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BetterInfo Toolkit

Annex 5: Key Implementation Advice for Sampling-based Approach
5.1 Challenges and Mitigation Measures

When implementing the sampling-based approach, it is important to take note of challenges that were encountered during the implementation of the BetterInfo study and how these were mitigated. Generally, the challenges can be categorized as data management, quality control, administrative, structural (distance, mobility of patients, terrain etc) and psychosocial (refusal by patients to participate in the study). See Table 1 for details.

Table 1: Key challenges and mitigation measures
	Key Challenges
	Mitigation Measures

	1.0 Data Management
	

	Poor filling system in most health facilities and incomplete locator details (general addresses, invalid mobile phone numbers, no maps) in patients files made tracking impossible.
	Meetings were held with health facility staff involved in enrolling patients on the need to capture adequate patients' information and proper filing system. The use of electronic medical record system (SmartCare) data was the alternative used by trackers.

	Electronic medical record system (SmartCare) was not up to date in certain health facilities due to power outages and lack of permanent Data Associates (DAs) resulting in most patients' files not being updated and showing that the patients were not late when tracked.


	Recommendation was made to the data team to come up with alternative ways of ensuring that all files were updated in the electronic medical record system (SmartCare).

	2.0 Quality Control
	

	Errors in data collection
	Quality Assurance/Quality Control (QA/QC) Data Supervisors were trained and re-trained in data resolution by the Data Manager. 

Self Quality Control (QC) by trackers, followed by quality control conducted by tracker supervisor, then followed by QC conducted by the QA/QC Data Supervisor. This was done before data was sent to the Open Data Kit (ODK) aggregate server and there was a reduction in the number of errors generated.

	3.0 Administrative 
	

	The process of replacing staff who resigned took longer than expected
	Adjustments were made within the provincial teams to ensure that the tasks which were performed by those who had resigned were transferred to other staff.

	4.0 Structural
	

	There were changes made in the numbering system of houses/plots in certain residential areas. This made it difficult to locate the houses.
	The BetterInfo Team networked with the Neighbourhood Health Committees (NHCs) and civic and community leaders/organisations who knew the old numbering system.

	Long distances and terrain (sandy, floods, poor road network) 
	Alternative transportation means e.g. canoes, walking, bicycles and motorbikes were used to track patients.

	Mobility of patients from their areas of residence.
	The trackers were provided with all necessary logistical support (transport, phone calls) to follow the patients who had travelled to other areas within Zambia.

	5.0 Psychosocial
	

	Some patients refused to be interviewed due to various reasons (e.g. stigma, not wanting to be experimented on)
	The patients were educated on the importance of the study and counselling was also offered.


5.2 Key facilitators required for success

Despite the key challenges encountered, the BetterInfo study was implemented successfully. The important facilitators that accounted for the success were as follows:

· Networking with Neighborhood Health Committees (NHCs): In order to locate the lost patients in the communities, the study worked closely with members of the NHCs. This helped a lot especially in situations in which the patients' file contained general addresses, no residential address/map and invalid phone numbers.

· Support of Ministry of Health (MoH): Prior to commencement of the study, approval was obtained from MoH and University of Zambia Bio-medical Research Ethics Committee (UNZA BREC). This approval guaranteed that MoH would fully support the implementation of the study at provincial, district and heath facility level. Therefore, the working relationship between the study staff and health facility staff was generally good and cordial.

· Tracker effectiveness: The data collection team was composed of trackers and tracker supervisors. These had the background of peer education, counseling, experience working in health facilities and good knowledge of catchment area. The trackers and tracker supervisors were effective, hard working and sacrificed to work even during weekends and holidays, depending on the availability of the patients. The technical support at provincial level was provided by the Assistant Study Coordinator (ASC) and QA/QC Data Coordinator.

· Logistical support/resources: The study had procured all the necessary resources to make tracking of patients possible. This included; mobile phones, air time, bicycles, motorbikes, public transport funds, Dry Blood Spot (DBS) kits and PIMA machines. In addition, as part of quality control, the standard operating procedures (SOPs) and protocol for the study were made available to all the staff members.

· Filing system: In some health facilities, the filing system was systematic and good. In such instances, the trackers were able to locate the patients' files within a short period of time.

5.3 Key questions asked by stakeholders during implementation / Feedback from Stakeholders
Stakeholders were engaged before, during and after implementation of the BetterInfo study. Based on the stakeholder database, approximately 625 stakeholders were engaged in one way or the other. The key stakeholder events were as follows: 

· Pilot Sensitization: (~November - December 2014)

· Post-pilot Updates/Main Study Sensitization: (~August - September 2015)

· Main Study Update: (~early April 2016)

· Final dissemination: (November - December 2016)

The key stakeholders were mainly drawn from National, Provincial, District, Facility and Community Level. The Table 2 below shows the key stakeholders who were consulted.

