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Abstract

Information and Communication Technology (ICT) may facilitate the collection and dissemination of
citizen-generated data to enhance governmental accountability for the fulfillment of the right to health.
The aim of this multiple case study research was to distill considerations related to the implementation of
ICT and health accountability projects, describe the added operational value of ICT tools (as compared
to similar projects that do not use ICT), and make preliminary statements regarding government
responsiveness to accountability demands through ICT projects. In all three projects, the need for
relationship building, continuous community engagement and technical support, and training for
volunteers or service users was identified. Government responsiveness to the data varied, suggesting that
political will is lacking in certain contexts. Despite these challenges, ICT initiatives provided an easy,
accessible, and low-risk platform for reporting violations and demanding accountability from service
providers and decision-makers. ICT-enabled citizen generated data can add significant operational value
and some political value to project activities and goals, and may affect systems change when it is part of

a broad-based, multi-level civil societal and governmental effort to improve health care quality.
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Introduction

Global and national health policy-makers and
citizen activists agree that accurate data on health
service coverage, equity, and quality is a vital pub-
lic good that should inform health policy-making
and health governance.' This assertion is echoed
in human rights norms related to the right to in-
formation, the right to demand compliance and
answerability from state actors, and the right to see
one’s priorities reflected in health policies.* However,
it is possible that in some contexts, health providers,
administrators, and politicians resist the aggrega-
tion, dissemination, and utilization of data because
it could expose corruption, under-investment,
and implementation failures? Non-governmental
organizations (NGOs) and activists may compile
their own data on user experiences of health care,
with a view to exposing critical gaps in government
fulfillment of the right to available, accessible,
acceptable, and good quality health services (here-
inafter AAAQ).* As documented in the health and
human rights field and in the growing field of social
accountability, successful efforts to collect and lever-
age such data have led to improvements in various
AAAQattributes of health care, including respectful
treatment and decreased absenteeism. Some efforts
have set the stage for continued improvements
by fostering individual and collective empower-
ment; and sustained changes in relations between
marginalized communities and the government’
Many donors and advocates are optimistic about the
role information and communication technology
(ICT) might play in the collection and dissemination
of citizen-generated data to enhance governmental
accountability for health care services.®

The consensus definition of accountability
encompasses answerability and enforceability.
Governments are obligated to provide information
and justification regarding policy and practice (an-
swerability), and sanctions must exist for failure to
comport with policy (enforceability)” Human rights
actorsstresstheremedycomponentofenforceability,
including, for example, restitution, compensation,
rehabilitation, satisfaction, and guarantees of
non-repetition.® In this paper, we adopt a right to
health framework: governments should be account-

able for the progressive realization of the right to
health, including delivering AA AQ health services.’
The emerging grey and peer-reviewed literature
suggests that while ICT can be an effective tool
for aggregating data to demand accountability,
unbridled optimism regarding ICT for health
accountability is not warranted.” Collecting and
disseminating data is only one step in fostering state
accountability; in order for government services to
improve, the state must take concerted action and
must have the capacity and willingness to do so in
effective ways.” Nonetheless, ICT may be useful
to citizen monitoring of public service delivery in
specific settings. It could make data gathering and
aggregation easier, thus adding operational value,
and could augment the political cost and the per-
ceived legitimacy of claims made by citizens, thus
adding political value.

The comparative case study described here
emerged from discussions within the Communi-
ty of Practitioners on Accountability and Social
Action in Health (COPASAH), a network of prac-
titioners and organizations working in low- and
COPASAH fosters
learning exchanges and conducts joint advocacy.
This study was designed by practitioners from three
COPASAH member organizations: Centro de Estu-
dios para la Equidad y Gobernanza en los Sistemas
de Salud (CEGSS), Nazdeek, and SAHAYOG, with
support from researchers at the Mailman School of
Public Health at Columbia University.

Comprehensively assessing how ICT contrib-
utes to specific outcomes relating to the right to
health is a long-term goal. Our research addressed

middle-income countries.

the more intermediate goal of identifying and
comparing operational questions that will shape
the extent to which ICT adds value to efforts to
enhance government accountability for health.

The aim of this paper is to describe lessons
learned emerging from the comparative case study,
including:

o considerations related to project implementation;

« theadded operational value of ICT tools (includ-
ing websites and mobile phones; as compared to
similar projects that do not use ICT);
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« challenges and adaptive program changes; and,

o government responsiveness to accountability
demands through ICT projects.

We intend this paper to be a practitioner-led con-
tribution to the growing peer-reviewed literature
regarding citizen-led accountability and ICT.
Most notably, between 2012 and 2017, Making All
Voices Count (MAVC), an international funding
and research consortium, supported an in-depth
multi-country study specific to ICT for improving
public service accountability.> Our research is
unique in that we focus exclusively on the avail-
ability and quality of health services for low caste,
tribal, and indigenous populations. These groups
are among those most likely to experience non-
AAAQ health care.® They are also potentially less
likely to a) have information about their entitle-
ments, b) view themselves as rights holders, and c)
be technologically literate and therefore able to use
ICT tools effectively to lodge complaints.*# They are
disproportionately removed from the human rights
tools enabling them to report and seek remedy for
violations of the right to health.

