
   1 
 

 

Stigmatization, discrimination, violation of autonomy and compromised confidentiality: 

Lived experiences of people living with HIV on the onset of their illness in Turkey 

Gamze Senyurek1, Mustafa Volkan Kavas2,Yesim Isil Ulman3 

 

 
1 Department of History of Medicine and Ethics, Acibadem Mehmet Ali Aydinlar University, School of Medicine, 

İcerenkoy, Kayisdagi Cad. No:32, Atasehir, Istanbul, Turkey. E-mail: gamzesenyurek@gmail.com 

 
2 Department of History of Medicine and Ethics, Ankara University, Faculty of Medicine, Altındag, Ankara, Turkey. 

E-mail: kavas@ankara.edu.tr; volkankavas@yahoo.com 

 
3 Department of History of Medicine and Ethics, Acibadem Mehmet Ali Aydinlar University, School of Medicine, 

İcerenkoy, Kayisdagi Cad. No:32, Atasehir, Istanbul, Turkey. E-mail: yesimul@yahoo.com 

mailto:gamzesenyurek@gmail.com
mailto:kavas@ankara.edu.tr
mailto:yesil.ulman@acibadem.edu.tr
https://www.researchsquare.com/article/rs-33490/v1


  2 
 

Abstract 

 

Background: It’s known that people living with HIV (PLWH) are subjected to stigmatization 

and discrimination while accessing healthcare services. The purpose of this study is to 

understand the perceptions of PLWH in Turkey, about whom there are limited data on how 

their lives are affected by such experiences.   

Methods: Semi-structured interviews were carried out with 20 people, and the obtained data 

were analyzed thematically. 

Results: The results highlighted the following themes: problems with patients’ autonomy, 

failure to protect patients’ confidentiality and personal health data, spouse/partner notification 

issues, and stigmatizing and discriminatory attitudes intrinsic to healthcare professionals’ 

approach. The attitudes of healthcare professionals and health institutions negatively influence 

the utilization of healthcare services by PLWH. 

Conclusions: We have argued the necessity to raise the healthcare professionals’ and the 

society’s knowledge and awareness, and develop national policies that would contribute to 

structure partner notification services and prevent HIV-related discrimination and stigmata. 

Keywords: HIV/AIDS; Confidentiality; Discrimination; Lived experience, Access to Health 

Care, Ethics 
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Background  

 

Since its first emergence in the early 1980s, Acquired Immune Deficiency Syndrome (AIDS) 

cases have spread across the world regardless of any age, sex and/or geographical boundaries. 

As a continuing community health problem (1), the disease has occasionally been a topic of 

discussion on the public agenda in terms of the problems faced by people living with Human 

Immunodeficiency Virus (HIV) while trying to access healthcare services and facing HIV-

related discrimination and stigma. In time, such attempts have paved the way to restructure 

public health policies to a certain extent (2, 3). Nevertheless, the ethically unjustifiable cases 

that persevere to this day have caused the debates on attitudes towards people living with HIV 

(PLWH) to gain an ethical dimension. 

 

The financial and emotional burden that HIV/AIDS lays upon a person differs from other 

transmissible and chronic illnesses (4). For instance, one can be fired from their job for being 

an HIV carrier or having AIDS, and this poses a big financial challenge to that person. In 

addition, being subjected to discrimination both in health institutions and social spheres 

imposes an emotional burden on the person, which might cause them to refuse treatment and 

thus put their physical and psychological health at risk. Moreover, the fact that this illness was 

mostly observed in men who have sex with men (MSM), sex workers, and intravenous 

substance abusers in its early years is the main cause of the prevailing biases towards PLWH 

(5, 6). 

 

The studies and campaigns such as 90-90-90, Fast Track and Undetectable=Untransmittable 

have led to significant progress in terms of raising public awareness and prevention of the 

epidemic (7, 8). Turkey is one of the countries where the prevalence of HIV is low. However, 
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the recent data of the Ministry of Health (MoH) have shown that its prevalence is surging and 

people with HIV are getting more and more visible in society (9, 10). 

 

In many countries, PLWH are subjected to HIV-related stigma and discrimination (11, 12, 

13). Although Turkey has a similar trend (14, 15), there are few studies on PLWH’s 

perception of their diagnosis and treatment, their relationship with healthcare workers and 

other professionals, and their experiences in healthcare environments. The present study aims 

to rectify that gap in knowledge; its design was based on the premise that an ethical 

discussion of such findings is necessary. The study has focused on the PLWH’s lived 

experiences that will provide an insight on how their perspectives on their illness is influenced 

while receiving healthcare service, how their sense of self is influenced after being labeled as 

“ill”, and how the relationship with their immediate circles, their thoughts about their social 

status, and their lives are influenced and after being diagnosed with HIV.  

 

Methods 

Participant Recruitment 

 

A PLWH group constituted the research population. The ones aged over 18 and living with 

HIV for more than a year were included in the study. Living with HIV for more than a year 

was determined as a recruitment criterion because we expected our participants to have gone 

through the time-consuming processes of testing, diagnosis and onset of the treatment during 

which patients face more problems. The rationale behind this preference is that we expected 

them to have reached a certain phase of the illness where they can look at their experiences 

from a distance without having to deal with the initial difficulties such as receiving bad news, 
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adapting oneself to an unexpected and/or shocking situation, and etc. In total, 20 people were 

interviewed (19 in person, and 1 via Skype) between 18th October 2017 and 29th April 2018. 

 

First of all, the Human Resource Development Foundation4, Pozitif-iz Association5, and 

physicians specialized in clinical microbiology and infectious diseases, who are working on 

HIV/AIDS, were contacted to reach PLWH volunteering to participate were included in the 

study. In addition, the snowball sampling method was used to contact other PLWHs that met 

our criterion. Informed consent was obtained from all individuals who agreed to participate in 

the study. 

 

Data Collection 

 

The researcher conducting the interviews (GS) contacted the participants directly and 

performed the interviews face-to-face. Only one of the participants preferred to be 

interviewed via Skype. An interview guideline form was used for the interviews. The 

interview questions, which sought information about the participants’ demographic data, 

knowledge, experiences, emotions, and actions, were as follows: 

 

• Can you talk about yourself? 

• Did you have any information about transmittable diseases before being diagnosed 

with HIV? 

• How did you find out you were infected with HIV? 

 
4 It is a non-profit, non-governmental organization that contributes to the solution of health, education and 

employment problems which have a negative effect on the economic, social and cultural development of human 

resource (16). 
5 It is a non-governmental organization that aims to strengthen PLWH and their families in physical, 

psychological and social aspects (17). 
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• Did you take HIV testing on your own will? 

• How did you find out you were positive after the tests were verified? 

• How were you notified? 

• How did you feel after the physician notified you? 

• What were the treatment processes after your diagnosis? 

• Was your partner with you at that time, were they notified of the test results? 

• Did you want to tell it to your immediate circle, what was their reaction? 

• What reaction do you get when you go to a hospital for a health problem? 

• What do you expect from healthcare institutions? 

• Do you want to add anything else? 

 

Data Analysis 

 

First of all, the voice-recordings taken during the interviews were transcribed verbatim, and 

each participant was assigned a code. The transcriptions were rough-read, and then, the 

statements made in response to the key questions in the interview guideline form were 

extracted and clustered. The key concepts given as a response to a specific question were 

dealt with according to their corresponding themes, and this process was repeated back-and-

forth for a couple of times. It was investigated whether the themes in the theme list were 

specified under the same or different questions and the concepts classified under those themes 

could be grouped as main themes; moreover, whether it was possible to make a new 

clustering for these themes. The research team discussed the themes, questioned/interpreted 

the semantic relations between each theme, and organized the themes into a table which 

comprises the context, main themes, sub-themes, and codes (Table 1). 
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Table 1. Data Analysis Steps (18) 

Stage Step Function Aim 

Naive 

Understanding 

1 Rough Reading Familiarization 

 

Structural 

Analysis 

 

2 

De-construction of 

the raw data 

Extracting the main themes 

 

 

3 

Cross-checking of the 

identified themes 

Identification of a thematic framework 

 

 

4 

Indexing Discussing and determining the themes 

 

5 

Charting 

 

Creating tables for context, main theme, 

sub-themes, codes and function/result 

 

6 

Mapping 

 

Reconstruction of the data: Defining the 

pattern of relations between context, main 

theme, and sub-themes and codes 

Comprehensive 

Understanding 

7 Interpretation Reaching an understanding and insight 

 

Research Limitations 

 

One of the difficulties we faced in this study was to reach PLWH. This stemmed from their 

wish not to disclose or share their HIV status. Therefore, we gave utmost attention to make 

sure that the participants did not feel nervous or did not have a feeling that they were being 

prejudiced.  
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Another limitation of the study was that the data obtained from the two married couples 

participating in our study might have been affected since they had wanted to be interviewed 

together. It was observed that the male participants could not express their feelings openly in 

the presence of their spouses. Nevertheless, respecting their request, we conducted the 

interviews as they wished. 

 

The research technique also posed a limitation to the study. One of the participants was 

disturbed by the use of voice recorder, and only after it was turned off did he share some 

valuable information. Hence, the participants’ responses were noted after voice recording, as 

well.  

 

Findings 

Participants 

 

Aged between 27 and 55, research participants have a variety of social status profiles. The 

majority of them are single and in contact with the NGOs working on HIV. Since the focus of 

the research was PLWH’s experiences in their HIV diagnosis and treatment processes, the 

participants’ sexual orientation was not questioned, and their biological sex was taken into 

account. The number of male participants was significantly higher than that of female ones. 

However, the distribution of our participants by gender was in line with the data on the 

distribution of PLWH in Turkey by gender6. 

 

The type of health insurance that our participants benefit from varies. All of the participants 

asserted that they do not use their private health insurance for HIV treatment since this type of 

 
6 The rate of females and males living with HIV was found to be 20.1% and 79.9%, respectively (10).  
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insurance does not cover HIV treatment and/or insurance companies can notify their 

employers of their HIV status. One of the participants was a foreigner and did not have any 

health insurance (Table 2). 

