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[bookmark: _Toc197333150]ABSTRACT
Mobile populations—such as refugees, asylum seekers, migrant workers, and internally displaced persons—often face significant disruptions in healthcare due to geographical movement, lack of health documentation, and non-integrated health systems. These factors contribute to poor continuity of care and unfavorable health outcomes. Electronic Personal Health Records (EPHRs) have been identified as a promising tool for addressing these gaps by allowing individuals to securely access, manage, and share their health information across different healthcare settings.
This study explored the state of the art of Electronic Personal Health Records (EPHRs) for mobile populations.
The project employed an exploratory qualitative design, conducting in-depth interviews with stakeholders at the macro (e.g., governmental), and meso (e.g., NGOs) levels. The study gathered insights on current EPHR systems, user experiences, perceived benefits and challenges, and contextual strategies for successful implementation.
Findings will inform the development, contextual adaptation, and scaling of EPHRs that are user-centered, secure, and interoperable across healthcare systems, ultimately contributing to improved health outcomes and continuity of care for mobile populations globally.












[bookmark: _Toc197333151]LAY SUMMARY
Millions of people around the world are on the move, including refugees, asylum seekers, migrant workers, and others who often lack a stable home. When these individuals move from one place to another, they also change healthcare providers. This makes it difficult for them to receive continuous and quality healthcare, especially if their medical history is not available to new doctors or hospitals.
One way to solve this problem is through Electronic Personal Health Records (EPHRs). These are digital tools that allow people to keep track of their health information—such as past illnesses, medications, allergies, and test results—and share it with healthcare providers whenever needed. However, most EPHRs are not designed for people who move often or who may not have regular access to the internet or technology.
This study, led by the African Population and Health Research Center (APHRC) and supported by international partners, wants to understand how EPHRs can work better for mobile populations. The research team talked to government officials, organizations that support mobile groups, and people who have experienced moving frequently. These conversations will help the team learn what works, what doesn’t, and how to create better health tools that meet the needs of mobile populations.
In the end, the goal is to support people on the move with better healthcare by helping them carry their health history with them—no matter where they go.
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[bookmark: _Toc197333152]1.0 INTRODUCTION AND BACKGROUND
Migration is a recurrent phenomenon in the history of mankind and it can be defined as “the movement of persons away from their place of usual residence”, irrespective of reasons for migration and means used to migrate (1). 
Informed by this broad definition of migration, in our study, we use the term “mobile populations” to refer to individuals or groups of persons who, whether voluntarily or forcibly, change their location of residence and/or lack a permanent home address. In this definition, we include movements that occur locally, nationally, and/or across borders, for a short and/or long duration. Groups categorized as “mobile populations” in this study, therefore, include refugees, asylum seekers, and migrants, but also undocumented migrants, temporary labour migrants, international workers, homeless people, and internally displaced persons (2).
In relation to healthcare, mobile populations tend to change healthcare providers, which often results in discontinuity and low quality of care. While several factors can contribute to disrupting the continuity of care experienced by different mobile populations, lack of previous medical history is a common barrier affecting the continuity and quality of healthcare experienced by all different groups of mobile populations (3). 
Literature shows that access to medical information can empower people and potentially improve the continuity and quality of care for mobile populations (2). In recent years there has been a lot of innovation regarding the development of Electronic Personal Health Records (EPHRs). However, EPHRs are often not specifically designed for mobile populations.
Globally, mobile populations face considerable challenges in accessing healthcare and maintaining continuity of care during their geographical displacement. These challenges are mainly caused by a combination of legal, administrative, social, economic, and systemic barriers (4). Among these, one key issue is the limited access to prior health information due to missing or incomplete health records.
While limited access to health records across facilities poses challenges for the general population, the lack of health data represents a significant barrier to the continuity of care of mobile populations, as many healthcare systems worldwide use health records systems that are neither transferable nor interconnected. Consequently, mobile populations often experience delayed access to healthcare, delayed treatment, discontinuity of care, and a disproportionate burden of diseases - such as higher rates of preventable diseases, uncontrolled infectious diseases, and untreated chronic diseases (5). All of which are negatively influenced by the lack of health data and result in poorer health outcomes.
Kenya’s healthcare system is composed of a mix of both public and private healthcare providers. The public healthcare system is organized into three administrative levels of care namely: sub-county, county and national levels, and service delivery levels (Levels I–VI) (6). However, the Kenyan government is responsible for the provision of healthcare. In Kenya, the healthcare system faces several challenges ranging from inadequate funding, limited infrastructure, and shortage of healthcare professionals which in turn affects the smooth running/functioning of health services, especially for the vulnerable and mobile populations. 
