you feel you have a serious problem. And there can't 

be if you don't you can perform elementary movements because the pain 

does not allow you to laugh, to move, to walk because it hurts. Then you 

start to look for sources of information, and in other countries, because 

in Bulgaria there is no information about the disease, and then you 

realize that you are suffering from a very serious disease, which is 

recognized all over the world and they even offer treatment. 

Accepting the disease after knowing what serious consequences it 

leads to is scary. And even scarier is that you don't know where it can 

lead to for you and you see that doctors know nothing about your disease 

and offer you no treatment. This depresses you and makes you feel afraid 

for tomorrow, because you know that there is no one in your homeland to 

help you. 

It is hard to live with constant pain. You stop going out and seeing 

friends because you see that no one understands what you are going 

through. You don't have the physical ability to work and live your life to 

the fullest. You can't even do your chores, and it makes you feel at rock 

bottom, like a nobody who has to be dependent on your loved ones. You 

are walking on the edge of a precipice and you don't know at what point 

you will slip and find yourself in complete darkness. 
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* * * 

М. M., woman, 37 years old, Stara Zagora 

I had back problems for many years, but all the doctors in Bulgaria told 

me that I had disc herniations and that this was the cause of my problems. 

After a lot of wandering around I came to an American neurosurgeon, to 

whom I sent all my documents. When I heard from him that I was suffering 

from Tarlov's cysts, I was very scared. The doctor was talking to me and I 

didn't understand a thing. It was the first time I had heard that such a 

disease existed, and later I found out that it was a rare disease too.   After 

our consultation was over, I searched for information and unfortunately 

found nothing in Bulgarian, which scared me even more. After a lot of 

reading, I found out that the disease is the nerves that are located in the 

spinal canal. The nerve is thinner than a human hair shaft and a bubble 

forms on the nerve itself, which is filled with spinal fluid. This damages the 

nerve and it actually becomes a cyst. Moreover, because the site is very 

narrow, all the nerves that are nearby are damaged because they are being 

squeezed. My realisation came the moment I was offered surgery abroad, I 

realised that the situation was serious that if I don't get surgery I could be 

left bedridden (either surgery or disability). I cried a lot because, I didn't 

know what was coming and what would happen to me. 

The experience is very difficult... Every day you get worse. Symptoms 

appear for which you have no explanation. You ask yourself questions that 

you don't have answers to. Your day starts with pain fears and so it ends. 

You go for checkups in Bulgaria and the Bulgarian doctors don't understand 

you and this brings you down even more. You tell them your symptoms and 

they tell you that you have a mental problem and that you are imagining 

things. They just don't believe you, which brings you down even more. 

Illness is very unpredictable... today you're relatively well and tomorrow you 

can't move from pain. Despite the pain you hear how the cysts aren't a 

problem because, they had no symptoms, which is not the case in my 

opinion. I felt weakness in my legs, severe pain in sitting, standing and lying 

down. My legs were stiff, severe pain with any movement, I could feel an 

internal heat burning my body internally like a volcano erupting. Externally 

I was freezing and internally I was burning- every muscle, every part of my 

body ached. Eventually I got paresis in my lower limbs, and the doctors kept 

telling me that I was imagining that I was in pain. Because of the heat, they 
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tried to convince me that I was going into critical ...I felt like I was fighting 

windmills. 

I have no idea how I survived that hell. Maybe thanks to the support I 

received from family, friends and donors. This support is very important to 

be able to get through this huge ordeal. I was asking myself what sins I have 

to be going through all this. I didn't think I could endure so much pain. The 

last two months I was basically on morphine and even he wasn't helping 

me. You get to a state where you're basically crying, screaming and no 

one hears you. I isolated myself from everybody. I didn't want to be asked 

how I was. I didn't want to admit that I was helpless. I was dependent...I 

couldn't take care of myself and my daughter. She was 11 years old and 

instead of me looking at her, she was looking at me, she was giving me 

water, she was feeding me. I cried secretly so she wouldn't see me. I was 

ashamed that I couldn't manage on my own. 

In 2015 I went to Cyprus in a wheelchair and in very poor health. 