 

Table 2. Descriptive data on participant PLWH 

Participants Age Gender Occupation Education Marital 

Status 

Health 

Insurance 

Time 

lived 

with 

HIV 

(year) 

P1 41 Male Editor Undergraduate Single GHI7 11  

P2 34 Male Private 

sector 

Undergraduate Married PHI8 3 

P3 53 Male Unemployed High school Single GHI 15 

P4 38 Male Waiter Primary 

school 

Married GHI 4 

P5 41 Male Doctor Doctorate Single PHI 2 

P6 34 Male Shopkeeper High school Single GHI 7 

P7 34 Female Unemployed High school Married None 8 

P8 55 Male Retired High school Single GHI 1,5 

P9 39 Male NGO 

Employee 

Undergraduate Single GHI 12 

 
7 General Health Insurance (GHI): It denotes the insurance that finances employees’ healthcare expenses and used in state 
hospitals and health institutions. The unemployed may also have this insurance on the condition that they pay the 
insurance charges. It covers diagnosis and treatment of HIV (10). 
8 Private Health Insurance (PHI): It is the customized insurance type determined in accordance with certain limits and 
general requirements and used for healthcare expenses. It doesn’t cover diagnosis and treatment of HIV (18). 
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P10 28 Male Engineer Undergraduate Single PHI 6 

P11 39 Male Bank 

employee 

Undergraduate Single PHI 3 

P12 35 Male Jeweller High school Married GHI 3 

P13 48 Male Unemployed Primary 

school 

Single GHI 5 

P14 27 Male Coach Undergraduate Single GHI 1,5 

P15 53 Male Driver High school Married GHI 7 

P16 47 Female Unemployed Primary 

school 

Married GHI 7 

P17 42 Female Pastry chef High school Single GHI 2 

P18 44 Female Private 

sector 

Undergraduate Married PHI 14 

P19 40 Female Unemployed High school Single GHI 20 

P20 28 Male Actor Undergraduate Single GHI 3,5 

 

Thematic Analysis 

The thematic pattern developed upon analyzing the interview files were examined in seven 

contexts: (i) the process of breaking bad news, (ii) being diagnosed with HIV, (iii) impact of 

HIV diagnosis on patient’s life, (iv) PLWH’s relationship with their physician, (v) PLWH’s 

relationship with their spouses/partners, (vi) PLWH’s experiences in the healthcare setting, 

and (vii) PLWH’s struggle with the disease. The contexts, main themes, sub-themes, codes 

and functions/results are shown in Table 3:  

 

 



  11 
 

Table 3. Coding table for PLWH 

CONTEXT MAIN 

THEME 

SUB-THEME CODE FUNCTION/

RESULT 

The process 

of breaking 

bad news 

Being 

informed 

about the 

diagnosis 

Withholding 

information 

from the patient 

Performing tests 

without informing the 

patient  

Withholding 

information from the 

patient as to the test 

results  

Misinforming the 

patient about test results 

Suspect 

Fear 

Being stuck 

with ambiguity  

Feeling 

embarrassed 

Feeling 

overlooked 

Inappropriate 

approach 

Telling the diagnosis on 

the phone 

Telling the patient 

about the problems 

he/she could face after 

diagnosis and could 

affect his/her 

psychology negatively 

Inattentive 

approach 

Telling the diagnosis in 

the presence of the 

family 

Giving information 

about the diagnosis 
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irrespective of the 

patient’s psychology  

Attentive 

approach 

Telling the diagnosis in 

an isolated environment 

Feeling trust 

Being 

diagnosed 

with HIV 

Patient’s 

feelings  

Self-reproach 

after the 

diagnosis 

Deeming that HIV is a 

disease associated with 

certain groups 

The common 

conception that HIV is 

a homosexual disease 

The bad impression that 

media organs create on 

the disease 

Feeling guilty 

Denying 

 

 

 

 

Difficulty facing 

the disease 

Feeling bad upon 

getting the diagnosis 

Reluctance to 

acknowledge his/her 

condition after 

diagnosis 

Shock 

Denying  

 

Fear of not 

being able to 

receive 

treatment for 

other health 

problems  

Arousal of fear that 

he/she wouldn’t be 

admitted for an 

operation in the future 

Fear 
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Impact of 

HIV on 

patient’s life 

Changes in 

patient’s 

life after 

diagnosis 

Changes in 

lifestyle 

Ceasing sexual activity 

Disruption of life plans 

Changing life plans 

Estimating a certain 

lifetime for 

himself/herself 

Ambiguity 

Shock 

Isolation 

Isolation/Being 

Isolated from 

social life 

Concealing the 

medications used due to 

fear of social exclusion  

Avoiding people in 

their immediate 

environment 

Separating his/her 

belongings from the 

ones lived with 

Isolation 

Embarrassmen

t 

 

Changes in 

family 

dynamics 

Family’s 

positive attitude 

towards the 

patient  

Supporting the patient 

Keeping in contact with 

the patient 

Feeling trust 

Receiving 

social support 

Not notifying 

the family of  

HIV diagnosis 

Not telling the family 

that he/she has been 

infected with HIV so as 

not to upset them 

Being deprived 

of social 

support 

Isolation 

Stigma 

Being accused 

Family’s 

negative attitude 

Separating their 

personal belongings 
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towards the 

patient 

from the patient’s 

Cutting contact with the 

patient 

Condemning the 

patient’s lifestyle 

 
 

 Changes in 

the 

friendship 

dynamics 

Friends’ positive 

attitude towards 

the patient 

Supporting the patient Receiving 

social support 

Not sharing  

HIV status with 

friends 

Not telling friends that 

he/she has been 

infected with HIV for 

fear of social exclusion 

Being deprived 

of social 

support 

Friends’ 

negative attitude 

towards the 

patient 

Losing friends due to 

HIV 

Friends’ refraining from 

physical contact with 

the patient 

Isolation 

Stigma 

PLWH’s 

relationship 

with the 

physician 

Physician’s 

attitude 

towards the 

patient 

Physician’s 

negative 

attitudes toward 

the patient 

Not informing the 

patient about the 

process 

Under-informing the 

patient about 

medication use 

Not starting medication 

Ambiguity 

Distrust 

Stigma 

Hopelessness 
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immediately 

Telling the patient 

religious verses which 

imply that diseases are 

redemption for sins 

Estimating a certain 

lifetime for the patient 

Physician’s 

inflicting 

psychological 

violence on the 

patient 

Hurling documents at 

the patient 

Moving away from the 

table 

Being 

subjected to 

disrespectful 

behavior 

Physician’s 

positive attitude 

toward the 

patient 

Providing professional 

guidance to the patient 

on his/her future life 

Referring the patient to 

the related foundations 

for counselling 

Giving time to the 

patient for starting 

medication 

Showing empathy  

Encouraging the patient 

to maintain his/her 

social relationships 

Feeling trust 

Professional 

support 
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Physicians’ 

relationship 

with the 

patient 

Patients’ 

reaction to their 

physician 

Inability to object to the 

physician 

Anger 

Feeling 

overwhelmed 

PLWH’s 

relationship 

with their 

spouses/part

ners 

 

Spouse/part

ner 

notification 

after HIV 

diagnosis  

Notifying the 

spouse/partner 

properly 

Patient’s notifying the 

spouse/partner of the 

disease 

Physician’s 

encouraging the patient 

to do the spouse/partner 

notification 

Physician’s doing 

spouse/partner 

notification together 

with the patient 

Responsibility 

for third 

persons  

Protection of 

patient 

autonomy 

Inability to 

notify the 

spouse/partner 

Patient’s being single 

Patient’s having 

multiple partners  

Difficulty in notifying 

the spouse due to 

“cheating” 

Third persons’ 

vulnerability 

Notifying the 

spouse/partner 

in a 

controversial 

Healthcare 

professional’s doing 

spouse/partner 

notification without 

Distrust 

Failure to 

protect 

confidentiality 
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manner 

 

patient’s consent 

Notifying the spouse 

that he/she has a 

different disease other 

than HIV 

Causing 

anxiety/fear in 

third persons 

PLWH’s 

experiences 

in 

healthcare 

settings 

Failure to 

protect 

confidential

ity 

Failure to 

protect 

confidentiality 

in healthcare 

system 

Third persons’ 

obtaining patient’s 

health data from 

hospital database 

Private health insurance 

companies’ notifying 

the employer of the 

patient’s HIV status 

Manifesting the 

patient’s HIV status in 

healthcare system 

database 

Patient’s fear that their 

names and contact 

information are 

revealed to the MoH 

Distrust in 

healthcare 

system 

Feeling under 

surveillance 

Failure to 

protect patient 

confidentiality 

Healthcare 

professionals’ 

failure to protect 

patient 

Telling the diagnosis in 

the presence of 

patient’s family 

Notifying the family 

Distrust in 

healthcare 

professionals  

Failure to 
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confidentiality without patient’s 

knowledge 

Healthcare 

professionals’ sharing 

patient’s personal 

health data with third 

parties 

Calling out the patient’s 

name and medications 

for HIV in pharmacies 

protect patient 

confidentiality 

Not being 

attentive to 

patient 

confidentiality 

in physician’s 

room 

Leaving patient’s files 

open on the desk 

Physician’s talking 

about the disease in the 

room in the presence of 

others 

Distrust in 

physicians 

Failure to 

protect patient 

confidentiality 

 Not respecting 

personal space 

Healthcare 

professionals’ asking 

patients questions about 

their private life to 

satisfy their curiosity 

Distrust in 

healthcare 

professionals 

Being 

subjected to 

discriminati

on 

Healthcare 

professionals’ 

attitudes 

towards PLWH 

Refusing to perform 

surgery on PLWH 

The conception that 

healthcare professionals 

Being deprived 

of healthcare 

services  

Being 
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do not see patients as 

people 

Pharmacists’ feeling 

pity for PLWH 

Healthcare 

professionals’ taking 

excessive precautions 

for PLWH 

Healthcare 

professionals’ scaring 

PLWH 

subjected to 

unfair 

treatment 

Being 

stigmatized 

Being 

subjected to 

psychological 

violence 

Attitudes of 

healthcare 

institutions 

towards PLWH 

 

Lack of dialysis centers 

offering healthcare 

service to PLWH 

Lack of obstetric 

follow-up clinics 

offering healthcare 

service to PLWH 

Reluctance of health 

institutions/hospitals to 

provide care for PLWH 

The conception that 

private health 

institutions do not have 

adequate knowledge on 

Being deprived 

of healthcare 

services 

Being 

subjected to 

injustice 
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HIV  

PLWH’s 

struggle 

with the 

disease 

Patients’ 

protecting 

themselves 

against 

adverse 

consequenc

es of the 

disease 

Seeking 

personal 

solutions 

Not disclosing the test 

results 

Reluctance to share 

their HIV status with 

other medical branches 

Searching for a new 

physician 

Searching for a reliable 

pharmacy 

Patient’s insistence to 

determine the physician 

and the hospital 

himself/herself  

Challenges in receiving 

healthcare services 

Getting information 

from related 

foundations 

Fear of being 

hurt 

The need to 

trust 

Anxiety 

Awareness 

 

 

Results 

The Process of Breaking Bad News 
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It can be deduced from the participants’ statements that they had negative impressions and 

feelings when healthcare professionals told them the bad news, which in their case, was being 

diagnosed with HIV.  

