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1. Introduction

The Roma Health Project of the Open Society Foundations has supported Roma health pro-
grams since January 2001. The project works to advance the health and human rights of Roma
people by building the capacity of Roma civil society leaders and organizations and advocating
for accountability and a strong civil society role in the design, implementation, and monitoring
of policies and practices that most impact the health of Roma.

Many countries where the Roma Health Project is active have Roma Health Mediator
(RHM) programs. RHMs are members of the Roma community who are trained to liaise
between the community' and the health system. In addition to Roma Health Mediators, some
countries, such as Albania, Finland, Greece, and Serbia, have mediators who facilitate access
to employment, education, or public services more generally.

In 2005, the Roma Health Project published a qualitative study of the Roma Health
Mediator model, focusing on Bulgaria, Finland, and Romania. The study report, Mediating
Romani Health, included findings specific to each country, as well as overall findings about
Roma health mediation. In general, the study revealed that RHMs have greatly assisted indi-
vidual Romani clients. However, policymakers fail to capitalize on these successes. They do
not involve Roma Health Mediators, who are very knowledgeable about community health
needs, in developing programs and strategies for Roma health. In addition, they do not use the
information gathered during the program to guide further work. Finally, Roma health media-
tion can address few of the structural inequities that shape Roma health in the first place. To
maximize impact, Roma health mediation programs should be implemented in conjunction

with other programs to address poverty, discrimination, and health equity.



The present report is an update of the 2005 study. An updated report was necessary for

several reasons:

Roma health mediator programs continue to be one of the most frequently used pro-
grams to improve health among excluded Roma communities in both Western and
Eastern Europe. Therefore, assessing program effectiveness and the factors that make
health mediation more or less successful is important to promoting Roma health media-
tion program effectiveness. Many Roma Health Mediator programs have started since
the previous report was written, including in Macedonia, Serbia, and Ukraine, providing
new program models to assess. Other RHM programs, namely Bulgaria’s and Roma-
nia’s, have grown substantially since 2005, providing examples of how RHM programs

can become institutionalized within the national health system.

As compared to other sectors related to Roma inclusion, such as education, Roma health
is one of the domains with the fewest programmatic successes. International donors as
well as national governments have allocated comparatively less funding to Roma health,
and few program models exist.” However, in the last several months, the Council of
Europe and other organizations have increased financial investment in RHM programs.
Undertaking a study that highlights the successes and challenges of RHM programs will

inform Roma health programming and encourage effective use of the funds committed.

In the face of the global financial crisis and persistent low governmental commitment
to improving Roma health, some countries are cutting back or under-funding RHM
programs. This threatens the continuation of one of the few existing Roma health inter-
ventions. Outlining the existing effectiveness of RHM programs will provide important

information to advocates and to governments.

The following RHM study report summarizes study objectives, the international policy
context, key determinants of Roma health, and study findings. General study findings are
presented first. The general discussion includes few examples from Macedonia or Ukraine,
as these programs are not yet finalized or have just begun. The report then provides country
specific program summaries and findings. Recommendations are provided for each country

as well as for Roma health mediation programs overall.
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2. Study Objectives and
Methodology

The study has the following objectives:

To qualitatively assess (and quantitatively review, insofar as possible) the health service
access impact of Roma health mediation programs in Romania, Serbia, and Slovakia,
and to a lesser extent, in Bulgaria, Macedonia, and Ukraine. “Health service access”
includes outcomes related to health care utilization, insurance coverage, possession of
personal documents such as identity cards and birth certificates, vaccination inclusion,

knowledge about health entitlements, and so on.

To analyze the health service access impact of Roma health mediation programs in the

context of other national programming related to Roma health and to health equity.

To analyze the international policy context, including political and policy processes relat-
ing to the Decade of Roma Inclusion, the EU accession process, the EU Roma Platform,
and the Council of Europe. The larger context of increased attention to health equity in

Europe is also discussed.



To describe the key features of RHM programs in each of the six countries, including,
but not limited to how many RHMs are employed, who trained them, how they were
trained, how they are supervised, who pays them, their relationship with local physicians

and other health providers, and their relationship with local authorities.

To assess challenges and barriers to further development and expansion of RHM

programs in each country.

To identify the limitations of RHM programs. What determinants of Roma health is

mediation unable to address?

To develop country level and general recommendations that can guide the development

of sustainable, effective Roma health mediation programs.

These objectives were realized through several different activities, including: (a) an
academic and grey literature review, (b) qualitative field assessments in 6 countries, and,
(c) discussions with pertinent representatives and activists.

The qualitative field assessments were carried out by the report author and expert
consultants hired in each country. In focus countries, which included Romania, Serbia, and
Slovakia, consultants interviewed key stakeholders and conducted a focus group with between
4 and 10 RHMs. Roma Health Mediators were also asked to complete a brief questionnaire
regarding the frequency with which they encountered certain situations (see Annex 1). Focus
groups and questionnaires were not conducted in secondary countries, Bulgaria, Macedonia,
and Ukraine. All of the information contained in this report comes from consultant reports
for the 6 countries, except where otherwise noted with an endnote.

This report targets several key audiences, including international and national donors,
program planners, and NGOs addressing Roma inclusion and/or health equity. The recom-
mendations were developed in order to guide these entities in their work related to Roma
health mediation, as well as Roma health more broadly. Indeed, discussion regarding the
international policy context suggests funding streams and policy mechanisms that might be

employed to promote Roma health mediation and other health equity programs.
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3. International Policy Context

There are several pertinent international policy mechanisms, including: the Decade of Roma
Inclusion, the EU accession process, the EU Roma Platform, and the Council of Europe. These

mechanisms operate in the context of increased attention to health equity in Europe.

3.1 Decade of Roma Inclusion

The Decade of Roma Inclusion is a multilateral policy initiative aiming to remedy longstand-
ing Roma exclusion. Governments of countries with large Roma populations voluntarily join
the Decade as part of their commitment to improving the status of their Roma citizens. At
present, 12 countries have jointed the Decade. International agencies and NGOs, including
the United Nations Development Program (UNDP), UNICEF, the World Health Organization
(WHO), the Council of Europe, the World Bank, Open Society Foundations, the European Bank
of Reconstruction and Development, and others also participate. All of the countries included
in the current study are members of the Decade, with the exception of Ukraine.

A Steering Committee comprised of governmental representatives, Roma leaders and
activists, multi-lateral donors, and international organizations identified 4 Decade focus areas:
(1) education, (2) employment, (3) health, and (4) housing. They also named 3 cross-cutting

themes: (1) income poverty, (2) discrimination, and (3) gender.?



Participating governments have developed a National Action Plan (NAP) for the respec-
tive focus areas, including health. Many of these action plans include a Roma Health Mediator
project. Other health-related activities foreseen in the health action plans include health data
collection, training of health professionals to work with excluded Roma communities, and
vaccination campaigns.

Many countries have been criticized for not developing rigorous NAPs, for not adequately
involving civil society and Roma communities in NAP development, and for not implementing
the NAPs they developed. However, the Decade also provides an opportunity for advocates and
program planners to share experiences about common programs and challenges, and to hold
governments accountable. Advocates can point to NAPs and highlight when governments fail
to implement activities they committed to implementing. The current report is part of the
wider debate regarding the Decade; the report can serve as a technical resource and as a tool

for advocates who wish to demonstrate the efficacy of Roma health mediation.

3.2 EU Accession Process

Several countries in Central and Eastern Europe have recently joined the EU, or are in the
process of joining. Of the countries covered in this report, Slovakia joined the EU in 2004,
and Bulgaria and Romania joined in 2007. Macedonia is a candidate country, and Serbia is a
potential candidate. Ukraine is not pursing EU membership.* Before becoming members of
the EU, candidate and potential candidate countries are eligible for pre-accession assistance.
Some of these instruments have been used to fund Roma health mediation programs. For
example, Romania and Slovakia received PHARE assistance for Roma health mediation (and
other) activities.” Moreover, once countries are EU members, they have access to European
Structural Funds, including the European Social Fund. Slovakia has used European Social
Fund monies to support the RHM program.

The structure of EU funding is thus relevant in a critical assessment of RHM programs.
The text box at right outlines some publications that contain in-depth discussions about how

EU funding can better promote health equity and Roma inclusion.
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EU Funds, Health Equity, and Roma Health

The World Health Organization (WHO) and OSF have issued reports regarding the
use of EU funding. A summary of the key findings of each follows.

WHO'’s report entitled, How Health Systems Can Address Health Inequities
Through Improved Use of Structural Funds, focuses on health equity, rather than just
Roma health. WHO found that European Social Fund management and service
delivery require greater focus on health equity. Specifically, the report authors call
for the inclusion of health equity indicators in structural fund planning in Brus-
sels. This would promote the inclusion of health equity activities in all structural
fund projects, and would ensure that the European Commission tracks how well
the projects they fund promote health equity. In addition, the authors suggest
that project proposals include health equity indicators, as well as capacity build-
ing activities that would enhance country ability to measure and promote health
equity. The full report can be found at: http://www.euro.who.int/__data/assets/
pdf_file/0007/129868/e94606.pdf.

The European Commission has acknowledged that Member States “do not
make yet sufficient use of available EU funds to address the needs of the Roma”
(European Commission, 2011). OSF recently published Making the Most of EU
Funds for Roma: A Compendium of Good Practice. This report covers EU funding for
many kinds of Roma inclusion projects—not just health. The report indicates that
many evaluations of Roma inclusion projects funded with EU money concluded
that these projects were top-down, with insufficient Roma participation. Complex
application procedures and administrative rules made it difficult for community
organizations to participate. Funding for each project was sometimes too little
to have a great impact, and projects were too often standalone efforts, separated
from governmental policies and institutional structures. Moreover, many were
very short-term, so they had little long-term impact. Making the Most of EU Funds
for Roma presents projects that overcame these challenges. The full report can
be found at: http://www.romadecade.org/files/ftp/Publications/Harvey%20-%20
Making%2othe%20Most.pdf. Subsequent OSF policy analysis suggests that the
European Commission Directorate General for Health and Consumers has done
a poor job of integrating lessons learned from previous Roma health projects that
they have funded. Collating these lessons is hampered by lack of transparency, as

there is no central database of EU funded projects.

INTERNATIONAL POLICY CONTEXT
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3.3 The EU Roma Platform

As noted in the introduction, the EU is increasingly focusing on addressing the continued
Roma exclusion, as progress in the first half of the Decade of Roma Inclusion has been inad-
equate. The EU Roma platform is one manifestation of this increased focus. The Platform
aims to strengthen EU level and Member State action on Roma exclusion. The first Platform
meeting was held in Prague in 2009. National governments, the EU, international organiza-
tions, and civil society representatives attending agreed on 1o common basic principles on
Roma inclusion. The 10 common principles are:

1. Constructive, pragmatic and non-discriminatory policies

2. Explicit but not exclusive targeting
Inter-cultural approach
Aiming for the mainstream
Awareness of the gender dimension
Transfer of evidence-based policies
Use of community instruments®

Involvement of regional and local authorities

© PN v a v

Involvement of civil society

10. Active participation of the Roma’

All of these principles can be applied to Roma health mediation programs. Principle
2—explicit, but not exclusive targeting—is particularly relevant. Governments should maintain
robust universal health and social protection services that everyone can access, but they should
also create particular programs for the Roma to compensate for entrenched disadvantage and
marginalization. This approach is consistent with the findings of the WHO Commission on
the Social Determinants of Health. Following a global evidence review, the Commission con-
cluded that promoting equity means more than just treating everyone the same. Services
may need to be adapted or created to serve particular groups, especially those that experience
marginalization.® Targeted programs should be sustainable. Short term efforts will not have an
impact on longstanding inequity. Fostering real inclusion will require long term programs that
are linked to other governmental efforts, such as educational programs, efforts to measure and
promote health equity, and infrastructure projects. Roma health mediation can be understood
as one such targeted measure. Roma health mediation helps an excluded group benefit from
universal health services.

As part of the EU Roma Platform, the European Commission issued a European Frame-
work for National Roma Integration Strategies. The Framework sets goals for progress in
education, employment, health, and housing. Before the end of 2011, EU governments should

submit national Roma strategies outlining how they plan to advance these goals. In terms of
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health, the Framework specifies that governments should aim to decrease the gap in health
status between Roma and the population overall.®

The European Commission will also identify ways to ensure that EU funds are more
effectively used to promote Roma integration. Finally, the Commission plans to establish a
monitoring mechanism to measure results of activities specified in the National Roma Inte-
gration Strategies.” The need for better measurement is acute. In a 2010 report entitled No
Data, No Progress the Open Society Foundations explained that “the lack of data about Roma
communities remains the biggest obstacle to conducting any thorough assessment of how
governments are meeting their Decade commitments, despite widespread agreement among
participating governments about the crucial need to generate data disaggregated for ethnicity
in order to assess and guide policies.”" Indeed, in their communication on health inequalities
in Europe, the European Commission asserted that “measurement of health inequalities is a
fundamental first step to effective action.”* Lack of data inhibits understanding of Roma exclu-
sion and health inequity, and makes measuring progress impossible. Indeed, the current study
on Roma health mediation is limited by lack of data. RHMs may monitor their own activities,
but it is impossible to measure changes in health care access or health status without ethnically
disaggregated” baseline data. Many Decade Action Plans include the collection of disaggre-
gated health data, but few governments have taken concrete steps to collect such information.
No Data, No Progress discusses why governments have failed to improve data collection systems

and offers concrete recommendations.