Fortunately for me I underwent a successful surgery by an American 

neurosurgeon . The cysts are gone. The pain is gone. After a long 

rehabilitation I was able to walk. I could see the sun. I saw hope. I 

stepped onto the tarmac, saw birds and people, not just the sky as I had 

for months because that was all I could see from my bed. Now I'm living 

a new life... I gave birth to a new life, the world's first baby came after 

such an operation. 

 

 

 

* * * 

М. R., woman, 44 years old, Sofia 

I know I have described in scintigraphy probable Tarlov cysts. I'm 

not sure if they are the cause of my pain and debilitation, I don't feel 

diagnosed, I have no idea what is going on with me. 

At the beginning I just treated myself with whatever they told me, 

underwent surgery for disc herniation, and thought that everything 

would be fine after the postoperative period, as the doctors assured me. 

Until now, which the pain continued and worsened (already two years 

since the surgery) and after many consultations, tests and therapies I 
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have no improvement or diagnosis, I am just living day to day and hope 

for nothing. 

 

 

 

* * * 

P. M., woman, 43 years old, s. Muldava, Asenovgrad 

1. with constant pains 

2. severe 

3. badly, without a normal life. 

 

 

 

* * * 

Р. I., woman, 39 years old, Burgas 

I have known about my illness for nearly 4 years. I knew nothing 

about it. From the scarce information in Bulgarian I understood what it 

is. For me the cysts are in the sacral department. The pain is mostly 

expressed in the lower back, legs and abdominal area. The only solution 

is surgery, but abroad and it is quite expensive, unaffordable for Tarlov 

cyst sufferers. 

The disease has already appeared her. I am carrying it. It is part of 

my everyday life. So far I have two cysts. I hope they don't appear yet. 

The important thing is that I'm not stuck. I go to work. I move around. 

When I have a chance I walk about 10km. 

The illness depresses and stresses me, I can't sleep at night. Often 

the pain interferes with normal daily activities-for example, I can't play 

sports. At first I was very afraid. I was angry why it was happening to me. 

I thought about it all the time. I wasn't accepting it and realizing it. Over 

time, I started to get used to it. I live with it though the pain. 
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* * * 

R. K., woman, 44 years old, Sofia 

My symptoms started in 2010, I was correctly diagnosed in 2013. I 

also have a written conclusion from an MRI review that my symptoms 

were caused by the cysts. 

The doctors thought my cysts were congenital, but in 2010 for some 

unknown reason they started to grow. 

I work from home, so I have no problems with work, but the long 

walk is impossible for me. Before the symptoms I was an active hiker. I 

have to put compresses on myself when sitting for long periods of time. I 

used to keep myself safe, not to make sudden movements in the waist, 

not to overload myself physically and to lie down when the pain 

intensifies. This saves me and enables me to keep myself able-bodied, 

although I can neither walk for long nor do prolonged physical work. 

At the moment my condition is good enough, but if the cysts 

continue to grow, the situation will become very serious. 

At Sofia told me that surgery could be done, but I didn't agree as the 

neurosurgeons here don't have enough experience yet Tarlov wrist 

surgeries. I have no money for surgery abroad, the amounts are huge. 

 

 

 

* * * 

R. S., woman, 69 years old, Stamboliyski 

Like a severe health disaster that befell me from who knows where. 

The disease had befallen me 10 years ago, but I didn't know that 

everything that was happening to me was from it. At first the attacks 

were episodic and short. As time progressed so did my illness. 

I was accusing myself of imagining non-existent pains. I was sent to 

a psychologist, a psychiatrist and a neurologist. However, no one 

bothered to find out the real reason for was all because it wasn't on his 

back! 

How do you live with pain? Difficult. Anyone would understand me 

only if it befalls them - otherwise it is one thing to be complained about, 

another to feel these pains. 
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This disease is very insidious - accompanied by pain all over the 

body, which is expressed in weakness in the legs, numbness, muscle 

aches, pain in the head, neck, pelvis, tendons. And at the same time 

doctors do not recognize that there is such a disease. 

