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INTRODUCTION

The charitable organization “Positive Women” represents the national community of women living with HIV,
bringing together participants from all regions of Ukraine who advocate for the observance of the rights

of women in Ukraine, primarily those living with HIV and vulnerable to HIV. CO “Positive Women” promotes
the empowerment of women as well as comprehensive support and development for them.

Positive Women implemented measures to monitor the observance of the rights of women living with HIV

by conducting a survey of 502 women from ten regions in Ukraine?, out of them: 86% are in reproductive age
(18-45 years old); 49% live in big towns or cities, 15% live in villages; 39% learned about their HIV status
during pregnancy; 47% have been living with HIV for fewer than five years; 13% had/have tuberculosis, 30%
had/have hepatitis C; 37% have experience of drug use, 10% are sex workers; 14% have a disability;

and 20% of respondents were in detention or in prison. The objectives of the study were as follows: to identify
the main barriers to the observance of the human rights of women living with HIV, with a special focus on

the right to health.

Data Sources and Methodology:

A survey of 502 women living with HIV, in the form of a semi-structured questionnaire, was carried out
during July-November 2018 in ten Oblasts of Ukraine.

Documentation of the offenses against women living with HIV in ten Oblasts of Ukraine by regional
representatives of the CO “Positive Women” and women at HIV-service NGOs. This occurred primarily during
2017-2018.

Official requests to the regional departments of health and the Ministry of Health of Ukraine.

Desk review of the relevant laws of Ukraine, pertaining to the rights of women living with HIV.
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Statistical Information

As of January 1st, 2018, the number of HIV-positive women under medical surveillance was 65,755, of which
42,093 or 64%, had received ART. As of 01.07.2018, 45,215 women had received ART. The total number of
new HIV cases among women in the first half of 2018 was 3,549 (40.2% of the total number of new cases of
HIV).

A disaggregation by the number of women patients who use drugs, sex workers, women who are coinfected
with HIV and viral hepatitis C, HIV and tuberculosis is not provided in official statistics of CPH Ukraine.

In Ukraine, in 2017, there were 1,165 new cases of HIV among pregnant women. This represents 44.7% of
the total number of HIV-positive pregnant women (2,606 women) and 21.9% of new cases of HIV among
women who are 15-49 years old (5,328 women).

In 2017, pregnancy ended with childbirth for 2,544 HIV-positive women in Ukraine? During 2017, 95.7% HIV-
positive pregnant women were covered by ARV prophylaxis/ART. In 2017, the proportion of HIV-positive
pregnant women who continue to receive ART after childbirth increased to 88.2%?°.

As of January 1st, 2018, 296 women have received ART in SPSU institutions. As of July 1st, 2018 - 231
women. There is no official statistical disaggregation by sex of PLHIV who are currently in prisons.

As of July 1st, 2018, 10,635 people have received OST in Ukraine, among them 1,894 were women, which is
17.8% of the total. 4,347 OST participants have an HIV-positive status, of whom 3,644 patients receive ART
(83.8%). There is no statistical disaggregation by sex among those who receive OST and are HIV positive.

GENDER DISAGGREGATION OF HIV-POSITIVE PEOPLE WHO HAVE BEEN UNDER SURVEILLANCE
AS OF 01/01/2018

65 755 75 616
women men
THE NUMBER OF HIV+ WOMEN ON ART THE NUMBER OF HIV+ WOMEN,

CONTINUED ART AFTER CHILDBIRTH

64,0% 88,2%




HUMAN RIGHTS OF HIV-POSITIVE WOMEN IN THE HEALTH CARE SYSTEM

Social stereotypes that affect the overall picture of gender relations in Ukraine are not conducive for women
to exercise their rights and correspondingly double the pressure on women living with HIV. This forces
women to adopt life practices that impact their relations with family and with public facilities (hospitals, state-
run institutions, and law enforcement agencies) and their willingness to protect their rights: they keep their
contacts with such institutions to a minimum and try to avoid any actions that could lead to disclosure of their
status.

From a legislative standpoint, Ukraine guarantees accessibility and quality of medical examination,
monitoring, psychosocial, legal, and medical consultations, medical assistance and provision of medications,
social and legal protection, and prevention of any forms of HIV related discrimination. In practice, the models
of provision of medical, social, legal and other services fail to account for entrenched gender norms and
stigmatization in the society and by service providers

According to a study conducted in ten regions throughout Ukraine, approximately every tenth respondent
(9.1%)*is convinced that in case of a violation of her rights as a woman living with HIV, she will not receive
the necessary legal protection, and 23.8% of women do not know if they can count on legal support.

41% of respondents do not know their rights and do not know where to file their complaints against actions of
health workers if their rights are violated in medical institutions.

Almost one in five women living with HIV (19%) do not believe that health care workers do not disclose their
HIV status or any other details without their consent, and another 22% do not know if this is happening.

LEGAL PROTECTION OF WOMEN LIVING WITH HIV

23,8% don’t know whether they can count on legal support

do not know their rights and do not know where to complain
41% about the actions of medical workers if their rights were violated
in a medical institution

CONFIDENTIALITY OF INFORMATION IN MEDICAL INSTITUTIONS

. do not believe that health workers do not disclose their
19% HIV status
do not know whether the disclosure of HIV status

22% is happening

During 2018, 182 women living with HIV®ask for help from the Ukrainian Helsinki Group for Human Rights
receptions in the Dnipro, Kiev, Kropyvnytskyi, Lviv, Rivhe, Sumy, Kharkiv, Kherson, Khmelnitsky and
Chernigov, and of them, 181 reached out again.



Case Ones:

... Upon return [from the hospital] home, everybody knew about the status of a woman and her
child. It turned out that the head of the village summoned the village nurse to see her, and in

the presence of the secretary began to scold and accuse the health worker because a mother
and her daughter were “dying” of AIDS right before her eyes, but she was not doing anything.
The next day, the whole village knew the HIV status of the mother and daughter, including people
at the daughter’s school.

