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Summary
Title of Program: 1st Belarus Breast Cancer Advocacy Conference
Category of grant: Democracy Building
Grant size: 4,000 USD
Project duration: September 7 -October 25
Date of conference: September 14 - 15
Location: Minsk, Belarus

Applicant Organization
In Rays of Hope (Belarus NGO)
Address: Prospect Peramozhzau, 9 appt 100a, Minsk, 220002, Belarus
Tel: 017-2275412
Email: volunt@tut.by
Assisting Organization
Resource & Policy Exchange, Inc. (US NGO)
(Technical and Analytical assistance)
Address: 20 Franklin St. Delhi, NY 13753 USA
Tel: +1.607.746.7711
Email: rpx@rpxi.org
Key Project Personnel
Project Director: Irina Kozulina (In Rays of Hope)
Project Director Assistant: Yulya Kozulina (In Rays of Hope)
Technical Advisors: Dr. Leonid Putyrsky MD, Yuri Putyrski, Tamara Serzhan (In Rays of Hope)
Technical Advisor: Dr. Tanya Soldak, MD (Resource & Policy Exchange, Inc., formerly of
CitiHope International)
Attachments
Conference agenda
Conference photos
Conference participants
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Democracy Building through Breast Cancer Advocacy
One may question the connection between Democracy Building and Breast Cancer Advocacy.
Throughout US history, great social advancements such as the abolition of slavery, women’s
suffrage, and universal civil rights, evolved not from government initiative, but from voluntary
grassroots movements. Each of these great social advancements began with a group of
passionate people coming together around a mutual interest or a common cause. The Breast
Cancer Advocacy Conference in Minsk was a momentous occasion in grassroots activism in
Belarus. By coming together with a passion to combat the impact of breast cancer in Belarus,
conference participants have set a course to change how the issue will now be recognized at all
levels - from the bottom up. As a result of this mobilization effort, breast cancer early detection,
screening and prevention will become a national priority in Belarus. By inviting international
participants, the conference was also used to plant seeds for similar advocacy and grassroots
mobilization efforts throughout the former Soviet Union.
“Why do we advocate? Because we see inadequacy, inequity
and injustice. We see gaps in the system and fight for what we
believe.”
Ranjit Kaur, President of Breast Cancer Welfare
Association and Malaysian Breast Cancer Council
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“Much unhappiness has come into the world because of
bewilderment and things left unsaid.”
Fyodor Dostoyevsky