Methods

Study context

In the three projects considered in this paper,
project volunteers or health service users from the
community employed mobile phone technology
(interactive voice response and/or text messages) to
gather or report evidence from government health
facilities regarding a pre-determined set of indica-
tors of quality health care. These indicators were
not meant to capture the entire concept of quality,
but to portray attributes of care that communities
had identified as important and that lay people
could assess, such as disrespectful treatment and
demands that patients make informal payments for
health care. The data were then aggregated, mapped,
and displayed through online platforms developed
by the organizations. The projects all used the same
basic theory of change: the implementing NGOs
and the communities they serve would define their

health care priorities, learn about relevant legal
entitlements and standards, use ICT to document
users’ experiences against the standards, and de-
ploy the data generated to demand government
response. Consistent with the human rights prin-
ciple of remedy, Nazdeek and CEGSS also sought
restitution for aggrieved patients in some cases. All
three organizations sought satisfaction and guar-
antee of non-repetition, such as public disclosure of
the situation, acknowledgement of problems, or a
change in legislation or policy.

The implementing organizations created
opportunities for users to engage with the govern-
ment health system collectively at multiple levels in
order to demand that they address the identified
problems. The implementing NGO complemented
this collective engagement with ongoing advocacy
such as one-on-one meetings with district health
officials. The NGOs expected the health system
to respond for two key reasons: (1) health facility
leadership and other decision-makers would learn
more about current challenges in health care qual-
ity, including the frequency of certain challenges
and how they affected the community, and (2)
health providers and leaders would be politically
or professionally compelled to act because publicly
displayed data regarding poor implementation of
service delivery would engage the public, heighten
political costs, and/or alert the formal health system
hierarchy about problems. Though the basic theo-
ries of change were similar, the program activities
differed in several key ways, reflecting the different
orientations and organizational goals of the NGOs,
as well as the very different contexts in which the
efforts were undertaken.

CEGSS

CEGSS was formed in 2006 with an aim to use
participatory approaches to improve indige-
nous Guatemalans’ access to quality health care,
particularly care that was culturally acceptable,
non-discriminatory, and reflected community
priorities. The project described in this study has
been operational and evolving for 10 years; CEGSS
changed it from a paper-based system to an
ICT-enabled system in 2014. As part of this pro-
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gram, CEGSS trained and supported indigenous
Community Defenders for the Right to Health
(CDRH) who visited health facilities regularly.
During these visits, CDRH asked users if they had
faced any obstacles to obtaining care. They also
interviewed front-line health care providers and
inspected facilities. CDRH conducted health rights
awareness-raising campaigns in communities and
encouraged community members to relay chal-
lenges they faced in accessing quality care. They
reported identified problems on an SMS platform.
These complaints were then mapped on Ushahi-
di, an open source monitoring platform that was
initially developed to monitor election violence in
Kenya (Figure 1).

Nazdeek

Nazdeek, a legal empowerment organization, was
formed in 2012. As part of their End Maternal Mor-
tality (MM) Now Project, Adivasi (tribal) women
volunteers identified and reported cases of maternal
and infant health care violations occurring in tea
plantation areas in Sonitpur District, Assam, India.
Women could report violations via SMS, using

numeric codes corresponding to specific locations
and types of violations. Like the CEGSS project,
the cases were mapped onto a publicly accessible
Ushahidi platform (endmmnow.org). Locations
included facilities run by tea plantation managers,
which are legally required to provide basic health
care to their workers; as well as public facilities,
such as hospitals; Anganwadi centers (community
centers providing health and food services to wom-
en and children); and ration shops. To implement
the project, Nazdeek worked with a local organiza-
tion and an international partner.

SAHAYOG

SAHAYOG, a women’s health and rights orga-
nization based in Uttar Pradesh (UP), India, was
established in 1992. SAHAYOG has a long-standing
collaboration with community-based organiza-
tions (CBOs) throughout UP and with a grassroots
women’s forum (Mahila Swasthya Adhikar Manch
or MSAM), that is comprised of approximately
12,000 poor, rural women leaders from Dalit,
Muslim, and tribal communities. In 2011, the
government initiated a scheme to ensure free

FIGURE 1. Screenshot of CEGSS CDRH reports of obstacles in health care provision, using Ushahidi platform
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comprehensive maternity care, and the UP state
government requested that civil society organiza-
tions monitor its implementation independently. In
2012, SAHAYOG launched a project to use inter-
active voice response to document health provider
demands that women make informal payments for
maternal health care services they were entitled to
receive free of charge. A two-district pilot version
of the project was evaluated in 2013, and then the
project was refined and scaled up to four districts in
2014.% These reports were also mapped in real time
via Ushahidi on a project website.

Each of these organizations conduct addi-
tional local and national level activities beyond the
projects described here. While we do not discuss
these other activities in this paper, it is important
to acknowledge that the ICT projects are imple-
mented in the context of ongoing engagement with
the communities and the local and national gov-
ernments addressed by the ICT efforts.