... The consequences of this disclosure of HIV status became very apparent in the daughter’s life.
Her classmates are afraid to talk to her. This child is experiencing psychological trauma

in addition to her existing health problems. The mother is also on the verge of a psychological

breakdown.
Kherson Oblast, July 2018

Case Two7:

An HIV + woman gave birth at Sumy Oblast’s Maternity Hospital Ne2. A nurse, her friend who
works in this hospital, called the doctor who facilitated the delivery and inquired about the health
of her friend ... During this conversation, the doctor shared the HIV status of the woman. ... After
further conversation, this woman quickly realized that her nurse friend was told about her HIV
status. After some time, the circle of common acquaintances of this woman and her nurse friend
— girlfriends, godfathers, neighbors, etc.— began to cease both direct and telephone
communication with her. Almost all of their mutual friends stopped communication with her. Some
of these mutual acquaintances who had come in contact with this woman showed pity and
sympathy in their conversations with her.

Subsequently, this woman’s HIV status became known to family friends and workmates of her
husband. Now, this woman has a severe distrust for doctors. She avoids communicating with
them and only reaches out in extreme or critical cases. She is pregnant a second time and
expects to give birth in the same hospital. These painful memories from the hospital have left her
upset and brought her to tears many times.

Sumy Oblast, May 2017

Case Threes:

An HIV positive woman, with a history of active tuberculosis, came to see a TB doctor after
experiencing side effects. She was experiencing issues with her musculoskeletal system, so she
came to the appointment with her mother. At the appointment, the TB doctor informed the mother
of her daughter's HIV status, that until this point, the daughter had chosen to keep from her
mother. After becoming aware, the mother of the woman caused a scandal and, after returning
home, spoke about the daughter’s status to her neighbors, relatives and friends. To avoid further
stigmatization, the woman moved to a new home. She has become depressed, lacks support and
any kind of communication with relatives and friends, including her mother.

Rivne, April 2018



Case Four®:

After returning home from the hospital, an HIV positive woman and her one-year-old child who
also has a positive HIV status, faced complaints and accusations from her brother. He berated
her that she was infected, and that together with her son she had disgraced her family in front of
her neighbors, which could even lead to additional infections. When she asked her brother how
he knew about her status, he responded that a doctor at a local hospital had given him this
information. Following these insults and accusations, the woman was suffered a psychological
breakdown. She and her three younger children had to move to a new place of residence. As a
result of all of these events, this woman is forced to rent housing, no longer feeling safe to go
home.

Kherson Oblast, August 2018

The aforementioned actions of health care workers violated the right of women living with HIV to preserve the
confidentiality of their diagnosis and for respect for the privacy and the protection of their personal data,
which are declared in regulatory and legal acts:

- The Constitution of Ukraine, Article 32 (the right to respect for personal and family life);

- The Civil Code of Ukraine, Article 286 (the right to secrecy about the state of health);

- Law of Ukraine “Fundamentals of the Legislation of Ukraine on Health Care”, Article 391 (the right to
secrecy about the state of health);

- Law of Ukraine “On Combating the Spread of Diseases Caused by the Human Immunodeficiency Virus
(HIV) and the Legal and Social Protection of People Living with HIV”, Article 13 (protection of information
about HIV positive status from disclosure and disclosure to third parties);

- Law of Ukraine “On the Protection of Personal Data”, Article 14 (procedure for the dissemination of
personal data).

According to the Criminal Code of Ukraine, Article 132, for disclosure by healthcare worker of information
about conducting a medical examination to detect HIV or other incurable infectious disease and its results,
there must be criminal liability (from a fine of up to 1,700 hryvna, to restriction of liberty for up to three years
with the deprivation of the right to hold occupation).

Case Fivelo:

As this woman'’s health began to deteriorate, she was sent to an OBGYN for a gynecological
examination and for making a diagnosis at the gynecological department of the KLPU “City
Oncology Center of Kramatorsk”. Before the examination, the doctor asked about her HIV status.
After she informed the doctor that she has HIV, the doctor raised his voice and shouted at and
insulted this woman. The doctor justified this behavior by the fact that he needed to utilize
special protective equipment to inspect the “aids infested” ones, that he risks that blood from her
vagina splashing into his eyes, and how good he has glasses. At the same time that this took
place, in the office there was also a nurse and another employee working. The doctor’s elevated
voice could be heard outside the door, where there were a number of patients waiting to be
seen. The doctor conducted a superficial examination, and despite the fact that the woman had
previously consulted with a gynecologist, sent her to the gynecological department (and threw
the social worker a medical card with instructions to treat the underlying disease (HIV infection).
Treatment with a gynecologic oncologist is not prescribed, and the diagnosis, due to the refusal
of the doctor, was not established. As a result, this woman became very depressed, feels

generally bad, and her health is deteriorating.
Kramatorsk, August 2018



Case Six't

Tatiana has repeatedly appealed to medical institutions in both the city of Dnipro and within the
Dnipropetrovsk Oblast to receive an endoprosthetic (replacement) of the knee joint. State
municipal institutions in the Dnipropetrovsk Oblast do not provide this service. It is only provided
through private clinics. A clinician of modern orthopedics: Academician A. E. Loskutova
"MedinUA", based in Dnipro, refused to provide this service on the basis of an internal position
posted on their official website - Contraindications to endoprosthesis: "Chronic and severe
diseases (heart or kidney failure, infections, mental disorders, endocrine system diseases, hip
defects, etc.).”

Thought it was a difficult path, this woman eventually received medical care in Kiev.

Dnipro, July 2018

Case Seveniz

Woman asked for medical help from the gynecologist designated to her place of residence. This
gynecologist refused to provide medical services after she learned about this potential patient’s
HIV status, referring to the fact that "such people" are better suited to specialized institutions.
This woman received the appropriate gynecological care at the regional AIDS center, which is
located 30 km from her home.

