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Abstract 

Research is needed in Canada to understand refugees’ health challenges and barriers 

to accessing health services.  There are practical and ethical challenges for engaging 

refugees as participants.   

This study observed five recruitment methods and three informed consent strategies for 

four Government Assisted Refugee (GAR) language groups (Somali, Arabic, Karen and 

Farsi/Dari) in British Columbia.  Demographic, attitudes and knowledge questionnaires 

were administered and language concordant focus groups explored participant 

perspectives on practical and ethical research issues.   

Participants’ knowledge and experience with research was generally low particularly for 

groups with low formal education.  Recruitment success was influenced by participants’ 

familiarity with the research team.  Twenty-three variables impacting participants’ 

willingness to participate in research were identified.  There were high rates of consent 

form signing which were even higher with implied consent options.  Participants’ 

identified challenges and strategies for the informed consent process.  

This research provides guidance for involving Canadian refugees in health research.     

Keywords:  Refugees; research; ethics; recruitment.  
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1. Introduction 

1.1. Refugee health in Canada:  
The need for more research 

Canada is a multicultural nation and every year hundreds of thousands of 

individuals make Canada their new home.  Canada settles over 200,000 economic 

immigrants and their families per year.  Additionally, Canada resettles between 10,000 

and 12,000 refugees annually from nearly 70 different nationalities1. The three main 

classes of refugees include government assisted refugees (GARs), privately sponsored 

refugees and refugee claimants.  Studying the health and healthcare needs of Canada’s 

newcomer populations is important.  As a whole, there is some evidence to suggest that 

a “Healthy Immigrant Effect” exists2,3  where immigrants on average are healthier than 

their Canadian born counterparts.  However, when refugees are analyzed separately, 

they have higher age standardized mortality rates than other immigrants4.    

Refugees have complex migration histories leading to health concerns prior to, 

during, and after settlement in their new host countries.  Given the health challenges for 

refugees, timely access to appropriate health care is essential to both physical and 

mental wellness and the ability to settle successfully in Canada.  Unfortunately, there are 

barriers to accessing health care for refugees at the health system, individual and 

provider level.  These barriers often translate into decreased utilization of needed health 

care services5 and ultimately refugees experience a decline in health status after arrival 

in Canada6.   

 Canada has an international reputation for its leadership in accepting refugees7.  

The current government has been increasing refugee resettlement by about 20% per 

year and in 2013 plans to resettle up to 14,500 refugees and other vulnerable persons 

per year7.  Given Canada’s commitment to the resettlement of refugees and the known 

barriers faced by refugees in accessing health care, there is a surprising lack of 
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Canadian data on the health of refugees.   Robust evidence is needed to assist policy 

makers in designing health policy, programs, and services for refugees.  Designing, 

implementing and evaluating changes in refugee health care policy and changes to the 

healthcare system will continue to be difficult without readily available, reliable and valid 

data8-11.  For example, the lack of data on refugee health had practical implications in 

2012 when the government instituted federal cuts to refugee health care benefits.  

Concerns expressed by health care practitioners across the country were motivated by 

the potential implications of these cuts.  Tension between health care providers and 

Citizenship and Immigration Canada (CIC) has continued to date.  Research on 

Canadian refugee health has been conspicuously absent from discussions on both ends, 

impairing the ability to engage in evidence based policy that would help to reorganize 

and improve health service delivery for this vulnerable population.    

Recognizing this need for further research, the development of a longitudinal 

cohort study of GARs in British Columbia (BC), Canada has been proposed12 (Chapter 

2).  GARs are a subset of refugees that are selected abroad through the United Nations 

High Commission for Refugees (UNHCR) and receive permanent residency on arrival in 

Canada13.  About 2,000 to 3,000 GARs are settled in Canada yearly.  These refugees 

often come from areas of prolonged conflict and many GARs have spent years in 

refugee camps with substandard housing, food, education and health care.  Due to the 

predictable and documented arrival of this sub-group of refugees they are an easier 

group to study in a systematic manner.  Understanding the health trajectories of this 

subset of vulnerable new Canadians is important to identify and address common health 

concerns and barriers to accessing care and improving health outcomes.  While GARs 

do not reflect the overall diversity of all refugees in Canada, understanding the health of 

this population could provide insight into health issues for all refugees in Canada.  

Refugee claimants, while also an underserved and under-researched subset of 

refugees, arrive in Canada with less predictable patterns through various ports of entry 

making this population more difficult to enroll in longitudinal research and study using 

administrative databases.   

The development of a longitudinal cohort study of GARs could lead to a wealth of 

high quality quantitative health data.  This data would lead to novel understanding of 

changes in refugee health during the settlement process.  Data from such research 
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would be a resource for health care providers, policy makers, advocacy groups, and the 

refugee community.   

Stakeholders in BC support the need for a prospective, longitudinal cohort study 

of GARs, yet also perceive major barriers to carrying it out.  This support was 

established during a one day workshop with key stakeholders in refugee health care 

held in BC in March 2010.  This workshop was funded by a Canadian Institutes for 

Health Research (CIHR) Meetings, Planning and Dissemination Grant.  Twenty-six 

academics, clinicians and community advocates attended the workshop.  While there 

was strong support for the need for health research for the GAR populations in BC and 

for the methodological strengths of a cohort study, there were ethical and practical 

concerns about engaging newcomers in research activities shortly after arrival.   

In particular, the proposed methodology for a longitudinal cohort study of GARs 

in BC would necessitate engaging GARs in the recruitment process while still residing 

centrally at the refugee settlement house in Vancouver before dispersing into the greater 

Vancouver area.  This would require the first contact to take place within three weeks of 

arrival in Canada.  Recruitment during this vulnerable phase could lead to lack of 

comprehension, involuntary participation and, ultimately, the possibility of harm to 

participants.  On the other hand, fear and uncertainty may lead to low recruitment rates 

which would limit the ability to conduct research on a representative sample of newly 

arrived refugees.  A better understanding of the practical and ethical issues of 

conducting research with refugees in Canada was needed.  This research gap 

subsequently became the topic for this dissertation.  