Table 2: Key Stakeholders consulted 

	Level
	Key stakeholders consulted

	National 
	· MoH Staff (Permanent Secretary, Clinical Care Specialist, Health Promotions etc)

· Donor Community/Cooperating Partners

	Provincial
	· MoH Staff (Provincial Medical Officers (PMOs), clinical care specialists etc)

· MCDMCH Staff

· CIDRZ Staff (Provincial coordinators etc)

	District
	· MoH/MCDMCH Staff (District Medical Officers (DMOs), Environmental Health Technologists (EHTs) etc)

· CIDRZ Staff

	Facility
	· Facility staff (In-charges, ART In-charges etc)

	Community
	· Civic authorities (councilors)

· Traditional authorities (chiefs, village headmen, neighborhood health committees etc) 


There were various concerns/questions which were asked by the key stakeholders. These concerns/questions were helpful in providing feedback and also guiding implementation of the study. The concerns/questions can be categorized in four (4) main ways; (i) Pilot sensitization; (ii) Post-pilot updates/Main study sensitization/Updates; (iii) Preliminary dissemination and (iv) final dissemination. These are shown in Table 3 - 6:

Table 3: Key concerns/questions asked during Pilot sensitization 

	Theme
	Concerns/Questions

	Study procedures
	· After tracking these clients and you find them, what are you going to do with them?

	Inclusion (and equity)


	· How were you selecting the patients you will be following? 
· The 150 sampled patients will not be enough as there are more people who have been defaulters. 

· The Acting Medical Officer In-Charge had a concern about the blood samples and CD4 and viral load testing only being done in Lusaka province. She mentioned that it would have been necessary to do that even in other provinces where the study was taking place 

	Stakeholder role
	· The role of traditional leaders especially chiefs in programmes that take place in their chiefdoms is critical.
· How does the system of the health facility in capturing Lost to Follow-Up (LTFU) fit in with what BetterInfo study is doing?

	Health Facility Insights / Challenges
	· How should we advise people who drink alcohol and also take ARVs? 
· The attitude of health workers that may lead patients to default HIV care. 

	Implementation Advice


	· The dangerous animals that are found in most mobile ART sites, hence safety measures to be put in place during tracing. 
· Create a good working relationship with Neighbourhood Health Committee members for better success. 

	Study Logistics
	· Does the study already have the questionnaires for use?

	Data Collectors
	· Will NHCs be involved in defaulter tracing? 
· The volunteers will be kept busy and yet without financial incentives (volunteers will be doing all the donkey work and without money). 

	Welcome / Support 
	· The BetterInfo study is important as it will benefit the community.

	Need for feedback
	· Most of organizations pay courtesy calls on Chiefs at the start of their programmes and activities but do not give feedback at the end. 

	Questions on qualitative findings (pilot phase)
	· What reasons came out during the tracking process as to why patients default?

	Study Benefit Questions


	· What is the study doing to the patients who are unable to reach the clinic due to chronic illness?
·  How does following 150 patients help in reducing the number of lost to follow up in a given district? 


Table 4: Key concerns/questions asked during Post-pilot updates/Main study sensitization/Updates
	Theme
	Concerns/Questions

	Drivers of disengagement
	· Some members of staff being impolite to the clients. 
· Self-Stigma amongst clients in the catchment area 
· According to your finding, what are the most common reasons why people tend to default?

	Clarifications
	· Why are you tracking only 150 for a big facility like Chipata Central Hospital?
· For those files that have been found as lost; is the study bringing those files to the data room for updating? 
· What do you do in a situation where clients give wrong address?

	Next Steps
	· So what will happen to defaulter tracking activities after this study? 
· What interventions has the study put in place to ensure that those who have disengaged from care come back to care?


Table 5: Key concerns/questions asked during preliminary study dissemination (reactions to preliminary study findings)

	Theme
	Concerns/Questions

	Site selection
	· Why did you choose the sites?

	Reasons/drivers for disengagement
	· What are the reasons for those who are out of care? 

· What examples can be given of patients who perceived HIV care to have negative influence?

· Kindly explain a little bit more on how social identity or role negatively affected patients perception of HIV care?

· Which one of the two, social identity and social role were appearing more frequent as a cause of disengagement?

· Did you talk about issues of religion?

· Why we had the high number of clients who just decided to stop accessing these services from this clinic and then later on go elsewhere where they are accessing the treatment from?

	Process of data collection
	· How did BetterInfo study manage to get the revised mortality estimates since they are higher than smart care records?

· How did you come up with these estimates because you were also using electronic medical record system (Smart Care)?
· Are you able to track this using electronic medical record system (Smart Care)? 

	Study Implementation
	· Has this study been implemented anywhere else apart from Zambia?

	Out-of-care patients
	· Where did the out of care patients or how were they getting their care, from other facilities or did they do self-transfers?

	Sampling frame
	· What was the basis of the patients being considered lost?

	Management of information/data
	· Is there anything that we should look forward to so that you assist us in managing our patients information?

· So it is the study versus what is in electronic medical record system (Smart Care)?

	Study Time Frame
	· Was this study for the whole year or it was just for a month? Or it was for the whole period you were carrying out the study?

	Suggestions/Recommendations
	· If treatment came down to community groups to get drugs. Do you think that this will improve?

· Will your recommendations or your findings be facility-based concerning the factors for engagement and disengagement?