3.4 Council of Europe

The Council of Europe is an intergovernmental organization. It is much larger than the Euro-
pean Union, and includes all countries in Western, Central, and Eastern Europe. Council of
Europe members include countries that are not in the EU that have significant Roma popula-
tions, such as Ukraine. In the past, the Council of Europe has issued recommendations related
to Roma health, such as the Recommendation to member states on health services in a mul-
ticultural society'* and the Recommendation on the adaptation of health care services to the
demand for health care and health services of people in marginal situations.” The European
Court of Human Rights, which is part of the Council of Europe, has also issued judgments
related to Roma health and rights.

In October 2010, Council members issued the Strasbourg Declaration, following a high
level Council of Europe meeting on the situation of Roma. The Declaration contained a list
of priorities and Council of Europe actions. One Council of Europe action was to: “set up a
European Training Programme for Roma Mediators with the aim to streamline, codify and
consolidate the existing training programmes for and about Mediators for Roma, through the

most effective use of existing Council of Europe resources, standards, methodology, networks
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and infrastructure, notably the European Youth Centres in Strasbourg and Budapest, in close
co operation with national and local authorities.”™

The Council of Europe has already begun to provide this training to mediators working
in several domains, including health, education, and employment. They have provided phase
1 of the 7-day training sequence in several countries, and will provide phase 2 before the end
of the year. Importantly, local stakeholders, such as school, health facility, public health, and
employment officials participate in a portion of the trainings. In order to complement, rather
than replicate training already received, the Council of Europe training focuses on human
rights and empowerment. The Council of Europe reports that their work will likely include the
creation of some European-wide fora on mediation as well as a code of ethics for mediators.”
In July 2011, the Council of Europe and the European Union announced a €1 million Euro
partnership to continue and expand this mediator work.”® Funding will be used primarily to
conduct additional training. Unfortunately, it does not appear that any of these funds can be
used to provide salary support—a growing priority in several countries. Indeed, Roma health
mediator program sustainability is perhaps the key challenge at present, making salary fund-

ing the key priority.

3.5 EU Health Equity Strategy

In 20006, the Council of the European Union adopted conclusions on common values and
principles in European Union health systems. These conclusions specified that: “The overarch-
ing values of universality, access to good quality care, equity, and solidarity have been widely
accepted in the work of the different EU institutions.””® This attention to equity is reflected in
the EU’s most recent health strategy.*® EU strategies are relevant for Member States as well as
candidate and potential candidate countries, which are seeking to make their policies consis-
tent with EU standards as part of the accession process.

The WHO, too, has increasingly focused on health inequalities in Europe, including
examining how they impact excluded Roma. WHO Member States in Europe include all of
Western, Central, and Eastern Europe as well as the countries of the Former Soviet Union (i.e.
all of the countries included in this RHM study). WHO’s Office for Investment for Develop-
ment and Health conducted a poverty and health technical consultation in 2009 that included
Roma as one of three focus groups. This consultation included the writing of a comprehensive
background paper on Roma health, as well as several case studies on Roma health projects.”
In addition, WHO has commissioned a two-year European Review of social determinants and
the health divide across Europe. This review will include a Roma health-specific component.*
Finally, in June 2011, WHO officially joined the Decade of Roma Inclusion.

WHO has also engaged in related country work. It worked closely with the Macedonian
Ministry of Health to identify challenges and opportunities related to the Decade Action Plan
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and sponsored a Roma health conference in Skopje. In Serbia, WHO conducted an environ-
mental health assessment focused on Roma communities and initiated the innovative SWIFT

project.

SWIFT Project

The SWIFT Project was designed by WHO, and is implemented through a partner-
ship among WHO, International Organization for Migration, United Nations Office
for Project Services, local and national authorities, and the Roma community of
Serbia. The project is based on the observation that informal garbage collectors
and recyclers (most of whom are Roma) faced insecure income and many work-
related health hazards. They were also vulnerable to exploitative middle men who
paid them too little for what they had collected. With financial support from the
Government of Norway, the project has entailed the establishment of a recyclers’
cooperative, and the construction of a recycling center that limits worker exposure
to dangerous waste. As a result, recyclers have direct access to a recycling center,
and no longer rely on middle men. Their incomes have risen, and their health has
improved. Moreover, the project includes health assessments of the Roma com-
munities served, and later phases of the project will include action on the health

issues identified. For more information, see: http://www.swift.rs/eng.

Increased attention to health inequities is important because advocates can refer to these
frameworks and commitments in advocacy. Moreover, focus on health inequities will influence
European funding mechanisms to be more oriented to promoting equity. Finally, increased
governmental capacity to document and remedy health inequities will provide a sound insti-
tutional basis for action on Roma health. Rather than just implementing standalone projects
to improve Roma health, countries can promote equity in all of their health programs, ensur-
ing a more comprehensive approach to closing the health gap between Roma and the overall

population, and to ending health disparities more broadly.
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4. Roma Health Conditions

While conditions in the countries included in this study vary, as a group, Roma have poorer
health status and worse health service access. Although few countries have national level Roma
health data, peer-reviewed articles report that Roma are disproportionately unvaccinated;* have
poorer than average nutrition;* and experience higher rates of low birth weight births,* peri-
natal mortality,26 and tuberculosis.”” Lack of access to health care exacerbates poor health
status. Roma may not have adequate access to care because they lack identity cards or other
documents required to obtain health insurance, do not have sufficient funds to pay for trans-
port to health facilities or other healthcare related costs, or, because they have experienced or
heard about discrimination in health care settings.?® In fact, 20% of Roma responding to a
European Union Fundamental Rights Agency survey reported that they had experienced dis-
crimination in health services in the past year.*

Roma are disproportionately poor, and they are concentrated among the most poor. For
example, when multiple levels of poverty were established among groups surveyed in Bulgaria,
Hungary and Romania, Roma were overrepresented in the poorest groups.*® However, poverty
alone does not account entirely for the worse health indicators among excluded Roma. The fact
of being Roma makes one at greater risk for ill health.

There has been inadequate research among the Roma minority in Europe, but data from
Europe and the United States show that racial differences in health cannot be accounted for
entirely by socio-economic status.’” Individual and institutional discrimination,’ substantial

residential segregation,” poor living conditions, forced evictions, and experiences of violence*



are just some factors that likely make Roma vulnerable to ill-health beyond what their socio-
economic status would suggest. In other words, Roma likely have worse health than other
poor people with the same income level. The few studies that have been conducted among the
Roma confirm this finding. One study found that, among children between o and 2 years, the
incidence of influenza, ear infections, intestinal infections, and viral diseases was significantly
higher among the Roma than among the ethnic majority population of a comparable socioeco-
nomic status.” In brief, poor Roma children experienced worse health than non-Roma who
were poor. Similarly, another study concluded that, considering average income, educational
attainment, unemployment, and percentage of the population living in excluded Roma settle-
ments, the percentage of the population living in excluded Roma settlements was the most
important factor in shaping regional mortality rates of children under the age of one.® This
means that regional variation in child death rates was best explained by the percentage of the
population living in Roma settlements, rather than other measures of socio-economic status.
Finally, a recent data analysis in Serbia found that Roma children were significantly more likely
to experience an acute respiratory infection than either the general population or the poorest
quintile of the general population, not including the Roma.” Again, this means that Roma in
particular—not just the poor—are at risk.

A survey conducted by the Slovak government on excluded Roma communities illus-
trates the deprivation that can characterize ghettoized settlements. The government surveyed
all excluded Roma communities (not all Roma live in such communities, just the most dis-
advantaged). Eighty one percent lacked sewage systems, 37% lacked water supply, and almost
1/3 of the houses were illegal, meaning that the households concerned were ineligible for state
assistance to improve their habitation. Also, many of these settlements are on unpaved roads
and are not served by public transport, making access to medical and social services difficult.®

The relevance of Roma ethnicity in shaping health status illustrates the need for health
programs focused specifically on Roma. While it is very important to ensure that health ser-
vices are affordable for the poor, this is not enough to close the health gap between the Roma

and the overall population. Targeted programs, such as Roma Health Mediation, are required.
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5. Roma Health Mediation

Roma mediation was started as a community conflict mitigation program in 1992 in Romania,

based on a French model. The initiative was pioneered by Romani Criss, a Roma NGO.

5.1 Roma Health Mediator: Job Descriptions

Official RHM job descriptions vary little by country, although the actual work may vary. In

general RHMs are required to:

Assist individual clients in obtaining personal documentation and health insurance.
This is a need in all countries except for Slovakia, where almost all Roma have docu-

mentation and health insurance coverage.

Assist (and encourage) individual clients to go to the doctor. This may entail explain-
ing to clients the importance of preventive care, educating clients about the costs for
particular services and ensuring that they are not asked to pay more, and providing
linguistic translation during consultations. Focus group transcripts from Romania and
interviews with program planners in Bulgaria and Serbia show that RHMs spend a
good deal of time on this task. In cases where RHMs accompany clients to the doctor,

they may also follow up with clients later. RHMs might ensure that clients are taking
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prescribed medicines, that they return to the doctor if they still feel ill, and so on. RHMs
in Bulgaria reported frequently helping clients to pay less for services if they are entitled

to do so (e.g. for being officially unemployed, etc.)

Assisting local health authorities with particular health campaigns, particularly related
to vaccination. In some countries, RHMs tell families about the importance of vaccina-
tion, and facilitate vaccination campaigns in Roma communities. In some countries,
they may attempt to locate families who have failed to bring in a child for a scheduled
vaccination. In these cases, either family doctors or health authorities provide RHMs

with the names of those who are due for vaccination.

Refer clients to relevant health, social, and educational services. RHMs may actually
accompany clients to health or social service offices, or they may simply refer them to
the appropriate place. If there is no other professional playing this role, RHMs can aid
clients in obtaining social assistance services to which they may be entitled. They may
also encourage parents to enroll their children in school, and assist parents in under-
standing and completing the relevant forms and vaccinations. (Some countries have

education specific mediators who fulfill these tasks).

Conducting health education sessions in the community. Such sessions may include
inviting women to attend lectures on topics related to maternal, reproductive, and child
health, informing individual families about the importance of preventive care, and lec-
turing school children on healthy lifestyles. Reproductive health in particular is often
a focus. According to research recently conducted by Romani Criss, more than three

quarters of the Romanian RHMs spend most of their time on this task.

Providing targeted health assistance. Roma Health Mediators in a few countries have
been taught to monitor blood pressure. Others provide observation and support to Roma

patients on TB treatment. No RHM program includes first aid or direct medical care.

Providing legal referrals for individual clients who have experienced discrimination or
other human rights violations in health care settings. RHMs in almost all countries have
had some training related to patients’ rights. They also have been trained in health and
social protection rights and entitlements and are aware if patients are charged more
than they should be for particular services. In these cases, RHMs might refer clients
to national anti-discrimination bodies, such as an ombudsman or the Bulgarian Com-
mittee for Protection Against Discrimination,* or to NGOs that work on Roma rights.
In focus groups, RHMs report encountering at least some cases of discrimination and

abusive language in health care access or provision.
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It is important to note that almost all programs can only use process indicators to moni-
tor the above activities. In other words, RHMs can record how many health education ses-
sions they conduct, or how many patients they assist in going to the doctor. However, because
countries do not keep disaggregated health data, there is no way of knowing if more Roma
are going to the doctor than before, if health status is better in Roma communities that are
served by RHMs, and so on. Instead, we have to rely on indirect data, such as reports from
local physicians (who can report if they are seeing more Roma patients than before), reports
from RHMs and Roma community members, and national data on the number of new adults
with health insurance coverage. As noted earlier, this lack of data hinders careful analysis of

Roma health, as well as monitoring of program efficacy.

5.2 2005 Study Findings

The 2005 study by the Open Society Foundations identified several common strengths and
challenges in the ability of Roma Health Mediators to carry out their necessary tasks. Many of

these strengths and challenges are still relevant. In brief, the 2005 study concluded:

“RHMs have greatly assisted individual Romani clients...RHMs reduce bureaucratic
and communication obstacles to improved health by facilitating patient/doctor commu-
nication and assisting clients in navigating bureaucratic procedures relating to health
insurance and social assistance. Additionally, RHMs do a fairly good job communicat-
ing with the Romani community by visiting the ill and convincing them to visit the
doctor, encouraging pregnant women to get prenatal care, informing the community
about family planning and how to prevent sexually transmitted infections, and remind-

”40

ing individuals of the need for child vaccination.

“While this work helps to improve the health of Romani individuals, the study team
did find a risk posed by RHMs continuing to fill a communication gap between clients
and medical providers—both clients and physicians could become dependent on the
RHMs. Instead of encouraging doctors to adapt a health promotion approach of enhanc-
ing patient health literacy, Roma health mediation could actually relieve doctors from
passing on essential information in a manner that a patient understands. Paradoxically,
Roma health mediation may serve to increase the distance between patient and doctor,
and, unless the RHM seeks to educate the patient, may perpetuate the need for health

mediators...”

“Existing mediator programs currently fail to remove certain obstacles to more effective

patient/doctor interactions, or to ameliorate social determinants that have a negative
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impact on Romani health. These include discrimination, patient financial limitations,
flawed legislation, the particular needs of doubly marginalized groups, and inadequate
political will. Mediator programs could be changed to better address some of these fac-
tors. However, other components of Romani health strategies must provide the main

programming, political impetus, and resources to reduce or remove these obstacles.”*

“Moreover, program results have not been effectively leveraged to bring about systemic
change, and program activities are not sufficiently oriented toward remedying the struc-
tural inequities that shape Romani health in the first place. Moreover, some of the
mediation programs studied are undertaken in isolation and are not accompanied by
necessary legislative changes nor are they adequately integrated into the overall public
health system.”**

Fortunately, some of the challenges noted above have been addressed in some coun-
tries. Macedonia and Serbia, for example, have changed legislation related to documentation
and health insurance coverage, making it easier for Roma to obtain both. However, obstacles
remain in Macedonia; those classified as “habitual residents.”® face enormous difficulties in
obtaining citizenship and residency—a pre-requisite to obtaining health insurance.