Cherkasy Oblast, June 2018

Denial of health services because of HIV status violates the right to health care, which includes, among other
things, qualified health care, including free choice of a doctor, choice of treatment according to their
recommendations and health care facilities to provide such treatments. Moreover, such situations may
indicate discrimination on the basis of HIV, which is expressly prohibited by current legislation:

- The Constitution of Ukraine, article 24 (equality of citizens);

- The International Covenant on Economic, Social and Cultural Rights, article 12 (the right to the highest
attainable standard of health) and article 2 (prohibition of discrimination);

- Law of Ukraine “Fundamentals of Health Care Legislation”, article 6 (right to health protection);

- Law “On Combating the Spread of Diseases Caused by the Human Immunodeficiency Virus (HIV) and
Legal and Social Protection of People Living with HIV”, article 14 (equality before the law and prohibition of
discrimination against people living with HIV)

- Law “On the Principles of Prevention and Combating Discrimination in Ukraine”, article 6 (prohibition of
discrimination).



REPRODUCTIVE HEALTH AND THE RIGHT TO MOTHERHOOD OF HIV-POSITIVE WOMEN

Despite universal access to ARV treatment and prevention of vertical transmission of HIV, around a quarter
of women with HIV from the selected ten regions have a fear of infecting their unborn child?3 Just 17% of
women4 do not see obstacles when making decisions about giving birth to children. Examples of said
obstacles:

“I could die early and the child would be left alone.”

“There were many very bad attitudes toward me during my pregnancy and child delivery
in 2007. | was afraid this bad attitude from medical staff would affect my children.”

“I learned about HIV during pregnancy, and until | can stop worrying about the risk, | will not
consider another pregnancy.”

“I need IVF to become pregnant. It is an expensive treatment and remains inaccessible to
HIV-positive women because of their HIV status.”

“My desire to have children was great, but the obstacle was that IVF is very expensive and
| was not able to afford it.”

“Denial of IVF treatments!!! In all clinics.”
“I am afraid to tell my husband that I'm positive and will have a child.”

“I have a lack of information about how to safely give birth to a healthy child.”

Access to Assisted Reproductive Technologies

In Ukraine, PLHIV do not have access to reproductive technologies. Despite the fact that: (1) the Law of
Ukraine “On Combating the Spread of Diseases Caused by the Human Immunodeficiency Virus (HIV) and the
Legal and Social Protection of People Living With HIV” defines that, “People living with HIV have the right to
participate in assisted reproductive technologies, provided that the transmission of HIV from parents to the
future child is prevented”; (2) the national social HIV program for 2014-2018 has to provide access of PLHIV to
assisted reproductive technologies in preventing the transmission of HIV from parent to child, and, starting from
2014, at least three state assisted reproductive technology centers should be able to provide such services;
none of the existing centers provide such services, as there are regulatory obstacles from orders by the MoH.

The issue of ensuring the realization of the reproductive function should be a fundamental human right. HIV is
not an obstacle to pregnancy and childbirth, while provided the proper health of the couple (adherence to ART),
which protects the child from HIV. The issue of access to safe fertilization and the birth of a biological child is
also extremely relevant for couples affected by the HIV epidemic. After all, according to experts, about 0.8% of
the adult population of Ukraine is affected by HIV. About 70% of them are citizens of reproductive age, and the
majority new cases of HIV fall within in the age group of 25 to 49. Women and men with HIV should have the
same sexual and reproductive rights as those who are not infected with HIV. For example, the right to decide
about the birth of children, number of children, and the time interval between birth as well as other
considerations. The sexual and reproductive health of people living with HIV is an important component of their
personal well-being, as well as that of their partners and children.

Private clinics are practicing excessive payment for services because of HIV status.



Case Eight'®:

A woman living with HIV, after 10 years of unsuccessful attempts to get pregnant and carry a
child, together with her husband (an HIV-negative partner) decided to use IVF services through
a private medical clinic. Doctors were notified by the patient that she is on a dispensary
surveillance through the city’s AIDS center. The private clinic, abusing the barriers in the
legislation on this service for PLHIV, undertook the procedure and conduct of IVF for a
substantially increased payment. The total amount of the procedure cost around 100,000 UAH.

Kyiv, 2017

The CPH Ukraine, together with “Positive Women”, developed a draft of the order of the MOH - an initiative
aimed at removing barriers to the use of AsRT for HIV-infected women. The draft order of the MOH proposes
to amend the following orders of the MoH: 29.11.2004 Ne 579 “On Approval of the Procedure for Referring
Women for the First Course of Treatment of Infertility by AsSRT Methods for Absolute Indications for
Budgetary Funds” (hereinafter - order Ne 579) and 09.09.2013 Ne 787 “On Approval of the Procedure for the
Use of ART in Ukraine” (hereinafter — order Ne 787).

The essence of the changes is to bring into line the orders to the AIDS Law of Ukraine and coordinate with
the Unified Clinical Protocol of primary, secondary (specialized), and tertiary (highly specialized) medical
care “Prevention of Mother-to-Child Transmission of HIV**. This order was supported by the Program
Committee of the National TB and HIV Council, the Center for Harmonization of Human Rights Research
Institute of IP, the National Academy of Legal Sciences of Ukraine, the Committee of Medical and
Pharmaceutical Law and Bioethics, the National Bar Association of Ukraine, as well as specialists of the
medical company “AA Partners”, and charitable organization “Hope and Trust”.

The AIDS Law of Ukraine?” establishes that people living with HIV have the right to participate in AsRT,
provided that the transmission of HIV from parents to the future child is prevented (Article 10 of the
aforementioned law). To implement the Law, the order of the MoH?*¢ approved a Unified Clinical Protocol,
which in paragraphs 2.2.1, 2.2.3, 3.1.11, defines the procedure for the management of pregnancy that
occurred concurrently with ART in an HIV-infected woman or a woman whose partner is HIV-positive. The
Protocol describes approaches for the prevention of mother-to-child HIV transmission during pregnancy,
regardless of whether it has resulted from the use of IVF or naturally.