 

 

 

* * * 

S. K., woman, 50 years old, Sofia 

Understanding the disease has been a very complicated and difficult 

road for me. After endless investigations regarding the pain, burning and 

numbness in the anus and lumbo-sacral area that I had and lying in 

different wards, the cause was not found. I „caught“ myself on the phrase 

"perineural cysts" from reading the MRI. From there on, I started 

researching what these cysts were and came into contact with people with 

the same complaints and symptoms. There is a lack of information in 

Bulgaria, and a minority of neurosurgeons tend to accept cysts as 

symptomatic. 

After realizing that the disease was being neglected and realizing what 

it was really about, I fell into fear, stress and depression from the deadlock I 

found myself in. A new torment of searching for specialists - neurosurgeons, 

neurologists, rehabilitation therapists, psychotherapists - who were at least 

partly familiar with the problem began, in order to prescribe adequate 

therapy and rehabilitation. I went around to a number of „luminaries“, but 

unfortunately many of them have not heard of these cysts, and others 

completely deny them as symptomatic. Still others are just trying out some 

method as the only real treatment appears to be surgical. The pain is copied 

with medications that do not actually cure the disease. Reduced working 

capacity cannot be documented by the TELC/ they gave me 30%/ due to 

misunderstanding of the disease and lack of ICD of the disease. 

From the American Hospital in Cyprus and the Foundation 

Germany confirmed the diagnosis of Perineural Tarlov cysts. I have been 

sent an operation plan for 44 thousand euros. 

Living with Tarlov cysts is a daily, 24-hour struggle with pain unlike 

any other. I take high doses of medications /Lirica and Dulsevia/ that have 

huge side effects. My daily routine, lifestyle and social engagement has 
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changed due to the inability to sit for long periods of time standing. 

Prolonged travel is impossible. 

 

 

 

* * * 

Т. D., woman, 46 years old 

My cysts are bilateral at three levels in the cervical department, the 

largest being 1 cm, I was diagnosed with this condition in October 2019 

after having an MRI as a follow-up after surgery from a disc herniation 

done 10 years ago at the c5-c6 level. Apart from the cysts two more disc 

herniations were found at adjacent levels. About 5 years after surgery I 

felt relatively well, but then the pain came back. Personally, I believed 

years ago that the surgery had solved my problem, but it turned out not 

to be so. The pain I experience is similar to the pain I had before the 

surgery- not constant, episodic. 

First I searched for the cause of the disease- I got different answers 

from doctors, one was that I was born like this (no cysts were visible on 

the resonance before the surgery), the other was that it was due to the 

trauma to my neck received in a fall and a blow when I was 17 years old 

and that the cysts were the result of the disc herniation surgery. The last 

doctor explained that cervical disc herniation operations in Bulgaria are 

not done properly, besides this implant additional stabilizers had to be 

put in... that the implant that was put in me cannot be replaced. The good 

news with me according to the doctors is that I have no spinal canal 

compression at this time. 

If I could go back in time I would look for other options to avoid 

surgery, because every intervention leads to consequences, but when you 

have pain you trust the doctors, but the bad thing is that nobody explains 

to you what might happen in the future after such an intervention. 

But what is done is done and cannot be changed. 

The second thing I've been doing for years is looking for the 

psychological causes of illness - there are many books on this topic, but 

Tarlov cysts are a rare disease and there is a lack of information 

specifically about them. What sounds scary is that cysts can be found at 
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many levels of the spine, which means multiple surgeries. The only 

known option at this time for successful surgeries is at AIMIS -Kipper, 

according to the information I have. I haven't done a consultation 

because the sums are prohibitive for me, I can see that with a fundraising 

campaign announced, funds are slowly being raised, there is no support 

from the government and it feels like you are in a pit with no way out. I 

hope the problems don't get worse, I am one of the percentage of people 

where the cysts themselves don't get in the way. I try to lead a very 

normal life, I go to work, when I have strong pains I drink medicines, but 

if they are bearable I avoid their use, I rest when I am tired, I found a job 

that is satisfying and does not physically burden me, I concentrate my 

thoughts on the positive, which does not mean that I ignore the disease, 

on the contrary- I accept it, because to cope with a problem you must 

first accept that it is there. 