The Council of Europe training focuses on human rights and empowerment. This will
help mediators to promote health autonomy among their clients, rather than allowing them
to passively receive services. Some RHMs have received training specific to disability, helping
them to deal with this doubly marginalized population. At the same time, as will be shown,
new problems have arisen. For example, longstanding programs, particularly in Romania,
are in danger of being downsized prematurely due to budget cuts and lack of commitment to
Roma health mediation at the local level. Other programs, such as the Slovak program, have
failed to grow or even to become sustainable; persistent lack of commitment and funding have
compromised the effectiveness of mediator programs from their inception.

The following pages describe issues to consider in designing RHM programs, RHM pro-
gram successes, and challenges. These successes and challenges are presented in the context
of international policy and of the findings of the 2005 study.

Table 1 is intended to give readers a rough idea of the number of RHMs per 10,000
Roma inhabitants. The population figures are approximate, and coverage is not necessarily
equal across the country. For example, both the RHMs currently working in Macedonia are
working in the largest Roma community. They are therefore expected to serve only Roma living
in that community—not Roma living elsewhere in Macedonia.

Nonetheless, the numbers show: (1) there is enormous variation in the number of RHMs
per Roma inhabitant, and (2) there are relatively few RHMs relative to the need in all 6 coun-
tries. Bulgaria and Romania have the greatest coverage, and Slovakia and Ukraine have the

poorest coverage.
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TABLE 1: Number of RHMs per country

Country Roma Number of RHMs Ratio
population®
Bulgaria 750,000 105 1.35 RHMs per 10,000 Roma
(budget for 130 for 2012) (1.73 per 10,000 in 2012)

Macedonia 197,750 16 (planned for 2011)  currently 0.1 RHM per 10,000 Roma

2 currently working ~ (0.81 per 10,000 planned for 2011 and
1.62 per 10,000 planned for 2012)

Romania 1,850,000 380 2.05 RHMs per 10,000 Roma

Serbia 600,000 75 1.25 RHMs per 10,000 Roma

Slovakia 500,000 30 0.60 RHM per 10,000 Roma

Ukraine 260,000 14 0.54 RHM per 10,000 Roma

* Source: European Commission (2011). Communication from the Commission to the European Parliament,
the Council, the European Economic and Social Committee and the Committee of the Regions.

COM(2o011) 173 final.

TABLE 2: Gender of the RHMs

Country RHM gender

Bulgaria Preference given to women—currently about 70% female
Macedonia Preference will be given to women

Romania 100% female (1 man)

Serbia 100% female

Slovakia About 60% female

Ukraine About 60% female
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5.3 Issues to Consider in Designing Mediator Programs

Gender of the RHMs. Some countries employ only female Roma Health Mediators, oth-
ers employ both males and females.

Many RHM programs give preference to women because they are seeking to
empower Roma women through Roma Health Mediator training and employment.
Employed Roma women can serve as role models for other women in their communi-
ties. There are other reasons to select female Roma Health Mediators. In some contexts,
only female RHMs can discuss health concerns with female clients. Moreover, since in
many communities, women take primary responsibility for the health of children and
other family members, having female RHMs means that women and their families can
be reached with mediator services. Women are not prohibited from advising men, in
many communities, it can be acceptable for female RHMs to educate men about certain
health topics. Finally, most applicants for RHM positions are female, so it might be dif-
ficult to find enough qualified male candidates.

However, insofar as RHM programs seek to address sexual and reproductive
health and domestic violence, engaging men is essential. Evidence from many coun-
tries in the world (both developing and developed countries) shows that educating men
about reproductive health issues and about gender equality is required to affect change,
as men hold decision-making power in many of these areas.** Educating women may
be insufficient, as they lack the power to make choices about contraception or to end
domestic violence in their communities. Program planners may want to consider hiring
male mediators to fill this role or otherwise ensure that other NGO or governmental pro-
grams are reaching men. A small Roma NGO in Kosice, Slovakia, for example, conducts
group activities with adolescent boys to improve their health behaviors and change their

norms about gender roles.®

Human rights/anti-discrimination mandate of the RHMs. In general, RHMs have some
human rights training, but they have little mandate to address rights violations beyond
helping to ensure that individual clients are not over-charged for services and referring
clients who may have experienced violations to NGOs or government anti-discrimina-
tion bodies. For example, Bulgarian RHMs are very knowledgeable about patients’ rights
standards in Bulgaria and the prices for different kinds of care, and they report assisting
numerous clients with filing complaints in instances of abuse. Some interviewees stated
that it would be better for Roma Health Mediators to have a more explicit human rights
mandate. However, program planners need to be cognizant of the RHMs’ role in the
community and in the public health system. While RHMs can and should advocate for

their clients, they should not be positioned in an adversarial way to providers and the
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health system. To be sure, rights advocacy is important, and this role should be taken

up by NGOs and other entities.

To what extent do RHMs assist the health system and to what extent are they community
organizers? Even within countries, practice varies. Country reports suggest that some
RHMs in Romania and Serbia may spend most of their days based in a health facil-
ity, where they work with Roma clients as they enter. Other RHMs in these countries
spend most of their day in the community, working with individual clients and conduct-
ing health education sessions. Still others may be organizing community members for
events such as health campaigns or advocating for the presence of particular types of
health providers in local health centers. Since they are tasked with mediation, Roma
Health Mediators can be most effective if they spend time in communities and at the
health facility.

Roma Health Mediator activities vary in part because many programs are decen-
tralized; RHM responsibilities are determined at the municipal or county level, rather
than the national level. Moreover, RHMs based in urban areas are more likely to spend
time in health care facilities or offices, as the target population is close by. In rural areas,
they are more likely to spend time travelling and visiting villages.

There are advantages and disadvantages to each approach. Roma Health Media-
tors sitting in health facilities may develop strong relationships with providers, and
improve provider knowledge and empathy for Roma clients. RHMs working largely in
the community may bring optimism to communities about what Roma living in ghet-
toized settlements can achieve. The best role for Roma Health Mediators depends in part
on the presence of other personnel and programs. Some countries, namely Macedonia,
Serbia, and Slovakia, have visiting (so-called patronage) nurses or community nurses,
who can work both in health facilities and Roma communities. RHMs should comple-
ment, rather than replicate their role. Communities with strong Roma NGOs may be
less in need of community organizers. The presence of other services and advocates
should be considered in developing local work-plans for mediators. Similarly, Roma
community members should be provided the opportunity to express their preferences

regarding how and where mediators work.

Who will supervise RHMs? In some countries, NGOs initially supervised RHMs, and
responsibility later passed to health officials or to local authorities. In other countries,
health officials or local authorities have supervised RHMs from the program’s inception.
Again, there are advantages and disadvantages to each scenario. Having local authorities
or the health system supervise Roma Health Mediators ensures that RHMs are part of
the governmental system. In some cases, however, RHMs report that they in fact have

little to no contact with the public sector individuals mandated to supervise them. NGOs
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may be particularly suited to provide initial supervision, when RHMs might be in need
of extra support, or when programs are still being developed and adapted to function
optimally. If the local government or health system is truly committed to supporting
mediation, partnerships between NGOs might be ideal. In this case, the NGO could
build governmental capacity to supervise mediators and to work in Roma communities.
At the same time, RHMs remain firmly ensconced in the public system. Regardless of

who supervises RHMs, regular, supportive supervision is essential.
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6. Roma Health Mediation
Successes#

Many of the benefits of Roma Health Mediator programs cannot be measured. Indeed, recent
contributions to the cost effectiveness literature note that assigning a monetary value to activi-
ties and their health impacts is insufficient to capture all effected changes.” Health programs
have the potential to: 1) directly affect health, and 2) change the nature of the community in
which the program occurs. In some cases, this second outcome can be even more significant
in the long run than direct health improvements. Moreover, hierarchical health programs that
focus only on improving health indicators can have an overall negative effect, as they perpetu-
ate exclusion and disempowerment. For this reason, health economists and policymakers have
started to assess measures related to community transformation in their cost benefit analyses.
These measures might include community involvement in health and policymaking, social
cohesion, and rights knowledge and empowerment.**

In the case of Roma health mediation, evidence suggests that mediators both directly
affect health and change the nature of the community in which programs occur, at a relatively
small cost. See Annex 3 for a table showing the costs and benefits of RHM programs. Respon-
dents to a survey on the Decade of Roma Inclusion in Bulgaria, Macedonia, and Romania gave
relatively high marks to government activities to improve Roma women’s health. These positive

responses may be due to the existence of Roma Health Mediator programs.*
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The following two sections outline the tangible (would be measured by a traditional cost
benefit analysis) and less tangible benefits (would not be captured by a traditional cost benefit
analysis) of RHM programs. The degree of the benefit depends on the duration, sustainability,

and quality of the program activities.

6.1 Tangible Benefits

The qualitative review shows that mediators in all countries studied are generally successful

in providing the following services:

Vaccination. Many isolated Roma communities lack adequate access to health care, and as
a result, are disproportionately unvaccinated. Moreover, in some communities, Roma com-
munity members reportedly distrust and/or fear vaccination, leading to even lower rates of
vaccination A survey carried out by UNICEF in Macedonia found that only 66% of Roma
children were fully vaccinated, as opposed to 76% of the population overall.>* Of the Roma
respondents to a UNDP survey in Southeastern Europe, 15% of Roma children under age 14
were not vaccinated, in comparison to 4% of the non-Roma children.’ There have also been
reports of measles outbreaks in Roma communities; measles is a vaccine preventable disease.
For example, the WHO investigated a measles outbreak in Romania and discovered that 90%
of the reported 6,000 infected were Roma.’* Measles outbreaks in Roma settlements have also
occurred in Germany, Greece, Italy, Poland, Portugal, and Serbia.”

Increasing vaccination rates among the Roma is a widely shared priority; both Roma
NGO representatives and governmental representatives interviewed as part of the review
pointed to vaccination as a key concern. In some contexts, RHMs work with family doctors
to locate Roma who have not shown up for a scheduled vaccination. In other contexts, RHMs
support Ministry of Health vaccination campaigns by cooperating with health care workers
who are trying to vaccinate large numbers of children in Roma settlements. For example, the
National Network for Health Mediators in Bulgaria (the Bulgarian professional association
of RHMs) reports that in 2010, Bulgarian RHMs assisted in the emergency vaccination of
188,703 children following a measles outbreak in a Roma community. Roma Health Mediators
may also incorporate vaccination into their regular health education work, and inform preg-
nant or new mothers about the importance of vaccination. Because governments do not keep
disaggregated data regarding vaccination rates and because unvaccinated children are often
also undocumented children, we do not know how much RHMs have improved vaccination
rates among the Roma. However, public health authorities and doctors often describe vaccina-
tion as a key success of the Roma health mediation program. Doctors and nurses can certainly

observe if more Roma are being vaccinated.
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RHMs in Slovakia did not work between January and March of 2011 due to difficulties
in allocating funding. During their contract break, physicians contacted the local offices of
public health to ask for help in locating Roma who had not reported for a scheduled vaccina-
tion, attesting to the fact that doctors rely on RHMs for this assistance.*

However, it is important to note that Roma health mediation should only be a short term
solution to ensuring that all Roma children are vaccinated. Roma health mediation can help
promote access to the health system, but activities such as vaccination campaigns in Roma
settlements are not long term solutions. Bringing health services to Roma communities can
address urgent needs, but such activities do not end the need for functioning, accessible,
affordable health care. Over the long-term, Ministries of Health should work to ensure that

Roma are vaccinated at the scheduled times, and that vaccine campaigns are not required.

Helping clients to obtain documents and insurance. As noted, Roma throughout Eastern
Europe may lack the birth certificate, ID card, or residential registration required to access
essential services, including social protection and health insurance.

RHMs assist clients with obtaining documents and health insurance coverage by help-
ing them to complete forms and accompanying them to relevant offices. Roma Health Media-
tors are usually well-versed in the regulations and requirements for obtaining documents and
insurance (although they require continuing education to keep up-to-date on changing regula-
tions). Some RHMs proactively search for people in the community who may lack documents
or insurance. So, for example, Roma Health Mediators in Bulgaria report that they search for
women who have recently given birth to ensure that the mothers have the required documents
to receive the appropriate benefits.

RHMs keep data regarding the number of persons they assist in obtaining documents
and insurance. However, unfortunately, some countries, including Romania, do not aggregate
this data on the national level; data is merely collected and analyzed by the local level authori-
ties supervising mediators. Moreover, the data is not always easy to interpret. In some cases,
it is hard to know if the data refer to the number of clients who are advised about what to do,
or if the data describe the number of people who successfully obtain documents. Nonetheless,
the numbers are impressive. For example, in Ukraine, 14 RHMs working from 2010 to March
2011 helped 986 Roma get registered and assisted another 413 to obtain passports. In Serbia, in
the period between April 2008 to December 2010, 75 RHMs facilitated the issuance of identity
papers and health insurance cards for 9o86 clients. From 2008 to 2009, 67 Bulgarian RHMs
helped 2,079 individuals obtain health insurance. This assistance undoubtedly results in con-
crete improvements in RHM clients’ lives; as a result of the Roma health mediation program,
individuals now have the right to access free health care and other services.