Thus, by order of the MoH, the guarantee, defined in Article 10 of the AIDS Law, for preventing the HIV
transmission from an HIV-infected woman, whose pregnancy resulted from AsRT, is already partially
implemented. At the same time, other orders of the MoH are not consistent with either the law or the Unified
Clinical Protocol, namely order No. 579 and order No. 787. Thus, order No. 579 states that HIV-infection or
AIDS is a contraindication for female infertility treatment. Order No. 787 determined the list of mandatory and
additional examinations before making a decision on the use of AsRT, and it was determined that in the case
of detection of diseases, if there are indications for AsRT, the identified pathology is treated accordingly.



In response to a request from non-governmental organizations, the director of the Health Department of the
Poltava Regional State Administration referred specifically to the order No. 579¢

“... With regards to women living with HIV, we hereby inform that according to
the list of medical contraindications for the treatment of female infertility using
ASRT methods (diseases in which pregnancy is contraindicated) based on
the relevant order from the MoH, HIV infection or AIDS are contraindications
to treatment funded by state budget using these methods.”

At the same time, the chairman of the commission on reorganization (the head physician) of the Rivne
Regional Clinical Treatment and Diagnostic Center - named after V. Polishchuk? - reported the following:

“.. in the absence of contraindications for conducting AsRT programs, and being
subject to the appropriate procedure, doctors' recommendations are that women
with HIV-positive status can benefit from in vitro fertilization ...”

|/ o a\
I live with HIV. I explored in detail the AIDS Law of Ukraine. According ﬁ \ Al
to Article 10, people living with HI\ have the right to use of assisted '
reproductive technologies, if they take a measures to prevent
the transmission of HIV from parents fo a future child.

That is why | am upholding the right of HI\-positive women to in vitro
fertilization procedure, and demanding amendment in obsolete and
discriminatory orders of the Ministry of Health that violate the
reproductive rights of women with HIV.

Olena Stryzhak, Cherkasy

Photo of Rights flashmob #MoilpasaBaxnusi (My Rights are Important), CO "Positive Women", campaign "No exuses for violence".
Olena Stryzhak, Chair of the Board CO "Positive Women".
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Access to Sexual and Reproductive Health Services

73.3%?! of respondents were consulted on safe conception (which makes it impossible to infect a partner)22
At the same time, 31.4%2%of women tested for HIV during pregnancy did not consider it voluntary. 66.4%2*
received the necessary consultation before and after HIV testing (28.4% did not receive it). Only 15.6%2°of
women have (40.2% do not know whether or not they have, 44.2% do not) access to free or affordable
abortion and just 11.1%? have access to quality medical care after such procedures and assistance with
regard to miscarriage.

62.5% of women who gave birth in 2016-2018%” independently determined exactly where they wanted to
give birth, but every fifth woman (21.5%) was not able to make such a choice.

COUNSELLING OF HIV-POSITIVE WOMEN

-m@ have been given/can get advice about safe conception

73.3% (getting pregnant without putting partner at risk of

@ transmission of HIV)

don’t consider they were voluntarily tested for HIV

0,
314% during pregnancy
66,4% given necessary counselling before and after HIV test
ABORTION
15,6% have access to free or affordable abortion
BORCOCBOE0
B s
I—rl 11.1% have access to quality post-abortion
L . ] ke and miscarriage care




The UN Committee on the Elimination of Discrimination against Women considered the eighth periodic report
of Ukraine at its 1472th and 1473rd meetings, on 14 February 2017. In the concluding observations to the
eighth periodic report of Ukraine2s the Committee noted its concerns about the increase in the number of
cases of breast cancer, which is the main cause of death in women of working age, and the lack of diagnostic
services, prevention and mammography. Women with HIV are at higher risk of cervical cancer and the
development of invasive cancer than are HIV-negative women. Invasive cervical cancer is an AIDS-indicative
condition. Therefore, screening done for HIV-positive women is vitally important. It can prevent up to 80% of
cervical cancers?.

Only half of HIV-positive women from the selected ten regions of Ukraine reported the availability of cervical
cytology; and only a third of respondents reported the service of a mammologist. At the same time, “Positive
Women” requested the number of cases among HIV-positive women in 2017 and the first half of 2018, where
cervical cancer screening was conducted, free abortions were provided, and contraceptives and the use of
assisted reproductive technologies, including IVF, PHC responded that the provision of such statistical
information is outside the competence of the Center.

62% of women living with HIV indicated that they receive the services of a gynecologist at the antenatal clinic
where they live, 46% - at the AIDS center. Almost one in five women (18%) receives the services of a
gynecologist outside their place of residence and connects this with the absence of a gynecologist (55%), a
desire to maintain confidentiality (to avoid meeting friends, acquantances, colleagues) (20%), a desire to
change the doctor (there was a conflict/l didn’t like the doctor’s qualifications/I had more confidence in another
doctor) (13%). 4% of women consider that it was forced decision (since they were denied services at their
place of residence, etc).

"“There is no qualified gynecologist who is available for HIV-positive clients.”
“Their attitude is incorrect and humiliating."

"They are disinfecting room without finishing the appointment.”

I live with HIV. | explored the Convention on the Elimination of All
Forms of Discrimination against Women. | feel more confident
in protecting my rights and the rights of other women.

In accordance with the Convention, Member States, including
Ukraine, should include in their reports information on the imp
of HIV on the situation of women and the steps they taken

to meet the needs of HIV-positive women, and to prevent
them from being discriminated in the AIDS response.

Svitlana Moroz, Brovary

Photo of Rights flashmob #MoilpasaBaxnusi (My Rights are Important), CO "Positive Women", campaign "No exuses for violence".
Svitlana Moroz, CO "Positive Women", Chair of the Board Eurasian Women's Network on AIDS.
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Preventing Vertical HIV Transmission

The survey included 144 HIV-positive women who gave birth during the years 2016-2018%. They answered
the question about the prevention of vertical transmission of HIV, and in particular, 67% took ARV drugs
throughout pregnancy, 5% took ARV prophylaxis only during childbirth, 66% were provided with artificial
mixtures (breastmilk substitutes) at a children's clinic or AIDS center, 69% of women indicated that the child
underwent PCR for up to two months after childbirth (4.2% do not know the answer to this question). The
provision of breast milk substitutes to children born to HIV-positive women is regulated by the Law of
Ukraine of October 20, 2014 No. 1708-VII “On Approval of the National Target Social HIV Program for
2014-2018". Reporting on the number of issued courses of breast milk substitutes is, as of now,
unavailable.