1.2. Research with refugees:  
Practical issues 

Looking broadly at engaging ethnic minority populations in research, these 

populations can be more difficult to recruit for a host of reasons14.  Ethnic minorities tend 

to be a more mobile and harder to reach population.  There are also communication 

challenges due to language and cultural barriers 15.  For those with a history of trauma or 

injustice, fear and suspicion may make individuals wary of participation16.  As a 
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consequence, ethnic minorities may not participate in research despite it being in their 

own best interest or the interest of their community.    

Due to these practical barriers to engaging minority populations in research, 

many researchers have shown interest in understanding the effectiveness of different 

recruitment methods for minority populations14,17,18 and suggestions have been made 17-

19.  However, while some studies have clearly documented research and recruitment 

challenges that are particular to refugees20,21 for the most part, strategies for recruitment 

of refugees specifically are lacking.   

The knowledge base for understanding research recruitment and participation 

strategies for minority populations generally and refugees specifically has mostly relied 

on researcher’s observations or hypotheses about refugee preferences in studies 

designed for other purposes.  Studies designed specifically to assess recruitment 

strategies are sparse and almost all of them leave out the participant’s voice.   

1.3. Research with refugees:  
Ethical issues 

Current understanding of the ethical issues in research with refugees is 

imbedded within a broader context of the application of Western research bioethics to 

vulnerable populations22.  Western research bioethics is focused on beneficence and 

non-malfeasance of research for the participant, the participant’s own autonomy in 

relation to research, as well as the underlying issue of justice with respect to the balance 

of who contributes to research and who benefits23. Within this paradigm, ensuring 

beneficence, non-malfeasance, autonomy and justice in research with vulnerable 

population relies heavily on the informed consent process.   

While there is a growing body of literature contemplating research ethics with 

refugee populations24-27, there has not been a study to date designed with the specific 

purpose of understanding how to ethically conduct research with refugees.  Our 

understanding of the ethics of involving refugees in research has been limited to theory, 

speculation, conclusions extrapolated from research with other vulnerable populations, 

and researchers’ ad hoc commentary on ethical concerns arising in studies designed for 
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other purposes.  Recommendations for improving the informed consent process with 

refugees have been suggested based on this literature however the knowledge base 

from which these recommendations are drawn is lacking.   In particular, the voice of 

refugees, their knowledge about research and their perspectives about the informed 

consent process are conspicuously absent from this discourse.  Without this component, 

our ability to create culturally sensitive, effective informed consent processes is limited.  

1.4. Research goals 

Given the lack of understanding of the practical and ethical issues of recruiting 

refugees in Canada to engage in research, further work on the creation of a longitudinal 

cohort study of GARs in BC was suspended.    

The goals of this research were to acquire new understanding of practical and 

ethical issues in conducting research with refugees.  Specifically, we aimed to achieve 

this through two parallel research processes.  The first was by designing a study 

specifically focused on examining and understanding practical and ethical issues in 

conducting research with refugees, not as an add-on element of a larger study.  The 

second was to explore refugees’ perspectives about practical and ethical aspects of 

participating in health research.  Overall, this study attempted to identify factors that 

influence refugees’ willingness to participate in research and factors that contribute to 

conducting research ethically. 

The overriding objective in acquiring this knowledge was to aid in the creation of 

optimal and appropriate recruitment methods and ethical informed consent processes for 

research with refugees in Canada and beyond. 

1.5. Research questions 

Understanding the practical and ethical issues involved in conducting research 

with refugees and understanding refugees’ perspectives towards participating in health 

research involved several major areas of inquiry.    
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For assessing practical issues, we first sought to assess which study factors 

influenced whether or not refugees’ participated in our research.  Secondly, we inquired 

directly about participants’ perspectives on factors that influenced refugees’ willingness 

to participate in research generally.   

Similarly, we assessed ethical issues by observing the knowledge and 

misconceptions refugees had about the informed consent process and identified 

challenges and facilitators for conducting the informed consent process with refugees 

using a traditional Western bioethical framework.  Secondly, we sought participants’ 

perspectives on research ethics to see if there was alignment in participants’ worldview 

with respect to research ethics or if new paradigms needed to be explored.   

1.6. Research design 

Recruitment of four different government assisted refugee language groups took 

place using five different planned and unplanned recruitment strategies and recruitment 

success rates were closely monitored.  Informed consent took place using three different 

methods for documenting consent and participant choices were carefully observed.  

Lastly, four focus group sessions with language concordant research assistants explored 

participants’ perspectives on practical and ethical issues in health research.       

The overall methodology and research procedures are explored in greater depth 

in chapter four which is devoted to methods.   

1.7. Structure of thesis 

The next chapter of this manuscript presents a more in depth review of health 

care issues for refugees in Canada and the case for new research.  The chapter was 

written by Patricia Gabriel with input from four co-authors and was published in the 

Canadian Journal of Public Health in 2011.   

Following this, a second background chapter, Chapter 3, reviews ethical issues 

for conducting research with refugees and other migrant populations.  This chapter was 
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written with Dr Kevin Pottie and is in-press for publication in Migration and Health: A 

Research Methods Handbook. 

Following these background chapters, chapter 4 discusses the research 

questions and methodological considerations guiding the study design and describes 

methods of data collection and analysis.  Chapters 5 provides context for interpreting the 

results of this study by providing a detailed ethnographic description of the research 

team and the qualitative focus group sessions.  

Chapters 6 through 9 focus on the results of this research.  The topics for these 

chapters align with the research questions and are titled “Refugees knowledge about 

and experience with research”, “Practical Issues for conducting research with refugees: 

Comparing different recruitment strategies”, “Recruitment of refugees for health 

research: Adding refugees’ perspectives”, and “The Informed consent process for 

research involving refugee participants”.  These chapters are designed to stand alone as 

publishable articles, each including a section for introduction, methods, results, 

discussion and conclusion. 

This manuscript ends with chapter 10, a concluding chapter that ties the results 

together and proposes the next steps towards a fuller understanding of the practical and 

ethical challenges in research with GARs and refugees more generally.  
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2. Refugees and healthcare - the need for data: 
Understanding the health of government 
assisted refugees in Canada through a 
prospective longitudinal cohort study. 