However, as with mediator successes related to vaccination, the successes of RHMs in

increasing the number of Roma who have documents and health insurance should be qualified

ROMA HEALTH MEDIATION SUCCESSES 31



by a few caveats. It is important that the legislative framework of each country enables access
to documents for all who are entitled. Official or unofficial fees and complex bureaucratic
procedures make it harder for all poor and/or poorly educated people to obtain documents.
These laws should be changed; it should not be the task of RHMs to help clients to navigate
unreasonable systems. Some countries have recently changed their legislation. As reported
by interviewees in Serbia, for example, the government has recently eased documentation
requirements, allowing Roma to obtain health cards based on the statement of two witnesses
regarding their residence. Macedonia, too, has recently changed their health insurance law
to allow coverage based on Macedonian citizenship, rather than employment status, as it had
been. Five thousand persons have applied for health insurance under this new law.”> However,
as noted, between five and ten thousand “habitual residents,” many of whom were born in
regions of the former Yugoslavia that are now independent countries, lack citizenship, making

it very difficult for them to obtain health insurance.®

Health education. As noted, there is no way to measure the impact of health education on
health status in Roma communities. However, governmental and nongovernmental interview-
ees, as well as Roma Health Mediators themselves, felt health education was an area where
mediators had impact. They explain that health education has contributed to increased use
of preventive care within Roma communities. Moreover, in cases where health education has
included information about social and health care entitlements, the benefits can be great.
RHMs sometimes include information about what health care services should be provided free
of charge and other such information in their health education sessions. Clients sometimes
avoid going to the doctor because they believe they will be charged money; learning that certain
services can be free removes another barrier to health care utilization.

RHMs may spend a substantial amount of time on this task. For example, Roma
Health Mediators in Bulgaria reported holding 1,194 health education sessions over the
course of a year.” During these sessions and individual consultations, RHMs distributed
28,641 health brochures. However, health education materials are not always appropri-
ate. For example, the health education materials in Slovakia were text heavy, making them

difficult to understand for those who had trouble reading or who could not read at all.

Accompanying Roma to the doctor. The need for mediation between some Roma patients and
doctors is one of the initial justifications for RHM programs. RHMs successfully complete this
task in all countries included in the review. In focus groups and in questionnaire responses,

RHMs reported that they:
—  Provide linguistic translation for Roma who speak only Romanes
—  Translate physician instructions into easy to understand language

—  Help Roma who are uncomfortable to feel less intimidated in a health care setting
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—  Note instructions given by physicians and follow up with patients to make sure that they

are correctly following the instructions

—  Help physicians better understand Roma concerns

The current review did not include surveys of Roma Health Mediator clients. However,
the 2005 review did, and clients were universally positive in their appraisal of Roma Health
Mediators’ accompanying them to the doctor. Recent videos from Macedonia and Serbia show

clients speaking positively about the assistance they received from RHMs.*®

Changing health care provider knowledge and attitudes. The need for RHMs to accompany
Roma clients to the doctor should decrease over time. After having interacted with many
Roma patients and RHMs, doctors will become more competent in serving Roma patients,
and Roma patients will become more comfortable with going to the doctor. This process has
already started among health care providers who have worked with RHMs. NGO representa-
tives interviewed in Ukraine reported that doctors were more willing to serve Roma patients
as a result of having worked with RHMs. Roma Health Mediators in Slovakia explained that
in the four years since they started working, their level of cooperation and mutual understand-
ing with doctors have increased substantially. Doctors are not only respectful of the RHMs’
role, but they are more competent and professionally committed to working with the Roma
community. Moreover, RHMs report that doctors with whom they work are much less likely
to engage in discriminatory behavior and to use abusive language now than they were at the
beginning of the Roma Health Mediator program.

Some physicians reportedly refuse to serve Roma patients, but those who do work with
Roma patients likely become better doctors as a result of working with RHMs. In other words,
as a result of working with Roma Health Mediators, doctors better understand how to address
Roma and other excluded clients. After working with RHMs and Roma clients, physicians may
provide better quality of care and enjoy more effective interactions with Roma patients even if

Roma Health Mediators are not present.

Increased access to other services. RHMs help clients to access other services through 3 routes:
1) increasing access to documentation, 2) referral to other public services, and, 3) informal
mechanisms, such as ensuring that Roma benefit from humanitarian aid distributions.

As explained, RHMs in many countries assist Roma in obtaining national identity docu-
ments. These documents can be a prerequisite for obtaining health care as well as social protec-
tion services (child allowances, unemployment benefits, maternity benefits, and so on). Roma
Health Mediators also refer clients to educational, social, and other services. For example, a
RHM in Serbia reported that she had assisted a child with disabilities to enroll in a school for
children with disabilities. The child had been staying at home before the referral ® Serbian
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RHMs also reported that they had cooperated with humanitarian projects conducted by inter-

national NGOs and others, ensuring that the most needy Roma benefit.®°

6.2 Less Tangible Impact of RHM Programs

Increased number of employed Roma in settlements with persistent unemployment. Some
of the most isolated Roma settlements have unemployment rates as high as 100%. Roma
who are employed often have low quality jobs that are characterized by low salaries and high
turnover rates.®* Economists have concluded that such high rates of unemployment are due
to low education levels as well as discrimination.®® Unemployed Roma are often described as
“discouraged workers,” they have long ago stopped seeking employment because they have
been repeatedly unsuccessful.® In this context, having a trained Roma professional working
in the community can improve community morale, and serve as an example to others. RHMs
are visible as members of the community who perform tasks the community appreciates.
Moreover, they are trained and generally respected by local health providers and municipal
authorities, demonstrating to the most excluded Roma communities that quality employment
is possible. This is particularly the case in countries where mediators are required to have
finished only primary school. Community members can identify with RHMs and imagine
themselves in that position.

Ensuring the RHMs are sustainably employed is essential to maintaining this morale-
boosting aspect of Roma health mediation. Contract breaks, low salaries, and other interrup-
tions erode community trust in mediators and show that mediators are not well respected by

the governments.

Trust in health services increased. Among other reasons, health care utilization among the
Roma may be low because Roma do not trust the health system. After having consulted a
medical professional in the presence of an RHM, clients may feel more confident that they can
receive quality care. They may tell their family and neighbors about their positive experience.
RHMs who work consistently in the same communities for a long period of time report that
community trust in the health care system increases.

Here too, long-term, consistent presence by the RHMs is essential to fostering and

maintaining this change.

Career prospects of Roma RHMs improved. Most programs do not keep track of this data,
but anecdotal evidence suggests that RHMs have pursued additional training for personal
and professional enrichment, as well as career advancement. For example, a survey of RHMs
in Romania revealed that 10% of them had furthered their training since becoming a Roma

Health Mediator. In Bulgaria, 15 RHMs are currently in school or have finished their Bachelors’
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Degree, and 3 have completed a Master’s Degree. Some have pursued nursing or social work
degrees with the support of OSF and other scholarship programs. Career advancement is good
for the RHMs involved, but it also advances the cause of Roma empowerment and inclusion.
As noted, Roma exclusion from the labor market is extensive. RHMs constitute a cadre of
trained professionals, some of whom go on to join professional cadres that require even further
training. Increasing the number of Roma social workers, nurses, and physicians will also erode
anti-Roma sentiment and stereotypes within these professions and improve quality of care. For
example, representatives of the Association of American Medical Colleges, the organization of
medical schools in the United States, argues that racial diversity in the health care workforce
leads to higher quality of care for minority patients and the formulation of superior public

health policies.*

RHMs act as community resources. In focus groups, many RHMs noted that they provide
important services beyond their mandate. These include helping people to understand and
respond to official documents and mail, providing mediation in the school setting (in coun-
tries without education mediators), and supporting/encouraging adolescents to continue their
schooling. However, it is important to note that in many cases, RHMs are tasked with too many
activities that are beyond their job description; they are over-burdened because there are too
few RHMs, and too few (if any at all) social workers and patronage nurses working in Roma

communities.
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7. Roma Health Mediation
Challenges

Several challenges limit the effectiveness of Roma health mediation programs. Challenges can
be grouped into two categories: (1) Challenges linked to the structure and operation of RHM
programs. These challenges can be addressed by changing the program. (2) Challenges beyond
the mandate of Roma health mediation. For example, factors such as persistent poverty limit
RHM effectiveness. These challenges must be addressed through other public policies; Roma

health mediation can only address them in a very limited way.

7.1 Challenges Linked to the Structure and Operation
of RHM Programs

Low salaries for Roma Health Mediators. As shown in Table 3, salaries for RHMs vary enor-
mously. Variation is due in part to differences in the cost of living; costs are higher in countries
that belong to the European Union, for example. In some countries, RHM salaries compare
somewhat poorly to other salaries. The salaries of RHMs in Slovakia have not changed since
the inception of the program (2005). In contrast, Macedonia has set the Roma Health Media-

tor salary at the same level as all other health sector salaries that require an equivalent level of
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education. It is also important to note that in several countries salaries for health care workers

in the public sector overall may be lower than the average national salary.

Low salaries are even more deficient when RHMs do not receive adequate resources

(financial or otherwise) required to complete their jobs. These RHMs are forced to use earn-

ings from their salary to pay for transport, phone and SMS use, and other job-related costs.

Roma Health Mediators in Romania, for example, report that they are not reimbursed for travel

and communication costs and for paper and other supplies. Some RHMs in Serbia are given

free bus tickets by the local government, and others are not. Similarly, some municipalities

provide RHMs with a small budget for travel and telephone, and others do not.

TABLE 3: Mediator Salaries

Country RHM salary and support Contract type
for expenses
Bulgaria 153 to 200 Euros Annual. Had been substantial problems
(depending on the municipality; with budget allocations every year, but these
the average is about 165) appear to have been solved.
Macedonia About 305 Euros Not yet determined
(the MoH has also created a
budget line to cover the cost of
preventive home visits)
Romania About 133 Euros Annual contracts for about 70% of the RHMs
(remainder have open-ended contracts).
Increasing problems with failure to renew
due to financial crisis. Recent salary cut for
all RHMs, and increasing problems with
payments not made on time.
Serbia 170 Euros Project-based, although almost all RHMs
are on a contract that must be renewed every
3 months. Some problems with payments
not made on time.
Slovakia 365 Euro Annual contract, with no funding secured for
(498 Euro for the post 2015. Persistent problems with allocating
Mediator Coordinator) funding when contracts are renewed each
(33 Euros/month for materials) year, leading to salary delays or periods
without salary/employment.
Ukraine 212 Euros Project-based contract currently until
(89 Euros/month for expenses) December 2012.
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Low salaries and funding for other activities undermine RHM morale and suggest that
the government (or whomever is paying the salary) does not value Roma Health Mediator
expertise and work. Lack of consistent contract (either because the contract must be renewed
every 3 months or annually or because the contract is contingent on short-term program fund-

ing) further erodes morale.

Inadequate supervision. The quality and extent of supervision varies among and within coun-
tries. To be sure, many RHMs receive regular, supportive supervision. However, too many do
not. Academics and public health implementers have amply demonstrated that supervision is
one of the most important determinants of success of programs such as Roma health media-
tion.®® Roma health mediation and other program planners may fail to allocate sufficient fund-
ing to supervision, or they may not understand how much time should be devoted to this task.””
Poor supervision contributes to low morale and decreased mediator effectiveness. Mediators
who do not receive enough supervision may not have a chance to request materials or other
required support, they may not learn how to address certain problems their clients experience,
and they may not learn about relevant changes to the health and social systems in their country.
Although providing adequate supervision costs money, this investment is essential to ensure

that the investment in Roma Health Mediator training and salaries pays off.

Supportive Supervision

In contrast to traditional supervision, supportive supervision involves more than
a hierarchical approach to ensuring that employees are performing the basic tasks
of their job. Supportive supervisors communicate objectives, monitor progress
and provide feedback, ensure that employees have the resources required to do
their job, help employees to solve problems, ensure that employees have access to
professional development and enrichment, and motivate and support employees
to improve performance (Berdzuli et al., 2008). Many mediators do not receive
supportive supervision. Lack of supportive supervision negatively impacts RHM

effectiveness and professional development.

In the case of RHMs, supervision can be inadequate because of national level program
weaknesses or because of local level implementation challenges. For example, Slovakia and

Bulgaria did not adequately provide for supervision in their national level planning. Slovakia
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did not allocate any additional funds to local Offices of Public Health to supervise or support
RHMs, although RHMs are mandated to be present in these offices one day per week. Some
Offices of Public Health have allocated staff time and other resources to ensuring mediator
supervision, but other offices have not. Similarly, Bulgaria did not name a national level point
person for Roma health mediation until May 2011, undermining national level planning for
supervision and program activities. Lack of a national level leader also makes program moni-
toring and adaptation difficult.

In other cases, poorly planned or implemented decentralization processes have left
RHMs with inappropriate supervision in some locales. Supervision for Roma health media-
tion was decentralized in Romania in 2009. Under the newly decentralized system, RHMs
were to report to local family doctors. However, some RHMs work with multiple family doctors
who give them too much work, over-burdening RHMs and preventing them from continuing
with their normal community building activities. In some cases, family doctors do not provide
the supervision required, and the mayor or representatives of social services intervene and tell
RHMs what to do. In other cases, supervision is of good quality.

Finally, RHMs and other interviewees in many contexts noted that RHMs do not benefit
from supportive supervision. In other words, rather than having an opportunity to share and
address challenges or to learn more, supervision can be a way for supervisors to “tell Roma
Health Mediators what to do” and to collect data about Roma Health Mediator activities. Top
down, as opposed to supportive, supervision represents a missed opportunity to enhance Roma

Health Mediator capacity and self-confidence.

Lack of professional development opportunities. Professional development could include con-
tinuing education for professional enrichment, as well as formal opportunities for job advance-
ment. Some RHMs lack both. Roma Health Mediators expressed a strong desire for additional
training in focus groups.

