Data Demand and Use – Concepts and Tools
Training Tool Kit
Group Work 1 – Case study review

Instructions: 

· Select a reporter.
· Read the case study assigned to your group (either the first case study or the second case study) and answer the following questions (45 minutes):
· What prompted the data use undertaking?

· What was the decision made?

· What types of data were used to make the decision?

· What was the outcome of the decision?

· Report back. (10 minutes per group)

Case study #1 

AIDSRelief Rwanda 

The AIDSRelief Project began in Rwanda in January 2004 and by September 2008 was assisting 12 service sites (Local Partner Treatment Facilities, or LPTF) to provide antiretroviral therapy (ART).   As of the end of September 2008, the program had tested 103,685 individuals for HIV, enrolled more than 7,840 people in care, and started 3,852 clients on ART. Each LPTF provides services at a health facility (either a hospital or health center) and supports community outreach.  AIDSRelief utilizes a system known as IQChart to collect patient data necessary for its ART programs. IQChart is an electronic patient management and monitoring system that allows service sites to collect, store, and analyze patient-level data.       
In May 2008, an IQChart report showed that a large number of clients were missing their scheduled appointments for antiretroviral (ARV) drug pick-up. The central office discussed the findings with each site’s clinical team. The initial reaction from the clinical teams was that the number of patients who allegedly missed appointments was inflated; they did not believe that so many patients had missed their ARV appointments. To determine the true cause, the clinical teams requested an investigation to determine if this was a data quality issue, or if many patients were in fact missing appointments. AIDSRelief had a multifaceted problem to solve. If the quality of data was poor, the organization needed to reinvest in training service site staff in data collection techniques; if the data quality was sufficient, it needed to address the fact that many people were missing their appointments.
Using patient data already collected and stored, the office generated a list of names and addresses of every patient marked as more than 20 days overdue for an ARV pick-up. The lists were given to clinicians and community coordinators for individual follow-up and verification at both the facility and the patient’s home. It was determined that patient records were indeed correct. This resolved the issue of data quality of existing medical records.

As a result, AIDSRelief/Rwanda instituted new procedures to strengthen support services to ARV patients. Each community volunteer was assigned eight ART clients whom he/she was expected to visit weekly. New forms were designed for the volunteers to report on their clients, and monthly meetings were scheduled with the community coordinators to share and discuss the information collected and their experiences in supporting clients.

With improved increased availability of data on ARV client progress, it was possible to provide a higher standard of care.  Every site now monitors weekly ARV pick-up, CD4 testing, and care support. With improved data available at the service sites, clinicians now use the reports to identify problematic patients. Community volunteers then follow up with these patients to ensure that they continue with the drug regimen. As a result of these program improvements, the quality of life of program beneficiaries has improved. The number of patients lost to follow-up has dropped significantly. Anecdotal reports suggest that community volunteers have become more visible in their communities, which has encouraged other PLHIV to join the program and seek HIV-related services.  
Case study #2

HIV Risk among Men Who Have Sex with Men (MSM) in Rwanda

In early 2009, the National AIDS Control Commission of Rwanda (CNLS) and partners conducted several analytic reviews and exercises to form the evidence base for the development of the new National Strategic Plan 2009–2012. In support of this,  a Modes of Transmission (MOT) HIV incidence modeling exercise was conducted in an effort to estimate the distribution of new HIV infections in Rwanda across different HIV risk groups. According to the model, three groups emerged as the primary contributors to HIV incidence:  HIV sero-discordant couples, female sex workers, and MSM. To inform the model, detailed demographic, epidemiologic, and behavioral data are required for each potential risk group in the country. As local data were not available for all risk groups, the exercise used regional data from sub-Saharan Africa for some risk groups. As such, when the results were presented at the national level, many were skeptical of their relevance, and some decision makers questioned the existence of MSM in Rwanda. 

As there were no data about the existence, practices, or HIV risk of MSM in Rwanda to support the model results, it was clear that if the strategic plan were to be based on evidence, concrete data were needed. In response, the Executive Secretary of CNLS commissioned a study to describe the MSM population in Kigali, the capital of Rwanda, to explore the nature of sexual / risk activity in the MSM population, establish men’s opinions regarding potential HIV prevention activities, and explore the feasibility of a more comprehensive Bio-Behavioral Surveillance study of MSM nationally. The study was designed to inform both programs and policy. 

Data from the study were used in several key ways. After the high-level dissemination meeting in December 2009, MSM were identified as a priority group in the National HIV Strategic plan. This placement in the strategic plan not only validated the existence of MSM at the national level, it also recognized them as a priority group in need of HIV-related services. As a result, a costed plan was developed and used to secure Global Fund support for MSM programming in Rwanda. The CDC also used the data to support a budget allocation to two organizations – one to provide health services, preventative care, and support to MSM in Rwanda, and the other to reach MSM through community outreach and behavior change communication. In addition, USAID decided to fund a follow-up qualitative study to better understand the determinants of HIV risk behavior among this group and explore issues of acceptability of HIV prevention services.

The study also played a key role in an historic policy decision. In 2007, the government began the process of revising the Penal Code, which was originally drafted in the 1960s. The original Code, while outlawing same sex marriage, did not specifically mention homosexuality. Proposed revisions to the Code would, however, criminalize same sex behavior and those that encourage or incite it, as well as mandate monetary fines and jail time for an individual convicted of practicing homosexuality.

Civil society groups in Rwanda worked to fight the revisions to the Penal Code and in mid-to late 2009, they drafted a position paper opposing the code, which was submitted to the President and Parliament. The study conducted by CNLS was the only evidence of MSM existence in Rwanda and was used as the supporting evidence for the position paper. Through this widespread advocacy, the position paper circulated to all levels of government. As of today, a bill submitted to de-criminalize homosexuality in Rwanda has passed through three levels of government and is expected to be signed into law.  