This chapter was written by Patricia Gabriel with four co-authors and was 

published in the Canadian Journal of Public Health in 201112.  Permission has been 

granted for its use in this thesis.   

2.1. Abstract 

Canada is a country of immigrants and refugees. These populations face unique 

health challenges and barriers to accessing health care services.  Amendments to the 

Canadian Immigration and Refugee Protection Act in 2002 have resulted in an increase 

in refugees with complex medical needs. However, little is known about health of 

refugees on arrival and their subsequent health care trajectories.  

There is an urgent need for an improved understanding of refugee demographics 

and health status on arrival, changes in health status over time, utilization of health 

services, and characteristics associated with optimal health outcomes.  This knowledge 

gap could be addressed through the creation of a longitudinal cohort study of 

government assisted refugees (GARs) in British Columbia (BC).  The provision of 

services for GARs in BC lends itself readily to the creation of a prospective GAR cohort.  

This, combined with access to highly reliable, valid, and comprehensive administrative 

databases available through Population Data BC, would allow for longitudinal follow up, 

and insure low attrition rates.   
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Establishment of such a cohort would improve knowledge of refugee health and 

could guide health service providers and policy makers in providing optimal services to 

GARs.  

2.2. There are a significant number of refugees in Canada 

Canada resettles between 10,000 and 12,000 refugees annually from nearly 70 

different nationalities1.  Of these, 2,000 to 3,000 are government assisted refugees 

(GARs)13.  GARs are refugees selected abroad and are appointed as Permanent 

Residents on arrival in Canada.  In June 2002, amendments were made to the Canadian 

Immigration and Refugee Protection Act (IRPA) in order to assist refugees in urgent 

need of protection.  This resulted in the removal of pre-existing medical conditions as a 

barrier to settlement in Canada28 leading to new challenges for our health care system to 

meet the needs of incoming refugees.  

2.3. There are unique health challenges for refugees 

While there is some evidence to suggest that a “Healthy Immigrant Effect” exists 

29, when refugees are analyzed separately, they have higher age standardized mortality 

rates than other immigrants4.  This can be attributed to pre-migration experiences such 

as the stress of war and evacuation, physical abuse, sexual abuse, the challenges of life 

in a refugee camp, poor sanitation, poor nutrition, lack of access to health care and 

mental health concerns30,31.  On arrival, refugees have a high incidence of infectious 

diseases such as tuberculosis, syphilis, hepatitis B and gastrointestinal parasites9,32,33 

and mental health concerns5,6,10,34. 

2.4. There are barriers to accessing health care for 
refugees 

Given the health challenges of refugees, timely access to appropriate health care 

is essential to physical and mental wellness, and the ability to settle successfully in 

Canada.  GARs are eligible for basic provincial health care coverage on arrival in 
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addition to one year of extended coverage through the Interim Federal Health (IFH) 

program35.  However there are often delays in securing provincial coverage and 

difficulties with accessing services through the IFH program32,36. Individual-level barriers 

to accessing care such as difficulties with language, finances, transportation, mistrust of 

healthcare workers, perceived lack of access and lack of familiarity navigating the health 

system further compromise access to health care33,36-39.  At the provider level, feeling 

overwhelmed, insufficient reimbursement and time, lack of services, and lack of training 

to deliver culturally appropriate care are additional barriers32,33,40. 

These barriers often translate into decreased utilization of needed health care 

services41. Results from a pilot study in Canada indicated that recent refugees have a 

lower utilization rate for physicians and hospital services compared to other residents 10. 

Other studies worldwide support this underutilization pattern42,43.   This discrepancy 

between high health needs and low service utilization further underscores that access to 

health care services is a major obstacle for refugees.  Recent data shows that ultimately, 

refugees experience a decline in health status after arrival in Canada6.  

2.5. There is a lack of quality data on refugee health care 
needs, health care utilization and barriers to accessing 
health care 

Given Canada’s commitment to resettlement of refugees and the known barriers 

faced by refugees in accessing health care, there is a surprising lack of longitudinal 

Canadian data on health of refugees.  Beiser and colleagues’ Refugee Resettlement 

Project, a decade long study of Southeast Asia refugees arriving in the early eighties, 

provided incredibly valuable data leading to an enhanced understanding of the 

settlement experience31.  Longitudinal data on more recent and more diverse waves of 

refugees is lacking.  Additionally, there is a paucity of evaluation of the effectiveness of 

interventions designed to meet refugee health care needs11.  Most federal and provincial 

databases are inadequate to provide reliable, valid and comprehensive profiles of 

refugee health due to lack of detailed data on refugees36. Much of the available research 

on refugee health employs cross-sectional assessment of refugees at the point of arrival 
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with limited, if any, follow up. The available literature tends to be non-Canadian and 

usually examines only one specific ethnic population.  

The most recent longitudinal data on refugees and health in Canada comes for 

Statistics Canada’s Longitudinal Survey of Immigrants to Canada (LSIC)34.  In this study, 

approximately 21,000 landed immigrants, including GARs, arriving between 2000 and 

2001 were surveyed at 6 months, 2 years and 4 years after arrival. The surveys included 

socio-demographic, economic and health information data.  While this data has been 

used for analysis of health related issues amongst refugees6,35, limitations include that 

participants arrived prior to the 2002 IRPA amendment, follow up was only for four 

years, and measurements of health and health care utilization were self-reported.  

2.6. Quality data is needed for policy makers to inform and 
evaluate health policy and services for refugees 

High quality data is needed to assist policy makers in designing health policy, 

programs and services for refugees10,11,44. The impact of any change in refugee health 

care policy or changes to the healthcare system will continue to be difficult to evaluate 

without appropriate data8,36. 

2.7. A prospective longitudinal cohort of refugees  

The development of a prospective longitudinal cohort of refugees in Canada 

would address the need for high quality data post 2002.  A well designed study would 

have the capacity to describe refugee demographics and health status on arrival, 

changes in health status over time, and utilization of health services.  Secondarily, it 

would identify refugee characteristics associated with optimal health outcomes.  See 

Table 2.1. 