The Council of Europe trainings and the Open Society Foundation Roma Health Schol-
arship Program (in Bulgaria, Macedonia, Romania, and Serbia) provide opportunities to media-
tors in several countries. However, not all Roma Health Mediators will have access to these
programs. Moreover, some RHMs have been devoid of training for several years. Roma Health
Mediators in Slovakia, for example, were trained in 2005. Those hired since then have only
received training by their supervisors at the local Office of Public Health. RHM professional
associations also facilitate professional development, as RHMs share and learn from one
another and host events such as guest speakers. The Bulgarian National Network of Health
Mediators and the newly established Roma Health Mediator association in Romania both have
regular meetings. Serbia convened all RHMs for an information sharing event in 2009. UNI-
CEF has also planned a training and additional support for RHMs to address early childhood

development in Southern Serbia.
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Community Health Workers

“Community health workers” refers to a cadre of community members who have
been trained to provide health services throughout the developing world. Some
community health workers provide health education, make referrals, and support
vaccination campaigns, similar to the work mediators undertake. Other commu-
nity health workers provide direct medical care. Because most community health
workers are based in rural communities in the developing world, their working
context is quite different from RHMs’. However, there is vast public health lit-
erature reviewing community health worker programs. This literature might be
helpful to RHM program planners. Lack of supervision and continuing education
are frequently cited as challenges, similar to RHM programs. The US Agency for
International Development (USAID) recently launched a website, “CHW Central,”
which provides tools and other resources for community health work. Many of the
tools are appropriate for health workers with less than a high school education,
which is relevant to mediators in some countries. See: http://www.hciproject.org/
chw-central. Finally, there are community health workers addressing under-served
communities in Europe and the United States. The U.S. Centers for Disease Con-
trol has compiled a database of reports and information regarding the successes
and challenges of these programs. See: http://www.cdc.gov/diabetes/projects/

comm.htm#2.

Governments fail to leverage RHM experience. Roma Health Mediators have accumulated
experience and expertise in the challenges to improved Roma health. Despite this,
governments may fail to use RHMs' expertise as a resource for other programs. For example,
in Slovakia, Roma Health Mediators rarely share their experiences with Office of Public Health
staff. Isolated RHMs in Romania may interact only with the local family doctor who super-
vises them.

Failure to learn from RHM experience and to involve them in program planning repre-
sents a lost opportunity to improve other programs. It is also a missed chance to boost media-

tor morale and sense of professional accomplishment.
Persistence of a hierarchical approach to Roma health that focuses on health care and not on

the social determinants of Roma health. This challenge is partly due to the fact that public

health is still a developing field in several countries included in this review. Governmental
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health activities are primarily oriented toward delivering services, surveillance, and didactic
health education, rather than taking a participatory, community-building approach to health
promotion. Hierarchical approaches may also be related to widely held stereotypes about Roma
and lack of recognition that discrimination plays a role in shaping Roma health. Some gov-
ernmental representatives may treat Roma health as a problem stemming primarily from bad
habits and entrenched poverty within the Roma community. This approach has implications
for the design and implementation of Roma Health Mediator programs. The current program
in Ukraine, for example, appears to be oriented toward RHMs’ educating Roma community
members about hygiene, and distributing didactic health education materials. Roma Health
Mediators too, may adopt this hierarchical approach. In Serbia, several people reported that
RHMs are supervised in a very strict hierarchical manner, and some RHMs in turn treat their
clients in this way. The outcomes of such Roma Health Mediator programs are compromised.
RHMs are less able to facilitate the community transformation described earlier. Instead, espe-
cially punitive approaches can perpetuate exclusion by suggesting that Roma Health Mediators
and clients are not capable of setting priorities, making good choices, and of working together

to improve their communities.

Health Promotion

Health promotion is defined in WHO's Ottawa Charter as: “the process of enabling
people to increase control over, and to improve, their health. To reach a state of
complete physical, mental and social well-being, an individual or group must be
able to identify and to realize aspirations, to satisfy needs, and to change or cope
with the environment” (WHO, 1986). Mediators then, should be working with
communities and the health system so that excluded Roma may achieve this. This
community building and empowerment approach is echoed in the European health
equity frameworks noted earlier. The EU health strategy, for example, emphasizes
the importance of citizen empowerment and the human right to access health care

(Commission of the European Communities, 2007).

Insufficient cooperation with other actors in the health care system. In some regions of
the countries with established Roma Health Mediator programs—Bulgaria, Romania, and
Serbia—Roma health mediation programs do not promote collaboration with related
professionals. Few RHMSs reported cooperating with visiting (patronage) or community nurses
or with educational mediators. RHMs in Serbia, however, reported conducting joint visits with

visiting nurses.
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Including complementary professionals in official mediator job descriptions and in
some portion of mediator trainings and events might facilitate cooperation. Cooperation pro-
motes more efficient and effective service provision, and helps to build the capacity of other
service providers to work in Roma communities. The trainings provided by the Council of

Europe, for example, will include local officials and service providers, as appropriate.

Decentralization. Decentralization is not inherently negative. However, too often, decen-
tralization means uneven support for Roma health mediation. As noted, the quality of
supervision in Romania varies according to the interest and capacity of different munici-
palities. Moreover, prior to decentralization, national level authorities should develop
clear and basic standards for Roma Health Mediator work and supervision. In Romania,
this did not occur. Similarly, in Serbia, some municipalities are more supportive than
others. For example, some municipalities provide tickets for transport so that Roma
Health Mediators can reach rural settlements; others do not.

It is likely that the most poor and most needy municipalities are also the ones that are
less able to supervise and manage mediators. The national level project manager for Roma
Health Mediation (where this position exists) should ensure that RHMs working in areas

where need is greatest do not receive the least amount of support.

Contract insecurity or problems with budget allocation. Some RHM programs, Bulgaria, Ser-
bia, and Slovakia in particular, have been plagued by inconsistent financing and/or contracts.
RHMs may work without pay—or not work at all—at the beginning of each calendar year as
contracts and pay are finalized. In the case of both Bulgaria and Slovakia, this period often
lasts 3 months. In Serbia, RHMs must get their contract renewed every 3 months. Interviewees
suggested that failure to ensure contracts and salaries is due to inadequate commitment within
the government, as well as difficulties inherent in creating new public sector cadres. Mediation
is an officially registered profession in Bulgaria. The government has added few such profes-
sions, and the process is complex, particularly given the parallel processes of EU-accession
related reforms. However, in the case of Bulgaria, it appears that the problem of contract inse-
curity has been definitively resolved, following persistent national and international advocacy
by the NGOs and other stakeholders involved. In Serbia, most Ministry of Health contracts
require monthly renewal, including RHMs. However, the Ministry recently revised the term
of RHM contracts from 1 to 3 months.

Insecure employment is bad for RHMs and bad for their work. RHMs feel under-valued,
contributing to poor morale. Moreover, their role in the community is compromised, as they
are unable to respond to requests for assistance when they are not officially working. As noted,
RHMs also serve as an example of progress and inclusion in the most isolated communities.
Their being predictably unemployed 3 months of the year indicates that the government is not

in fact committed to inclusion.
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Physicians rely on RHMs to aid Roma clients, relieving themselves of this responsibility. Some-
times, health providers rely on RHMs too much. RHMs reported in focus groups that physi-
cians sometimes asked them to explain things to the patient, rather than the doctor trying to
do so. There were isolated reports of RHMs going to social service or doctor appointments
without the client. Roma health mediation should build health provider and client capacity to
communicate with one another—not replace this communication. Better training for RHMs
on how to facilitate patient/doctor communication might help to lessen this problem, as might

including doctors and other health providers in some of the trainings for RHMs.

7.2 Challenges Beyond the Mandate of Roma Health
Mediation

Poverty. Poverty negatively impacts the health status and health care access of all of the poor.
Roma are particularly affected as they are disproportionately poor. Some patients are unable to
pay for the transport to health care or to pay for medicines prescribed. RHMs cannot address
this problem. Indeed, RHMs surveyed for the 2005 review as well as the current review
reported encountering patients who could not pay for medicines or return visits to the doctor
as one of the challenges they encountered most frequently.

Governmental and nongovernmental interviewees confirmed this challenge. Studies
also show that poverty limits health seeking behavior. For example, in a survey conducted
among Roma and poor ethnic Romanians in Romania, only 68% of the Roma said they would
go to the doctor after coughing for three weeks, compared with 99% of the ethnic Romanians.
Forty seven percent of the Roma said they would not go because of concerns about cost, as
compared to 22% of the ethnic Romanians.®®

The global financial crisis has deepened poverty for some Roma, and in some cases, gov-
ernments have made policy choices that further limit their ability to address poverty. In 2009,
the WHO European Region urged Member States to ensure that their health systems contin-
ued to address the needs of the most poor and vulnerable in the face of the financial crisis.®
Nonetheless, countries are making cuts. For example, Slovakia has eliminated its community
nursing program and has decreased the number of social workers. Romania has cut the amount
of funds given to foster parents to support foster children.” Some Bulgarian RHMs have had
their contracts cut to part time due to lack of funds to pay them. Romania has imposed a salary

freeze on RHMs, and some municipalities have opted not to renew mediator contracts.

Roma are sometimes ignored in larger health strategies. As noted, “aiming for the main-
stream” is one of the 10 common basic principles of the EU Roma Platform. Roma health
mediation is one effective targeted program to improve Roma health, but Roma health media-

tion must be complemented by other programs.
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While Decade Action Plans or other national Roma strategies may call for mainstream-
ing Roma health concerns, national strategies for tobacco control, maternal and child health,
reproductive health and so on may lack Roma-specific components. For example, Serbia’s
strategies for Youth Development and Health and for National Mental Health Protection do
not mention any particular measures or approaches for the Roma.”

When questioned about why there are no activities specifically addressing the Roma,
such as Romanes-language radio or television campaigns, Ministry of Health representatives
often respond that their national strategies treat everyone the same, and that all residents have
equal rights to access health and social care. However, treating everyone the same by having the
same strategy for all groups is inconsistent with an equity approach. Health systems promote
health equity when their design and management specifically consider the circumstances and
needs of socially disadvantaged and marginalized populations.”” Mainstream strategies may

need to incorporate specific measures to reach all groups, including the Roma.
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8. Roma Health Mediation
Country Reports

The following sections provide a brief overview of Roma health mediation in each coun-

try. See Annex 2 for a more detailed description of RHM training in each country.

8.1 Bulgaria

Roma health mediation began in Bulgaria in 2001 as a pilot project of the Ethnic Minorities
Health Problems Foundation (EMHPF), a Bulgarian NGO. From 2003 to 20077, PHARE assis-
tance allowed a consortium of agencies—EMHPF, Bulgarian National Council for Cooperation
on Ethnic and Integration Issues (NCCEII), Bulgarian Family Planning Association, and the
Open Society Foundation-Bulgaria—to scale up the project.”” RHMs participated in a basic
training when they started, and then benefited from trainings in additional topics every year.

2007 was an important year for institutionalizing the Roma Health Mediator program
in Bulgaria. In 2007, the Ministry of Health and the Bulgarian National Council of Ethnic and
Demographic Issues approved the RHM curriculum developed by EMHPF, the Bulgarian
Family Planning Association, Open Society Foundation-Bulgaria, and the CEEN Consortium.”*

The Medical College in Plovdiv became the official training host and certification provider.
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Moreover, the government added Roma health mediation to the National Classification of Pro-
fessions. The program also became more financially sustainable in 2007, when funding for
RHM salaries was delegated from the Ministry of Finance. Finally, supervisory responsibility
passed from the EMHPF to municipal authorities. Exactly which municipal authority super-
vises mediators varies; it is often the chief of the municipal public health department or the
mayor. RHMs provide monthly reports to their supervisors.

The National Network of Health Mediators was founded in 2007 as well, though the
government does not provide funds for this network. The network is comprised of over 8o
RHMs, doctors, nurses, RHM trainers, and experts in public health and social exclusion. The
frequency of meetings and professional development activities depends on the funding avail-
able, and at present the association is funded by outside donors, such as OSF. Moreover, the
Network is increasingly involved in RHM supervision, cooperating with municipal authorities
to undertake this task. In 2011, the government nominated a Ministry of Health focal point to
provide national level coordination to Roma health mediation. The focal point and the Network
work together to collect and collate national level data regarding RHM activities. However, the
Network’s work is limited by the need to raise funds for all activities. Since 2007, RHMs have
not benefited from any national-level continuing education, with the exception of the Council
of Europe mediator training project. However, many RHMs have benefited from multiple local
trainings led by international and national NGOs and others. Some are regularly invited to
participate in planning and strategy meetings that are relevant to their area of work.

In 2011, there are 105 Roma Health Mediators working, with a budget for 130 RHMs to
work in 2012.

Overall, Bulgaria’s Roma Health Mediator program is well-institutionalized compared
to programs in many other countries. The program is managed by the government, finan-
cially sustainable, and included in the official list of professions. Moreover, the consistent and
dedicated involvement of EMHPF, the Bulgarian Family Planning Association, and the Open
Society Foundation-Bulgaria has ensured strong advocacy for the program. These agencies
were also able to offer different types of expertise. The Bulgarian Family Planning Association
is the national affiliate of the International Planned Parenthood Federation (IPPF), and as such,
has strong connections to IPPF affiliates in neighboring countries. Indeed, Bulgarian program
planners have served as a resource for programs in other countries. In 2010, with financial
support from the Open Society Foundations, Bulgarian RHMs along with representatives of
the Bulgarian Family Planning Association and EMHPF went to the neighboring country of
Macedonia to share their experiences with Macedonian governmental and nongovernmental
agencies. In the fall of 2010, the Bulgarian Family Planning Association organized a study trip
for Macedonian officials to see the program in Bulgaria. Similarly, RHMs trained by CARE
International and working in Southern Serbia undertook a study visit to Bulgaria, where they
met with Bulgarian RHMs, local authorities, health care providers, and government officials.

The visit was organized by the Bulgarian Family Planning Association.
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The recommendations below suggest ways of addressing ongoing challenges.