 

Being Informed about the Diagnosis: The majority of the participants stated that they were 

tested for HIV without their knowledge when they went to the hospital for other health 

problems or to get health reports required before marriage. Moreover, they asserted that they 

were not informed about preliminary test results when they were asked to give a blood sample 

for a verification test, and thus thought that healthcare professionals were withholding 

information from them.  

 

 “We need to redraw blood from you”. And I asked why? They said they couldn’t 

tell it at that moment. It was exactly like this. I said “You have to tell me because 

you requested me to come again. You want to draw blood, it’s my right to know.” 

“No, we don’t want to turn your stomach by saying it now.” That’s exactly what 

they said. (P2, lines:37-40)9 

 

In addition, notifying the patient on the phone, informing the patient immediately after 

diagnosis about the potential HIV-related problems, and discriminatory acts they might face 

was deemed as an inappropriate approach; breaking bad news in the presence of family 

members and not acting attentively while giving information were considered inattentive 

approach. 

 

 
9 This code shows that this quotation was extracted from the interview made with Participant number 2 
between the lines 37-40 of the relevant transcription. 
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Two young doctors came to my room and told the diagnosis when my mother was 

there. Now, I think that it’s a very serious violation of rights. I may or might not 

want to share it with my mother. I don’t think adequate attention is paid to patient 

confidentiality. (P20, lines:54-57) 

 

[The doctor] told me that I should hide this from my family, shouldn’t be so 

enthusiastic about finishing school, and due to this my work life could be affected. 

He even advised me to suspend school for some time till I pulled myself together. 

I was shocked, but still it occurred to me what he said was not so logical, but it is 

horrifying. (P10, lines:83-86) 

 

On the other hand, physicians’ preferring an isolated environment to notify the patient and to 

inform them about the test results was evaluated as an attentive approach.  

 

(…) [the doctor] was so friendly and answered my questions one by one by 

building such a healthy relationship and informed me in such an appropriate 

manner that I realized a guidance like this relieved me a lot. I mean, I saw how 

precious it is to have a good relationship with the doctor and to get counseling 

service during the diagnosis process. (P20, lines:87-89) 

 

Being Diagnosed with HIV 

 

Since the disease is prevalent among individuals subjected to discrimination in society, 

we assumed that this might have caused biases and anxieties in participants about HIV.  
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Participants’ Feelings: It was seen that participants’ main source of information about HIV 

was the news on television and newspapers. Some of the participants stated that they had 

never thought they would have AIDS since it is a disease that homosexuals and sex workers 

have. On the other hand, the participants who did not share this opinion and those who had the 

proper knowledge on HIV tended to blame themselves as they failed to protect themselves. 

 

(…) over the years so many pieces of information accumulate in your head, in 

your mind. Out of the blue, I pictured a scene: a famous journalist is bargaining 

with a blonde female sex worker, she says she has AIDS. (…) I told myself that I 

was neither blonde nor a sex worker; this couldn’t be possible, such a thing didn’t 

happen to me. (P18, lines:52-56) 

 

You experience a huge intrinsic stigma. “How can it be possible when I have so 

much knowledge about it?” you keep asking yourself. You get mad at yourself 

and blame yourself. (P20, lines:69-71) 

 

The participants did not want to acknowledge their condition for a long lime after the 

diagnosis, some even refrained from getting treatment. Moreover, due to the discrimination 

instances they had known ofin healthcare institutions, some participants developed a fear of 

rejection by the hospitals when they needed to undergo an operation. 

 

I don’t know what to do if I need to undergo an urgent operation. I have concerns. 

(…) Since I’m also a physician, I’m aware of some things. I know there are 

persons who have not been operated. This could happen to me too. (P5, lines:126-

128, 132-133) 
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Impact of HIV on Patient’s Life 

 

In this context, the main concerns of the participants were centered on whether to share their 

diagnosis with others or not, adherence to the treatment, decisions on sexual activity and 

issues about parenthood. 

 

Changes Occurring in Patient’s Life after Diagnosis: One important change in patients’ 

lives after diagnosis is ceasing sexual activity. In addition, participants tended to isolate 

themselves from social interactions both considering the possibility of being exposed to 

discrimination and because they did not know the modes of transmission of the virus. 

 

(…) I haven’t had any [sexual intercourse with anyone] for 14 years. I don’t want 

it. Anyway, I can’t find anyone like me. It’s difficult, especially in this country. 

(P3, line:104-105) 

 

“Why bother? I’ll die in any case, so I should die without disgracing myself,” I 

said to myself. If the doctor also has this projection [that I would die], if the one 

who is supposed to support me treats me badly, how can I explain it to the public? 

I don’t have to explain it, though. If my life is bound to end, it will. Then, I didn’t 

leave home for several days. I thought I could change the city I lived in; no one 

would know me. And, I left the city. (P9, lines:120-123) 
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Changes in Family Dynamics: The participants stated that their family relationship changed 

either positively or negatively after they shared their HIV status with family members. Some 

participants asserted that their families were supportive of this process. 

 

How well they looked after me and how much attention they paid to me... Let 

alone being ill and I thought had to get better. I almost got crazy seeing them 

feeling sad for me. It’s the same now; they call me every minute. They tell me not 

to worry no matter what happens. Thanks to them… (P6, lines:149-152) 

 

Four of the participants stated that their families ended their relationship with them and put 

the blame of contracting the disease on the lifestyles they pursued.  

 

I came back to Turkey so that my family wouldn’t find out. They found out later, 

of course. They told me “You’ve jumped too much, you’ve been on the loose; you 

deserved it.” I’ll never forget that. (P19, lines:48-49) 

 

Some participants, on the other hand, decided not to share it with their families. 

 

I didn’t want to tell it. Well, it was because they don’t have awareness on this 

disease and haven’t encountered it before, and they aren’t healthcare workers. I 

mean, everything is under control; what needs to be done is being done at the 

moment. I didn’t want to upset them. (P5, lines:91-92) 

 

Changes in Friendship Dynamics: It was seen that the participants’ decision to disclose 

their HIV status was influenced by social dynamics. Although most of the participants said 
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they were supported by their friends after diagnosis, few of them stated that their friendships 

ended and their friends avoid close contact with them. 

 

People around me don’t know it either. I don’t want it to be known. I don’t want it 

because (…) someone who has no idea about the disease would say “Look, he has 

AIDS!” In the society we live in even that happens; they do not want to shake 

hands with us. So, I think no one needs to know it. (P6, lines:169-172) 

 

I lost only one of my friends. He was a really close friend that I really liked. He 

said “Dear, I’m so sorry too, see you later.” But he never called again. How long? 

It’s been about ten years since we last met. There wasn’t any problem between us. 

(…) He should have called to see if I died or not. I got really upset, but of course 

there was nothing to do. (P9, lines: 202-208) 

 

The majority of the participants asserted that they had not had any problem with their friends 

and their illness had not affected their relationship. 

 

When I was in hospital, I had lots of visitors and phone calls. It seems that I had 

lots of people who loved me. I always had flowers in my room, lots of calls and 

messages on my phone. (P18, lines: 152-153) 

 

PLWH’s Relationship with the Physician 

 

The physician-patient relationship was found to be a determinant factor in patients’ perception 

of their illness process. 
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Physicians’ Attitude towards the Patient: Participants stated that the physicians’ positive or 

negative attitudes towards them influenced their treatment process and caused a change in 

their lives after the diagnosis. They deemed the physicians’ misinforming them about the 

treatment process and medication use, estimating a survival time for them and not establishing 

open communication with them as negative attitudes. 

 

They said the situation was new and my immune system was very strong, so there 

was no point starting medication then, and they suggested waiting for a while. 

After some time, I saw on the Internet that medication should be started 

immediately after the diagnosis. I went to see another doctor, and he said that 

delaying medication was pointless. I wish they had started it right away. 

Afterwards I had lymph surgery. I might not have gone through it if I had started 

medication. (P14, lines:104-109) 

 

[The doctor] said he could keep me alive for another 15 years. “What do you 

mean?” I asked. I was 22 then; add 15, it makes 37. I imagined not being able to 

see my 40th birthday. I felt so bad. I thought of my mother. I left the room 

immediately. I was baffled and didn’t know what to do. I felt very upset. (P6, 

lines:54-57) 

 

In addition, the participants also stated that the physicians’ certain behaviors caused them to 

feel bad and humiliated.  
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“You sit down there,” she said to me. She opened the windows and the door, 

moved away from the desk, and took a piece of paper. It was only 15 minutes 

since I got the diagnosis. “How old are you? Are you homosexual?” she asked me 

directly. Then, she asked if I drank alcohol, smoke, had nightlife, had had a lot of 

partners for the past six months… Well, at first, I had a humming noise in my 

head, but then it faded and it turned to curiosity, I wondered what this woman’s 

intention was. (…) I remember her reopening the window when it closed a couple 

of times. (…) Then, I left the room and tore the test results into pieces. (P9; 

lines:103-111) 

 

Most of the participants asserted that physicians and other healthcare professionals working at 

infectious diseases clinic treated them sympathetically, provided professional guidance to 

them on their future life, and referred them to related foundations.  

 

“Look,” he said, “we are here with you whenever you have a medical problem.” 

He handed me a piece of paper in which there was information about the 

foundation. He said “you can contact them, they have a good counselling service. 

You can find any information you need there.” Then I received information from 

them. (P2, lines:206-209) 

 

Both the nurses and doctors were very friendly. “Don’t worry, I hope you’ll get 

better, take good care of your children, look after yourself.” (…) I feel so 

depressed and confused, but I talk to doctors about my worries. (P7, lines:251-

253) 
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Physicians’ Relationship with the Patient: In this context, few of the participants stated that 

instead of making a mutual decision, they follow the doctors’ orders to avoid any problem 

from occurring. One of them, for example, said he could not object to his doctor’s request to 

take his photo just because he was a doctor.  

 

He asked if he could take my photo, and I asked why. “As part of the follow-up; 

to keep record of your initial state, the treatment process, and afterwards,” he said. 

I asked if I was in a bad state at that time and why he put is as now, before and 

after. He told me that he wanted to follow-up his patients visually. (…) He took a 

photo of me, which made me crazy, but I thought I shouldn’t oppose; after all, he 

was a doctor. (P9, lines:63-67) 

 

PLWH’s Relationship with Their Spouses/Partners 

 

Since HIV is a sexually transmitted virus, it arises problems between the patients and their 

spouses/partners, which emerged as one of the main contexts in our study. 

 

Spouse/Partner Notification After HIV Diagnosis: As was stated by the participants, 

various methods were used for spouse/partner notification. Some of these methods were 

favored by them, while some influenced their relationship with their spouses/partners 

negatively. 