Project Overview
Goal of Breast Cancer Advocacy Conference
Combat breast cancer by building advocacy groups with skills to address inadequacy in
information, inequity in treatment and care and injustice in breast cancer early detection,
screening and prevention for healthy and sick women in Belarus.
Objectives toward achieving Goal:
1. Raise awareness of the impact of breast cancer on society (in Belarus and globally)
2. Provide information on critical breast cancer issues to promote community activism
3. Establish health care standards for women with breast cancer (what women with breast
cancer and breast problems want and need, and how to address those needs)
4. Connect isolated Belarusian women to international communities for future collaboration
5. Establish patient-doctor dialog and focus health care to patient
Conference Innovations for Belarus:
1. Brought together doctors, patients and activists as equals around a common cause
2. Assembled an international audience of women around a predominantly women’s issue
3. Accommodated full and equal participation of women with disabilities
4. Open format allowed equal opportunity for participants from six oblasts of Belarus to
present, discuss or ask any questions to any presenter.
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Introduction
American colleagues have suggested that in many developing countries, breast cancer is like an
800 pounds gorilla sitting in the room – a dangerous threat that nobody talks about. The facts are
clear: breast cancer is in Belarus, it is taking lives and it is growing. Women in Belarus need to
deal with it.
In September 2007, breast cancer awareness in Belarus made significant forward progress with
the launching of a two-day conference for women, doctors, activists and for all those who care
about the issue. The event was coordinated by local NGO, In Rays of Hope, with technical
support from US NGOs, CitiHope International and Resource & Policy Exchange, and financial
support from the US Embassy in Minsk, Novartis, Pfizer, Seattle Cancer Care Alliance, and the
Susan G. Komen Foundation for the Cure.
Activity Summary
The 1st Belarus Breast Cancer Advocacy Conference was coordinated at a very low cost by a
diverse combination of breast cancer advocates, doctors and activists from Belarus and the US
(See Key Personnel above). This intentionally pluralistic effort ensured a democratic approach
to addressing the many different concerns and viewpoints regarding a critical public health issue.
Qualified speakers from different professional backgrounds were selected to give presentations
and lead interactive discussions. Attendees included residents from six oblasts of Belarus, and
eleven other countries/regions, including the US, Ukraine, Romania, Estonia, Lithuania,
Uzbekistan, Kyrgyzstan, Tajikistan, Kazakhstan, Russia, Kaliningrad, and Siberia.
The conference was divided across two days to accommodate participants traveling far distances
and to allow adequate time for open discussions surrounding five main objectives. Day One took
place at Hotel Yubileinaya on September 14 from 1:00 pm to 5:00 pm (Agenda attached) and
was attended by 60 participants. Day Two took place at Hotel Belarus on September 15 from
9:00 am to 5:30 pm (Agenda attached) and was attended by 80 participants.
Conference Objectives
1. Raise awareness of the impact of breast cancer on society (in Belarus and globally)
As a first priority, conference attendees were updated/educated on the current status of breast
cancer in Belarus relative to the rest of the world. This knowledge established the importance of
taking action in Belarus as well as countries of other conference attendees. This knowledge
combined with activism is a formula for healthy women and plans were made to continue this
activity through capacity building programs with local NGOs
2. Provide information on critical breast cancer issues to promote community activism
Current and relevant advocacy/awareness/treatment literature was translated and distributed to all
conference participants. This is a critical step toward eliminating myths surrounding breast
health, spreading the message that breast cancer is treatable, and offering support for those who
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have been affected by breast cancer. The following materials were distributed:
 CDs with all conference presentations (two days)
 Book on issues in breast cancer (Prof. Putursky)
 Materials on depression issues and treatment (Pfizer)
 Materials on hormonal treatment options (Novartis - Femara)
 Booklet of useful information for women (Irina Kozulina)
3. Establish health care standards for women with breast cancer (what women with
breast cancer and breast problems want and need, and how to address those needs)
Cancer specialists Professor Putursky, Dr. Julia Gralow and Dr. JoAnn Zujewsky led discussions
on early detection and prevention, including life style issues and treatment standards.
Representatives from the Oncology Institute and the Ministry of Health were on hand to
participate in discussions of breast cancer issues and cancer care in Belarus. The open discussion
format allowed an exchange of needs and demands for quality healthcare for women in Belarus.
The discussion covered rarely addressed post-recovery care, pshychological support and needs of
women's support group, such as education on standards of breast care.
4. Connect isolated Belarusian women to international communities for future
collaboration.
Belarusian women were provided the opportunity to develop contacts with colleagues in
neighboring countries (e.g. Ukraine, Russia, Lithuania) as well as individuals from countries
with more developed advocacy programs (e.g. Kazakhstan, Romania, US). Principles of
advocacy were presented to women from Romania, USA and Ukraine. These presentations and
the discussions that followed enabled the sharing of best practices in women's health advocacy
and stimulated women's efforts to start or support grassroots movements consistent in their
demands for better health outcomes.
5. Establish patient-doctor dialog and focus health care to patient
Introducing a new approach to patient-doctor relations in Belarus, the conference initiated open
dialog between doctors and patients. Project partners view this as the democratic ‘sprouts’ of a
developing health care system. It should be noted that this activity led to some surprising
reactions from the medical community. Professor Zalutsky, director of Oncology Republican
Institute gave such remarks as “Are you going to talk about whatever you want with women?”
some participants reported that many doctors would not allow(!) women patients to visit the
conference (e.g. Vitebsk Oncology Hospital and Brest Oncology Hospital). While this type of
open dialogue would not normally occur between doctors and patients in Belarus, it was possible
in this event because of international participation and the objective to share best practices from
other countries.
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Summary of Discussions and Conclusions
Among the most important achievements, the 1st Belarus Breast Cancer Advocacy Conference
provided a new forum for sharing information and addressing public concerns, including some
anticipated questions and many that were not predicted:
 Why should we talk about breast cancer?
 Why does breast cancer get more attention than the other cancers?
 What do women want and need to know about breast cancer?
 What is the benefit of women's support groups?
 Can women talk about the disease without a doctor’s supervision?
 Is there a purpose to women talking about what they want? Can they change something?
 What would be the outcomes of the conference? Women would talk…and then what?
In discussing these questions and presenting prepared materials, conference leaders encouraged
women to talk openly to remove stigma from these disease and to ensure that attendees obtained
information that was important to them. The most discussed topics are summarized below:

Incidence vs. Survival
Belarus has a breast cancer incidence rate of 58 women per/100,000. This rate is observed to be
growing 3-5 percent annually. Belarus’ death rate associated with breast cancer is 25 per
100,000 people, which is roughly the same as in U.S. Misinterpreting this data, Belarusian
authorities have incorrectly diminished the impact of the disease, incorrectly drawing parallels
between the US and Belarus. In fact, twice as many Americans are detected with breast cancer,
indicating that survival rates are comparatively much worse in Belarus.
CONCLUSION: Some government authorities are operating under the false assumption
that women in Belarus are experience the same survival rate as women in America and
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Western Europe. Advocates need to make policymakers aware of Belarus’ poor survival
rate relative to developed countries.
Early Detection
Belarus’ relatively poor survival rates can be largely attributed to late detection of the disease.
95 percent of women who discover breast cancer in its early stages (I-II) are survivors.
Unfortunately, roughly 40 percent of all cases in Belarus are diagnosed in the dangerous late
stages (Stage III-IV). This late detection leaves patients fewer treatment options, particularly
when medical and financial resources are limited.
CONCLUSION: In order to minimize mortality rates and decrease healthcare expenses
associated with late detection, the Belarusian breast care system needs to adopt policies
which allow for early stage detection of breast cancer.
Breast Cancer and Environment
Understanding the causes of breast cancer is essential to devising strategies to help combat the
disease. Scientists believe that breast cancer develops through the combination and interaction
of different factors (genetics, age, hormones, diet etc) and other ‘unknown risk factors’. In other
words, there is not a single cause of breast cancer. There are environmental factors, however,
that are generally considered to increase risks of cancer. For example, radiation, pesticides, and
environmental tobacco smoke (‘second-hand smoke’) are widely considered to increase one’s
risk of contracting cancer. Women in Belarus are largely unaware of these risks. Risks caused
by radiation are of a particular concern to women in Belarus and the Ukraine, considering the
environmental effects of the nuclear accident at Chernobyl. While it is difficult to clearly exact
the contributing role of radiation, it should not be simply ignored, underestimated or denied.
CONCLUSION: Underestimating environmental contributing factors of breast cancer is
a dangerous policy that has been followed by the Ministry of Health and the Oncology
Institute in Belarus. The price of this mistake will very likely be paid by Belarus’
daughters and granddaughters in the future.
Public Awareness
Belarus lacks informational materials on positive aspects of breast health, including prevention
and early detection messages (e.g. 95 percent recovery rate at early stages, early detection
methods and accuracy, healthy life style and environmental factors risk, treatment availability
and options). This general lack of information and dialogue has enabled the continued
stigmatization widely associated with the disease in Belarus. Those limited materials that are
available in Belarus were developed in the past several years by the same individuals who
coordinated this conference. Conference participants each received a copy of Belarus’ only book
for doctors and patients regarding issues in breast cancer, which was written and published by
Professor Putursky.
CONCLUSION: The importance of early detection of breast cancer is poorly understood
by women in Belarus and throughout much of the Former Soviet Union. Available
treatments and cure rates are not widely known. Education of women through
government and grassroots campaigns would save lives.
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Participant Response
Participants were asked to complete evaluation forms. 54 evaluations were collected and
analyzed by the Seattle Cancer Care Alliance. Selected results are summarized below:
Question:

How helpful was this conference to you and your work in breast cancer advocacy
(please circle on a scale of 1 to 5, 1 meaning not helpful at all and 5 meaning very
helpful)?
Response: 5 = 72%, 4 = 20%, 3 = 7%

Question:

How would you rate the quality of this conference (please circle on a scale of 1 to
5, 1 meaning not very good quality and 5 meaning very high quality)?
Response: 5 = 72%, 4 = 22%, 3 = 5%
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Moving Forward: Advocacy Program Continuation
“Each of you has the power to make a difference for
the next generation”
US Undersecretary Karen Hughes, 9/29/2007
Speech to global breast cancer advocates
In her recent comments to global delegates at the Budapest Breast Cancer Global Advocacy
Summit, Under Secretary Karen Hughes (Under Secretary for Public Diplomacy and Public
Affairs) acknowledged that grassroots activists have proven to be a key component in advancing
breast care in developing nations. It is effective because it comprises a network of women and
men who care deeply about breast cancer and are willing to stand up and make their voices
heard. It is their commitment, dedication and outstanding work that can enable government and
health care system to effectively advance breast cancer public policy.
Grassroots activism is relatively new territory in Belarus. This conference demonstrated the
broad reach and strong potential influence of pioneering activist organizations like In Rays of
Hope. This organized approach has been strengthened by networking with well informed
individual activists in every oblast and in other nations.
The grassroots advocacy movement demonstrated through this conference is valuable and
can have a major public impact in Belarus. The movement needs support, in the form of
education, information and funding. That support is needed during each of the following
Next Steps:
1. Public Awareness Event/Distribution: Preparation and Distribution of advocacy glossary
during activist gathering in Minsk, in connection with International Women's Club
2. Literature Preparation: Translation of important materials on healthy life style for breast
cancer prevention, as requested by all conference participants.
3. Youth Awareness: Necklace Project to initiate awareness among youth, the most active in
grassroots movements.1
4. SOW for 2008: Strategic planning for NGO capacity building and improved advocacy
5. Training: Send two master advocates for training and participation in global advocacy
movement US in 2008 (Dallas and Washington DC).
1

According to the latest National Breast Cancer Coalition survey, younger women were keenly interested in
prevention, more so than their mothers and grandmothers, with 53% of the respondent's age 18-24 maintaining that
emphasis should be placed on prevention. Older respondents (46% of those 50 or older) prefer the focus to be on
more effective treatments.
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First Bielarussian
Breast Cancer
Advocacy Summit

September 14, 2007

Hotel «Yubileynaya»
Minsk, Belarus

Agenda
12:30

Registration of participants

13:00

Welcome address
Belarus Advocacy Update, achievements and perspectives.
Dr. Leonid Putyrski, “In Ray of Hope”, Belarus
Dr. Yuri Putyrski, Belarus

13:35

Definition of advocacy - Purposes of this movement.
Cooperation with MoH, government organizations, Mass Media.
Dr. Tanya Soldak, CitiHope International USA/Belarus

14:00

Influence of healthy way of life on the breast cancer survivorship.
Dr. Julie Gralow
Univ. of Washington/Seattle Cancer Care Alliance (SCCA), USA

14:35

The role of the healthy way of life for breast cancer prevention.
Recommendations of the National Cancer Institute of USA
Dr. Jo Anne Zujewski, National Cancer Institute (NCI), USA

15:20

Coffee-break

15:40

Post clinical rehabilitation of women.
Boronnikova Victoria, phicologist, Minsk

16:00

Help in making decisions during the treatment.
Dr. Golubev Sergei, Vitebsk

16:30

Changing the attitude to the breast cancer problem among women.
Oksana Korkina, coordinator of the project, Mozir

16:45

Volunteers
An instrument of help for breast cancer survivors and relatives.
Kozulina Irina, “In Ray of Hope”, Belarus

17:00

Closing remarks

17:20

Coffee-break

18:00 - 20:00 Excursion around Minsk

Third Biannual Eastern Europe/Central Asia Breast
Cancer Advocacy Summit
Hotel Belarus
15 Storozhevskaya Ulitsa
Minsk, Belarus 220002
Saturday, September 15, 2007
7:30am-7:30pm