Research approach

We used a comparative qualitative case study
approach to examine these three projects, which
allowed us to consider the contextual particular-
ities of each project, implementing organization,
and site. While the extent of the current research
was somewhat limited by budget, we sought to gen-
erate practical, action-oriented, context-dependent
knowledge that is useful to practitioners.”

The research reported here represents an
effort to go beyond routine monitoring and eval-
uation to facilitate our functioning as “learning
organizations,” to distill operational lessons about
the use of ICT for the benefit of our own programs
and beyond. We have worked on these issues
for many years. We do not expect that there is a
“magic bullet” project that can fix the problems we
address. Instead, we try different strategies and as-
sess whether or not these strategies—or elements of
them—seem to work better than previous efforts.

Data collection

Table 1 summarizes the methods for each single case
study. All three studies used semi-structured in-
depth interview (IDI) and focus group discussion

(FGD) guides for discussions with implementers.
Researchers from all sites developed individualized
research tools using a jointly agreed list of themes
that were articulated based on a literature review,
an initial in-person meeting regarding our pro-
grams and current knowledge, policy discussions
on ICT and development, and priority questions
and challenges we faced in implementing the ICT
efforts. We were interested in factors related to pro-
gram design, implementation, impact, and context,
such as anonymity of the complainant, engagement
from local level health providers, and health plan-
ner utilization of the data generated through the
project. Our questions (and findings) relate primar-
ily to the process of program implementation, with
some insight regarding government responsiveness
to the human rights claims. Comprehensively as-
sessing changes in the right to health as a result
of local level social accountability projects such as
ours is difficult; we do not expect that aggregate
health indicators will be affected given the fact that
our projects are locally bound and implemented in
a somewhat limited time frame.

In addition to the IDIs and FGDs with
implementers, each project team developed proj-
ect-specific data collection methods, such as review
of project reports and interviews with additional
stakeholders.

Data analysis

Two researchers at Columbia (SC and MS) read all
the Nazdeek and SAHAYOG transcripts and an
English language data synthesis from CEGSS and,
using the initial list of themes that emerged from the
literature review and in-person meeting, proposed
a shortened list of relevant research themes. Themes
included how the ICT mechanism compared with
other governmental and non-governmental modes
of filing complaints, differences in the design of
the ICT tools (such as whether or not anonymity
is offered and if the complaint is verified), usability
of the ICT tool, ways in which various stakeholders
perceive the ICT tool as being different (better or
worse) than pen and paper approaches from both
a process and an outcome perspective, and risk
for those making complaints. These themes were
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then entered into an Excel sheet, followed by data
from each of the three cases. This sheet was shared
with all authors for feedback, helping to ensure
consistency in data analysis. Entering data into an
Excel spreadsheet facilitated triangulation of data
collected via different methods, and displayed dis-
crepant data. Thus, we matched observed patterns
in the data to our research themes, allowing us to
“see” the data supporting various propositions. We
found that all three projects made programmatic
changes through the implementation. Since our
data display gave a cross-sectional view of each
project, we went back to the transcripts and wrote
brief memos summarizing the program changes
and the justification for each.

The Columbia researchers then drafted the pa-
per and shared it with researchers from all sites for

TABLE 1. Methods

significant input through seven rounds of review.

Findings and discussion

We group our findings into four categories: 1) proj-
ect implementation, 2) added operational value of
ICT, 3) challenges and adaptive program changes,
and 4) government responsiveness to right to health
accountability demands made through ICT proj-
ects. While our research focused on ICT, we do not
limit our discussion to ICT; offline activities were
an integral part of the projects’ theory of change.

1) Project implementation

Table 2 summarizes key descriptive findings re-
lated to project implementation. Please note that
the offenses are all alleged; very few cases resulted

Study site and justification

Language and data analysis

Data collection methods

CEGSS Study conducted in

seven municipalities
within Huehuetenango,
Totonicapan, Alta Verapaz,
Solola, and Quiche

provinces

« IDIs and FGDs conducted using
semi-structured guides

Data collected in Spanish

Analysis and synthesis done by
CEGSS staff and written up in English

« Quantitative data analysis of 228 complaints
sent to the platform between August 2014 and
March 2015

Review of monitoring and evaluation reports
Eighteen IDIs with community members and
leaders

Nazdeek: End

Study conducted in two

Data collected using semi-structured

Data collected as part of routine monitoring

Health, My Voice | districts, Azamgarh and
Mirzapur, selected based on
high rates of reporting over
time, anecdotal reports of
change, and the long-term
presence of the women’s
collective Mahila Swasthya

Adhikar Manch (MSAM)

Relationship of MSAM with
the government varied over
the two districts, providing
an opportunity for contrast

voice recorded, transcribed, and
translated to English

Analysis done by researchers from
Columbia University, one of whom
did much of the data collection in
Hindi, with input and checking from
SAHAYOG