 

The participants stated that they were pleased when physicians encouraged and supported 

them to notify their spouses/partners. They also appreciated when they informed their 

spouses/partners together with them.  
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I said [to the doctor] that I wanted to break up with my fiancée since I couldn’t tell 

her I had such a disease. He said “just bring her over, let’s talk, maybe she 

accepts.” I did so, and he talked to her. If he hadn’t talked to her, perhaps we 

would not have been able to get married. Now, my wife is the only one that I lean 

on. (P2, lines: 61-63) 

 

One of the problems expressed by our participants was the inability to do partner notification. 

For example, single participants stated that they did not know exactly when they had been 

infected, and thus could not contact all their ex-partners. Moreover, the ones with multiple 

partners said they did not know the people they had had sexual intercourse with very well, so 

it was difficult to contact them. Besides, in addition to the shock of being diagnosed with 

HIV, there was an “infidelity” aspect in the case of married people. Therefore, they feared a 

possible breakdown in their marriage/relationship, which deterred them from notifying their 

spouses/partners. 

 

Well, I had had sex with another woman. I got this from her. Had I known, would 

I have done it? I didn’t tell my wife. I have two daughters. I didn’t tell her so as 

not to break up my family. After many years, she found out, but she wasn’t 

infected. After all, she divorced me anyway. (P13, lines: 122-125) 

 

On the other hand, the participants stated that their spouses/partners were notified by their 

physicians without their knowledge and this damaged their relationship. Moreover, one of the 

participants told his wife that he had another illness. 
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No, I didn’t know. (…) I mean I wasn’t hiding it, but I should have told her 

myself. [The doctor] told it to my girlfriend. (…) I’d rather have told her myself, 

instead of the doctor, and then we talked what was what anyway. (…) She got 

scared. We had a small crisis, but got over it. (P6, lines:116-127) 

 

I went abroad for business and stayed there for three years. They told me I had 

HIV there. Then, I came back here. (…) To be honest, we told my wife that I had 

hepatitis. We had her and the kids tested for HIV as if they had the risk to have 

hepatitis. Thank God, their test results were negative. And that’s it. But my 

conscience still bothers me. (P12, lines:110-114) 

 

 

PLWH’s Experiences in the Healthcare Setting 

 

The experiences of the participants on this theme were presented in two contexts, which were 

confidentiality and discrimination. 

 

Failure to Protect Confidentiality: It was deduced from the statements of all the participants 

that their confidentiality was not protected in healthcare environments. One problem in this 

regard is the failure of the health system, health databases, and private health insurance 

companies to take the necessary precautions to protect the confidentiality of the personal 

data/information of people receiving service from them. 

 

Before I shared it with my friend, he had already shared it with another friend of 

mine, because he could learn about my health situation by logging in to the 
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hospital system no matter which unit of that hospital he was working at. (…) 

Well, this means if you have any acquaintances working there, they can access to 

these data. (P20, lines:115-118) 

 

I have private health insurance, as well. But I didn’t use it for this illness because 

they immediately notify the institution where I work [about my HIV status]. So, I 

use my GHI for this. (P2, lines:184-186) 

 

 

In addition, participants stated that healthcare professionals did not pay enough attention to 

protect patient confidentiality and that they frequently faced this problem, especially in 

physicians’ clinics and pharmacies.  

 

Naturally, a friend of my father found out [my HIV status] as he was the head of 

internal diseases clinic. And he told it to my father (…) I think it’s a very serious 

violation of human rights, right to privacy. (P18, line:69-71) 

 

There were two other customers waiting next to me. I was sitting on a chair when 

the pharmacist asked the pharmaceutical technician to bring 3 boxes of Stribild by 

shouting out the names of the drugs. Then, speaking loudly again, he said “Your 

medication is ready, Mr. X.” The one sitting beside me stood up, and I understood 

at that moment that he was living with HIV. (P20, lines:274-277) 

 

It’s like this… For example, when you go in the doctor’s room, you see lots of 

files on his desk. Files that are left open and with the patients’ names, CD4s, and 
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test results visible. I see it very often. (…) People add me on Facebook, for 

example, saying that they had seen my file on doctor’s desk. We get treatment 

from the same doctor, and they add me. (P10, lines:154-157) 

 

 

Moreover, the participants thought that some health professionals ask questions such as “how 

did you get the virus?” out of curiosity, and this has nothing to do with a a professional 

attitude. 

 

I went to see a psychologist for the first time. Anyway, I was talking to her, telling 

about it. She asked me how I had got the virus. People are very curious about it. 

What’s it to you! (P17, lines:129-130) 

 

Being Subjected to Discrimination: It can be deduced from the participants’ statements that 

PLWH are subjected to conducts in healthcare environments that can be deemed as 

discriminative/segregative. 

 

The main concerns of the participants in this regard are healthcare professionals’ reluctance to 

operate on them, taking excessive precautions before any medical intervention, scaring the 

patients, and the feeling that healthcare professionals do not see them as people and that the 

pharmacists feel pity for them.  

 

I went there for a dermoid cyst problem. (…) but I said I was HIV positive. He 

said “I don’t operate on HIV positives.” “Why not?” I asked him, “Do I have a 

different chromosome structure?” He said they wouldn’t be able to provide the 
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necessary environment to prevent infections. I couldn’t get it. I felt that he was 

abstaining. But I didn’t swallow it, say something else. (P10, line:251-255) 

 

But when they came into my room that morning for routine controls after my 

diagnosis was explained, none of them looked me in the face. “From now on, I’ll 

never ever touch anyone without gloves,” one of them said and pulled up her 

gloves. At that moment, I thought inspectors from the MoH came to the hospital, 

but then of course I understood she was talking about me. (P18, lines:164-168) 

 

In addition, the majority of the participants expressed the need for necessary regulations so 

that just like other patients, PLWH could receive healthcare services from health institutions 

without being subjected to any segregative acts and that healthcare professionals should be 

more understanding of their condition.  

 

I heard that only this hospital offers dialysis treatment to patients like us, which 

means patients with HIV virus are deprived of this service. In whole Istanbul, 

only this hospital and, as far as I know, another one in Maslak provides dialysis 

treatment to us. Can you imagine? A person living in Tuzla or Kadikoy, for 

example, has to come all the way to this hospital or to the one in Maslak. How 

strange! (P8, lines:93-95) 

 

As I said before, I went to a hospital, a private one, after I came back. There, a 

doctor said “Don’t tell anyone about your illness, don’t go to state hospitals, and 

don’t give blood sample because they would fire you once they found out.” I felt 
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horrified. Where should have I gone? (…), then I didn’t give blood sample no 

matter who requested it. I lived like this for three years. (P7, lines:180-184) 

 

 

Some of the participants also stated that they think healthcare institutions do not want to 

provide service to them and the healthcare professionals working at private healthcare 

institutions are not knowledgeable enough on HIV.  

 

I had an epidermal cyst and in order to have it removed, I went to the surgery 

clinic of the hospital where I get HIV treatment. They told me they were too busy 

and referred me to another hospital. I went there (…) They said providing 

healthcare service to such kind of patients is not welcomed at their hospital. They 

told me “Go the hospital that you get treatment for it and have yourself operated 

there.” (P1, lines:83-86).  

 

PLWH’s Struggle with the Disease 

 

The participants used a variety of coping strategies for the problems they faced in their 

diagnosis and treatment processes. 

 

Patients’ Protecting Themselves against Adverse Consequences of the Disease: It was 

derived from the participants’ accounts that they tend to hide their HIV status in the 

healthcare setting and their social sphere so as not to encounter any negative reaction. 
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Of course, when I go to a dentist, I don’t tell him “For your information, I have 

this.” So, I don’t experience such things. I don’t tell that I underwent this when I 

go to an ear nose and throat clinic for a cold or flu etc. I don’t have to! I just 

explain the complaint for which I go there, and they do what they need to do. 

(P14, lines:146-149) 

 

Some of the participants stated that they attempted to find a new healthcare professional when 

they faced a problem, strived to stand up for their rights and received help from the 

foundations providing support to PLWH.  

 

(…) only after some struggle, after going to the chief physician and telling him 

that I had been rejected, and with his intervention, was I able to have the surgery 

performed. (P1, lines:87-88) 

 

One evening, I had a problem with my medication. There was no one at the 

hospital that we could reach at that moment. It was a state hospital; whom could I 

call? I wasn’t getting treatment from a private hospital, so I didn’t have any 

contacts there, either. What do we do in such cases? We call the foundation. (P2, 

lines:163-165) 

 

Discussion 

 

In the present study, PLWH’s perceptions of the healthcare services they receive was 

analyzed based on their lived experiences. In light of our findings, the discussion was 

centered upon the following themes: autonomy and getting informed consent, the impact of 
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HIV on personal and social life, the right to privacy and private life, responsibility for third 

parties, spouse/partner notification, and discrimination and stigmatization in the healthcare 

setting. The context of this argument is societal determinants including the healthcare 

environment and the general perception regarding the PHWH in Turkey. 

 

The majority of our participants found out that they had HIV when they went to the hospital 

for other health problems or to get medical reports required before marriage. In Turkey, HIV 

tests are administered in healthcare institutions and at volunteer testing and counseling centers 

(10, 20). Nevertheless, the lack of general awareness and knowledge on its modes of 

transmission and preventative measures, and discriminating and stigmatizing attitudes and 

behaviors towards PLWH both in Turkey and other countries can be seen as the barriers to 

direct HIV testing and  diagnosis disclosure (21, 22). 

  

In this context, the process of notifying the test results to patients is particularly highlighted. 

Being diagnosed with HIV might have a shocking effect on individuals and lead to anger, 

sorrow, and fear in them even if they have already been suspecting it (23). Similarly, in our 

study it is inferred from the participants’ statements that they experienced a sudden emotional 

trauma upon getting the bad news and thus could not make a rational evaluation of what 

physicians were telling them. They also said they did not get a satisfactory explanation or 

clear answers to their questions when they were asked to give blood samples for a verification 

test, which might have caused them to feel uncertain about their health condition and added to 

their fears and concerns. Some participants stated that they were notified of the diagnosis in 

the presence of their families or on the phone. However, any test result must be kept 

confidential between the patient and the physician, and delivered privately to the patient by 
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the responsible physician, especially in cases where patients are likely to be subjected to 

discrimination, like in the case of PLWH (24). 

 

Our findings suggest that the participants experienced a shock at this stage since the test was 

performed without their knowledge and the results were delivered to them without any 

accompanying counseling service. For example, according to the results of a survey study 

carried out by Gokengin et al. on PLWH in the cities of Istanbul, Ankara, and Antalya, it was 

demonstrated that 52% of the participants were tested for HIV without their prior knowledge 

and consent. Moreover, it was found in the same study that 77% of the participants were not 

offered any counseling service in the testing process, while 21% of them received it after 

diagnosis and 2% of them were offered such a service both before and after diagnosis (21). 