I Identify a national level Roma Health Mediation project manager within the Ministry of
Health. Such a person could help to gather data to show the efficacy of RHMs, ensure
more consistent supervision at the municipal level, and ensure continued and adequate
budget allocations to prevent any future employment interruptions. Bulgaria’s Health
Strategy for Disadvantaged Populations Belonging to Ethnic Minorities includes the
objective of firmly establishing the Roma Health Mediator position. Naming a project

manager within the MoH would help the government achieve this objective.

2. Increase the number of Roma Health Mediators, so that their number corresponds to

the actual need of the Roma population.

3. Allocate governmental funding for continuing education and for the functioning of
the national Network of Health Mediators. The government should also recognize the
national professional association, elevating them to the same status as other networks

of health professionals.

4. Ensure the continued monitoring of RHMs through the established Network of Health
Mediators.

8.2 Macedonia

The RHM program in Macedonia is comparatively new; it was included in Macedonia’s 2009-
2012 Decade Health Action Plan. With support from the Open Society Foundations, the Mace-
donian NGO HERA, a sexual and reproductive health organization, has already trained and
currently supervises two RHMs who work in a health care center in the largest Roma com-
munity in Macedonia, Shuto Orizari. HERA is spearheading the RHM program expansion. To
build political commitment and to ensure institutionalization of the program, HERA convened
a working group comprised of relevant ministries, NGOs with experience in Roma health,
and WHO. This group prepared a strategic framework for Roma Health Mediation that the
Ministry of Health successfully presented to the government for approval.

The government has allocated some funds from the MoH preventive health program
budget to support mediation. Moreover, following successful NGO advocacy, the MoH has cre-
ated a budget line to cover RHM home visits. The RHM training curriculum was developed
with the participation of the Ministry of Education. Once the planned 16 RHMs are hired
(with an additional 16 planned for 2012), they will most likely be based in Macedonia’s Roma

Information Centers (RICs). These centers are run by partner NGOs, and with funding from
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the Ministry of Labour and Social Policy, they assist Roma in accessing social and educational
services. RICs also lead the development of local Roma action plans.

Roma health mediation is one of few components of the Decade Action Plan for which
the MoH has allocated and spent specific funding. In 2011, the Ministry of Health Preventive
Programme for Active Healthcare Protection of Mothers and Children allocated about $12,000
for approximately 2,500 Roma Health Mediator home visits. This is not a substantial amount,
but it represents an important first step in Ministry funding for the Roma Health Mediator
program.

The recommendations below suggest ways of making the future RHM program as

strong as possible.

I. Implement other components of the Decade Health Action Plan. There are several poten-
tial synergies between RICs and RHMs. At present, there are no formal links between
RICs and health care institutions, but RICs do work with social protection authorities.
Roma Health Mediators and RICs can refer clients to one another and ensure that clients
who request assistance with health insurance are also receiving the social protection ser-
vices to which they are entitled. Implementing other components of the Decade Action
Plan would provide further opportunities for synergy. Data collection, mainstreaming
Roma health concerns into larger governmental health strategies, and training health
providers would ensure that mediators are facilitating Roma access to appropriate, high-

quality services.

2. The RHM program should be carefully monitored by HERA and other stakeholders to

measure efficacy and identify program adaptations as needed.

3. Provided that the program proves effective, hire additional Roma Health Mediators to
ensure that the program can meet the current need. As planned, HERA and others

should advocate that the government eventually assumes responsibility for this program.

8.3 Romania

Romani Criss, a Roma NGO, started mediation as a conflict mitigation program in 1993. The
program was not specifically focused on health, but in 1996, Romani Criss re-oriented the
program to improve communication between the medical and the Roma communities. The
program was successful, and the government of Romania included Roma health mediation in
its 2001 National Strategy for Improving the Situation of the Roma. Romani Criss, the Ministry
of Health, and the OSCE’s Office for Democratic Institutions and Human Rights signed an

agreement to support the national scale-up of mediation in Romania. Romani Criss would train
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the Roma Health Mediators, and RHMs would be employees of the public health system. To
that end, the Romanian Ministry of Labour added Roma Health Mediator to the official list of
occupations in 2001.

The program grew, and by 2002, over 80 RHMs had been trained by and were working
for local health authorities. To support the growing number of Roma Health Mediators, in
2006 Romani Criss established a network of regional centers to monitor and provide program-
matic assistance to RHMs. Roma health mediation was further institutionalized in Romania
when the National Council for the Professional Training of Adults approved occupational stan-
dards for health mediation in 2007. At this time, there were 475 RHMs working in Romania.

In 2009, control over many health and social programs in Romania was decentralized,
including Roma Health Mediation. Decentralization entailed greater local responsibility for
RHM funding and supervision. Local councils were tasked with paying Roma Health Media-
tors and family doctors began to supervise RHMs.

While decentralization meant that Roma health mediation could be better adapted to
local needs, it has had some negative impacts on the RHM program. First, the number of
RHMs has decreased. While there were 475 RHMs in 2007, by December 2010, there were
380. Some local councils had opted not to re-hire RHMs due to financial concerns, and others
failed to replace mediators who had found other jobs or emigrated. Moreover, the quality of
supervision grew to be uneven. Some RHMs report to multiple family doctors, and receive
conflicting (or overwhelming) assignments. In other cases, the designated family doctor does
no supervising, and Roma Health Mediators are told by the mayor or by social service officials
what to do. Roma Health Mediators’ autonomy may be lessened; they may play little role in
determining how they spend their time. Reporting to doctors has disadvantages as well. Some
family doctors may rely on RHMs as “Roma assistants,” taking away from RHMs' role as com-
munity health organizers.

Finally, with decentralization, the Roma political party has been more involved in Roma
health mediation. The party has established county level centers in 20 counties, and in these
counties, they have hired RHM Heads. These nominations are often based on party loyalty
rather than competence, creating tensions within the community and leading to a decline in
the quality of Roma health mediation services.

One hundred and forty five RHMs formed a professional association in December 2010.
This association is still in the initial stages, and its role in mediation advocacy and program
development remains to be seen.

Romania has the longest running and most institutionalized RHM program in the
world. The Romanian program is characterized by strong leadership from a Roma NGO, and
ongoing cooperation between this NGO and the government of Romania. With the exception
of the last year, the program has grown steadily with increasing numbers of RHMs trained
and employed, and the degree of institutionalization growing over time. Romani Criss and its

personnel have also become international resources in the development and replication of the
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RHM model. They have provided technical consultation to other countries and have hosted

visitors, including representatives from Macedonia, Serbia, Ukraine, and Moldova.

The following recommendations outline possible improvements for the RHM program

in Romania.
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Provide additional training to RHMs to allow them to better implement the tasks
included in their current job description. As noted in Annex 2, some RHMs have ben-
efited from continued training. However, this training has been ad hoc, and many RHMs
were not able to participate. According to research among RHMs that will be shortly
published by Romani Criss, RHMs would like additional training in reproductive health;
newborn care; cancer; anti-discrimination legislation; and management topics, such as
computer training or proposal development. Moreover, training curricula and records
regarding which mediators were trained in what topics should be maintained nationally.

At present, this information is not kept.

Clarify and standardize mediator supervision. Ambiguities date back to the initial
Ministerial Order establishing the RHM program, which is unclear. As the Order was
translated by the country consultant, Ms. Nicoleta Bitu, the Order assigns supervisory
responsibility to county health authorities and to Romani Criss, without adequately
specifying who is responsible for which supervisory tasks. In the context of decentral-
ization, this lack of clarity has been exacerbated, with RHMs reporting to multiple fam-
ily doctors or to persons of the mayor’s choosing. Issuing a clarifying ministerial order
and ensuring some degree of standardization among counties would help ensure that
mediators receive the supervision they require, remain able to exercise their autonomy

and expertise, and continue with important community building and organizing work.

Ensure the continued employment of existing RHMs, and hire new mediators in
areas where local councils have failed to renew contracts. Salary freezes should only
be imposed as a last resort, and if imposed, should be consistent with salary freezes for

comparable health professionals.

Ensure that the involvement of the Roma political party does not result in the deteriora-
tion of the quality of the RHM program. RHMs should be hired, trained, and supervised

based on their capabilities—not on their relationship to a political party.
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8.4 Serbia

The Serbian Ministry of Health initiated Roma health mediation in 2008 with OSCE and
European Agency for Reconstruction support. There are now 75 RHMs employed by local
self-governments. Forty-five of the RHMs are paid by a project-based budget line of the MoH,
15 by a World Bank loan, and 15 by the Open Society Foundations.

CARE International has trained an additional 95-100 RHMs in Southern Serbia. This
program ran from 2008 to July 2011. Ten of these mediators are currently employed as RHMs
by the Ministry of Health or as pedagogical assistants. These RHMs were never part of the
Serbian national program.

Roma Health Mediators are based in health centers, though they conduct frequent field
visits. They report to visiting nurses, as well as to the RHM Coordinator based in the MoH.
Reporting to the MoH is done mostly through submission of electronic reports on laptops
donated by Telenor, a Serbian mobile phone operator. Telenor has also donated mobile phones,
SMS messaging, and internet, and UNICEF has coordinated the donation. UNICEF is provid-
ing additional training to the RHMs in data collection and reporting, and in the importance
of monitoring public health programs.

In 2011, UNICEF will also train 15 RHMs and other health providers in Southern Serbia
on early childhood development topics.

RHMs are tasked with visiting every family in the area covered by the health center in
which they are based. They should assess the needs of each family and provide services such
as referrals to health care or to social services, assistance in setting up these appointments,
health education on family and adolescent health topics or hygiene, and assistance obtaining
documentation or registering with a general practitioner. In addition, in collaboration with vis-
iting nurses, RHMs may organize community-based screening efforts, such as blood pressure
and blood sugar level checks. RHMs coordinate their personal documentation-related activities
with the Ministry of Public Administration and local self-government working groups that have
been established to address personal documentation.

The Serbian program is somewhat unique in that RHMs are part of a relatively strong
network of professionals working to foster social inclusion at the local level. Serbia also has
180 Roma pedagogical assistants (education mediators), who are tasked with increasing access
to education. Moreover, there are 54 Roma Coordinators working within the local self-gov-
ernments. These coordinators spearhead the development of local action plans, and develop
project proposals based on these plans. Successful proposals are funded by the central gov-
ernment, and some funded projects involve RHMs and Roma NGOs. However, tensions have
arisen in some locales, with RHMs reportedly having been instructed to not share information

with other public sector employees.
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Telenor Donation

Roma Health Mediators frequently use SMS messaging to communicate with their
clients and remind them of their appointments. Therefore, lack of access to mobile
phones, air time, and SMS messaging is a problem for RHMs in several countries.
Donation from a private mobile phone provider such as Telenor is one possible
solution. Free SMS messaging ensures that mediators are not constrained by

financial concerns.

The following recommendations suggest ways of strengthening the existing program.

I Consider making Roma health mediation a recognized profession. Institutionalizing
the profession of Roma health mediation may aid the standardization of training and
promote the financial sustainability of the program. It may also facilitate the integration
of RHMs into the overall health system, fostering greater respect for RHMs within the
health facilities where they are based.

2. Clarify the respective roles of RHMs, visiting nurses, and pedagogical assistants. As
noted, there is enormous potential for synergies among these programs. However, inter-
views suggest that in some cases, there is confusion and competition among these

programs.

3. Better integrate RHMs into health centers. In some cases, RHMs are reportedly not well
accepted by the health centers in which they are based. They are asked to sit in halls
rather than being given a workspace, and ignored by other health personnel. Including
RHM colleagues, such as patronage nurses and other health center staff in continuing

training may help to create a commonly agreed way of cooperating.

4. Expand the Telenor donation to include minutes for phone calls. At present, RHMs only
have free SMS messaging. As some of their clients are illiterate, RHMs must phone

these clients in order to communicate with them.

5. If feasible, change RHM contracts to require annual renewal, rather than renewal every

3 months.

6. Explore the feasibility and utility of drawing on the experiences of the RHMs trained by
CARE in Southern Serbia. These mediators benefited from very intensive training and
support, and their training curricula and experiences may benefit the Ministry of Health

Program.
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8.5 Slovakia

Roma health mediation began in 2005 as part of a larger PHARE-funded Roma community
center project. As part of this project, 140 community centers were created and 42 RHMs
were trained, though only 30 are still working. These community centers are located in Roma
settlements, and provide a place for activities, such as Roma health mediation, recreational
activities, community meetings, and so on. An additional 18 RHMs in Slovakia were trained
and supported as part of an Open Society Foundations project, but this project has ended
(some of the OSF-trained RHMs continue to work on a voluntary basis).

Roma Health Mediators hired under the initial PHARE project benefited from a national
training led by the Ministry of Health. Roma NGOs participated in designing the curriculum.
However, in 2007, training, management, and funding responsibility for Roma health media-
tion was decentralized to local Offices of Public Health (OPH). Management and funding for
the Roma community centers were also decentralized. Thus, RHMs hired since 2007 have
been trained and supervised by their local OPH. As part of their supervision, RHMs spend
one day per week at the OPH, recording their activities for the past week and planning the
following week. Some RHMs also spend 1 or 2 days conducting health education sessions and
receiving clients at the Roma community centers.

As the governmental RHM program structure has changed, so too have Roma Health
Mediator responsibilities. RHMs were initially focused on explaining the health system to the
community and on documenting housing conditions. Now, they are tasked with facilitating
communication between Romani patients and physicians, and conducting health education in
the community. As part of their health education efforts, RHMs should identify community
leaders and target them to model healthy behavior change. Roma Health Mediators do not
work on personal documentation and insurance, as there are very few Roma who lack personal
documentation or health insurance in Slovakia. Mediators do however assist clients who have
lost their birth certificate, and the few who do not understand how to obtain a health insur-
ance card. They also provide linguistic translation for clients who do not speak Slovak well.