Ukraine does not apply the latest WHO recommendations3? on breastfeeding for women living with HIV.
They say that HIV-positive mothers are recommended to breastfeed for at least 12 months and should
continue breastfeeding in accordance with the recommendations for the general population, that is, up to
two years or more, while providing women with all necessary support for continuing ART. According to the
Unified Clinical Protocol of the Ministry of Health “Prevention of HIV Transmission From Mother to Child™,
in Ukraine, all children born to HIV-infected women are prescribed artificial feeding.

I live with HIV. The AIDS Law of Ukraine emphasizes that
state guarantees the provision of free access to services f
prevention of HIV transmission from HIV-positive pregna
women to their newborns. That is why | actively participa
the process of validation by Ukraine of the elimination of
HIV transmission.

Vira Varyga, Kyiv

Photo of Rights flashmob #MoilpasaBaxnusi (My Rights are Important), CO "Positive Women", campaign "No exuses for violence".
Vira Varyga, member of board CO "Positive Women", founder of the self-help group "Kiyanka+".
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Parental Rights of Women Living with HIV

According to the Order of the MoH of Ukraine No. 479 of August 20, 2008, which exists within the framework
of the state measures put forth to protect the rights and legitimate interests of children, women who are living
with HIV are prohibited from being guardians or adopting a child. “The disease that causes HIV”, with the
clinical classification of HIV infection B20-B24, is included in this norm as contraindications, and this qualifies
that all HIV-positive people cannot adopt children or be guardians. This directly contradicts Part 3 of Article
14 of the AIDS Law of Ukraine: “Discrimination based on the presence of HIV infection and the fact that a
person belonging to high-risk groups, is prohibited.”

In addition, there were cases when women living with HIV were deprived of parental rights in relation to their
biological children due to their HIV-positive status.

On February 3, 2017 the MOH of Ukraine, in the draft order “On Amendments to the Order of the Ministry of
Health of August 20, 2008 Ne 479", proposed to reduce the list of diseases in the presence of which the
adoption of children in Ukraine is forbidden. The agency removed transgenderism, transsexualism, other
sexual identity disorders, Alzheimer's disease, epilepsy, epileptic condition, schizophrenia, and HIV infection
from the list, granting the right to such people to adopt children. The explanatory note to the draft notes that
the existing list of diseases is discriminatory and does not comply with the “UN Convention on Human Rights
and the Law of Ukraine on Principles of Prevention and Combating Discrimination in Ukraine". Under
pressure from deputies and various religious organizations, this draft order did not pass public discussion.

38.4%* of respondents to our survey believe that they cannot adopt a child and 48.3% do not know whether
they can or not.

Case Nine3*

...After discharge from hospital, her husband tried in every possible way to limit Victoria’s
communication with her children, explaining that she is dangerous to them because of her HIV
status and TB. One day, the husband took the children to his parents and forbade them to
allow her to visit. If this woman dared to approach the house, he beat her. The husband
announced that Vicki had developed mental disorders following the appearance of the disease
and demanded an examination by a psychiatrist. A neurologist unfamiliar to the woman, simply
at the request of her husband and without the woman's consent, gave the husband a referral to
a psychiatrist, which indicated her diagnosis (HIV) and he provided this referral to the
guardianship council. The council is not helping Victoria to reunite with her children, but willing
to find out where she acquired HIV. .. She is forced to live with her sister, as she is not allowed
into her own home.

Dnipro, April 2018
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Case Ten3:

Woman has been deprived of her parental rights since 2010. Custody of her child was
determined by her mother, who prevents the woman from communicating with her daughter
when the woman does not live with her. This woman was discharged from a drug registry in
2016. She's officially working. She has positive references from her place of work and place of
residence. She filed an application to the court with a request to officially set the days and
hours for visitation with her daughter. Her daughter’s guardian has filed a counterclair -nd is
trying to use her HIV status to ban her from seeing her child.

Poltava Oblast, August 2018

Case Elevense:

Following the consideration of Albina’s application, the Children's Affairs Service of the Odessa
City Council refused the plaintiff to appoint a guardian over the minor Eugene, referring to the
application of the provisions of the MoH Order, noting: “[Child] cannot be arranged into the
families of people suffering from diseases the list of which is approved by the Ministry of Health
regarding the persons who can not be adoptive parents and guardians. The list of diseases, in
the presence of which a person cannot be an adoptive parent and guardian, and according to
the conclusion about the state of health of a citizen dated 04.09.2017. and related health
problems (tenth revision) B20, so there is no reason to appoint you as a guardian.

Odesa, March 2018

I live with HIV. My status does not prevent me from loving my
daughter and being a caring mother. That is why | defend my
parental rights in court.

Olena Khoroshulya, Poltava

Photo of Rights flashmob #MoilpasaBaxnusi (My Rights are Important), CO "Positive Women", campaign "No exuses for violence".
Olena Khoroshulya, woman which protects their parental rights (case ten).



ACCESS TO HIV TREATMENT SERVISES

The vast majority of HIV-positive women (95%) are aware of the ARV treatment options that exist in their
area/country. 89.2% of women indicated that they could receive free and quality ARV treatment and
information when they needed it. 87% of women given all the information they need to make a decision about
initiation or proceeding with a treatment, without feeling any pressure from the service provider.

HIV-positive women are quite careful about visits to the infectious diseases doctor: 26.3% - visit the doctor
monthly, 55.6% - quarterly, 11.8% - at least once every six months.