Besides, the report issued by the Positive Living Association (PLA) regarding the violation of 

rights revealed that PLWH’s rights in terms of informed consent and autonomy, 

confidentiality of private life and medical records, the right to health, and prohibition of 

discrimination have been violated, which, as was also stated in the report, stemmed from the 

preconceptions associated with HIV (25). Furthermore, the shortcomings in the healthcare 

system in Turkey, such as the restricted time allocated to patients, heavy workload of 

physicians, lack of professional experience in breaking the bad news to the patient, and lack 

of competence in communication and interpersonal skills might cause certain problems in 

informing and notifying the patient (19, 26). 

 

The guidelines specified by the World Health Organization (WHO) and the Joint United 

Nations Programme on HIV/AIDS (UNAIDS) urge that HIV related services must adhere to 

5Cs: consent, confidentiality, counseling, correct test results, and connection. In this respect, 

the confidentiality of the patients must be protected and they must be adequately informed 
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and notified of the process for HIV testing and counseling, their right to refuse testing and/or 

treatment, and that self-testing is medically not safe. Then, their consent must be obtained for 

medical procedures (27). Nevertheless, to make HIV testing more widespread, self-testing kits 

that can be bought online or from pharmacies are used and there are centers that offer 

counseling service and HIV testing in many countries (28). In Turkey, self-test kits are sold 

online, though they have not been approved by the MoH. Besides, due to the lack of 

knowledge in the society as to the diagnosis, treatment, and modes of transmission of 

HIV/AIDS (29) as well as a shortage of HIV testing and counseling centers, patients are likely 

to be left without support against the problems they will face upon being diagnosed with HIV 

such as being subjected to societal discrimination and coping with the feelings of intensive 

anxiety and fear of being excluded (30, 31). Some of our participants stated that their doctors 

referred them to the related foundations where they can receive counseling for such problems. 

However, these volunteer foundations cannot reach all the people in need of such services. 

Therefore, such services should be offered as part of public services at hospitals and other 

healthcare institutions so that they could be sufficient in number and service quality, and 

easily accessible for PLWH. 

 

The participants highlighted the significant effect of the physicians’ attitudes on their lives 

and treatment process. Their statements suggest that most of them had a good relationship 

with their physicians. Some participants, on the other hand, stated that their doctors did not 

inform them properly about their diagnosis and treatment processes; moreover, exhibited 

avoidant behaviors such as moving away from the patient during face-to-face encounters. 

Similar to these findings, the studies conducted in other countries also demonstrated that the 

quality of the physician-patient relationship is a significant factor influencing a patient’s 

desire to pursue treatment (32, 33). For example, a study carried out in Baltimore revealed 
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that strong communication between the physician and the patient plays an important role for 

engagement in treatment (34). An essential component of a healthy physician-patient 

relationship is the physician’s ability to provide appropriate professional guidance to their 

patients. Therefore, it’s imperative that the undergraduate and graduate medical education in 

Turkey cover subjects such as professional approach to vulnerable groups and communication 

skills to ensure that the physicians face their preconceptions on PLWH, improve their 

professional attitudes, and act for the good of the patient.  

 

Living with HIV might pose a significant risk factor for a person’s private life and 

psychological health (35). For instance, the conception that HIV is a disease of homosexuals 

and sex-workers have caused most of our participants to blame themselves and develop a fear 

of rejection and stigmatization, and thus to be reluctant to acknowledge their diagnosis. They 

stated that they had to make certain changes in their lifestyles, the most prevalent of which 

was ceasing all sexual activity. They also avoided close physical contact with people around 

them and separated their personal belongings from the ones living with them for fear of 

communicating the disease to them. Some participants did not share their HIV test results 

with the family or friends so as not to upset them and/or to prevent any possible 

discriminatory act. Struggling with this on their own might cause serious pressure on the 

patients. According to the findings of a mixed method study carried out on PLWH in Turkey 

in 2002, the biggest challenges PLWH face were being subjected to discrimination, sharing 

their HIV status with others, sexuality, and financial issues. For such problems they mostly 

used palliative coping strategies and developed anger (36). In another study conducted in 

Izmir, Turkey in 2018, in-depth interviews were performed with 27 PLWH, and the obtained 

results showed that the patients tended to keep their HIV status to themselves due to  the 
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existing discriminative and stigmatizing incidents in the society (37). Our findings were found 

to be in line with the results of these two aforementioned studies.  

 

The majority of the participants stated that healthcare professionals notified their employers, 

families, and friends of their HIV status without their prior knowledge and consent. Similar 

results reported in a survey conducted by Gokengin et al. in 2017. While 43.9% of the 

participants said they were sure that their HIV status was disclosed to third persons and 

institutions by healthcare providers without their consent, 30.6% of them had suspicions about 

it (21). The problem of not respecting the confidentiality of personal data is prevalently 

witnessed in other counties as well, especially in the case of PLWH (38, 39, 40, 41).  In a 

study conducted in African counties, for example, the participants asserted that healthcare 

professionals shared their HIV test results with their families (42). Considering that 

physicians in Turkey have difficulty breaking the bad news to patients and thus prefer to 

notify their families (43) and that there is no regulatory framework on this issue, further large-

scale studies both on the experiences of PLWH and healthcare professionals need to be 

conducted in Turkey to reach an absolute conclusion.  

 

In addition, some participants stated that their health insurance companies shared their HIV 

test results with their employers. Some of them said they did not use their private health 

insurance for HIV treatment fearing that they might be fired them once these companies 

disclose their HIV status to their employers. Although it is not a legal obligation, most 

employers in Turkey require HIV testing from their applicants as a pre-requisite for 

recruitment (44), and in that case, the workplace physician or the health insurance company 

have the authority to notify the employer with the applicant’s consent. Such a procedure aims 

to allow the employer to take the necessary precautions in the workplace (45). However, the 
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basic problem this causes to an employee living with HIV is the risk of being fired after their 

HIV status is disclosed. In a previous study where the problems PLWH face in the workplace 

was investigated, it was found that PLWH lose their jobs and are unable to find other jobs due 

to their HIV status (44). Most counties have various legislative regulations to prevent the 

discrimination PLWH experience in their workplaces (46, 47). Although there are no such 

regulations in Turkey, PLWH have the right to work just like other citizens (48). According to 

the code of practice specified by the International Labor Organization (ILO) on HIV/AIDS 

and the world of work, HIV-related personal information can not be required of job 

applicants, HIV infection can not be considered a cause for termination of employment, there 

should be no discrimination against PLWH in the workplace, and employees with HIV should 

be able to work as long as they are medically fit (49). 

 

Outside of the healthcare institutions, the use of personal health data by employers, payment 

providers, and health insurance companies is acceptable as long as they serve a useful purpose 

such as meeting the needs of the patients, improving the healthcare system and protecting 

public health. However, for sensitive groups, it brings about problems in terms of protection 

of confidentiality and arouses questions as to with whom and to what degree such data be 

shared (50). As of 2003, with the implementation of the Health Transformation Programme, 

the private sector has played a bigger role in the delivery of health care services (19), and 

personal health data has been collected by the MoH, Social Security Institution, and private 

health insurance companies. As a result of this, the rate of the healthcare services provided by 

private companies has increased, which poses the risk of usage of health data for commercial 

purposes. This makes personal health data accessible to third persons and paves the way for 

their disclosure at the national and international levels (51). Similar examples have been 

reported in the literature (52, 53). In a study carried out on people with chronic diseases in 
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South Ontario, for example, the participant PLWH group was found to be more concerned 

about privacy due to the fear of HIV-related stigma (54). It can be deduced from these 

findings and examples that the failure to protect confidentiality causes problems to PLWH in 

their access to healthcare services as well as in the workplace. To eliminate discrimination 

and related problems, legislative regulations can be introduced and campaigns aiming to raise 

awareness on the issue might be organized.  

 

On the other hand, PLWH’s wish not to disclose their personal data and thus keeping their 

spouses/partners or persons they have sexual interaction with uninformed about the risk that 

they pose on them causes an ethical dilemma (55). This is also important for the physician 

who understands the potential harm that it would cause to the patient and their partner 

spouse/partner (56, 57). Although partner notification (PN) can be a life-saver for people 

facing the risk of being infected with HIV, it constitutes certain obstacles for the physicians 

and their patients that hinder its practice. For example, the lack of any legal framework on this 

issue might compel physicians to make personal decisions by acting at their own discretion 

(48). In a state hospital in Turkey, PLWH are given an informed consent form for PN. First, 

they are verbally informed that they need to notify their partners. If the PLWH do not inform 

the physician that their partners have taken an HIV test, they are given a written warning 

reminding them of the need to notify their partners and stating that they can provide them 

psychiatric support in this process and their partners will get a medical notification unless 

they respond to the form (58). Likewise, as was stated by the participants in our study, PN is 

performed in various ways. Some participants stated that they had been encouraged by their 

doctors to notify their spouses/partners, others said they had done partner notification either 

by themselves or together with their doctors. Single patients or patients with multiple partners 

said they had difficulty doing the PN, and some of them said their doctor had notified their 
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spouses/partners directly without their consent. In a study conducted in Africa, it was reported 

that PN is performed via in-person meetings, home visits, phone calls, e-mail, text messages 

and love letters (59). The legal regulations applied to this issue vary across regions in Europe. 

Some countries have legal obligations that enforce PN, while others have regulations making 

it an optional procedure, and some do not have such regulations on this issue (60). In some 

countries, under certain circumstances HIV transmission is considered a criminal offense. In 

the United States of America for example, due to the conducts that cause intentional 

transmission of HIV infection or another sexually-transmitted disease, a person can be 

charged with attempted murder, though there is no such law specific to HIV (61). In Turkey, 

people are prosecuted under general legal provisions in such cases (62). However, rather than 

trying to prevent HIV transmission by prosecuting PLWH for transmission of the virus, 

governments should prioritize developing programs that are proved to be effective in reducing 

HIV transmission and allocating resources for this matter. In this way, not only the dilemmas 

that PLWH face would be solved but also the HIV-negatives’ health would be protected.  