Table 2.1. Primary research questions 

What are the demographics and health status of government assisted refugees on arrival in British 
Columbia? 

How does the health status of government assisted refugees change over time? 
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How are health services utilized by government assisted refugees? 

What refugee characteristics are associated with positive or negative health outcomes? 

 

2.8. Health care for refugees in British Columbia 

British Columbia is ideally positioned to establish a longitudinal cohort.  BC 

settles approximately 800 government assisted refugees annually28.  About 100 

additional GARs self-transfer from elsewhere in Canada to BC.  Approximately ninety-

nine percent of GARs in BC access services through the Immigrant Services Society 

(ISS) during their temporary residence at Welcome House in Vancouver.  

During their stay at Welcome House, refugees in BC receive assistance in 

accessing primary health screening and have ongoing access to health care through 

Bridge Community Health Clinic28.  The clinic, part of Vancouver Coastal Health, 

provides primary health care services with readily available interpretation45.  GARs who 

settle quickly into the neighboring communities of Burnaby and Surrey may also access 

services at one of two New Canadian Clinics which provide similar services.   

All three of these refugee health clinics have mandates to provide short term care 

during settlement with an aim to help refugees transition to accessing health care within 

the larger Canadian public system.  Options for primary care include family doctor’s 

offices, community health care centres, walk in clinics and emergency departments.  

See Figure 2.1 for health care options for refugees in Canada.  
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Figure 2.1.  Health care options for refugees throughout the settlement process, 
with associated organizations and data sources 
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The current structure of health care services for GARs in BC creates a unique 

opportunity to recruit and assess nearly the entire population of newly arrived GARs for 

the creation of a prospective cohort. 

2.9. Data linkage through Population Data BC 

Researchers in BC are privileged to have access to the services of Population 

Data BC.  This multi-university data resource facilitates interdisciplinary research on the 

determinants of human health and well-being by integrating health service records, 

population health data and census statistics, making it possible to link de-identified 

administrative records at the individual level (See table 2.2).   

Table 2.2. Linkable datasets 

Population Data BC 

Medical Services Plan (MSP) Payment Information File  
PharmaCare  
Discharge Abstract Database (Hospital Separations)  
Home & Community Care (Continuing Care) 
Mental Health  
BC Cancer Agency Incidence File  
Canadian Community Health Survey (CCHS)  
Vital Statistics Births  
Vital Statistics Deaths  
WorkSafeBC Injury Files  
Consolidation File (MSP Registration & Premium Billing) 
Early Development Instrument  
Other Data Sets 

BC Centre for Disease Control  
Center for Excellence in HIV/AIDS  
Pathnet  
PARIS (Primary Access Regional Information Systems) 
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Citizenship and Immigration Record of Landing 
Canadian Revenue Agency  
BC Cancer Agency Screening Programs  

After creation and initial assessment of a GAR cohort, utilizing virtual follow up 

data from existing databases through Population Data BC would enable longitudinal data 

collection that does not involve direct follow up with research participants and thus would 

not be affected by high attrition rates that usually characterize cohort studies.  This is 

particularly relevant for GARs who are a highly mobile population.  Additional 

longitudinal data could be collected directly through chart reviews from the three refugee 

health community clinics in Vancouver, Burnaby and Surrey.   

2.10. Possible outcomes 

Data from this study would be a resource for health care providers, policy 

makers, advocacy groups, and the refugee community.  These results would aid in 

identifying opportunities for system level changes to improve the health of GARs.  Any 

changes could be assessed through long term analysis of this refugee cohort or through 

the creation of a subsequent cohort.   

2.11. Conclusion 

Refugees have unique health care needs, they face numerous barriers to 

accessing health care, and there is a lack of Canadian data on refugee health.  

Consequently, the creation of a longitudinal cohort of refugees in Canada is needed.  

Creating such a cohort in British Columba with GARs would provide data to complement 

existing databases and lead to a better understanding of the natural history of settlement 

of GARs in Canada in regards to health.  This understanding could be extended to a 

biopsychosocial context by linking additional databases over time to examine settlement 

issues such as employment, income, education, and language acquisition.  
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Translation of knowledge garnered in this study could be disseminated broadly to 

government, service providers and the refugee community with a goal of reducing health 

inequities for refugees and improved settlement in Canada.  
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3. Ethical issues across the spectrum of 
migration and health research 

This chapter is an excerpt from Migration and Health: A Research Methods 

Handbook, chapter XVI which was co-authored by Kevin Pottie and Patricia Gabriel.  

Permission for use of this chapter in this thesis has been granted by Kevin Pottie and the 

handbook editor.  

3.1. Introduction 

The search for ethics or answering the question “Is it right?” is complex when 

societies lack a shared story, or a collection of shared values, principles and beliefs 46.  

We all use stories, beliefs and rituals to create a sense of community, to enrich our 

experiences, and to sustain us during difficult times.  Secular Western societies have 

created identities and stories from science and technology while traditional societies 

have stories based more on religion and community belonging47. Stories also reflect how 

people of different cultures explain the cause of illness, the types of treatment they 

believe in, and to whom they will turn if they become ill48.  

Inequality of power can prevent the sharing of stories, opportunities and 

knowledge and can leave vulnerable members of a society dependent on the decisions 

of others49.  As migrant health researchers, we need to be aware of these inequalities of 

power and to be aware that in our engagement with migrant populations we will be 

entering into or creating forums for shared values. In this engagement process, we must 

be willing to allow variation and pluralism, and appreciate constraints of social position 

50. Across different worlds of experience, we must be aware of the process of ethics, the 

process of building trust and accommodating and respecting peoples’ conscience, 

religion and beliefs. Indeed, a foundation of trust is an essential component for valid 

research results regardless of the methods being employed.   
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When researchers are faced with complex realities it is tempting to oversimplify 

“research ethics” and consider them to be a mere set of rules to follow when applying to 

research ethics boards.  However, if we limit our attention to the process of acquiring 

ethic board approval we miss the opportunity to acquire an understanding and 

appreciation of the philosophical underpinnings of ethical approaches to research.  