The mobile populations in Kenya often encounter challenges in accessing healthcare due to geographic and logistical challenges, including a lack of identification documents and limited knowledge regarding the available services. This leads to poor health outcomes, especially for these groups (refugees, asylum seekers, internally displaced persons (IDPs), and the pastoralist communities) (7). The migrant workers in Kenya, although they are considered part of the mobile population, have the advantage of accessing specialized care using medical insurance.
[bookmark: _Toc197333153]2.0 JUSTIFICATION OF THE STUDY
Electronic Personal Health Records (EPHRs) is a potential solution to improving continuity and promoting access to care for mobile populations, aligned with the WHO’s objective of ensuring that refugees and migrants benefit from universal health coverage (8). As defined by the Markle Foundation (2024), EPHRs are “electronic systems that allow individuals to access, manage, and share their health information in a confidential and secure environment that allows users to coordinate their lifelong health data and share relevant portions with those who need it”. Typically, EPHRs include medical history, treatment plans, medications, allergies, test results, immunization records, and other relevant personal information (2), enabling patients to manage and share their health data with healthcare providers when needed.
[bookmark: _Toc197333154]3.0 AIMS AND OBJECTIVES
[bookmark: _Toc197333155]3.1 Main Objective
To explore the state of the art of Electronic Personal Health Records (EPHRs) for mobile populations.
[bookmark: _Toc197333156]3.2 Specific Objectives
1. To identify EPHRs developed for or used by mobile populations and describe their characteristics, 
2. To compare the strengths and weaknesses of EPHRs for mobile populations, 
3. To explore strategies, facilitators, and barriers to the implementation of EPHRs and 
4. To describe user experiences with EPHRs, including health-related outcomes.
[bookmark: _Toc197333157]4.0 METHODS
[bookmark: _Toc197333158]4.1 Study Design
An exploratory qualitative approach consisting of a series of interviews with key stakeholders.
[bookmark: _Toc197333159]4.2 Study Participants
Participants were classified into three main groups before recruitment. Macro level, Meso level, and Micro level. The macro-level participants consisted of National and Governmental Stakeholders. Meso-level participants consisted of NGOs and Organizations working with vulnerable populations. This included stakeholders from UNHCR, IOM Kenya, KRCS, and Amref Health Africa. The micro-level participants comprised healthcare providers and mobile populations. However, only participants from macro and meso-levels were interviewed through stakeholders’ consultations, since the necessary ethical approval to interview mobile populations and HCPs could not be obtained within the timeframe of this research.
[bookmark: _Toc197333160]4.3 Recruitment
Participants were recruited through purposive and convenience sampling, using snowball techniques to extend the poll of potential participants as they were recruited. All participants were invited either via email or via a personal physical encounter.
[bookmark: _Toc197333161]4.4 Data Collection
Data were collected through semi-structured interviews. Data collection took place from November 2024 until February 2025. To guide the interviews, interview guides were prepared by the research team. The development of these interview guides was informed by the study aim, previous research conducted in the Netherlands (3), and the Technology  Acceptance Model (TAM). Interviews were conducted either in-person or virtually, depending on participants’ preferences. When meeting physically with the participants, the researchers conducted the interviews at the participants’ workplace or another location of their choice. The length of the interviews varied between 30 and 60 minutes.
[bookmark: _Toc197333162]4.5 Data Management and Analysis
All interviews were audio-recorded with participants informed consent and transcribed with software assistance. Transcripts were reviewed for accuracy and pseudo-anonymisation. Data analysis was iterative. An initial codebook derived from initial interviews in the Netherlands was used as inspiration, and a first round of analysis was done. Data analysis was informed by Braun and Clarkes’ approach to thematic analysis (9), and its application to the short research timeframe. Coding was done both manually and with the support of NVivo version 15. A hybrid approach of inductive and deductive coding was applied to thematic analysis (10). While the interview guides were informed by the TAM, additional social constructs from the Unified Theory of Acceptance and Use of Technology (UTAUT) (11) were used to incorporate perspectives provided by participants from the meso-level. Both models focus on individual perspectives, which was a too narrow lens to encompass research findings from macro-level interviews. 
[bookmark: _Toc197333163]5.0 Ethical Considerations
All participants provided consent to their participation in the pilot studies before their participation. Only participants from macro and meso-levels were interviewed through stakeholders’ consultations, since the necessary ethical approval to interview mobile populations and HCPs could not be obtained within the timeframe of this research.
[bookmark: _Toc197333164]5.1 Reimbursement to Study Participants
Participant reimbursement was on voluntary basis considering the policies and regulations of the various organizations especially the humanitarian organizations such as the UNHCR, KRCS, Amref Health Africa, etc. whereby participants representing such organizations are not allowed to accept any form or reimbursement. However, we gave KSh. 2,000 as reimbursement for time and airtime.
[bookmark: _Toc197333165]6.0 WORKPLAN AND TIMELINES
This project took seven months to implement as shown in the Gantt chart below.
	Activities
	Oct-2024
	Nov- 2024
	Dec- 2024
	Jan- 2025
	Feb- 2025
	Mar- 2025
	Apr- 2025

	Rapid Systematic Review
	
	
	
	
	
	
	

	Protocol and tools development
	
	
	
	
	
	
	

	Define participants
	
	
	
	
	
	
	

	Develop questionnaires
	
	
	
	
	
	
	

	Pilot tools
	
	
	
	
	
	
	

	Recruit participants
	
	
	
	
	
	
	

	Conduct interviews
	
	
	
	
	
	
	

	Develop codebook
	
	
	
	
	