 

International guidelines recommend that healthcare professionals should give PLWH 

preliminary information about PN and make relevant suggestions. If the person refuses to 

notify their spouse/partner despite all efforts, within their knowledge, the person’s 

spouse/partner(s) must be anonymously notified of their potential exposure to HIV infection 

(63). It was reported that people who are aware that they’ve had HIV tend to use various 

methods of protection in their sexual life and notify their partners of their HIV status to 

prevent transmission of the virus to others (64, 65). In Turkey, further studies should be 

conducted on larger sample groups to fully comprehend the current situation. This might 

contribute to the development of practical undertakings that would help people alleviate their 

concerns and learn what to do.  
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The participants stated that they faced rejection or met with excessive precautions when they 

went to a hospital for another health problem. They deemed such behaviors as a form of 

discrimination. Likewise, it was reported in a study conducted in South China that almost half 

of the PLWH participating in the study were subjected to discrimination in healthcare 

environments and thus refused to benefit from healthcare services (66). In a study carried out 

in Kazakhstan, it was found that PLWH experience denial of services by healthcare 

professionals and tend to avoid healthcare professionals due to such perceived negative 

attitudes (67). Another study conducted in the Netherlands revealed that PLWH have negative 

experiences in their interactions with healthcare professionals such as being exposed to 

irrelevant questions, impolite behavior, blaming, excessive or irrelevant precautions, care 

refusal, unnecessary referrals, delayed treatment, and violation of confidentiality (68). There 

are also studies in Turkey which demonstrated the stigma and discrimination in the healthcare 

setting both on institutional and individual levels against PLWH (15, 21, 69). The report 

issued by the PLA regarding the violation of rights revealed that PLWH are subjected to 

discrimination mostly in healthcare environments, the necessary medical care is not given to 

them, and their right to health is impeded (25). In a study, where healthcare professionals’ 

attitudes were examined, it was found that preconceptions and the lack of knowledge on the 

modes of transmission and prevention was high among all participants, and 50% of the 

participants stated that they did not want to follow-up PLWH (70). 

 

In the light of these findings and considering the increasing number of HIV cases in Turkey, it 

can be said that it is crucial to develop curricula for medical and other health faculties so that 

they cover the content of professional approach towards PLWH to prevent discrimination in 

healthcare environments against them. Especially HIV-related stigma and discrimination in 
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the healthcare setting cause challenges to PLWH in their access to healthcare services and 

thus pose risks to their health status. To prevent possible miscellaneous harms from occurring, 

the current regulations on patient rights must be put into effect. As was deduced from our 

findings, people benefiting from counseling services tend to take action to pursue their rights 

when faced with a problem. As a response to their pursuit, campaigns on raising PLWH’s and 

their families’ awareness must be held and centers that would provide country-wide 

professional counseling services should be established. 

 

Conclusions and suggestions 

 

In light of the findings obtained in this study, the perceptions of PLWH regarding their lived 

experiences during and after HIV diagnosis were investigated. Our results demonstrated the 

participants’ thoughts on issues such as not getting informed consent of PLWH before HIV 

testing, breaches on the protection of confidentiality and privacy, problems in spouse/partner 

notification, and PLWH’s being subjected to discrimination and stigma from healthcare 

professionals and institutions. Moreover, the magnitude of such problems and their prevalence 

in Turkey remain tentative. The poignancy of the obtained results emphasizes the need for 

further studies representing the whole universe to be carried out on a larger scale.  

 

Within the scope of our findings, we suggest developing and implementing informative and/or 

educational campaigns to raise public awareness and to increase people’s knowledge of the 

issue. Besides, to encourage individuals to take volunteer testing, pre- and post-testing 

counseling services designed in line with the international guidelines should be easily 

accessible for individuals and the number and quality of such services in hospitals and other 

healthcare institutions should be increased.  It is essential that precautions are to be taken to 
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protect PLWH’s personal health data against their improper accessibility by the third parties. 

The development and enforcement of a legal regulatory framework for PN would ease the 

burden of responsibility that both physicians and patients experience. In the fight against 

discriminatory and stigmatizing attitudes in healthcare environments – a problem frequently 

expressed by our participants – all healthcare professionals should be given professional 

training, and in case of any negligence, the necessary efforts to make up for such acts should 

be made per the legal regulations and procedures. Making widespread the institutions 

providing clinical ethics support for the ethical conflicts that healthcare professionals and 

patients’ families experience regarding this issue might contribute to the protection of the 

professional values of physicians and ensure the patient’s beneficence.  

 

List of abbreviations 

AIDS: Acquired Immune Deficiency Syndrome 

GHI: General Health Insurance 

HIV: Human Immunodeficiency Virus 

ILO: International Labor Organization 

MOH: Ministry of Health 

MSM: Men who have sex with men 

PHI: Private Health Insurance 

PLA: Positive Living Association 

PLWH: People living with HIV 

PN: Partner notification 

UNAIDS: Joint United Nations Programme on HIV/AIDS 

WHO: World Health Organization 

 

 



  48 
 

Declarations 

Acknowledgment 

The authors would like to thank Dr. Muhtar Cokar, Dr. Figen Demir, Dr. Fatih Artvinli for 

their valuable critical reading and academic support to this study. They are so thankful to the 

healthcare professionals and specialists from Clinical Microbiological Society and Pozitif-iz 

Association from Turkey for their professional contributions while conducting this research. 

Last but not the least, they acknowledge the voluntary participants who made this study 

accomplished. 

 

Funding 

This study was conducted as part of Gamze Senyurek’s master thesis, supported and funded 

by Acibadem Mehmet Ali Aydinlar University Research Fund (ABAPKO).  

 

Ethics Statement 

Approval for the present work was obtained from Acibadem Mehmet Ali Aydinlar University, 

Ethical Committee for Scientific Research and Evaluation with the decision dated 03.08.2017 

and numbered 2017-13/35.  

 

Conflict of Interest 

The authors declare that they have no conflict of interest. 

 

Authors' contributions 

Gamze Senyurek devised the study, the main conceptual ideas and proof outline, conducted 

the interviews. 



  49 
 

Mustafa Volkan Kavas contributed to the analysis, reporting and interpretation of the results 

and to the writing of the manuscript. 

Yesim Isil Ulman contributed to the idea, planning and drafting of the study, and was in 

charge of overall supervision process. 

 

References 

1. Gallo RC. Reflection on HIV/AIDS research after 25 years. Retrovirology. 

2006;3:72. 

2. Bryan CS. HIV/AIDS and bioethics: historical perspective, personal retrospective. 

Health Care Anal. 2002; doi:10.1023/a:1015634125917. 

3. Hood JE, Friedman AL. Unveiling the hidden epidemic: a review of stigma 

associated with sexually transmissible infections. Sexual Health. 

2011; doi:10.1071/sh10070. 

4. Bravo P, Edwards A, Rollnick S, Elwyn G. Tough decisions faced by people living 

with HIV: a literature review of psychosocial problems. AIDS Reviews. 

2010;12(2):76-88. 

5. Serbourne CD, Hays RD, Fleishman JA, et al. Impact of psychiatric conditions on 

health-related quality of life in persons with HIV infection. Am J Psychiatry. 2000; 

doi:10.1176/appi.ajp.157.2.248. 

6. Whetten K, Reif S, Whetten R, Murphy-McMillan LK. Trauma, mental health, 

distrust, and stigma among HIV-positive persons: implications for effective care. 

Psychosom Med. 2008; doi:10.1097/psy.0b013e31817749dc. 

7. The Joint United Nations Programme on HIV/AIDS.  Undetectable=Untransmitable 

public health and HIV viral load suppression.  



  50 
 

https://www.unaids.org/sites/default/files/media_asset/undetectable-

untransmittable_en.pdf Accessed April 2, 2020.  

8. The Joint United Nations Programme on HIV/AIDS.  Background note zero 

discrimination health care settings. 

https://www.unaids.org/sites/default/files/media_asset/20171129_UNAIDS_PCB41_

Zero_discrimination-health-care-settings_17.27_EN.pdf Accessed 2 April 2020. 

9. Gokengin D, Oprea C, Begovac J, et al. HIV care in Central and Eastern Europe: 

How close are we to the target? Int J Infect Dis. 

2018; doi:10.1016/j.ijid.2018.03.007. 

10. Sağlık Bakanlığı. [Ministry of Health] Türkiye HIV/AIDS kontrol programı 2019-

2024. [Turkey HIV/AIDS control programme] 2019-2024. 

https://hsgm.saglik.gov.tr/tr/bulasicihastaliklar-haberler/hiv-aids-ile-mucadelede-

2019-2024-yol-haritasi-olusturuldu.html Accessed 2 April 2020. Turkish. 

11. Arrey E, Bilsen J, Lacor P, Deschepper R. Perceptions of stigma and discrimination 

in health care settings towards Sub-Saharan African migrant women living with 

HIV/AIDS in Belgium: a qualitative study. J Biosoc Sci. 2016; 

doi:10.1017/s0021932016000468. 

12. Saki M, Mohammad Khan Kermanshahi S, and Mohammadi E, Mohraz M. 

Perception of patients with HIV/AIDS from stigma and discrimination. Iran Red 

Crescent Med J. 2015; doi:10.5812/ircmj.23638v2. 

13. Mo PKH, Ng CTY. Stigmatization among people living with HIV in Hong Kong: 

A qualitative study. Health Expect. 2017; doi:10.1111/hex.12535. 

14. Sevencan, F, Aslan D, Akın A, Akın L. Cinsel yolla bulaşan enfeksiyonlar 

yönünden riskli davranış gösteren kişilerin damgalanma konusundaki görüşleri ve 

sağlık hizmeti kullanımlarına ilişkin değerlendirmeler. [The determination of 

https://www.unaids.org/sites/default/files/media_asset/undetectable-untransmittable_en.pdf
https://www.unaids.org/sites/default/files/media_asset/undetectable-untransmittable_en.pdf
https://www.unaids.org/sites/default/files/media_asset/20171129_UNAIDS_PCB41_Zero_discrimination-health-care-settings_17.27_EN.pdf
https://www.unaids.org/sites/default/files/media_asset/20171129_UNAIDS_PCB41_Zero_discrimination-health-care-settings_17.27_EN.pdf
https://hsgm.saglik.gov.tr/tr/bulasicihastaliklar-haberler/hiv-aids-ile-mucadelede-2019-2024-yol-haritasi-olusturuldu.html
https://hsgm.saglik.gov.tr/tr/bulasicihastaliklar-haberler/hiv-aids-ile-mucadelede-2019-2024-yol-haritasi-olusturuldu.html


  51 
 

individuals’ thoughts about stigma and approaches to the use of health services by 

those with risky behavior in terms of sexually transmitted infections] Ege Journal of 

Medicine. 2012;51(1):43-50. Turkish. 

15. Atac M, Buzlu S. Hemşirelerde HIV/AIDS Tanılı Hastalara Yönelik Damgalama. 

[Nurse practitioners’ stigma around patients diagnosed with HIV/AIDS] FNJN. 

2016;24(3):155-164. Turkish. 

16. İnsan Kaynağını Geliştirme Vakfı. [Human Resource Development Foundation] 

http://www.ikgv.org/index1_en.html Accessed April 2, 2020. 

17. Pozitif-iz Derneği. [Pozitif-iz Association] https://www.pozitifiz.org/en Accessed 2 

April 2020. 