Sponsored by:
Susan G. Komen for the Cure
and

Novartis

For follow-up information, please contact…
Ksenia P. Koon, MS
Seattle Cancer Care Alliance
825 Eastlake Avenue E, G3200
Seattle, WA 98109-1023, USA

(206) 288-6969 phone
(206) 288-2023 fax
kkoon@seattlecca.org

7:30am
Registration and Breakfast
8:30am
Welcome Address
Dr. Leonid Putyrski, “In Ray of Hope”, Belarus and
Dr. Julie Gralow, University of Washington (UW)/Seattle Cancer Care Alliance (SCCA), USA
8:40am
Conference Overview
Ksenia Koon, Seattle Cancer Care Alliance (SCCA), USA
8:45am
Breast Cancer Risk Factors and Risk Reduction
Dr. Jo Anne Zujewski, National Cancer Institute (NCI), USA
9:00am
Special Topics in Breast Cancer Survivorship
Dr. Julie Gralow, UW/SCCA, USA
9:10am
Belarus Advocacy Update
Dr. Tanya Soldak, CitiHope International, USA/Belarus
9:30am
Ukraine Advocacy Update
Larisa Lopata, Amazonki, Ukraine
9:50am
Russia Advocacy Update
Natalia Vartapetova, Institute for Family Health, Russia
10:10am
Kaliningrad Advocacy Update
Dr. Lidia Chashina, “Vita”, Kaliningrad
10:30am
Break
11:00am
Panel Discussion; Breast Cancer Incidence, Screening, Diagnosis and Treatment in Eastern
Europe and Central Asia
Discussion chaired by Dr. Jo Anne Zujewski, USA
Chernobyl and It’s Effects on Breast Cancer (Dr. Leonid Putyrski, Belarus); A Model for Breast
Cancer Screening Programs (Tamara Serzhan, Belarus); Challenges in Diagnosis (Anca Labunet,
Romania), Cancer Treatment and Relationships with Pharmaceutical Companies (Dr. Tanya
Soldak, Belarus)
12:00pm
Lunch

1:00pm
A Successful Advocacy Program for Cancer Patients in Romania
Dr. Marlene Farcas, Romanian Cancer Society, Romania
1:20pm
Lithuania Advocacy Update
Agne Zuokiene, “Nedelsk (Do Not Delay)”, Lithuania
1:40pm
Breast Screening and Advocacy Activities in Estonia
Tiiu-Liis Tigane, Europa Donna, Estonia
2:00pm
Kazakhstan Advocacy Update
Nagima Plokchich, Healthy Asia Foundation, Kazakhstan
2:15pm
Breast Cancer Advocacy in Kyrgyzstan
Saltanat Abazbekova, “Ergene”, Kyrgyzstan
2:30pm
Tajikistan Advocacy Update
Dr. Suraye Mirzoeva, National Oncology Center, Tajikistan
2:45pm
Uzbekistan Advocacy Update
Isamuhamedova Mukharam, Uzbekistan
3:00pm
Break
3:30pm
Panel Discussion; Breast Cancer Advocacy and Support in Eastern Europe and Central Asia
Discussion chaired by Dr. Julie Gralow; USA
Initiating Advocacy Activities with Limited Resources (Nathalie Kozlova, Siberia); Working
with the Health Care System (Jekaterina Sternfeldt, Estonia); NGOs and Advocacy (Dr. Simona
Ene, Romania), Outreach and Education Opportunities for Advocates (Natalia Maksimova,
Kaliningrad); Obtaining Financial Support for Advocacy Efforts (Ludmila Nikulischeva,
Ukraine); Overcoming Obstacles (Irina Kozulina, Belarus)
4:45pm
Closing Remarks; A Picture of the Current Breast Cancer Advocacy Movement Across Eastern
Europe and Central Asia; Future Connections/Collaborations Between Countries
Dr. Tanya Soldak, CitiHope International, USA/Belarus
5:00pm
Exhibition and Poster Session
6:00pm