Further, we are apt to take short cuts, miss opportunities for novel approaches and risk 

inadvertently causing harm to research participants.  Ethical issues in research also 

emerge in setting up teams and developing partnerships, selecting research priorities, 

seeking funding, determining research design and approaches to analysis, selecting 

venues for presentation and publication, and supporting implementation equity and 

adaptation for local context (see Table 3.1).  As an alternative, we favor an approach to 

research ethics that rigorously and honestly integrates ethical thinking into research 

across the continuum of knowledge creation and knowledge translation (implementation 

science).   

Table 3.1. Research activities with ethical considerations along the continuum of 
research creation and translation 

Knowledge Creation Knowledge translation   

Setting up a research team  

Partnerships with communities 

Research design  

Funding (public/private) 

Ethics review board application 

Informed consent process 

Recruitment, data collection and analysis 

Publication and authorship 

Sustaining knowledge use (conflicts of interest)  

Evaluation of application and barriers 

Equity in implementation 

Adaptation of knowledge for local context 

Prioritizing topics for evidence reviews and 
summaries 

When seeking ethical approaches to research with vulnerable populations, there 

are both theoretical and practical considerations.  Theoretical considerations help us to 

understand the underlying values and principles that drive research ethics.  Practical 

considerations in the research process help us to translate and utilize theories in the 

challenging realities of research on migration and health.  This chapter will start by 

stepping back and reflecting on the values that inform research ethics generally and will 

engage with these theoretical concepts to consider how traditional theories apply to 

migrant populations.  Secondly, it will take a practical look at the interface of ethics and 
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research processes to provide practical guidance on the implementation of ethical 

practices for research in migration and health.  (The section on practical issues has not 

been excerpted for the purposes of this thesis).  

3.2. Theoretical Issues 

3.2.1. Research with vulnerable populations 

The theoretical approach to research ethics with migrant populations is 

embedded within a larger framework of research ethics with vulnerable populations.  

Research conducted in Western countries has a dark history in regards to vulnerable 

populations and is wrought with examples of exploitation and injustice.  There are 

inherent ethical and humanitarian concerns for research with disadvantaged groups due 

to often gross power imbalances between researchers and participants.  This impacts 

the ability to acquire true informed consent, ensure participant autonomy and prevent 

mistreatment of participants22.  Thus, research involving vulnerable populations such as 

migrant populations requires special consideration and quality assurance.   

3.2.2. Why are migrants considered vulnerable? 

Migrant populations are an example of a vulnerable population that requires 

scrupulous ethical consideration.  Amongst migrants, vulnerability is variable between 

internally displaced persons, individuals in refugee detainment camps, refugee 

claimants, government assisted refugees and immigrants.  These vulnerabilities, as 

discussed elsewhere, are a result of pre-migration, migration, settlement and personal 

and social factors.   

In regards to the interface of vulnerability and engaging in research, concerns 

can emerge from language and cultural barriers, lack of education, financial burdens, 

perceived lack of rights, dependency on host country governments, endemic hostility 

and a history of physical or emotional distress22.  As a result, some migrants may be at 

risk of engaging in research without understanding the nature of the research, engaging 
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in research despite known risks due to a lack of perceived alternatives, or at worst, being 

coerced against their will to participate in research.  

3.2.3. Western bioethics 

Researchers have tended to look toward medical ethics as a scholarly framework 

to guide engagement with participants.  For clinical research with human subjects, thirty-

five specific principles are described in the World Medical Association’s Declaration of 

Helsinki, last updated in 200851.  The basic principles of ethical medical research are 

simplified in the Belmont Report and include beneficence, non-malfeasance, justice, and 

autonomy23.  We will discuss each of these principles in relation to the conduct of 

research with migrant populations. 

Beneficence 

The hope that research will be beneficial to the population being studied is, or 

should be, the driving force motivating research. More often it is reasonable to expect 

long-term benefits to a population as a result of a subset of that population participating 

in research; for example, a subset of a population may participate in a qualitative study 

to determine access to care barriers. The knowledge gained from this study can 

potentially be translated into long term benefits to the migrant population en masse. The 

potential benefits include the emergence of a health care system that has improved 

understanding of their populations’ health care needs and improved delivery of health 

care services to their population.  In fact, given the relative paucity of research on 

migrant populations, one may argue that there is an even greater need for research in 

this population.   

Whether or not research benefits the study participants themselves over the 

short and long term is more difficult to ascertain.  For individual migrant participants, 

while system level changes may primarily benefit new migrants on arrival, system 

changes may also benefit participants or their families in the future.  There is a possibility 

that participants will gain new learning and relationships during the research process or 

will benefit from system changes that occur as a result of the actual research.  In some 

studies, participants may benefit from tangible rewards in a study in the form of free 

medical assessment, treatment or material and financial compensation in the form of 
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honorariums. Given the uncertainty that participation in research will benefit the 

participant in the short term, and the potential for loss of time and resources to 

participants, tangible rewards often play an important role in ensuring benefits to migrant 

populations who face economic constraints.   

Migrant participants may also benefit from the opportunity to share their stories, 

as described in studies of residents with limited access to health care in the United 

States and refugee detainees enthusiastically sharing their stories with researchers in 

the United Kingdom (UK)52,53.  In the focus group study of a vulnerable urban population 

by Grady et al. participants stated that they found participation valuable and appreciated 

the opportunity to be heard.  Similarly, Bloom draws examples from a study of detainees 

in the UK who, despite their precarious status, elected to use their names and even 

photographs in a research study.  In fact, “the majority of the interviewees responded 

with enthusiasm and commitment to the opportunity to publicly articulate their 

perspectives and experiences.”  Participating in research, even for the vulnerable, can 

be empowering.  Depending on the type of research study, participants may also benefit 

from engagement in social activities such as focus groups, or skill development and 

employment opportunities through participatory action research.     

Non-malfeasance 

The principle of non-malfeasance means to do no harm.  There are many 

instances of research causing harm to participants.  One has to only remember the 

research crimes committed in Nazi concentration camps brought to light during the 

Nuremberg trials or the notorious Tuskegee syphilis studies in the US that followed the 

natural course of syphilis in black males without offering treatment.  The types of 

potential harm vary greatly with the type of research being done, varying from potential 

harms due to medical examinations, screening, investigations, or treatment, to the more 

subtle potential psychological harms from research questioning in the form of interviews, 

focus groups or surveys.  The potential for harm increases with the power imbalance 

between researchers and participants, as the possibility for exploitation, loss of 

autonomy and inadequate informed consent become more likely22.  