Roma Health Mediators in Slovakia collaborate with family physicians, but they gener-
ally do not cooperate much with other field-based public sector employees. This is in part
because the Slovak government has cut these sectors in recent years. Community nursing has
been eliminated, and the number of social workers has decreased. There are few community
centers served by both RHMs and social workers.

Although the Slovak RHM program has been operational for 6 years, it is less institu-
tionalized than other programs that have been operating for about the same length of time,
namely Bulgaria and Romania. Moreover, there are comparatively fewer Roma Health Medi-
ators (per Roma population) working in Slovakia. Finally, as noted, the program has been

plagued by contract insecurity, with RHMs having to get their contracts renewed every year—
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often with great delay. This undermines RHM morale and the trust they cultivate in communi-

ties. The reasons for the differences between Slovakia and other countries are likely numerous.

Lack of a strong NGO partner and lack of political will may explain some of the differences.
The following Slovakia specific recommendations outline concrete suggestions about

how to improve the RHM program in Slovakia.

I. Increase the number of RHMs. There are few mediators compared to the size of the
Slovak Roma population. The need to hire more Roma Health Mediators was already
identified in Slovakia’s own national Roma strategy—the “Medium-term concept of the

development of the national Roma minority in the Slovak Republic.”

2. End contract insecurity. Due to regular problems with contract renewal and budgetary
allocations, some RHMs work 75% of every year. This model is less effective than a
sustainable, longer term program. Roma Health Mediators feel less secure in their posi-
tions and may seek employment elsewhere. Members of Roma communities served by
RHMs see that Roma Health Mediators are not “there to stay,” and they are less likely to
trust and respect RHMs. Supporting a cadre of RHMs and other professionals to have
a sustainable role over several years would better contribute to lasting change. Creating
new public sector positions in Slovakia is achievable. For example, between 2002 and
2003, the Slovak government created 1,814 civil service positions required for EU acces-
sion.”” The government has thus created public sector positions since the democratic
transition, and should do so for RHMs.

3. Provide more training to current RHMs. Some RHMs hired in 2005 have not received
any continuing education. Roma Health Mediators hired since 2007 were trained by
their local OPH, and have received training of varying quality and depth. In focus groups
and interviews, Roma Health Mediators expressed a strong desire for further training.
Additional training for the 35 RHMs currently working would not require significant
costs, and would help to improve Roma Health Mediator competence and morale. Roma
Health Mediators themselves should be consulted regarding the content of such con-

tinuing education.

8.6 Ukraine

Ukraine is somewhat dissimilar from the other countries included in this review. First, Ukraine
is not a member of the Decade of Roma Inclusion. Second, Ukraine is not seeking member-
ship in the EU, meaning that the country is not eligible for much of the funding that has

supported Roma Health Mediation projects in other countries. Third, the number of Roma as
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a percentage of the overall population in Ukraine is comparatively small. Nonetheless, many
Roma in Ukraine experience the health and social exclusion characterizing isolated Roma com-
munities elsewhere in Europe. Moreover, the government of Ukraine has taken the important
step of supporting the establishment of an RHM program. As the program in Ukraine is just
being launched, Ukrainian program planners can learn from other country experiences to
make modifications to their own program.

Ukraine does not have a national strategy for Roma inclusion. The government had such
a strategy in the past, but it expired in 2006. The Ministry of Health had issued a Ministerial
Order related to the implementation of this earlier Roma strategy, but they never allocated
any funding. Many individuals within the government do not see the need to allocate funding
for Roma-specific activities; they claim that the Roma are treated the same as all Ukrainians.
(This stance had previously been very prevalent among Decade countries). Ukraine does not
have a ministry tasked with facilitating the inclusion of ethnic minorities, although they have
had such a ministry in the past. As of now, governmental representatives reported that the
government has no intention of developing a Roma inclusion strategy.

Roma Health Mediation is included in the 2011 action plan of the Ministry of Labour and
Social Policy, which foresees some innovative actions to promote social inclusion in Ukraine.
In addition to Roma health mediation, the plan includes developing a strategy for the homeless
(many Roma currently living in Ukraine are officially classified as homeless), implementing a
program to inform eligible persons about their rights to social assistance, and developing an
anti-poverty strategy. Ministry of Health involvement in mediation will be limited to providing
printed health education materials to RHMs and to cooperation on the local level on vaccina-
tion and other campaigns.

The Roma health mediation project started in 2010, when NGO actors held strategy and
consensus building meetings with relevant governmental and nongovernmental bodies. The
first RHMs were hired in April 2011 with funds from the Open Society Foundations. The cur-
rent grant ends in January 2013. The Roma NGO Chirikli is coordinating the project. Chirikli
has hired and trained 14 RHMs to work in five pilot regions. The Center of Family Matters of
the Kiev State Administration, the State Center for Employment, and the Ministries of Justice
and Labour and Social Policy provided technical and programmatic support to the training.
Specifically, governmental representatives attended the training and gave lectures relevant to
their mandate. Chirikli will document the results of the Roma health mediation program, and
then use the results to advocate for scale up and institutionalization. Institutionalization might
entail registering the profession of Roma Health Mediator; transferring overall programmatic,
financial and logistical responsibility for the program to the government; and identifying sus-
tainable sources of funding at the regional (rayon) level.

Not all of the RHMs hired are Roma: three are Hungarians and two are Ukrainian.
These Roma Health Mediators will work with Roma who speak the Hungarian or Ukrainian

languages.
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So far, Ukrainian RHMs have worked primarily on assisting Roma clients with personal
registration, since many (approximately 14,000) Roma still had registration papers dating from
the Soviet Union. RHMs have also provided health education and helped clients to obtain pass-
ports, receive vaccinations for which they were overdue, and schedule medical appointments.
Roma Health Mediators make 3-month work plans, and their work is supervised by Chirikli.
Chirikli is also involved in an Inter-Ministerial Council on Social Issues, which is tasked with
devising policies to address individuals without personal documentation, the homeless, and
the formerly incarcerated. Roma are over-represented in these groups.

The RHM program in Ukraine is quite young, so it is premature to make recommen-
dations. However, it is timely to stress that the Ministry of Labour and Social Policy should
continue to support the program, and Chirikli and the Open Society Foundations should care-
fully document program results. The overall recommendations in the following section may

also be useful for developing the RHM program in Ukraine.
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9. Overall Recommendations

The following recommendations can generally be applied to all countries included in the
current review. The first section outlines recommendations for mediation programs, and the
second section outlines recommendations for governmental efforts to promote social and

health inclusion.

9.1 Roma Health Mediator Program Recommendations

I Ensure the institutionalization of Roma Health Mediator programs. Roma Health Medi-
ation is a medium-term solution; in the long term, health and social services should
be equally accessible to all residents of a country. However, in order to have maximum
impact now, Roma health mediation must be sustained and supported by the govern-
ment. Governments in countries with new programs, such as Macedonia and Ukraine,
should ensure that these programs are eventually managed and financially supported
by the government, with NGOs playing an advisory role. Governments of countries with
established programs, such as Bulgaria and Romania, should seek greater formalization

and recognition of RHMs and mediator associations.
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2. Include doctors, visiting nurses, social workers, and other relevant professionals in
some portion of Roma Health Mediator trainings and professional events. As noted,
some RHM programs have included doctors and others in some trainings. Including
doctors and others on an ongoing basis will promote cooperation and mediation effec-

tiveness. Moreover, it will build provider capacity to address excluded Roma clients.

3. Support the development of RHM professional associations. Only Bulgaria and Romania
have such associations. RHM associations provide an opportunity for information shar-
ing, professional development, and moral support. Donors and/or government support
for the development of professional associations would further promote the empower-

ment objectives of Roma Health Mediator programs.

4. Ensure that RHM program monitoring focuses on outcomes as much as possible. As
explained, lack of baseline data makes it difficult to assess the impact of Roma health
mediation programs. However, current data collection systems could be strengthened to
better track outcomes. For example, rather than simply recording the number of persons
who were assisted with documentation, RHMs might track the number who ultimately
received documents. Similarly, numbers tracking vaccination should be disaggregated
based on those who were counseled to get vaccinated, and those who actually got vac-
cinated. This more careful monitoring might detract from Roma Health Mediators’
ability to perform other tasks, but in some countries, collecting data to make the case

for mediation is urgent and would justify such a re-orientation of priorities.

5. Ensure supportive supervision. RHMs can learn more and function better with support-
ive supervision. Allocating adequate resources (e.g. for the cost of human resource time,
travel, tool development, etc.) is essential to ensuring the investments in Roma health
mediation pay off as much as possible. Where decentralization of Roma health media-
tion responsibility occurs, program planners should ensure consistent and standard

quality of supervision. Adequate role definition and resource allocation are essential.

6. Increase the number of Roma Health Mediators to meet the current needs of the popula-
tion they serve. Roma Health Mediators make a difference in the communities in which
they work. If there are many communities without RHMs, it is inconceivable that RHMs
will influence average Roma health status in the country. More RHMs are needed to

impact national level statistics.

7. Ensure continuing education. This need is more outstanding in some countries than
others, but it would be helpful in all countries. Continuing education would improve
RHM practice and morale, and advance the goal of empowering RHMs. Both govern-

ments and mediator professional associations could organize such trainings.
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II.

9.2

Create opportunities for health and social policy officials to learn from RHM experiences.
Again, because of their everyday experiences in excluded Roma communities, RHMs are
experts on the opportunities and challenges to improved Roma health. They should be
consulted by governmental and other program planners so that their expertise can inform
Roma inclusion policy and social inclusion policy more broadly. Using RHM expertise to
improve other programs would be another way of ensuring that the investment in Roma
health mediation is as cost-effective as possible. Health and social authorities could also

establish formal relationships with RHM professional associations.

Ensure that RHMs have a secure contract and salary. Interruptions in contracts and sal-
ary undermine RHM effectiveness, as community members lose trust in Roma Health
Mediators. Moreover, contract insecurity undermines the goal of RHM empowerment,
as contract insecurity suggests that mediator work is not valued. Finally, lack of reliable
employment for mediators contributes to high turnover, and thus higher program costs

in training and orienting new mediators.

Ensure that Roma Health Mediators earn a living wage. As noted, in some cases, RHM
salaries are lower than other health sector salaries. In other cases they are not, but all
health sector salaries are low. Paying all health workers a living wage is crucial to promot-

ing morale and ensuring that the most qualified and committed individuals enter the field.

Ensure that RHMs have the money and other tools for required tasks. Roma health
mediation is somewhat different than other health sector positions in that extensive field
work is required. This field work entails costs related to transport, communication, and
printing. Many mediators are either faced with not performing needed tasks or funding

these costs themselves.

Health and Social Policy Recommendations

Ensure that health education materials RHMs and others distribute are adapted for
Roma and other diverse audiences. As explained, in several countries, some of the mate-
rials that are distributed are text heavy and difficult to understand. Materials should be
developed based on an assessment of existing community knowledge and beliefs, and
they should be pre-tested with the target community before printing. Materials specifi-
cally for Roma should be affirming of Roma cultural values. Donors and governments
have repeatedly funded the development of small-scale information campaigns. Funding
more costly programs that result in more appropriate materials would be a better use of

money.
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Better integrate Roma health concerns into health policy. First, RHMs should be bet-
ter integrated into the health system. In addition to interacting and training with other
health professionals, they should be given opportunities to share their experiences.
Second, broader health strategies, such as those for maternal and child health, tobacco
control, and at-risk children, should include measures specific to the Roma. Devising
measures specific to excluded Roma populations might entail making services culturally
appropriate, ensuring that remote communities are reached with services, ensuring that

services are accessible to those with limited education, and so on.

Ensure that other steps are taken to reduce poverty among the Roma, and to provide
basic services to all citizens. Roma health mediation is ill-equipped to deal with the
poverty many of its clients experience. Moreover, Roma health mediation cannot address
the fact that basic health services may cost money. Ensuring adequate social protection
schemes and a robust basic benefits package (package of health care services that are
free to everyone) will help. Implementing the Decade Action Plan in other areas—
employment, education, and housing—will also contribute to decreased poverty and

remedy poverty-related barriers to improved health.

Collect health data disaggregated by ethnicity and sex, among other attributes. Govern-
ments could either conduct surveys regarding Roma health and socio-economic status, or
ethnically disaggregate their regular systems of data collection. As explained, good data is

germane to designing appropriate programs, and to measuring program effectiveness.

Ensure that laws relating to personal documentation and health insurance coverage
are not too onerous for Roma and other excluded groups. RHMs in many countries
spend a good deal of time assisting clients with documentation and health insurance.
In some countries, other programs have been created to address documentation. In
Macedonia for example, UNHCR has a project to assist Roma and others with obtain-
ing documentation.”® Moreover, as noted, both Macedonia and Serbia have changed
their health insurance eligibility laws to facilitate universal coverage. Countries with
persistent problems with documentation and insurance might consider whether having
mediators assist clients with documents is the best use of mediator time. Other options
include creating documentation-specific programs and changing the laws governing

documentation and health insurance coverage.

Take steps to increase routine vaccination coverage. RHMs are often involved in vac-
cination campaigns or in tracking down clients who fail to appear for scheduled vac-
cinations. Vaccination is also a key component of RHM health education efforts. These

RHM interventions likely save lives. However, it is imperative that routine vaccination
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services consider how they can be more accessible, rather than relying on mediators to
assist over the long-term. Qualitative data collection within Roma communities regard-
ing the reasons for lower rates of vaccination is needed. Free travel to health facilities for
scheduled vaccinations and the creation of appropriate and innovative health education
methods (such as plays or Romanes language TV spots where Romanes language tele-
vision exists) might help to decrease the need for mediator involvement in vaccination

over the long-term.