88% of the surveyed women have an office of a doctor of infectious diseases at their location of residence,
72.4% of women receive these services at their place of residence.

Among women receiving the services of an infectious disease doctor outside the place of residence (27.6%),
the reasons were as follows: lack of an office (50%), the desire to maintain confidentiality (29.5%), the desire
to change physicians (10.3 %).

The majority of women (60.2%) spend less than an hour to get to the place where the doctor of infectious
diseases provides services, a third of women (32.4%) -1-2 hours. However, 7% of women spend more than
three hours to get somewhere for appropriate HIV care. 69% of respondents noted that their infectious
disease doctor operates five days a week, for eight hours a day.

22% of HIV-positive women from ten regions of Ukraine do not know their immunological indicators. 8% have
strongly suppressed immunity (CD4 cells level below 200), 30% of women - above 500 cells. 27.2% of women
noted that immunological examinations are carried out five days a week for eight hours, 41.1% - three to four
days a week for eight hours.

A third of women who answered the question about reasons for not taking ARV37drugs referred to good health
and/or not being prescribed drugs by a doctor. A quarter of women referred to the side effects - “Drugs were
taken previous, but | was not satisfied with their side effects”. Lifestyle, which does not allow to take drugs
strictly on time, prevents 18% of women. Among other reasons (a small percentage, single answers) -

depression, fear of side effects, “my family is against the use of drugs”, “taking drugs is contrary to my beliefs”,
“I was afraid that my husband would become suspicious”.

56.2% noted that the issuance of ARV drugs is carried out five days a week for eight hours, 28.4% - three to
four days a week for eight hours. 23.9% of women noted that diagnosis of VL is carried out five days a week
for eight hours, 43.6% - three to four days a week for eight hours.

Indicators of the last viral load (which determines the success of treatment) (51% have checked within last 3
months, 29.3% - within last 3-6 months, 3.5% - more than 1 year ago, 1.6% - never)®:

Undetectable - 57.6%
Detectable - 11.1%

| don't remember - 10.3%

0 20 40 60

More than half of women with HIV believe that they have no problem having an undetectable viral load. About
10% referred to side effects. Others do not know or indicated the following reasons: a break in treatment intake,
drug use, change in therapy, “I forget to take them”, low adherence, and constant moving.
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Aspects that have a major impact on women living with HIV in ensuring their access to quality health and
social services and well-being are as follows:

Cost of services in the places at point of delivery - 61.5%
Cost of travel to access services - 55.0% _
Lack of family support - 41.0%
Economic dependence on partner(s)/family members - 26.4% _
HIV-related stigma and discrimination in the workplace — 21.0%
The cost of pre-school education, babysitter, and kindergarten — 21.0% _
Cost and burden of care for other family members — 17.0%
Divorce, widowhood, or separation - 15.2% -
Discrimination in the workplace due to sex, age or the presence (absence) of children — 13.0%

Unequal inheritance and property Rights - 9.3% -
0 25 50 75

Among other things, these women noted: the presence of a small child, the lack of provision of services for
HIV positive women in private and public clinics, problems with adoption, denial of medical services due to
HIV status, marking on a child's medical card, no access to IVF, an inconvenient location of the regional AIDS
center, a negligent attitude of doctors, and the lack of issuance of ARV therapy on weekends were all barriers
to treatment and health care.

MULTIPLE DISCRIMINATION

Despite the absence of a definition for “multiple discrimination” within Ukrainian legislation3s, UNAIDS
international documents<o note that multiple or complex stigmatization and discrimination - that is,
stigmatization and discrimination based on multiple factors - further exacerbates the problem of access to
health services. Such discrimination, and other human rights violations, are widespread in health-care
settings and have a negative impact on the health of marginalized groups of women.

Under international law, states are obliged to take the appropriate measures to eliminate all forms of
discrimination, including the right to access to health care on a non-discriminatory basis. The UN Committee
on Economic, Social and Cultural Rights noted that all health facilities should be accessible to all without
discrimination. This includes ensuring physical and economic accessibility for the most vulnerable groups«+z
In 2018, UN Women in Ukraine#2 and the Ukrainian Lawyers Association “JurFem™ actualized the theme of
multiple discrimination, and in particular, for HIV-positive women.

Quite often, HIV-positive women suffer from multiple discrimination related to drug addiction or drug use.

Case Twelve#:

Due to the fact that | had been injecting in the groin area, my legs had become very swollen.
...l went to see the doctor — the surgeon from our district. Of course, | explained that | used
drugs and about my [HIV] diagnosis. | was amazed at how the surgeon abruptly walked away
from me, so that if | sneezed on him, he would just become unconscious and die. Not only did
he not touch me, he put on two pairs of gloves and moved far away from me, squeezed up
against the wall. He directed me, using his finger, that | should turn and lift my trouser, as he
looked from a distance of around two meters...
I left the office, then came back, because | forgot my bag and heard them discussing: “she's a
junkie, coming here, and she's not ashamed to come here...”

Odessa, February 2018



Case Thirteen*:

This incident occurred in the Department of Pulmonology of the Severodonetsk
Muiltidisciplinary Hospital, when the patient was being treated for pneumonia. Upon admission,
the patient informed the doctors orally about her HIV status. When, two days later, the doctors
found out that she was also a client of the substitution therapy program and received HIV while
taking drugs, she was immediately transferred to a separate area of the infectious diseases
department. She was left in complete isolation, where she remained until the end of treatment.
.. Buying intravenous drugs was a waste of money for this patient because she had an issue
with her veins, but she was refused a subclavian catheter and was only given intramuscular
injections.

As a result, the patient did not receive full treatment. For the entire period of her stay in the
hospital, this patient never met with the doctor. She was only seen by nurses, who came in to
administer intramuscular injections. The patient was discharged ahead of schedule, without
having received a full course of treatment.