Ethical approval from Columbia
University and the Sigma IRB in UP

MM Now blocks of Sonitpur District guides and assessment of the End MM Now project,
in Assam: Balipara and « Conducted in local language, including quantitative assessment of 268 reports
Dhekiajuili transcribed, and translated into made by women volunteers from January 1,
English on site 2014 to September 30, 2015
« Analysis done by researchers at  Review of internal reports
Columbia University, with regular o IDIs with block administrative officials (three)
discussions and checks with the field- in governmental facilities and frontline staff
based team (three) Accredited Social Health Activists
« IDIs with one staff member from Nazdeek,
one staff member from Pajhra (partner
organization), two field coordinators (women
volunteers)
« One FGD with women volunteers in each of
two blocks
SAHAYOG: My | Two of the project’s four « IDIs and FGDs conducted in Hindi, |+ Embedded in a larger research project

Key informant interviews with seven district
officials and health providers, four MSAM
members, four SAHAYOG personnel, and four
CBO representatives

Eight FGDs with MSAM members in each of
two districts, with a total of 52 participants; two
FGDs with CBO partners with a total of seven
participants

Nine days of non-participant observation in
four facilities, including informal interviews
with health care administrators and patients
Quantitative analysis of 1,876 calls made to the
hotline between January 1, 2014 and September
30, 2015
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in a formal legal process to eventually determine

culpability.

Each project raises similar issues, though the
relative frequency of each type of complaint varied.
The projects included multiple “offline” activities to o
encourage community members to make reports or
to raise concerns, and to spur governmental response

to the data collected. These activities included

« strengthening grassroots associations,

« raising public awareness about health-related

entitlements and about the project,

« NGO leadership meeting health facility leader-

ship and staff,

o holding community assemblies or dialogue
meetings with structured opportunities for cit-
izens and health providers and decision-makers
to interact, and

engaging with authorities at multiple levels of
the health system (for example, health facility,
district, regional, national) to present the data
and advocate for action.

When interviewed, organizational leaders and
program implementers made two key points about
project implementation, as related to ICT.

Laying the groundwork. As identified in other
studies, realizing the potential operational efficien-

TABLE 2. Key descriptive findings

Organization | Who files the Complaint Degree of anonymity Complaint trajectory Issues raised
complaint verification process

CEGSS Trained CEGSS staft Complainant name is Complaints mapped on « Informal payments
community member calls recorded but not put on website are used for advocacy |« Disrespectful/rude
defenders for the | CDRH to ensure website. purposes. treatment
right to health that complaint « Lack of supplies
(CDRHs; was categorized Complainant information | Complaints are aggregated by | « Absenteeism
volunteers). properly. is used in the event that type and formally transmitted | « Denial of care

CEGSS and complainant to the relevant governmental | o Undue referrals

wish to pursue legal action. | entity. CEGSS supports « Poor infrastructure.
complainants who wish to

Offending provider is also make a formal complaint

recorded but not displayed | to the relevant governmental

on website. entity.

Nazdeek Trained Adivasi Nazdeek staff Complainant name is Complaints are mapped on « Informal payments
(indigenous) member calls recorded for verification the website, aggregated, and | « Lack of supplies and
women volunteers | complainant to purposes but not put on submitted to local authorities equipment
or CBO members. | verify details of website. during Community « Lack of health staff

of money are posted on the
website. This data is used in
subsequent advocacy. Patients
facing denial of care can call
an emergency hotline that is
always staffed.

incident. Grievance Forums with « Denial of care, abuse,
Offending provider name | women volunteers and and discrimination
is not collected — however | local health officials, on grounds of
in the case of small facilitated by Nazdeek. gender, ethnicity, and
facilities such as ration In many cases, Nazdeek religion
shops and Anganwadi works with volunteers to file | « Undue referrals
centers, the provider is administrative complaints « Poor infrastructure
easily identifiable. through existing grievance and hygiene.
mechanisms or Right to
Information requests.
SAHAYOG Trained CBO SAHAYOG verifies | Neither the complainant All complaints are mapped « Informal payments,
member or the 10% of calls as a nor the offending provider | online, and data regarding which at times result
complainant. quality check. are named or recorded. type of complaint and amount |  in denial of care if

patients refuse to pay.
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cies associated with ICT requires that the ICT is
adopted and used correctly by as many people as
possible.® Program implementers explained that
prolonged, intensive engagement with the com-
munity, local organizations, and governmental
actors was key to laying the groundwork for imple-
mentation. This preparatory engagement included
educating stakeholders about the rights and en-
titlements in question, the intent of the program,
what the data could reveal and how to use it, and
program operations, including how to use the ICT
tools. SAHAYOG’s and Nazdeek’s project relied
on women from the community making reports,
adding the imperative for the NGOs to learn about
community member ability to use the required ICT
tools and to build their capacity to do so.

Education and support were essential, as the
women making reports were generally low-caste
or tribal, and often illiterate. SAHAYOG’s project
included an explicit conscientization component,
creating conditions for the women to learn about
human rights in order to understand that these
rights apply to them so that they were motivated to
make reports.

Pre-existing relationships in the community and
with the government. Existing relationships with
concerned community members made ICT uptake
easier and strengthened community support for
the project. All of the organizations had pre-exist-
ing relationships established over the course of past
work, and felt they had a base of trust in most of
the communities addressed. This facilitated local
NGO and community willingness and motivation
to participate in the project as well as to use ICT,
which was somewhat novel for many.