Dinner Reception; Launch of CitiHope International’s “We Are All Connected” campaign

Conference Attendees

#
1
2
3
4
5
6
7
8
9
10
11
12
13
14
15
16
17
18
19
20
21
22
23
24
25
26
27
28
29
30
31
32
33
34
35
36

Name
Shevrova Tatiana
Kirpichenok Irina
Dashkevich Lubov
Korkina Oksana
Korkina Daria
Frenkel Irina
Belevich Marina
Bannikova Anna
Maksimenko Lubov
Starovoytova Natalia
Razyvaeva Galina
Dyshkevich Irina
Timoshenko Lubov
Xantova Elena
Maisenia Raisa
Tixonovich Svetlana
Василькова Вера Ивановна
Puxovskaya Galina
Petyxova Vera
Burovaya Bronislava
Novikova Galina
Ларионова Екатерина Михайловна
Ytevskaya Tamara
Mikina Natalia
Sorokopit Zinaida
Eismond Yadviga
Kondrateva Ludmila
Shlextunov Evgenii
Golubev Sergei
Eliseeva Maria
Kovalchyk Irina
Babko Anastasia
Babko Julia
Kurcheiko Irina
Zayc Natalia
Boronnikova Victoria

Designation
Patient
Patient
Patient
Activist
Activist
Activist
Activist
Patient
Patient
Patient
Patient
Patient
Patient
Patient
Patient
Patient
Patient
Patient
Patient
Patient
Patient
Patient
Patient
Patient
Patient
Patient
Patient
Physician
Physician
Activist
Patient
Activist
Activist
Activist
Patient
Patient/Activist

City
Polock
Polock
Mozir
Mozir
Mozir
Smorgon
Smorgon
Gomel
Gomel
Gomel
Gomel
Gomel
Gomel
Gomel
Mogilev
Mogilev
Mogilev
Mogilev
Mogilev
Mogilev
Mogilev
Mogilev
Osipovichi
Grodno
Grodno
Grodno
Slonim
Vitebsk
Vitebsk
Baranovichi
Kobrin
Baranovichi
Baranovichi
Brest
Loshani
Minsk

Conference Attendees

37
38
39
40
41
42
43
44
45
46
47
48
49
50
51
52
53
54
55
56
57
58
59
60
61
62
63
64
65
66
67
68
69
70

Kozulina Irina
Nigreeva Irina
Putyrski Leonid
Putyrski Yuri
Putyrskaja Veronika
Serzhan Tamara
Soldak Tatiana
Soldak Polina
Strongina Galina
Xarlap Olga
Shinkevich Alexandra
Omelchenko Irina
Grigirovich Nikolai
Sitiva Lidia
Yackevich Konstantin
Cirkun Nadezda
Kondratieva Ludmila
Lenshina Svetlana
Zayac Natalia
Rivkina Irina
Shulga Tamara
Sobol Michael
Lukjanovski Ruslan
Plochich Nagima
Mirzoeva Suraye
Sabirbekova Taalaigul
Abazbekova Saltanat
Chashina Lidia
Maksimova Natalia
Isamyxamedova Myxaram
Kozlova Natalia
Lopata Larisa
Nikulishceva Ludmila
Vartapetova Natalia

Patient/Activist
Patient/Activist
Activist
Physician
Activist
Activist
Physician
Activist
Activist
Activist
Activist
Activist
Activist
Activist
Activist
Activist
Activist
Activist
Activist
Patient/Activist
Activist
Activist
Activist
Activist
Physician
Physician
Physician
Physician
Patient
Activist
Activist
Patient
Activist
Activist

Minsk
Minsk
Minsk
Minsk
Minsk
Minsk
Minsk
Minsk
Minsk
Minsk
Minsk
Minsk
Minsk
Minsk
Minsk
Minsk
Minsk
Minsk
Minsk
Minsk
Minsk
Minsk
Minsk
Kazakstan
Tajikistan
Kyrgyzstan
Kyrgyzstan
Russia
Russia
Uzbekistan
Russia
Ukraine
Ukraine
Russia
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