Research with migrants has the same potential to cause harm as other forms of 

research, but in addition there are often population specific perils to consider.  For 
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example, we must consider the human rights and political context of migrants54.  If 

research is done in countries where governments and institutions do not guarantee 

participant confidentiality or in recipient nations where a refugee’s legal status is 

perilous, researchers must consider the safety and privacy rights of participants to 

prevent research data and results from being used against participants22.  For example, 

misuse of information collected during research can result in exploitation, persecution or 

deportation of migrants.   

This challenge is highlighted by Bernhard et al in their research with refuges with 

precarious status in Canada.  They were unable to promise participants complete 

confidentiality as the Canadian legal framework only permitted the maintenance of 

confidentiality to the ‘fullest extent possible by law’ which may have actually permitted 

research records to be used in court.  The possibility for ‘policing of knowledge 

production’ requires further exploration but should be considered in all migrant research. 

Many migrants, especially refugees, have a history of physical and sexual 

abuse55. Inappropriate questioning on these topics, especially when there may be 

background issues such as post-traumatic stress, can lead to psychological harm56. 

Lack of measures to ensure that participants are well informed as to the nature of the 

study may lead to confusion, fear and uncertainty.  Risk factors for research studies that 

may cause harm include research studies that provide material or financial incentives 

and those that offer a lower standard of care for participants.  These are often mediated 

by participant poverty, leading to a lack of other options22. 

Justice 

Considering justice when designing and conducting research helps to ensure 

equality in who benefits from research and who bears the burden.  Justice requires that 

we as researchers assess, on the one hand, which individuals will potentially bear the 

burdens or accrue the benefits of being research participants and, on the other hand, 

which populations will potentially suffer or benefit due to the outcome of research 

findings.  

Using equality as a lens and assuming that, overall, research benefits society 

justice supports including migrant populations in research so that they have the 
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opportunity to benefit from the fruits of research.  In fact, given the relative paucity of 

research on migrant populations, one may argue that there is an even greater need for 

research in this population.  On the other hand, considerations of justice make us aware 

of the need to assess the burden on research participants as well. For some researchers 

this leads to the question of whether or not research should be done with vulnerable 

populations such as migrants at all.  Such concerns are raised due to the often unequal 

power relations between participants and researchers, which can be further accentuated 

with migrant populations. In studying refugees, for example, research may inadvertently 

contribute to human rights abuses and the worsening of conditions for refugees57. 

Advocates for research with vulnerable populations argue that scientific investigation is 

needed to help end inhuman and cruel conditions and they further argue that denying 

these populations the right to participate in research is paternalistic44,53,58,59.  Within this 

debate, a balance is proposed which articulates the need to recognize that research is 

necessary, but that we must be aware of the ethical pitfalls and devise new research 

tools and approaches to ameliorate potential harms44,58,59.  

When considering migrant research, justice reminds us to determine if our 

approach to migrant research maintains the same rights for participants as research with 

other populations.  This is not to be confused with doing things the exact same way, for 

treating people justly is not always the same as treating them equally. For example, 

research ethics boards often require written consent from participants.  The purpose of 

this is to help ensure that participants have been appropriately informed about the study 

and are participating voluntarily.  However, some migrant populations have high illiteracy 

rates, and requiring participants to read and sign a consent form to participate may be 

inherently unjust.  Stepping back and considering the underlying values guiding research 

ethics may result in different approaches to migrant populations in order to maintain 

equality.  We must always consider the inequalities between populations in our approach 

to research and try to make adjustments to account for these differences.   

Autonomy (respect for person) 

Ensuring autonomy in research entails that individuals are capable of deliberation 

and can act under their own direction without obstruction23.  The Declaration of Helsinki 

discusses elements of autonomy in at least nine of its thirty-six principles (11, 22, 24-29, 
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34)51 articulating the need for participants to be adequately informed of the aims, 

methods, risks and benefits of the research and their right to refuse participation.  

Additionally, it requires that participants act voluntarily and provide informed consent, 

preferably in writing.   

Maintaining autonomy in medical research is facilitated through the process of 

informed consent.  For research involving migrant populations, there are numerous 

reasons to suspect that the standard Western informed consent processes are 

inadequate for maintaining autonomy for non-western populations. For these populations 

there is a higher risk of individuals consenting without understanding their rights or 

refusing to participate due to a lack of understanding the value of the proposed 

research60.   

The major principles of informed consent are disclosure, comprehension, 

capacity, voluntariness and consent25.  At each step, there is potential for inefficacy 

when being applied in the context of research with migrants.  Disclosure, that is, insuring 

that participants are adequately informed, is often complicated by language barriers26 

and by insufficiently trained research assistants25.  Inappropriate translation of research 

material and lack of professional interpretation of verbal interactions can result in the 

inaccurate exchange of information.  Research personnel who lack appropriate cultural 

competency or familiarity with endemic concepts of health and research may be unable 

to convey information appropriately or accurately to participants, thus preventing them 

from being truly informed.  

Comprehension refers to a participant’s ability to understand the purpose of the 

research and the implications of participating in the research.  Comprehension can be 

compromised in migrant populations.  On the one hand, participants may struggle with 

understanding due to illiteracy, lack of education and lack of familiarity with research.  

On the other hand, as with any population, comprehension becomes increasingly 

challenging with the complexity of the research25.  Assessing comprehension in 

vulnerable populations where there is often a power differential may also be difficult if 

participants are unwilling or unable to disclose a lack of understanding due to fear, 

embarrassment or a desire to please. 
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Capacity broadly implies an individual’s ability to reason and make his or her own 

decisions.  Capacity in migrants, as with any population, can be affected by age and 

mental capacity. With certain vulnerable migrants capacity can also be impacted by real 

or perceived extraneous cultural or political circumstances that may limit an individual’s 

liberty25.  