Moreover, in the case of all three orga-
nizations, the projects described here entailed
introducing ICT to ongoing initiatives. To varying
degrees, communities were already trained and
engaged in health facility monitoring, and local
health facilities were aware of these efforts.

Data from SAHAYOG demonstrates the im-
portance of this prior engagement. In addition to
working with CBOs and MSAM in communities
where they had worked for many years, SAHAYOG

entered some new communities for this project.
The reports were much less frequent in the new SA-
HAYOG communities, suggesting the facilitative
role played by a long-term presence.

2) Added operational value of ICT

Interviewees reported that ICT enhanced the proj-
ects in several ways. These included:

Efficiently collected contemporaneous data in
easy-to-understand formats. Data recorded on
ICT can be available immediately to the gov-
ernment, citizens, advocates, and the media. As
described by CEGSS, this enables faster and more
effective collaboration with the media. CEGSS rep-
resentatives referred journalists to real-time online
data, rather than waiting for CDRHs to gather and
collate data over a number of months. For instance,
professional investigative journalists confirmed
the authenticity of complaints regarding demands
for informal payments from patients requiring
ambulance transport, and then published a report
on corruption and the poor state of emergency care
facing rural populations.”

Moreover, all three implementing NGOs
suggested that the up-to-date data could inform
governmental decision-making. Making extensive
field visits in order to collect and aggregate data by
hand is time consuming and resource intensive,
such that the data available may not be current. In
contrast, data collected and reported immediate-
ly by ICT can be considered almost real-time. In
Guatemala, recent SMS complaints and photos of
empty medical shelves at rural facilities were quick-
ly presented to the Minister of Health as evidence
that medicines had not yet reached rural areas. As a
result, the minister ordered an investigation about
why medicines were stored in regional warehouses
and not distributed to rural facilities.

Accessible database of complaints and violations
that allows easily identifying and visualizing
gaps. The efficiency in data collection allowed the
organizations to gather and easily manipulate larg-
er amounts of data, which was then aggregated and
mapped on the project websites. These presented
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the data in a way that clearly indicated the scope
of certain health sector problems, showed trends,
and surfaced “hotspot” facilities with particular
challenges.

Analysis of the data allowed the implement-
ing organizations to capture a fuller picture of the
health infrastructure in areas that are difficult to
reach, such as especially remote tea gardens in
Assam and, over time, to identify patterns of vi-
olations and systemic flaws (for example, scarcity
of blood supplies or a flawed referral system) or re-
curring issues in a given facility (for example, cases
of informal payments linked to health workers in
a certain hospital). For example, the data in Uttar
Pradesh showed that about one-fifth of the cases of
informal payments were cases where patients were
instructed to buy drugs or other supplies at a private
pharmacy outside the health facility, even though
patients were entitled to free supplies in the health
facility. These types of data helped to guide the orga-
nizations’ advocacy efforts, as they could prioritize
certain issues and/or areas and make more informed
demands to health authorities. In the SAHAYOG
example above, as a result of the data collected,
SAHAYOG decided to try to better understand the
relationship between private pharmacies and health
providers. They wanted to ascertain whether gen-
uine drug and supply stock outs or corruption (or
both) drive provider requests that patients purchase
drugs from the outside, and how government might
intervene to fix the problem.

This finding is in line with existing human
rights and public health literature on the impor-
tance of data for illustrating systemic flaws, thus
strengthening the value of ICT platforms in public
policy debate.”® Such data could be compiled and
analyzed using paper, but the use of ICT makes
such analysis easier to conduct and to communi-
cate visually.

In the case of CEGSS and Nazdeek, the da-
tabases also served as a case management tool for
individual case resolution. Nazdeek’s internal data-
base tracks the actions taken to address some of the
cases (such as administrative complaints, requests
under the Right to Information Act, and represen-
tations with authorities) and their outcome. In the

case of CEGSS, the online platform is color coded to
track how each complaint moves through the system
from the time it is received (red), investigated by a
government official (yellow), and resolved (green).

Accessible database of complaints and violations
that allows easy identification and visualization of
gaps. In the three project sites, the government also
maintained its own health sector telephone com-
plaint system, as well as an official system for written
complaints for at least some of the period during
which the ICT platforms were active. The organiza-
tions hoped that their ICT-based monitoring would
be easier to use, less risky, and more comprehensive
than the government systems in addressing com-
plaints and improving health service delivery.

Community members and NGO staff ex-
plained that marginalized communities generally
preferred making complaints to the civil society
run ICT reporting systems rather than making offi-
cial, in-person complaints. First, in most cases, the
projects ensured anonymity of the complainants,
protecting them from retaliation. Second, ICT al-
lows users of services to make complaints without
an interaction with an intimidating bureaucrat.
Third, no travel is required. Travel can be a real
obstacle for poor women or any other user with
significant family and work responsibilities in ar-
eas that are poorly served by public transportation,
such as Assam’s tea gardens, and rural Guatemala
and Uttar Pradesh.”