	
	

	Qualitative data analysis
	
	
	
	
	
	
	

	Full Proposal Writing
	
	
	
	
	
	
	

	Writing publication (Manuscript writing)
	
	
	
	
	
	
	



[bookmark: _Toc197333166]7.0 MANAGEMENT AND ORGANIZATION OF THE STUDY
[bookmark: _Toc197333167]7.1 Roles of Team Members
Frederick Murunga Wekesah, the principal investigator on the project, offered overall technical direction to the implementation of the study.
Simeon Kintu Paul, Research Officer at APHRC, managed the day-to-day operations of the study.
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[bookmark: _Toc197333170]Appendix 1: Interview Guide for Participants at the Macro Level (National and Governmental Stakeholders)
Section I: Introduction
Interviewers introduce themselves, explain the purpose of the interview and the research, and collect informed consent from the participants.

Section II: Demographics
1. Age
2. Sex (just write down)
3. Occupation
4. Years of experience in the current occupation

Section III: Understanding of Mobile Populations
1. How would you describe the current situation of mobile populations in your country/municipality?
No predefined probes: the following questions already direct the conversation toward our topic of interest
2. What are the main healthcare challenges faced by mobile populations in your country/municipality?
No predefined probes
3. Are there strategies/policies/guidelines in your country/municipality to address current challenges in healthcare for mobile populations? If yes, please elaborate on how these are implemented in practice.
No predefined probes

Section IV: Perceptions of Continuity of Care
4. How would you assess the current state of continuity of care for mobile populations?
Probe: What factors do you believe contribute to the (lack of) continuity of care?
5. Who do you think is responsible for the continuity of care of mobile populations?
Probe: Is your role [organization] important? Are there other relevant stakeholders? How are different responsibilities shared?
   
Section V: Digitalization in Healthcare and the Role of EPHRs
6. How has digitalization been integrated into the healthcare services in your country/municipality?
Probe: Are health records digitized, on paper, or both?
Probe: Are there concerns related to data security and privacy in the digitalized healthcare system?
Probe: Has digitalization impacted mobile populations’ access to their own health information?  
The interviewer briefly introduces the concept of an EPHR.
7. How do you think an EPHR could impact healthcare for mobile populations?
Probe: What potential benefits or improvements do you envision with the implementation of EPHRs?
8. How could an EPHR be integrated into existing healthcare platforms?
Probe: What resources and processes would be required for successful implementation?
Probe: Which stakeholders should be involved? What would their contributions be? What would be your role [organization] in the implementation of an EPHR?
Probe: What challenges do you foresee in implementing and/or using an EPHR (financial, structural, etc. …)?
9. Do you think the implementation of an EPHR for mobile populations would have political support?
Probe: Who should be responsible for the implementation and financing of an EPHR?

Section VI: Closing
10. Is there anything else you would like to add regarding the healthcare needs of mobile populations or the potential role of EPHRs?
















[bookmark: _Toc197333171]Appendix 2: Interview Guide for Participants at the Meso Level (NGOs and Organizations Working with Vulnerable Populations)
Section I: Introduction
Interviewers introduce themselves, explain the purpose of the interview and the research, and collect informed consent from the participants.

Section II: Demographics
1. Age
2. Sex
3. Highest Level of Formal Education Completed
4. Occupation (Field of Work/Industry)
5. Years of Experience in the Current Field

Section III: Understanding of Mobile Populations
1. Can you describe the work you do and how it relates to mobile populations?
No predefined probes
2. What do you think are the main healthcare challenges faced by mobile populations in your area?
Probe: What challenges does your organization face in addressing the health needs of mobile populations?
Probe: Are there specific initiatives or programs in place that aim to improve healthcare for mobile populations?

Section IV: Perceptions of Continuity of Care
3. How would you assess the current coordination and continuity of care for mobile populations?
Probe: What factors do you believe contribute to the quality or lack of continuity of care? And who contributes to the coordination and continuity of care?
4. Based on your experience, what recommendations would you give to improve healthcare delivery for mobile populations?
No predefined probes
5. Can you describe if and how your organization currently shares health data with other organizations/stakeholders? 
Probe: What challenges exist in sharing data between stakeholders?
Probe: What improvements can be made in sharing data between stakeholders? 

Section V: Role of Electronic Personal Health Records (EPHR)
Interviewers explain/describe what an EPHR is.
6. What do you think the use of such an EPHR would mean for mobile populations?
No predefined probes
7. What potential benefits or improvements do you envision with the implementation of EPHRs? 
Probe: Do you think EPHRs could impact the care received by mobile populations?
Probe: Are EPHRs necessary in healthcare for mobile populations? If so, why? 
8. What challenges do you foresee in implementing EPHRs for mobile populations?
Probe: Are there specific challenges that need to be addressed (e.g. technological, cultural, or logistical aspects)? 
9. How do you imagine such an EPHR could be implemented for mobile populations?
Probe: What resources or support would be necessary?
Probe: What would be the role of your organization?

Section VI: Closing
10. Is there anything else you would like to add regarding the healthcare needs of mobile populations or the potential role of EPHRs?
 