Engage Romani men in sexual and reproductive health programs. In countries where
RHMs are unable to do this due to cultural norms, the government should ensure that
other programs reach men. As noted, men are often the more powerful decision-maker
in family planning discussions. Reaching men may be difficult; they are not traditionally
subjects of health promotion programs, and they may be very reluctant to discuss sexual
and reproductive health issues. Nonetheless, successful programs have been created
in settings with similar obstacles, and relevant elements could be replicated in Roma
communities. For example, Promundo, a Brazilian NGO that now works globally, has

created a global toolkit for engaging men and boys in health and gender equality.”

Design strategies and programs that take a community-building approach to Roma
health—not a hierarchical approach. Approaching program planning and implementa-
tion in a top-down manner reinforces the exclusion and dependence of excluded Roma
communities. Mediation and other programs should be based on an understanding of

the reasons for Roma exclusion, not negative assumptions about Roma health habits.

Leverage the growing EU focus on health equity and Roma inclusion to support media-
tion and other health efforts. Governments should think strategically about how to lever-
age the growing European focus on health equity and Roma inclusion to support costly
improvements to data collection systems, to collect original data, to “audit” governmen-
tal health and social policy strategies for their focus on Roma and equity, and so on.
Innovative ESF, EU public health program, and Instrument for Pre-accession Assistance
(IPA) proposals that respond to the health equity and inclusion agenda would be strong

candidates for funding.

Ensure that mediation is part of a continuum of services available to excluded Roma
and other populations. First, RHMs can be most effective when they operate as part of a
network of service providers and advocates. Roma Health Mediators should know where
to refer clients who experience discrimination, who need assistance with school enroll-
ment, who wish to legalize a dwelling and so on. Second, RHM cooperation with other

providers will build those providers’ capacity to work with excluded Roma. This will
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improve the quality of those providers’ services in the short-term, and help to decrease

the need for Roma health mediation in the long-term.

1. Increase the number of Roma health and social service professionals. Roma who wish
to work on social or health issues in their community should have more options than
becoming an RHM or working for an NGO. Where they do not exist, scholarship
schemes, child care for women enrolled in higher education, language learning assis-
tance, and other programs are needed to increase the number of Roma health and social
service professionals. Greater Roma representation among public sector professionals
should also contribute to wider cultural competence and commitment to ending Roma

exclusion within these professions.
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Annexes

Annex 1: Roma Health Mediator Questionnaire

The following questionnaire was translated in each country.

Questionnaire

Please put a number 1-5 to indicate how frequently you encounter the following issues in

your work.

1. very frequently
2: frequently

3: sometimes

4: not very often
5. never

|:| The client disagrees with the treatment the physician proposes

|:| The client does not trust the treatment the physician proposes

|:| The client has not followed the treatment the physician proposed in the past
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|:| The client incorrectly expected that the treatment would be effective in a short time
|:| The health professional does not understand the client’s behavior
|:| The health professional does not sufficiently consider the client’s culture

|:| The health professional makes incorrect assumptions about the client based on the fact
that s/he is Roma

|:| The health professional has a negative attitude towards the client

The health professional is condescending to the client

The client does not speak enough X language to make himself understandable
The client does not speak enough X language to understand the health professional
The client does not sufficiently assert his/her rights

The health professional does not make enough effort to help the client

The health professional misuses his/her powerful position

The health professional explains too little about the disease or treatment

The client does not have enough money to pay for the treatment

The client’s living circumstances are not conducive to treatment

The client does not have health insurance

The client does not have citizenship

N I I N N O O O

The client does not trust the health professional enough to provide him with details about

an illness
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ANNEX 2: RHM Training and Job Requirements

Bulgaria

Training has been approved by the government, considered to be an official qualification. The training
is 150 academic hours (about 4 weeks of all day training). Since 2007, municipalities hiring mediators
have financed the training. Candidates are selected by municipalities with input from the National
Network of Health Mediators.

Training

« Main tasks of the RHM

« Organization of their work

« Reproductive health

« Diseases of public health importance
- Patients’ rights

« Entitlements and Bulgarian health care legislation
« Communication skills

+ Health and multiculturalism

« Leadership and teamwork

« Client needs assessment

« Project management

Content of primary training

« Completed high school

« Recommendation from previous employers

Completion of an essay regarding why they would like to be a health mediator
+ Knowledge of Romanes and/or Turkish (where relevant) preferred

Requirements
.

Macedonia

The training was developed by the Ministry of Education, with input from HERA and the MoH. The
first phase of the training was completed in August, 2011.

Training

« How to assist clients in accessing health care

« Health promotion (particularly for preventive check-ups, immunization, and healthy lifestyles)

. How/where to refer clients for social protection services

« How to accompany clients (going with clients to services) in accessing health care or social
protection

« Communication skills, including facilitating patient/provider communication and translating
medical concepts into simple language

Content of primary training

« Completed high school (with a preference for those with some medical or other relevant training)
« Good knowledge of Macedonian language as well as the language spoken by the Roma
population in the area

Good communication skills

« Priority given to women, but men are eligible

« Is accepted by the community

« Priority given to those who work with NGOs and already have relevant experience

Requirements
.
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Romania

Training provided by the Ministry of Health. The National Council for the Professional Training
of Adults has certified two associations and one university to provide continuing education to the
mediators, although Romani Criss trains the majority of the mediators (and there is no centrally
available information regarding how many these agencies have trained). Romani Criss is a Roma
NGO that has played a key role in Roma health mediation from the program’s inception. Local health
facilities provide the space for the training. Local NGOs, including the Roma Party, are involved in
selecting the mediators to be trained. Ongoing training is provided to some mediators according
to need and based on the availability of additional funds. Additional training has been provided on
issues such as: human rights, how to obtain identity documents, how to prevent TB, how to support
TB treatment, family planning and reproductive health, vaccination, and pregnancy and newborn care.
Training on reproductive health was provided by John Snow International and on TB was provided
by Doctors of the World-USA and the Ministry of Health. Finally, through a PHARE program running
from 2004 to 2006, the government trained trainers on Roma Health Mediation, and elaborated a
manual for health mediators.

Training

» Communication

« Legislation regarding health insurance
« Key tasks of RHMs

» Key determinants of Roma health

Content of primary training

- At least 8th grade education. However, forty two percent of mediators currently working have
completed high school or above.

Requirements

Serbia

Training provided by the Ministry of Health, with technical input solicited from Roma NGOs and
from the Standing Conference of Cities and Municipalities. The Council for the Improvement of the
Status of Roma (Council is in the Office of the Deputy Prime Minister for European Integration)
also conducted some sensitization trainings on working with Roma for Health Centres. UNICEF is
providing additional training on data collection and reporting, and the importance of monitoring
public health programs. UNICEF will also train 15 mediators and other service providers based in
Southern Serbia in early childhood development.

Training

« Key tasks of RHM

- Health and social protection system, including costs for various services
« Organization of their work (reporting, planning and so on)

« Maternal, reproductive, and child health topics

+ Adolescent health and addiction concerns

Chronic diseases and health behaviors

« Awareness raising about domestic violence and trafficking

« Communication

+ RHM code of conduct

« UNICEF: early childhood development

Content of primary training

« Completed primary school
« Be female and a mother

Requirements
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Slovakia

From 2005 to 2007, RHMS were hired and trained at the national level. Since 2007, RHMs have
been selected at the local level. The initial group was trained by the MoH. Now, they are trained by

%D the local Offices of Public Health (which is part of the MoH). The mediators have different training

E backgrounds. Those employed since 2005 have participated in several trainings, and those hired more
recently were trained only by the local Office of Public Health, with the curriculum largely decided at
the local office.

& | « Main tasks of the RHM

:g « Organization of their work (reporting)

& | « Public health topics presented through lectures at the local Office of Public Health. Topics

g subject to the discretion of the Office

£

=

3

&

2 | + Completed high school

g | Preference given to those with medical background

§ + Romani language knowledge preferred

g

Ukraine

RHMs were selected and trained by the NGO Chirikli, with training support provided by Center on

oo | Family Matters of the Kiev State Administration, the Ministries of Justice, Labour and Social Policy;

-S | and the State Center for Employment, and a professor from a local university. Romani Criss also

E provided input and technical support. So far, only one training has been conducted, as the program
has just started. However, RHMs have already benefited from additional human rights, empowerment,
and intercultural mediation training provided by the Council of Europe.

g [+ Main tasks of the RHM

'S | « Organization of their work (reporting, planning and so on)

£ | « Communication skills

£ | - Facilitating patient-provider communication

& | « Principles of confidentiality

:: « RHMs are also provided with a book for “Frequently asked questions” they can refer to when

*; asked questions about processes for updating identity documents, and so on.

2

&

2 - Completed high school (priority given to those with a diploma in health or other related area)

e | Proficient in Ukrainian and the language spoken by the Roma in the area they live

8 | « Accepted by the community

§~ « Strong communication skills

o

« Priority given to mothers but men may also be selected as mediators
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ANNEX 3: Roma Health Mediator Costs and Benefits

Fixed Costs

« Management costs (manager salary, manager office space, manager computer,
monitoring and evaluation, fundraising, etc.)

« RHM program design costs

Variable Costs

Costs

« Roma Health Mediator salaries

« Roma Health Mediator activity costs (health education materials, travel and
communication funding, etc.)

« RHM training and continuing education

« Roma obtain birth registration, identity documents, and health insurance

Increased use of preventive care, including regular check-ups, family planning
services, gynecological exams, sexual health services, and vaccination

Improved efficacy of health care visits where mediators are present, and after
several such visits with mediators, improved efficacy in the absence of mediators

- Roma awareness about health and social protection entitlements raised

« Other governmental and non-governmental programs for Roma enhanced by input
from mediators

« Health provider knowledge about Roma exclusion (and culture) improved, some

Benefits73

health care providers report changing their behavior toward Roma patients

« Roma clients referred to social assistance, housing, psychosocial, and other
services

« Roma mediators become leaders and role models in communities where
unemployment is high and opportunities appear to be rare

« Community trust in public services enhanced

« Mediators trained, and some go on to higher education in nursing, social work, and
medicine
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Notes

” o«

I. The words “Roma community,” “excluded Roma” and “isolated Roma settlements” are used
throughout this report. The second two terms are used to emphasize the fact that Roma Health
Mediators work primarily with excluded Roma, and not just Roma in general. Indeed, there are
Roma who live in adequate housing, and who have access to secure employment and health services.

These individuals do not require Roma Health Mediation.

2. It is impossible to track exactly how much money has been allocated to Roma health,
although a cursory review of country projects shows that it is less than other sectors, particularly
education. Tracking health expenditures is difficult because governments do not necessarily keep a
central database of funds allocated by international donors, EU funding, and governmental funding.
Moreover, there are often vast discrepancies between what is allocated and what is actually spent.

For obvious reasons, governments may not wish to publicize this discrepancy.

3. See: www.romadecade.org.

4. See: http://ec.europa.eu/enlargement/index_en.htm.

5. See: http://ec.europa.eu/enlargement/how-does-it-work/financial-assistance/phare /index_
en.htm.

6. “Community instruments” refers to EU legal, financial, and coordination instruments.

Legal instruments include the Race Equality Directive and the Framework Decision on Racism
and Xenophobia. Financial instruments include the European Social Fund, pre-accession support,

and other mechanisms. Coordination instruments include frameworks for European social policy
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Open Society Foundations

The Open Society Foundations work to build vibrant and tolerant democracies whose govern-
ments are accountable to their citizens. Working with local communities in more than 7o
countries, the Open Society Foundations support justice and human rights, freedom of expres-

sion, and access to public health and education.

WWW.S010S.01g

Public Health Program

The Open Society Public Health Program aims to build societies committed to inclusion,
human rights, and justice, in which health-related laws, policies, and practices are evidence-
based and reflect these values. The program works to advance the health and human rights of
marginalized people by building the capacity of civil society leaders and organizations, and by
advocating for greater accountability and transparency in health policy and practice. The Public
Health Program engages in five core strategies to advance its mission and goals: grantmaking,
capacity building, advocacy, strategic convening, and mobilizing and leveraging funding. The
Public Health Program works in Central and Eastern Europe, Southern and Eastern Africa,
Southeast Asia, and China.

www.soros.org/initiatives/health

Roma Health Project

The Roma Health Project, part of the Open Society Public Health Program, works to advance
the health and human rights of Roma persons. The project focuses mainly on grantmaking
and advocacy efforts, including strengthening the capacity of Roma organizations and activists.
In order to achieve its mission, the Roma Health Project works to promote the human rights
of Roma and combat discrimination in accessing health care; support the development and
implementation of policies that ensure health equity for Roma; and hold authorities account-
able for their responsibilities to Roma under local, regional, national, and international laws
and policies. The project works primarily in Bulgaria, Macedonia, Romania, Serbia, Slovakia,
and to a lesser extent, Ukraine. It collaborates with regional civil society organizations such as

the European Roma Rights Center, Romani CRISS, and other Open Society programs.






Mediators

Roma Health

'5 ’/ FOUNDATIONS

Roma Health Mediators: Successes and Challenges
looks at mediation programs in six countries:
Bulgaria, Macedonia, Romania, Serbia, Slovakia,
and Ukraine. Mediators have made great strides
in addressing the poor health conditions found in
Roma settlements in these countries. They have
helped increase vaccination rates among Roma,
helped clients obtain identification and insurance
documents, provided health education to Roma
children and adults, and improved health care

provider knowledge and attitudes about Roma.

Despite the success of such programs, Roma Health
Mediators remain plagued by several challenges.
Mediators tend to earn low salaries and have
limited professional development opportunities;
at the same time, they lack adequate supervision
and support. Some mediation programs have
inconsistent financing, resulting in contract
insecurity for mediators. Moreover, mediators are
often isolated from other parts of the health care
system and some countries continue to ignore
the social factors that lead to poor health in Roma

communities.
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