It is possible that in-person visits from dis-
creet NGO staff would also meet client preferences
for convenient, confidential reporting, but again,
such a human resource-intense approach to reports
seems infeasible in the long run, particularly on the
scale of the SAHAYOG project. In fact, it would
be difficult for Nazdeek and SAHAYOG to collect
data themselves. In the case of Nazdeek, the tea
plantations where the project took place were quite
remote; tea plantation managers sought to limit
civil society groups’ access to the plantations; and,
plantation residents seen talking to Nazdeek could
be at risk for retaliation. Thus, complainants are
far more likely to use a system managed by women
living in plantation areas.
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The situation was similar for SAHAYOG.
While the use of ICT required significant support
initially, it facilitated citizens making their own
complaints, as opposed to NGO staff going to each
site to collect reports. This likely lessened the risk of
retaliation, since patients were not seen interacting
with CBO staff. Moreover, the SAHAYOG project
was implemented on a larger scale than the other
two. Though the use of ICT required significant
support to communities, it also facilitated scale,
since most complaints could eventually be made
without SAHAYOG or CBO involvement.

3) Challenges and adaptive program changes

Each project encountered multiple difficulties,
some of which were similar across projects. Imple-
menters altered the programs in response to some
of these challenges. We summarize the common-
alities and differences in challenges faced across
programs. All of these challenges illustrate the fact
that the gains in efficiency offered by ICT require
significant financial resources, on the ground
support, ICT expertise within the implementing
organization, and concerted efforts to make ICT
accessible to marginalized populations.

Limited technological literacy. As noted, the
projects target poor and otherwise disenfranchised
communities that may lack rights awareness and
technological know-how and confidence to partic-
ipate in the project. This problem was particularly
acute for SAHAYOG, which relied on the aggrieved
women, rather than trained advocates or volunteers,
for reporting. SAHAYOG staft and partners report-
ed that women required significantly more support
to make reports via interactive voice response than
initially anticipated. In response, SAHAYOG sim-
plified the interactive voice response system, making
it easier for women to select the category of informal
payments demands that fit their situation.

Women in Uttar Pradesh also indicated that they
faced problems posed by poor phone networks, lack of
access to electricity (to charge the phone), and gender
norms around phone use. In many households, the
husband controlled the family mobile phone.

Still, the need for support decreased over time

in Uttar Pradesh. Concern about support for the
use of ICT is less relevant in contexts where trained
volunteers make reports, but even so, they often
require significant training and ongoing support.
Nazdeek relied on women volunteers in tea garden
areas, who, though trained on health entitlements
and the use of the mobile phone, were not familiar
with technology and had low literacy levels. Some
volunteers reported orally to other volunteers or
called the coordinator to make reports (a volunteer
coordinator was assigned to each block). Nazdeek
sought to address these challenges by increasing
the number of in-person meetings with volunteers
and later with the community at large.

CEGSS endeavored to minimize the problem
posed by low tech literacy by giving communities
a role in the design of the technology. Community
leaders in Guatemala were involved in the entire
process of designing the complaints platform—
from the forms to the project website. The developer
teams also field-tested the data collection forms in
three different sites. However, CEGSS noted that,
as found in many other human rights efforts, the
poorest and most marginalized were often not
present and/or able to take part in community
participation fora, including those regarding the
design of the project.>

ICT capacity required within implementing
organization. ICT capacity was also required
within the organization running the project.
None of the organizations had implemented such
ICT-dependent projects in the past; they were ini-
tially unaware of the extent of financial and human
support required to keep the programs running
smoothly. They sought unexpected technical help,
which had financial implications. They all report-
ed glitches in implementation and suggested that
other organizations seeking to implement similar
projects should carefully outline and consider the
time and money required, as well as have realistic
expectations about the role of technology in their
theories of change.

Adequate technical and program training,
support, and feedback to ensure high levels of
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reporting. The volume of reporting ebbed and
flowed. In addition to the challenges described
above, all three projects encountered misunder-
standing among project staff/volunteers, who
would report problems of the same type only once.
For example, a health defender in Guatemala would
report one case of a medicine stock out at a facility,
and then fail to report any subsequent instances of
patients finding this medicine out of stock, since
it had already been reported. This undercut a key
objective of the projects, which was to show how
many people were affected by health service prob-
lems, highlighting patterns of health entitlements
failures. Additional training and support in all
projects remedied this problem.

Empathy for the providers’ plight, and the
desire to prevent conflicts between frontline health
providers and users arising from complaining, were
other factors limiting reporting. For example, some
community members in Uttar Pradesh explained
that they were reluctant to report because they knew
that health providers have few resources at their
disposal. They felt that health facility infrastructure
needed to be upgraded before complaining could be
justified. To counter this concern, the three organi-
zations emphasized that data were being collected to
facilitate system-level changes, rather than to hold
individuals in health facilities responsible, except in
cases of egregious rights violations.

Community and volunteer misperceptions
that the project was going to have an immediate im-
pact also shaped reporting rates for both Nazdeek
and SAHAYOG. Nazdeek struggled to maintain
commitment among CBO volunteer reporters. In
some cases, volunteers who did not see immediate,
tangible changes in response to their work lost
interest and slowed or stopped reporting. Women
who initially committed to participating in the
Nazdeek program did not feel motivated to contin-
ue participating after they had collected data. Yet,
the next stage was an essential component of the
program, where the data were being discussed with
health authorities.