18. Kavas MV. How to increase the quality of a suffering experience: lessons derived 

from the diary narratives of a dying adolescent girl. OMEGA - Journal of Death 

and Dying. 2017; doi:10.1177/0030222817694667. 

19. Yilmaz V. Changing origins of inequalities in access to health care services in 

Turkey: from occupational status to income. NPT. 

2013; doi:10.1017/s0896634600001886. 

20. Pozitif-iz Derneği. [Pozitif-iz Association] Nerede anonim ve ücretsiz HIV testi 

yaptırabilirsiniz?. [Where can you get anonymous and free HIV testing?] 

https://pozitifizzz.wixsite.com/pozitif/single-post/2018/12/11/anonim-hiv-testi  

Accessed 2 April 2020. Turkish. 

21. Gökengin D, Çalık Ş, Öktem P. Türkiye’de HIV’le ilgili damgalama ve 

ayrımcılığın analizi: HIV’le yaşayan kişiler için damgalanma göstergesi sonuçları. 

[Analysis of HIV/AIDS-related stigma and discrimination in Turkey: Result of the 

people living with HIV stigma index] KLIMIK Journal. 2017;30(1): 15:21. 

Turkish. 

http://www.ikgv.org/index1_en.html
https://www.pozitifiz.org/en
https://pozitifizzz.wixsite.com/pozitif/single-post/2018/12/11/anonim-hiv-testi


  52 
 

22. Schwarcz S, Richards TA, Frank H, et al. Identifying barriers to HIV testing: 

personal and contextual factors associated with late HIV testing. AIDS Care. 

2011; doi:10.1080/09540121.2010.534436. 

23. Hult JR, Maurer SA, Moskowitz JT. "I’m sorry, you’re positive": a qualitative 

study of individual experiences of testing positive for HIV. AIDS Care. 2009; 

doi:https://doi.org/10.1080/09540120802017602. 

24. Bell SA, Delpech V, Casabona J, Tsereteli N, de Wit J. Delivery of HIV test 

results, post-test discussion and referral in health care settings: a review of guidance 

for European countries. HIV Medicine. 2015; doi:10.1111/hiv.12278. 

25. Pozitif Yaşam Derneği. [Positive Living Association] Türkiye’de HIV ile yaşayan 

kişilerin yaşadıkları hak ihlalleri raporu (2008-2009). [Reports of human rights 

violations experienced by people living with HIV in Turkey (2008-2009)] 

http://www.pozitifyasam.org/Content/Upload/Raporlar/Hak%20%C4%B0hlalleri%

20Raporu%203.pdf. Accessed 2 April 2020.   Turkish. 

26. Turla A, Karaarslan B, Kocakaya M, Pekşen Y. Hastalara yeterince aydınlatma 

yapılıp- yapılmadığı ve onam alınması durumunun saptanması.  [The determination 

of the status of sufficient information given] Turkiye Klinikleri J Foren Med. 

2005;2(2):33-8. Turkish. 

27. World Health Organization. Consolidated guidelines on HIV testing services 5Cs: 

consent, confidentiality, counselling, correct results and connection.  

https://apps.who.int/iris/bitstream/handle/10665/179870/9789241508926_eng.pdf;j

sessionid=FD7B5DC8C5F14F7B55CF89A03BF6BFC4?sequence=1 Accessed 2 

April 2020. 

28. World Health Organization, The Joint United Nations Programme on HIV AIDS. 

Statement on HIV testing services: new opportunities and ongoing challenges. 

https://doi.org/10.1080/09540120802017602
http://www.pozitifyasam.org/Content/Upload/Raporlar/Hak%20%C4%B0hlalleri%20Raporu%203.pdf
http://www.pozitifyasam.org/Content/Upload/Raporlar/Hak%20%C4%B0hlalleri%20Raporu%203.pdf
https://apps.who.int/iris/bitstream/handle/10665/179870/9789241508926_eng.pdf;jsessionid=FD7B5DC8C5F14F7B55CF89A03BF6BFC4?sequence=1
https://apps.who.int/iris/bitstream/handle/10665/179870/9789241508926_eng.pdf;jsessionid=FD7B5DC8C5F14F7B55CF89A03BF6BFC4?sequence=1


  53 
 

https://www.unaids.org/sites/default/files/media_asset/2017_WHO-

UNAIDS_statement_HIV-testing-services_en.pdf Accessed 2 April 2020 

29. Malhan S, Ünal S. HIV /AIDS farkındalık raporu (2017). [HIV/AIDS awareness 

report (2017)] 

http://sagliktagenc.org/zile/uploads/2018/01/HIV_AIDS_Farkindalik_Raporu.pdf 

Accessed 2 April 2020. Turkish. 

30. Ay P, Karabey S.  Is there a “hidden HIV/AIDS epidemic” in Turkey? Marmara 

Medical Journal. 2006;19(2);90-97. 

31. Kose S, Mandiracioglu A, Mermut G, Kaptan F, Ozbel Y. The social and health 

problems of people living with HIV/AIDS in Izmir, Turkey. Eurasian J Med. 2012; 

doi:10.5152/eajm.2012.07. 

32. Garcia R, Lima MG, Gorender M, Badaro R. The importance of the doctor-patient 

relationship in adherence to HIV/AIDS treatment: a case report. Braz J Infect Dis. 

2005;9(3):251-6. 

33. Schneider J, Kaplan SH, Greenfield S, Li W, Wilson IB. Better physician-patient 

relationships are associated with higher reported adherence to antiretroviral therapy 

in patients with HIV infection. J Gen Inter Med. 2004; doi:10.1111/j.1525-

1497.2004.30418.x. 

34. Lam Y, Westergaard R, Kirk G, et al. Provider-level and other health systems 

factors ınfluencing engagement in HIV care: a qualitative study of a vulnerable 

population. PLOS ONE. 2016; doi:10.1371/journal.pone.0158759. 

35. Schiltz M, Sandfort TG. HIV-positive people, risk and sexual behaviour. Social 

Science & Medicine. 2000; doi:10.1016/s0277-9536(99)00466-9. 

https://www.unaids.org/sites/default/files/media_asset/2017_WHO-UNAIDS_statement_HIV-testing-services_en.pdf
https://www.unaids.org/sites/default/files/media_asset/2017_WHO-UNAIDS_statement_HIV-testing-services_en.pdf
http://sagliktagenc.org/zile/uploads/2018/01/HIV_AIDS_Farkindalik_Raporu.pdf


  54 
 

36. Yılmaz FA. HIV pozitif ve AIDS hastalarının yaşadıkları güçlüklerle baş etmesi. 

[The difficulties encountered by and ways of coping of HIV positive and AIDS 

patients.  PhD dissertation, Hacettepe University; 2013. Turkish. 

37. Başçı E. HIV ile yaşayanların toplumda görünür olma durumları: neden ve 

sonuçlarıyla nitel bir model. [The visibility of people living with HIV: a qualitative 

model with reasons and consequences] Sosyoloji Notları. 2019;3(1):61-89. Turkish. 

38. Hai KN, Lawpoolsri S, Jittamala P, Huong PTT, Kaewkungwal J. Practices in 

security and confidentiality of HIV/AIDS patients’ information: A national survey 

among staff at HIV outpatient clinics in Vietnam. PLOS ONE. 2017; 

doi:10.1371/journal.pone.0188160. 

39. Dapaah JM, Senah KA. HIV/AIDS clients, privacy and confidentiality; the case of 

two health centres in the Ashanti Region of Ghana. BMC Medical Ethics.  2016; 

doi:10.1186/s12910-016-0123-3. 

40. Bussone A, Stumpf S, Bird J. Disclose-it-yourself: security and privacy for people 

living with HIV. CHI 2016 DIY Health Workshop.  

https://hcihealthcarefieldwork.files.wordpress.com/2015/11/diyhealth2016_paper_9

.pdf Accessed 2 April 2020. 

41. Huang H, Ding Y, Wang H, Khoshnood K, Yang M. The ethical sensitivity of 

health care professionals who care for patients living with HIV infection in Hunan, 

China: a qualitative study. J Assoc of Nurse AIDS C. 2017; 

doi:10.1016/j.jana.2017.09.001. 

42. Kohi TW, Makoae L, Chirwa M, et al. HIV and AIDS Stigma Violates Human 

Rights in Five African Countries. Nurs Ethics 

2006; doi:10.1191/0969733006ne865oa. 

https://hcihealthcarefieldwork.files.wordpress.com/2015/11/diyhealth2016_paper_9.pdf
https://hcihealthcarefieldwork.files.wordpress.com/2015/11/diyhealth2016_paper_9.pdf


  55 
 

43. Güner P. Kötü Haber Verme. [Breaking Bad News] Journal of Education and 

Research in Nursing. 2006; 3(2):6-9. Turkish. 

44. Öktem P. Türkiye’de HIV/AIDS ile yaşayanların çalışma hakkı ihlalleri: yasal 

çerçeve ve alandan örnekler. [Violations of the right to work for people living with 

HIV/AIDS from Turkey: examples from the legal framework and field] Paper 

presented at: VI.  Social Human Rights National Symposium Meeting; November 

13-14, 2014; Eskisehir, Turkey.  Turkish. 

45. Akbaş ÖO. HIV/AIDS’le yaşayan bireylerin iş yaşamında karşılaştıkları 

ayrımcılıklar. [Discrimination faced by individuals living with HIV / AIDS in work 

life] Master dissertation. Istanbul Medipol University; 2018. Turkish. 

46. Chatora B, Chibanda H, Kampata L, Wilbroad M. HIV/AIDS workplace policy 

addressing epidemic drivers through workplace programs. BMC Public Health. 

2018; doi:10.1186/s12889-018-5072-y. 

47. The Joint United Nations Programme on HIV AIDS. Workplace HIV/AIDS 

programs.   http://data.unaids.org/pub/basedocument/2004/workplacefhi_en.pdf 

Accessed September 9, 2019. 

48. Çokar M, Anıl S, Sert G, Sözen S, Yılmaz Kayar H, Yüksel M.   AIDS, insan 

hakları ve yasalar, Türkiye’de AIDS konusundaki yasal düzenlemeler ve öneriler. 

[AIDS, human rights and the laws, regulations and recommendations on AIDS in 

Turkey] https://pozitifyasam.org/wp-

content/uploads/Kitaplar/AIDS,%20%C4%B0nsan%20Haklar%C4%B1%20ve%20

Yasalar.pdf Accessed 2 April 2020. Turkish.  