Voluntariness means that an individual agrees to participate in research under 

conditions that are free of undue influence and coercion.  In migrant research, 

voluntariness can be impacted by a power imbalance between researchers and 

participants61 and contextual issues25 such as a desire to please, threats of harm or 

promises of reward that might lead to coercion.  

The final step in ensuring the principle of autonomy involves the act of actually 

giving consent. This is a culmination of all of the aforementioned issues and refers to the 

step where an individual indicates that they are willing to participate.  This can take the 

form of written, oral or implied consent.  This step can be impacted by all of the issues 

outlined above.  Additionally, it can be negatively impacted by a participants’ literacy 

level in the case of written consent or by their suspiciousness of signing authoritative 

documents62. 

In summary, the theoretical considerations in research ethics include assessing 

the potential benefits and harms to participants, considering justice by reflecting on 

equity in the distribution or research efforts, and ensuring the protection of participant 

autonomy throughout the informed consent process.  General principles must be 

considered for migrant research in addition to population specific measures reflective of 

potential vulnerabilities, due to political, linguistic and cultural variations.  
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4. Methods 

The purpose of this chapter is to clearly state the research questions to be 

answered in this thesis, to discuss the methodological considerations guiding the 

research paradigm, to provide background information on the study population, to justify 

the research design and to describe methods of data collection and analysis for this 

body of work.   

4.1. Research questions 

Understanding the practical and ethical issues involved in conducting research 

with refugees and comprehending refugees’ perspectives towards participating in health 

research involves five major areas of inquiry:   

Knowledge and experience of GARs 

What is the knowledge of and experience with research and informed consent for 

refugees in British Columbia? 

Practical research issues 

What recruitment factors influence refugees’ participation in research? 

What factors do refugees’ perceive will impact refugees’ willingness to participate in 

research?  

Ethical research issues 

What are the challenges and facilitators in conducting the informed consent process with 

refugees?  

What are refugees’ perspectives on the informed consent process? 
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4.2. Methodological considerations 

This study was uniquely designed to address questions about practical and 

ethical issues for engaging refugees in health research, not as an add-on element of a 

larger research study as has been done previously.  The methodology guiding this study 

was shaped by the nature of the research questions outlined above.  However, some 

questions epistemologically lend themselves to positivist approaches, such as assessing 

recruitment factors that influence research participation, and others to relativist 

approaches, such as understanding refugees’ perspectives on research ethics.   

The overarching methodology selected for this research was a relativist 

paradigm, played out through the selection of qualitative focus group methods.  This 

decision arose from a belief that the most pressing knowledge deficits with respect to 

engaging in research ethically and practically with refugees stemmed from a lack of 

knowledge about participant perspectives.  Asking research questions about social 

phenomenon, such as a culture’s view on research, requires a view of knowledge 

acquisition that allows for individual subjective viewpoints and multiple truths.  Further, it 

necessitates an analytical approach where the investigator must recognized themselves 

as an instrument of knowledge inquiry and adopt a careful reflexive approach to finding 

meaning in their data.  A qualitative methodology was also needed given paucity of 

previous studies on refugees’ perspectives about research.  This necessitated methods 

that would facilitate inductive exploration.  Inductive reasoning allows for the analysis of 

specific facts, such as participant comments, and analyzes these in an attempt to seek 

an overarching rule or pattern.   

Following logically from the decision to use a qualitative methodological 

approach, focus group methods were selected for this research.  Focus groups allow for 

refugee’s own voices to be the focal data source.  Focus groups were selected over one-

on-one interviews as it was felt that the group process would facilitate participant 

comfort, allow for dynamic interactions and group brainstorming, and allow for the 

emergence of shared sociocultural characteristics.   

Focus groups with culturally and linguistically diverse populations have notable 

challenges, reviewed and summarized in a 2007 literature review on the topic 63.  This 
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research study considered the suggestions put forth in this review and utilized such 

strategies as hiring members of the target community as part of the research team, 

engaging in multiple recruitment techniques, selecting appropriate venues, providing 

reimbursement, food and childcare, making culturally sensitive modifications to data 

collection, providing multiple options for documenting informed consent and allowing 

extra time in the focus group session for questions and clarifications to ensure 

comprehension. 

While the overall research design is that of a qualitative focus group study, 

additional data was collected in what appears to be a more traditional positivist 

approach.  Positivist approaches view the acquisition of knowledge as seeking one fixed 

truth that can be discovered by an objective observer using quantitative measures to 

identify relationships between variables.  Traditional methods include quantitative 

measures of objective data.  Indeed, this study does use quantitative measures of 

participant demographics and participant choices with respect to participation and 

documentation of consent.  There are also two questionnaires which are summarized 

using descriptive statistics.  However, these measures are really quantitative summaries 

of primarily qualitative data.  Keeping in mind that the division between quantitative and 

qualitative methodology is truly a false dichotomy and the methodological approaches 

fall across an epistemological spectrum, this study can be best described as a qualitative 

study supported by simple descriptive statistics of qualitative and quantitative data.  

4.3. Methods overview 

The overall research design was built around four language based focus group 

sessions with Arabic, Farsi/Dari, Karen and Somali speaking government assisted 

refugees (GARs).  There were two key elements to the study design.  

Firstly, recruitment and the informed consent processes for these focus groups 

were closely observed to assess practical and ethical issues in conducting research with 

GARs.  Five different recruitment strategies and three different methods for obtaining 

and documenting consent were utilized to allow opportunities for different strategies to 
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be observed and compared.  Recruitment patterns and participants’ choices about giving 

or documenting consent were carefully noted.   

Secondly, the four focus groups with language-concordant research assistants 

explored participants’ perspectives on health research, research ethics and the informed 

consent process.  Data from the focus group sessions was supplemented with 

quantitative and qualitative data from three questionnaires about participants’ 

demographics, knowledge and opinions.  

4.4. Research setting 

4.4.1. Background information on the study population 

In 2010 the five most prevalent source countries for GARs in British Columbia 

(BC) were Myanmar (Karen people), Afghanistan, Iran, Iraq and Somalia 64.  As a result, 

the four language groups selected for our study were Karen, Farsi/Dari, Arabic and 

Somali.  The migration histories for these populations are summarized below as they are 

helpful in understanding the context of this research.  