The three organizations tested different modes
of communication and publicity to maintain com-
munity and volunteer engagement. SAHAYOG

used stickers, pamphlets, graffiti (wall writing),
and street theater, and, insofar as possible, engaged
the local community health workers. In response
to decreases in reporting, they also began to work
with local CBOs to provide updates and feedback
to communities on the progress of the project,
explaining how the project reports and data were
used to advocate for change.

CEGSS made radio announcements, distrib-
uted flyers, and organized meetings of community
defenders at least once every three months to share
their experiences, jointly troubleshoot problems,
and encourage the defenders to educate their re-
spective communities about the project.

Nazdeek held regular meetings with volunteers
and conducted a participatory midterm evaluation
of the project. As a result of volunteers’ requests
made during the evaluation, Nazdeek planned
additional workshops and community meetings.
They also sought to ensure that volunteers were
recognized for their work by holding community
meetings and providing volunteers with project
identification cards. Over time, the number of vol-
unteers participating in the project was reduced,
but those who remained involved gained leadership
in their communities and were increasingly keen to
raise issues with respective authorities, even out-
side the grievance redressal forums.

While the need for technical support is unique
to ICT, the challenge of providing feedback to com-
munity members and volunteers making reports
as part of health system monitoring projects is not.
However, the feedback challenge may be especially
important to consider in ICT projects aiming to
minimize program costs and operate at significant
scale. While ICT seemingly decreases the need for
human resources to implement the project, it does
not obviate the need for feedback to communities.
Implementers might consider using the ICT plat-
form to provide feedback about how individual
complaints are contributing to systems data, and
how these systems data are being leveraged to de-
mand answerability and remedy.

Risk. Women and CBO personnel in all three sites
faced some level of risk for reporting or address-
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ing shortcomings in the health system. CEGSS
explained that some community members who
have filed reports via official governmental chan-
nels experienced intimidation, assaults, and death
threats against themselves and their families from
public officials and employees. Representatives
from Nazdeek and SAHAYOG explained that if
an Accredited Social Health Activist, or ASHA (a
cadre of community health worker in India), brings
a patient to a health facility and the patient refuses
to make an informal payment, the next patient
the ASHA brings may be denied care. Nazdeek
volunteers working in tea gardens were afraid of re-
porting about malpractices in tea garden hospitals
due to risk of retaliation from their employer.

Because of these risks, the three projects of-
fered anonymity to anyone making reports. Since
the projects intended to produce aggregated data
illustrating patterns of experiences with the health-
care system, patient names were not required.
However, this anonymity may weaken some health
system responsiveness and redress. For instance,
when Nazdeek staff submitted data regarding a
number of cases of informal payments in one of
the Primary Health Centers, district authorities re-
quested the names of the concerned women in order
to intervene. Nazdeek instead disclosed the name
of the doctor charging money and the amount paid
in exchange for the services provided. In the case
of SAHAYOG, several health facility managers in-
terviewed in Uttar Pradesh claimed that they could
not address informal payments unless they had the
name of the complainant.

NGO staff explained that they needed to nav-
igate these tensions among risk to the client, client
desire for individual remedy, and governmental
requirements for pursuing official complaints. All
three organizations kept the names of complain-
ants confidential (SAHAYOG did not even collect
names) and emphasized the importance of produc-
ing data that could be used to secure policy changes
and governmental guarantees of non-repetition.
However, both CEGSS and Nazdeek had channels
for individual clients to pursue cases to demand
restitution, compensation, or rehabilitation.

4) Government responsiveness: progress toward
fulfillment of the right to health

This study did not entail an exhaustive exploration
of government responsiveness to the ICT for health
accountability projects. However, improvements
in government fulfillment of the right to health, as
it related to ICT, were discussed in interviews and
focus groups.

Asnoted, the SMS-based reporting allowed the
three organizations to ascertain patterns in rights
violations, to collect data on a large scale over a sus-
tained period of time, to make that data available
in real time, and to display the data in user-friendly
formats. Between May 2014 and September 2017,
268 records of maternal rights violations were re-
corded and mapped on the End MM Now website.
Between January 1, 2014 and September 30, 2015,
there were 7,159 violations recorded through 1,876
calls to SAHAYOG’s My Health, My Voice hotline.
And between August 2014 and March 2015, 228
violations were reported to CEGSS.

The gathering and deployment of large-scale
data likely resulted in a somewhat better response
from the government. In the case of SAHAYOG,
officials at all levels discussed the data with SA-
HAYOG and CBO partners, and some high-level
officials committed to addressing the problems
identified. The state government issued an order
that hospital committees include a review of the
complaints registered in the hotline in their regular
meeting agenda; this order could be implemented
because the committees could easily access the data
online. Some hospitals made changes; for example,
one primary health care facility responded to the
evidence presented by establishing a mechanism
in partnership with a private clinic to ensure the
availability of drugs free of charge. Earlier research
on the SAHAYOG project also found that the “elite
cachet” associated with ICT seemingly bolstered of-
ficials’ willingness to engage and believe the data.”