Severodonetsk, Lugansk region, 2016

Case Fourteen‘s:

... In the same hospital, the patient went to the Department of Purulent Surgery with a diagnosis
of purulent hidradenitis ... After repeated unsuccessful attempts to take blood, the client refused
to have her blood taken. The doctor began to insist that the client produce a blood sample
independently. When she refused, the doctor began to scream (with strangers waiting in the
reception are) ... repeating the phrase: “it cannot be that a ‘drug addict’ could not take blood on
their own.” ... after being humiliated and insulted in the presence of nurses and other patients
of the hospital, called a "drug addict"”, and having had psychological pressure exerted on her...
the doctor threatened to write in the statement that the patient refused treatment or would be
discharged for violation of regime in the medical institution. ...

Severodonetsk, Luhansk region, summer 2017

I live with HIV and drug dependence. In accordance with AIDS Law
of Ukraine, our state guarantees the provision of opioid substitution
therapy (OST) for people who suffer from drug dependence.

I personally know about its effectiveness. That is why | uphold

the right of women to access quality OST treatment.

Yuliya Kogan, Odesa

Photo of Rights flashmob #MoilpasaBaxnusi (My Rights are Important), CO "Positive Women", campaign "No exuses for violence".
Yuliya Kogan, activist, member of Eurasian Women's Network on AIDS.
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MAIN RECOMENDATIONS

1. Provide effective mechanisms to protect the personal data of women living with HIV*,

2. Remove or resolve existing contradictions in the MOH regulations that violate the human
rights of HIV-positive women - the right to motherhood, reproductive rights, the right to adopt
a child and the right to protection against discrimination**.

3. Ensure the application of modern WHO guidelines on the sexual and reproductive health of
women living with HIV and the recommendations of the Committee on the Elimination of
Discrimination Against Women, in particular, in the context of breastfeeding, prevention of
breast cancer, and cervical cancer. Ensure appropriate collection of statistical information.

4. Provide effective mechanisms for women living with HIV to have access to justice in the
event of denial of health services, neglect, overpriced services, referral to “specialized"
institutions, etc.

5. Develop and implement mechanisms to ensure the public monitoring of the rights of women
living with HIV by involving women themselves in relevant councils, advisory bodies,
committees, etc.

* Maintaining confidentiality, namely the secrecy of the diagnosis by health workers, remains an important issue for HIV-
positive women. There is an urgent need for further resolution of the issue of anonymity and confidentiality of data.
Disclosure of the secrecy of the diagnosis and stigmatizing attitude of health workers leads to serious problems related
to mental health, loss of trust to the health care system, unwillingness to seek medical care at all, and has serious social
consequences, such as the loss of family ties and forced change of residency.

** [t's important to note that the introduction of changes and the practice of using AsRT for people living with HIV does
not require the creation of separate conditions for infection control, as the order of the MoH “On Approval of Legal Acts
on Protection from HIV Infection in the Performance of Professional Duties”#” approved:

1) the list and standards of use of personal protective equipment by employees who conduct diagnostic tests for HIV
infection, provide medical care and social services to people living with HIV, or frequently are in contact with human
blood or biological materials, contaminated tools, and equipment or items that are relevant;

2) a model instruction on the use of personal protective equipment by employees who conduct diagnostic tests for HIV
infection, provide medical care and social services to people living with HIV, or frequently are in contact with human
blood or biological materials, contaminated instruments, equipment or other objects.

The need for change for Order No. 579 is also due to the need for updates of outdated links and inaccurate definitions,
in particular: the Order states that “pharmacological and clinical diagnostic provision of the first course of infertility
treatment by the methods of assisted reproduction to women, is provided by the MoH of Ukraine in the State budget for
the implementation of comprehensive measures to promote fertility for 2002-2007 as part of the budget program
"Provision of Medical Measures of Individual State Programs and Complex Measures of a Program Nature", in the
amount according to the budget program”; in accordance with the name of the order, its effect extends to medical
institutions using AsRT for budgetary funds, while a significant number of patients receive ASRT services in private
medical institutions at the expense of the patient.

Currently, the draft amendments to the order Ne 579 are under public discussion in the Ministry of Health*s
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ANNEXES

Annex 1. Experience with health care services

Statement ELROE Agree Disagree Sfrongly 2 N
agree disagree | know
| experience the same service as any other women,
when | go for sexual and reproductive health 159 225 70 7 25 486
services
I am aware of the ARV treatment that exists in my 243 991 15 0 7 486
area/country
| can ge.t free an.d hlgh-quafhty ARV treatn."nent and 937 197 30 3 19 486
information about it when | need it
| have been provided with all the necessary
|nf0r_mat|on, without pressqr.e, from a h.E'.'E.]|.th . 212 209 45 9 16 484
worker, in order to make a decision on the initiation
or continuation of my treatment.
Healthcare W0r|.<er5 do not dle:Iose my HIV staTtu.s or 142 147 64 29 104 | 486
any other details about me without my permission
I know my rights, and if | experience a rights
violation within the health service, | know where | 133 149 43 6 155 486
can go to make a complaint
If my rights as women with HIV are Vlc?lated, I know 161 162 42 4 116 | a8s
who to ask for legal protection
Annex 2. Experience of Sexual and Reproductive Health
Not Don’t
Statement Yes No . N
applicable | know
| have been given/can get advice about safe conception
(getting pregnant without putting my partner at risk of 302 48 69 62 481
transmission of HIV or other sexually transmitted infections)
| have been/am able _to free access fertility treatment if | 47 117 143 180 482
need it (for example, IVF)
I was voluntarily tested for HIV during pregnancy 207 97 166 5 475
I was given necessary counseling before and after HIV test 214 92 22 17 345
I have access to safe and affordable abortion, if | need it 61 173 88 157 479
I have access to post-abortion / -miscarriage care, if | need it 43 171 95 173 482
I have been able to make choices about where | want to
deliver my baby (those who gave birth in 2016-2018) 90 31 128 22 271
| can adopt a child if I want 50 144 104 181 479
| can access pre-exposure HIV prophylaxis if | need it for my 205 a7 28 192 482
partner
| t- HIV hylaxis if | ditf
can access post-exposure prophylaxis if I need itformy | . ) 29 179 482
partner
I have access to free preventive examinations, and | can
undergo cytology smears for early diagnosis of cervical 233 94 15 140 482
cancer
I have access to the services of a mammologist 154 159 13 152 478
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Annex 3. Prevention of vertical transmission of HIV