49. International Labour Office. An ILO code of practice on HIV/AIDS and the world 

of work-2001. https://www.ilo.org/wcmsp5/groups/public/---ed_protect/---protrav/-

--ilo_aids/documents/publication/wcms_113783.pdf Accessed 2 April 2020. 

http://data.unaids.org/pub/basedocument/2004/workplacefhi_en.pdf
https://pozitifyasam.org/wp-content/uploads/Kitaplar/AIDS,%20%C4%B0nsan%20Haklar%C4%B1%20ve%20Yasalar.pdf
https://pozitifyasam.org/wp-content/uploads/Kitaplar/AIDS,%20%C4%B0nsan%20Haklar%C4%B1%20ve%20Yasalar.pdf
https://pozitifyasam.org/wp-content/uploads/Kitaplar/AIDS,%20%C4%B0nsan%20Haklar%C4%B1%20ve%20Yasalar.pdf
https://www.ilo.org/wcmsp5/groups/public/---ed_protect/---protrav/---ilo_aids/documents/publication/wcms_113783.pdf
https://www.ilo.org/wcmsp5/groups/public/---ed_protect/---protrav/---ilo_aids/documents/publication/wcms_113783.pdf


  56 
 

50. Safran C, Bloomrosen M, Hammond WE, et al. Toward a national framework for 

the secondary use of health data: an American medical informatics association 

white paper.  J Am Med Inform Assoc. 2007;14:1–9. doi: 10.1197/jamia.M2273. 

51. İzgi MC.  Mahremiyet kavramı bağlamında kişisel sağlık verileri. [The concept of 

privacy in the context of personal health data] TJOB. 2014;1(1): 32. Turkish. 

52. Beck EJ, Gill W, De Lay PR. Protecting the confidentiality and security of personal 

health information in low- and middle-income countries in the era of SDGs and Big 

Data, Glob Health Action. 2016; doi:10.3402/gha.v9.32089. 

53. Luque AE, van Keken A, Winters P, Keefer MC, Sanders M, Fiscella K. Barriers 

and facilitators of online patient portals to personal health records among persons 

living with HIV: formative research. JMIR Res Protoc. 2013; 

doi:10.2196/resprot.2302. 

54. Willison DJ, Steeves V, Charles C, et al. Consent for use of personal information 

for health research: Do people with potentially stigmatizing health conditions and 

the general public differ in their opinions? BMC Medical Ethics 2009; 

doi:10.1186/1472-6939-10-10. 

55. Dixon-Mueller R, Germain A, Fredrick B, Bourne K. Towards a sexual ethics of 

rights and responsibilities. Reprod Health Matters. 2009; doi:10.1016/s0968-

8080(09)33435-7. 

56. Dalal S, Johnson C, Fonner V, et al.  Improving HIV test uptake and case finding 

with assisted partner notification services. AIDS. 2017; 

doi:10.1097/qad.0000000000001555. 

57. Laar AK, DeBruin DA, Craddock S. Partner notification in the context of HIV: an 

interest-analysis. AIDS Res Ther. 2015; doi:10.1186/s12981-015-0057-8. 

https://doi.org/10.3402/gha.v9.32089
https://doi.org/10.2196/resprot.2302


  57 
 

58. Yıldırmak T. Yeni tanı almış hastada ilk danışmanlık, anamnez, muayene ve 

laboratuvar testleri. [First counseling, anamnesis, examination and laboratory tests 

in the newly diagnosed patient.] Paper presented at: KLIMIK HIV/AIDS Courses; 

December 16, 2017; Istanbul. https://www.klimik.org.tr/wp-

content/uploads/2017/12/Yeni-Tan%C4%B1-Alm%C4%B1%C5%9F-Hastada-

%C4%B0lk-Dan%C4%B1%C5%9Fmanl%C4%B1k-Anamnez-Muayene-ve-

Laboratuvar-Testleri-Taner-YILDIRMAK.pdf Accessed 2 April 2020. Turkish. 

59. USAID, PEPFAR, AIDS FREE. Partner notification: a handbook for designing and 

implementing programs and services. 

https://aidsfree.usaid.gov/sites/default/files/2018.6.19_pn-handbook.pdf. Accessed 

2 April 2020. 

60. The European Centre for Disease Prevention and Control. Public Health Benefits of 

Partner Notification for Sexually Transmitted Infections and HIV-2013. 

https://ecdc.europa.eu/sites/portal/files/media/en/publications/Publications/Partner-

notification-for-HIV-STI-June-2013.pdf Accessed 2 April 2020. 

61. The Center for HIV Law and Policy.  HIV criminalization in the United States A 

sourcebook on state and federal HIV criminal law and practice. 

https://www.hivlawandpolicy.org/sites/default/files/HIV%20Criminalization%20in

%20the%20U.S.%20A%20Sourcebook%20on%20State%20Fed%20HIV%20Crimi

nal%20Law%20and%20Practice%20062519.pdf Accessed 2 April 2020. 

62. Karataş M, Ataç A, Uçar M, Kantarcı MN. HIV pozitif kişilerin eşlerine hastalığı 

bildirme(me)nin yasal ve etik açıdan değerlendirilmesi. [Evalution of informing/not 

informing the partners of HIV positive individiuals in terms of ethics and 

regulations] J Turgut Ozal Med Cent. 2010; (17)(3):215-222. Turkish. 

https://www.klimik.org.tr/wp-content/uploads/2017/12/Yeni-Tan%C4%B1-Alm%C4%B1%C5%9F-Hastada-%C4%B0lk-Dan%C4%B1%C5%9Fmanl%C4%B1k-Anamnez-Muayene-ve-Laboratuvar-Testleri-Taner-YILDIRMAK.pdf
https://www.klimik.org.tr/wp-content/uploads/2017/12/Yeni-Tan%C4%B1-Alm%C4%B1%C5%9F-Hastada-%C4%B0lk-Dan%C4%B1%C5%9Fmanl%C4%B1k-Anamnez-Muayene-ve-Laboratuvar-Testleri-Taner-YILDIRMAK.pdf
https://www.klimik.org.tr/wp-content/uploads/2017/12/Yeni-Tan%C4%B1-Alm%C4%B1%C5%9F-Hastada-%C4%B0lk-Dan%C4%B1%C5%9Fmanl%C4%B1k-Anamnez-Muayene-ve-Laboratuvar-Testleri-Taner-YILDIRMAK.pdf
https://www.klimik.org.tr/wp-content/uploads/2017/12/Yeni-Tan%C4%B1-Alm%C4%B1%C5%9F-Hastada-%C4%B0lk-Dan%C4%B1%C5%9Fmanl%C4%B1k-Anamnez-Muayene-ve-Laboratuvar-Testleri-Taner-YILDIRMAK.pdf
https://aidsfree.usaid.gov/sites/default/files/2018.6.19_pn-handbook.pdf
https://ecdc.europa.eu/sites/portal/files/media/en/publications/Publications/Partner-notification-for-HIV-STI-June-2013.pdf
https://ecdc.europa.eu/sites/portal/files/media/en/publications/Publications/Partner-notification-for-HIV-STI-June-2013.pdf
https://www.hivlawandpolicy.org/sites/default/files/HIV%20Criminalization%20in%20the%20U.S.%20A%20Sourcebook%20on%20State%20Fed%20HIV%20Criminal%20Law%20and%20Practice%20062519.pdf
https://www.hivlawandpolicy.org/sites/default/files/HIV%20Criminalization%20in%20the%20U.S.%20A%20Sourcebook%20on%20State%20Fed%20HIV%20Criminal%20Law%20and%20Practice%20062519.pdf
https://www.hivlawandpolicy.org/sites/default/files/HIV%20Criminalization%20in%20the%20U.S.%20A%20Sourcebook%20on%20State%20Fed%20HIV%20Criminal%20Law%20and%20Practice%20062519.pdf


  58 
 

63. World Health Organization. Guidelines on HIV self-testing and partner 

notification-supplement to consolidated guidelines on HIV testing services.  

https://apps.who.int/iris/bitstream/handle/10665/251655/9789241549868-

eng.pdf;jsessionid=B5828CEB561426BE662AC1964CBEE328?sequence=1. 

Accessed 2 April 2020. 

64. Mathews C, Coetzee N, Zwarenstein M, et al. A systematic review of strategies for 

partner notification for sexually transmitted diseases, including HIV/AIDS. Int STD 

AIDS. 2002; doi:10.1258/0956462021925081. 

65. Adams OP, Carter AO, Redwood-Campbell L. Understanding attitudes, barriers 

and challenges in a small island nation to disease and partner notification for HIV 

and other sexually transmitted infections: a qualitative study. BMC Public Health. 

2015; doi:10.1186/s12889-015-1794-2. 

66. Pang M, Peng L, Zhang S, et al. Medical discrimination affects the HIV/AIDS 

epidemic control: a study of self-perceived medical discrimination on people living 

with HIV or AIDS. Tohoku J Exp Med. 2017; doi:10.1620/tjem.243.67. 

67. Stringer KL, Mukherjee T, McCrimmona T, et al. Attitudes towards people living 

with HIV and people who inject drugs: a mixed-method study of stigmas within 

harm reduction programs in Kazakhstan. Int J Drug Policy. 2019; doi: 

10.1016/j.drugpo.2019.02.007. 

68. Stutterheim SE, Sicking L, Brands R, et al. Patient and provider perspectives on 

HIV and HIV-related stigma in Dutch health care settings. AIDS Patient Care and 

STDs. 2014; doi:10.1089/apc.2014.0226. 

69. Sosyoloji Derneği. Türkiye’de HIV ile yaşayan kişilerin hassasiyet/savunmasızlık 

araştırması/değerlendirmesi, Üçüncü taslak rapor (2007). [The 

sensitivity/vulnerability  study/consideration of people living with HIV in Turkey, 

https://apps.who.int/iris/bitstream/handle/10665/251655/9789241549868-eng.pdf;jsessionid=B5828CEB561426BE662AC1964CBEE328?sequence=1
https://apps.who.int/iris/bitstream/handle/10665/251655/9789241549868-eng.pdf;jsessionid=B5828CEB561426BE662AC1964CBEE328?sequence=1


  59 
 

Third draft report (2017)] https://docplayer.biz.tr/1442964-Turkiye-de-hiv-ile-

yasayan-kisilerin-hassasiyet-savunmasizlik-arastirmasi-degerlendirmesi.html. 

Accessed 2 April 2020. Turkish. 

70. Bayrak B, Keten S, Fincancı M. Sağlık çalışanlarının HIV/AIDS olgularına 

yaklaşımları. [Attitude of health personnel towards people living with HIV] 

KLIMIK Journal. 2014;27(3):103-108. Turkish. 

 

 

 

 

 

 

https://docplayer.biz.tr/1442964-Turkiye-de-hiv-ile-yasayan-kisilerin-hassasiyet-savunmasizlik-arastirmasi-degerlendirmesi.html
https://docplayer.biz.tr/1442964-Turkiye-de-hiv-ile-yasayan-kisilerin-hassasiyet-savunmasizlik-arastirmasi-degerlendirmesi.html