I also believe that other options can be found to help reduce or 

completely disappear without surgery (a drug, herb, some therapy, 

maybe avoiding some foods can be discovered). Detailed research into 

this rare disease and support, especially from the state, is needed to fund 

this type of surgery, which means that our disease should be recognised. 

Personally, I am experimenting with eliminating foods that I think 

are harmful and reading books that provide many answers for my 

ailments, looking for alternative treatments. At the moment my condition 

is satisfactory and I plan to have another MRI in a while. 

 

 

 

* * * 

Т. F., woman, 51 years old, Pazardzhik 

I learned of the Perineural/Tarlov's Cysts disease by accident after 

having an MRI done on another occasion, looking for the cause of my many 

complaints, mostly several years of arm muscle pain. These pains 

intensified over time and resulted in a lack of strength to the extent that I 

could not open a bottle of mineral water and had difficulty shifting gears in 

a car, and my arms would go numb and limp almost immediately when 

lifted up and I could barely wash my hair, I couldn't hold a book, I only 
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spoke on the phone with a headset as I couldn't hold my hand to my ear for 

more than a few seconds, I dropped objects, I made whiteouts (because, for 

example, I forgot I couldn't take a tray out of the oven with one hand) I was 

on the road to incapacitation. Because of this, in the last 3-4 years I went to 

neurologists, neurosurgeons and an orthopedist - I received about a dozen 

diagnoses, which they diagnosed themselves or dismissed each other - 

multiple sclerosis, fibromyalgia, spines, displaced cervical spine, disc 

herniation, benign growths in the brain and CNS, polyneuropathy, 

premenopause, stress burn-out (escape into the disease), etc. Some of the 

counseling ended with just prescription antidepressants + ginkgo biloba. 

I also had a suggestion for disc herniation surgery. I didn't take 

antidepressants and didn't get surgery. What helped me at the time were 

treatments in a baro chamber on the recommendation of a Romanian 

doctor - after them I managed to recover physically ok. 90%. 

Perineural cysts were mentioned in the MRI reading, which I am very 

grateful for because I have heard that sometimes they don't describe them 

at all. So I was lucky enough to find out for myself what it could be and to 

come across a group of like-minded people. Three doctors in Bulgaria that I 

asked what these cysts were told me that they were pseudo cysts and were 

asymptomatic, not to pay attention to them. Three doctors abroad whom I 

consulted thought the opposite. I also have chronic Lyme disease, which is 

also not recognised in Bulgaria, I am currently being treated by a doctor in 

Romania. According to two of the doctors abroad, it is possible to have a 

link between Lyme disease and perineural cysts, as such cysts are 

thought to occur at birth, after physical trauma or following infection. 

The two „strange“ diseases together definitely come across more to me, 

both in terms of symptomatology and the need to seek information, to 

self-fund (despite paying hefty health insurance premiums), to take some 

action, and to explain myself on top of that. 

Denial of a disease by medicine and ignorance of it against the public 

leads to doubt of its existence also in the family and friends circle. Thus one 

finds oneself not only with a distressing but also with a „lonely“ illness. It is 

very difficult in such a situation. I have learned to suffer in silence, to go it 

alone and seek help on the principle of „cell training“ - those like you who 

know, tell those who don't know. I was very upset when a close relative of 

mine told me, supposedly jokingly, that she thought I was suffering from 
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Munchausen Syndrome - pretending to be sick to get people's attention - 

when in fact I was trying to do just the opposite - pretend to be healthy - 

and so I finally stopped talking about illness, pain, treatments, medications, 

what I had heard or read on the internet, what I was doing or planning to 

do, etc.My pain is bearable for now, and I am very resilient and patient by 

birth. Over time I've gotten used to it, I would liken it to a sweater - it's not 

part of me, but it's with me everywhere. Apart from physically torturing 

myself spiritually, because I see on one side how we torture sick people, 

and on the other side is the prevailing callousness and commercialism of 

society and medicine in Bulgaria. I try to share and help. I am angry at 

the passivity of those who should take their fate into their own hands. 

And I admire those who do not stop acting. 
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