“TToaMTHRHT HRIHKK .

lNMosigomaaemo, Mo AEPKOBHT MEINUHT SKI8K, AKD HAIAKTE NoCnyry 1
NONOMIEHEE  PenpOAYETHEHNX  TexHoaoriil ta nianopaaxosani Jlenapramenry
oxopoun 1nopon's  [loarareskol ofiniepwaiminicrpanii o [NlonTascnkii obnacti
BULCYVTHIL

Iriano nakaly Minicreperea oxoponn 31opos's gig 29.11.2004 poky Ne 579
“'IIpn I THEPIHEHHA |||:1ps1_'u.'} HANPARICHHA WIHOK s NpaBCICHHE  Meplnro
RYPCY .']i:\'}'li:,'.fl'nl:-l OesnniHocTi  METONAME  JIONOMIKHHY  PENPOAVETHREHHY
rexHoaoriii 3 aBCoMIOTHMMHE TIOKASHHKAMH 38 DILKeTHi KowTa™ mwopitio |
_-;q-uecum:nﬁ LEHTP HANPARNHETRCH Brnuieko M0 wIHOK L5 :iK}IIZIIIIIH BT ANOCT
METOIAMH JONOMIHHX PENPOIY KTHEHHY TEXHOIOH,

Hlono winok, axi susyTs 3 Bll-inderuico, indopuyeso, woe siaHo
MEpeniky  MEAHMHMX  [POTHNOKA3AHLE U8 (IPOBEIEHNS iKY BIHHA winouol
GeamnianocTi merogamu JIPT  (axsoproradHA, B Pa3i AKUN BHHOLLYBAHHA
BAFTHOCTI NpoTHNoKAaKo) nianosinsoro vakasy MO3, BUl-indikosanicrs abo
CHIJT ¢ npotmnokasasxas e i dikysanis 3a GOa#eTHl KOWTH JaHHME
METO/IEMH .

[upektop [lenaprasesTy — B.IT. Jincak
M| P ] K

Not Don't
Women who gave birth in 2016 — 2018 Yes No . N
applicable | know

| was on ARV treatment at the time of conception 66 58 20 0 144
| started taking ARV drugs as a prophylaxis during pregnancy 69 50 25 0 144
| took ARV drugs throughout my pregnancy 96 25 23 0 144
| only took prophylaxis at the time of childbirth 7 97 38 1 143
My child took the syrup in the first days of life 110 7 26 1 144
The polyclinic/AIDS center provides me with breast milk 95 19 28 1 143
substitute

My child did a PCR test up until two months of life 99 12 26 6 143

Annex 4.
MONTABCEKA OBJIACHA 11 '.F‘H{ ABHA AJIMIHICTPALLLA
NENMAPTAMEHT OXOPOHH 310POR'A
gy, Cmpitenchka, b, v Dlocraaa, W01 1, neadass - 380 (3327 bl T6-84, H0-77-19,
E-mail: guoz@adm-pl.gov.ua, Web: hup:!) vozgov.ua Koo CIAPHOY 02013107
LI L e GLBUVEETIT oo @ win o000
BO “TlosMTHEHI HiHKH™
poltavapwidgmail com
daxiBuaMH HenaprasmenTy OXOPOHN Llopos’a [Noararehkod
obpepransinicTpanii - YBAKHO  POITIAHYTHA  iHQopMauiinni - sanm B




Annex 5.

PIBHEHCBKA OBJIACHA JIEPKABHA AJIMIHICTPALIA
YIIPABJIIHHA OXOPOHH 3J10POB"

PIBHEHCHKHIH OBJACHH I KJAITHIYHUA JIKYBAJILHO-
JUATHOCTHMHMI LEHTP IMEHI BIKTOPA TTOJITHIVKA

33028, u. Pinse, nvn 16 Tunes, 36
% iz 27 /. ven. (0362) 63.33-52, daxc (0362) 63-58-79

www. remde.com.ua

Fosioni npasainms

Oy allonrrneni winkn Pisnes

kv kapiniii 0.

33000, m. Pisne, sya. lpocnest Mipy, 1821

Ha Bam zanuT 3a sax. Ne 8 pin 06.08.2018 poky nosizosmasemo Bac npo nactynue, 1o ¥
gianosianoeTi Ao [opsiaky JacTOCYBANNA J0NOMIKHIY PENPOIYKTHEHHX TEX nostorii B Ykpaini.
JaTREpIIKEHIM Hakazom MinicTepeTaa oxoponn wiopos’s Yxpainn Ne 787 sia 09.09.2013 poxy
NOBHOIITH ®iHKH Ta/abo YON0BIKH MAIOTE NPAB0 38 MEIHYHHMH NOKAJAHHAMH HA NPOBEICHHSA
sikyeaneimx  nporpam JIPT, To6T0 3a miacyrwocti i NpOTHMOKasalb HA  NPOBENCHIA
aikysaasimx nporpam JIPT Ta 3a yMOBH JOTPHMAHNA BIANOBIANOT NPOUCAYPH, peKoMeHIAIIR
nikapin winkn. 2k Mot BUT-nosntisnuil crarye MOwyTh CKOPHCTATHCE NOCAYTAMN CKCTRA
KOPINOPATHEHOID JATLTUIHCHHA,

[Tpi 1LOMY. BUKOHANIA KOOI Jikysasnol nporpasi JIPT nposoantses 3 0008 a3K0BHM
KA UM MOHITOPHHIOM Ta KOHTPOEM HIUILHON CTAHY NALIEHTKH.

INoaosa womicii 3 peopranizanii
(rososmii aikap) PORJUILL is. B, Noaimysa Myermx P.IL

P

FRE R T T .
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