However, despite the SAHAYOG data show-
ing patterns of service gaps, many within the
government addressed the problems raised as be-
ing attributable to a few miscreant providers, rather
than to systemic weaknesses in the health system.
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They did not seem to integrate the data provided by
the program into their decision-making routines;
they generally consulted the data only when it was
shown to them at meetings and dialogues. For the
especially intransigent issue of informal payments,
ICT data affected decision-makers in some con-
texts but not others. As described by SAHAYOG
and CBO staft and health facility managers, the key
factors seemed to be the professional commitment
of the particular health facility manager, and the
breadth and depth of the “corruption nexus” in the
health facility at issue.

CEGSS had similar experiences with the
aggregated data they presented to governmental
agencies. Representatives of these agencies were
willing to meet and discuss the data in open com-
munity dialogues. CEGSS was somewhat successful
at instigating facility level changes, with reductions
in absenteeism and apologies from providers fol-
lowing reporting. In isolated cases, partners and
allies outside of CEGSS used the ICT-gathered data
to successfully push for change. For example, in the
Solola region, delegates of the San Pablo la Lagu-
na Community Council presented evidence from
the platform at Municipal Development Council
meetings to describe the challenges people faced
in accessing quality health care. In response, the
council worked with health center staff to subsi-
dize medicine for the poor, provide subsidies for
maintenance of the ambulances and for patient
transfers, and finance the improvement of surgical
and medical equipment and the construction of a
new health post. There were similar outcomes in
other municipalities.

In the case of Nazdeek, local authorities
demonstrated openness to receive the data. In
interviews, they stated that they perceived the
data to be reliable. There were anecdotal reports of
resultant changes in health service delivery, such
as decreases in informal payments, regular dis-
bursement of cash entitlements, and improvements
in the condition of the local district-level hospital.
Nazdeek staff reported that the data collected
through ICT also led to the opening of a space for
engagement between women volunteers from the

community and block and district-level officials -
space that did not exist until then. Following the
submission of a report with the findings of the
first nine months of reporting, local authorities
agreed to establish regular grievance redressal
forums so that women volunteers could meet with
block health authorities and discuss the issues that
emerged through reporting. The data also fed into
the filing of written complaints through the gov-
ernment’s administrative system, which sought to
address specific instances of rights violations, and,
into the filing of right to information applications
that sought to uncover bottlenecks in the disburse-
ment of funding for health and nutrition services to
lower-level facilities.

Conclusion

The larger accountability for economic, social, and
cultural rights field offers lessons regarding how
NGO or citizen-led engagement can foster account-
ability for the progressive realization of health care
service delivery that is available, accessible, accept-
able, and of adequate quality.> We contribute to
that by focusing on operational questions arising
among practitioners trying to leverage ICT for use
in right to health projects among particularly mar-
ginalized populations.

Despite obvious challenges in using ICT tools,
poorer and less technically savvy members of the
community have been able to register a significant
volume of complaints based on their experience of
using public health services. With the anonymity
provided through these NGO mechanisms, women
users were protected from the risk of retaliation by
the providers and avoided intimidating bureaucrat-
ic encounters. The NGOs in turn were able to collect
and analyze reports to identify recurring patterns
and systemic flaws, which would have been more
difficult using pen and paper. The real-time data
gathered through ICT could be easily shared with
government officials and the media for greater im-
pact; where relevant, databases could also function
as case management tools.

However, several factors deterred reporting:
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complaints did not usually lead to immediate
improvement, some community members did not
believe that their reports would lead to change,
and some were reluctant to blame under-resourced
frontline providers. The NGOs were hampered
by technical challenges in these ICT-dependent
projects and had not necessarily planned for the
considerable financial and human support required
to keep the projects running smoothly.

All three projects needed to conduct a num-
ber of offline activities in order to build trust
with the health managers and providers, to foster
rights and entitlement consciousness within the
communities addressed by the project, and to con-
vince community members of the importance of
reporting. Uptake of the ICT tools was enhanced
by these concerted efforts to engender government
responsiveness while simultaneously building up
an informed and empowered collective of users of
public services.

These process findings have implications for
the potential impact of ICT-enabled human rights
accountability projects. The preliminary findings
on impact were that while citizens overcame their
fear and reluctance to report violations, many pro-
viders and managers did not respond adequately to
address the systemic flaws that became apparent via
the reporting. Health managers and policy actors
remained constrained from providing a compre-
hensive system response or were unwilling to do so.

The standard bureaucratic approach of gov-
ernments is to register individual complaints and
seek to punish proven transgressions; this fails to
transform the system or enhance answerability
or enforceability for the users. The transformative
potential of the projects more likely lies in the
“micro-transgressions” of gender, caste, and other
oppressive norms; the increased self and collective
efficacy of those making reports; and the creation
of opportunities for excluded people to interact
meaningfully with government duty-bearers.”
These changes may be a link in the causal chain
that ends in increased responsiveness. If properly
supported as a program component, ICT can facil-
itate linkages in the chain.
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