· Are there any recommendations from the project on how to deal with these issues that came up? Do we have any suggestions so that we can probably implement as implementers? 
· From the data you were collecting and the reasons you were giving, have you thought of any interventions?


Table 6: Key concerns/questions asked during final study dissemination
	Theme
	Concerns/Questions

	Re-engagement into care
	· There was interest from stakeholders on re-engagement of lost patients into care. Did the study try to encourage lost patients back to care?

	Discrete Choice Experiment (DCE)
	· What impact did the DCE have on the study and why was this only done in Lusaka? Can the results from the DCE done in Lusaka be generalized to the other Provinces?

	Commendation
	· Studies like 'BetterInfo' could potentially inform health policies.

· The 'BetterInfo study' is good as it will generate science-based information.

	Dissemination
	· There was interest in facility level data. Will dissemination be done at facility level?

· It will be good to provide exact numbers of patients that were LTFU by clinic and dissemination must extend to other CIDRZ supported sites that were not sampled for the study.

	Analysis of qualitative data
	· There was interest in the qualitative data and how it was analysed

· Will qualitative data be analysed by rural and urban categories?

· There is need for the data to clearly indicate the variations in reasons for disengagement in rural and urban areas.

	Electronic medical record system (Smart Care)
	· The study has highlighted the data challenges with smart care, what recommendations will be put forth to improve smart care?
· Recommendation was made to lobby for the establishment of a smart care task force to look into the existing data gaps and train all HCWs to actively participate in smart care and not just leave it to the data associates.

	Lessons on successful tracing
	· There is need to draw lessons from sites that had successful tracking like Mbayamusuma to inform routine tracing programmes.

· The 25% of unknown outcome remains a concern for everyone.

	Dry Blood Spot (DBS) results
	· Stakeholders expressed Interest in the DBS results and in the use of non HCWs in the collection of samples.

	Attitude of Health Care Workers (HCWs)
	· HCWs have pressure from their superiors and this makes them exert pressure on the patients (intensive adherence)

· Work overload could be causing HCWs to have bad attitude sometimes towards patients (the more workload HCWs have, the worse the HCWs’ attitude towards patients)

	Use of PIMA machines
	· There was a question on the usefulness of PIMA machines now that Zambia is moving towards test and treat.

	Foreign/cross border patients
	· There was a huge challenge of cross border health care management with foreigners accessing care in Zambia from Angola.

	Intensified adherence for LTFU
	· Some stakeholders justified the intensified adherence sessions given to defaulting patients and expressed surprise at the fact that patients termed it as ‘punishment’ visits.

	Use of revised estimate data
	· The evidence demonstrated from the Better Info study can assist the PMO team to plan programs to support the various facilities in the province accordingly.

	Barriers and facilitators
	· The barriers and facilitators encountered during the study are important as they can inform future studies.

	Recommendations
	· More needs to be done to educate patients on the importance of adhering to treatment 
· There is need for 'BetterInfo study' to incorporate latest statistics in the study background data from the Zamphia study
· What immediate and long term changes does BetterInfo study recommend to facilities for them to improve retention of HIV patients?
· The Better info report/results must include study limitations.
· There is need to have more than one Data Associate in each facility to speed up data entry.

· The position of Data Associates should be incorporated into the establishment of Ministry of Health.
· Data audits must be routinely undertaken in all facilities.
· There must be efficient use of existing community health structures such as NHCs. The Community Assistants are currently under-utilized.
· There is need to understand how the transition of women from MCH to ART is managed.

· Smart care or electronic medical record system should be upgraded to include mortality indicators.

	Next steps
	· In addition, how will the study move forward to ensure it contributes to policy formulation

· Further analysis is needed around social economic status data ( e.g. discrimination of employees (maids) by their employers)

· Did the study consider how long the disengaged patients were in care? 

· There was interest in the mortality data and how best facilities can capture this data moving forwards

· Facility level dissemination must include interventions specifically for that particular facility


5.4 Strategies to communicate findings for uptake and use

Dissemination of study findings is an important component of any research. This is because it enables stakeholders to make informed decisions about the data which should later on be able to lead to improved patient outcomes 
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. Therefore, an effective dissemination should take into consideration six (6) elements; goals, barriers, audience, budget, resources and evaluation. See figure 1 below:
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Figure 1: Elements of an effective dissemination plan
There are so many possible ways that can be used for dissemination. These can include internal (website, facebook, twitter, sponsored events and seminars), participants (study newsletter, emails, letter of thanks), community (local heath centres, churches, schools, local events, local media publications) and national (scientific journals, professional conferences, talks for specific groups). However, it is important for the dissemination to be oriented towards the needs of audience. For example, a dissemination that is targeting the community level should contain materials that are brief (concise), logical, useful, interesting and attractive, among many other things.

In summary, there are five key questions that are important to consider when you are about to make a decision on a dissemination plan:-

a) Does my grant proposal have an effective dissemination strategy?

b)  What impact am I looking to make with my dissemination strategy? 

c) Am I reaching the audiences that will directly benefit from this research?

d) Have I used appropriate dissemination avenues for each target audience? 

e) Do I have strategies to overcome barriers I may face to dissemination? 
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