Arabic 

The majority of Arabic speaking GARs in BC at the time of this study were from 

Iraq.  The Iraqi GAR resettlement to Canada started in 1996, with a sharp increase in 

resettlement since 2008.  Most Iraqi GARs came to Canada from camps in Syria and 

Jordan after fleeing the Sunni-Shi’a conflict in Iraq.  The dominant language is Arabic.  

Most Iraqi GARs are Muslim including both Sunni and Shi’a Muslims, but some are 

Christian.  Most Iraqi GARs are literate in their first language and many hold university 

degrees.  English language skills are variable.  Many Iraqi GARs have experienced 

physical and emotional trauma as a result of the Iraqi war and many families that arrive 

are not intact. There is limited pre-existing Iraqi community support in BC64.   

Farsi/Dari 

All of the Farsi/Dari speaking participants in our group were initially from 

Afghanistan.  Afghanistan has had four decades of conflict.  There are approximately 
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450,000 internally displaced people in Afghanistan and over 2.5 million refugees 

originating from Afghanistan65.  After fleeing their country, many Afghans settle in Iran, 

Pakistan, Russia, or India64.  Many Afghan refugees have waited for decades in these 

countries in settings of ongoing conflict and safety concerns. Many settings lack access 

to adequate health care, education, income earning opportunities and other basic needs.  

Most Afghanis are Muslim.  Families that settle in BC are often composed of single 

mothers with an average of six children. Low literacy as a result of limited formal 

education is common and makes learning a new language and the overall settlement 

process slower. The two main Afghan languages Dari and Pashto are in the same 

language family as Farsi which is spoken in Iran64. 

Karen 

The Karen speaking GARs in BC primarily originate from Myanmar (Burma).  

Most GARs from Myanmar are from a minority ethnic group called Karen64. Myanmar’s 

human rights abuses to the Karen population led to many people fleeing to the borders 

of Thailand.  Approximately 140,000 Karen refugees have lived in remote jungle refugee 

camps for the past 20 years. Most Karen speak S’gaw or Pwo.  Literacy is relatively low 

due to lack of educational opportunities in the camps.  Most Karen people are Christian.  

The United Nations High Commissioner for Refugees (UNHCR) recognized Karen 

refugees as a distinct group with particular protection needs and recommend 

resettlement.  Karen resettlement to Canada began in 2006.  In BC the Karen GARs 

tend to live in concentrated neighbourhoods to support each other64.  

Somali 

All of the Somali speaking group participants in this research study were from 

Somalia.  Somalia’s years of conflict since 1991 have resulted in violence, human rights 

violations and insecurity throughout the country.  Somalis have fled to Ethiopia, Djibouti 

and Kenya64.  Refugee camps in these settings have had ongoing struggles with 

violence, drought and scarcity of resources65.  Ethnically and culturally, Somalia is one of 

the most homogeneous countries in Africa.  Most Somalis speak Somali and are Muslim.  

In BC, between 2005 and 2009, 175 Somali refugees settled in Surrey and Burnaby.  

The majority of Somali GAR families are composed of single mothers with 4 to 9 children 

or single young Somalis arriving alone from Turkey and the Middle East64. 
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4.4.2. Institutional research sites 

Just outside of Vancouver BC, in the municipalities of Surrey and Burnaby, there 

are two community health care centres called The New Canadian Clinics (NCC) that 

specialize in providing health care services to refugees.  They are staffed by a nurse, a 

nurse practitioner, a physician, a medical office assistant and professional medical 

interpreters.  They provide care from the first few months after arrival to several years 

into settlement.  These were the primary locations for institutional recruitment of 

participants.   

The two most prevalent groups seen at the NCC in Surrey were Karen and 

Somali speaking GARs and at the NCC in Burnaby were Farsi/Dari and Arabic speaking 

GARs.  Thus, recruitment for the Karen and Somali speaking focus groups took place in 

Surrey and for the Farsi/Dari and Arabic speaking groups in Burnaby.  The focus group 

sessions took place at nearby community resource centres.  In Burnaby the groups were 

hosted at MOSAIC, a multilingual non-profit organization dedicated to addressing issues 

that affect immigrants and refugees, and in Surrey at DIVERSEcity, a non-profit agency 

offering a wide range of services and programs to culturally diverse communities around 

Vancouver. 

4.5. Research methods 

4.5.1. Research assistants 

Recruitment was facilitated by hiring four research assistants (RA), one from 

each language group.  The RAs attended four training sessions on research, recruitment 

and focus group facilitation.  These sessions were one to two hours in length and 

facilitated by the lead researcher.  The RAs prepared for the first session by reading the 

research proposal for the study.  During the session RAs practiced explaining the study 

in their own words.  RAs were asked to journal following this session and articulate their 

own hypotheses about the research questions. The second session on recruitment 

included hands-on practice with filling out data collection sheets and practicing 

recruitment through mock phone calls with potential participants. A second recruitment 

meeting was held at the Burnaby NCC with clinic staff.  This allowed RAs to make 
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personal contact with the NCC staff and allow for training of the NCC staff with respect 

to their role in recruitment.  For the fourth training session on focus group facilitation two 

additional experienced researchers were invited to provide expert guidance.  The RAs 

were given resources to read in preparation and there was opportunity during the 

session for each RA to practice asking questions and facilitate group discussion.   

The RAs key responsibilities in the study included recruitment and focus group 

facilitation.  For recruitment, RAs were responsible for translating the recruitment 

information sheet, giving oral in-person or telephone invitations within their personal 

circles of GAR contacts, liaising with community GAR service organizations, liaising with 

NCC staff and making follow up phone calls with individuals who were identified at the 

clinic and community organizations.   

RAs were also responsible for facilitating the focus groups.  The RAs were given 

a semi- structured focus group script to study for several weeks prior to their focus 

groups sessions.  Additionally, the same four RAs translated and transcribed the focus 

group audiotapes and assisted in coding and thematic analysis.  

4.5.2. Recruitment 

Four planned recruitment methods and one unintended recruitment method were 

used to invite participants to the focus group sessions.   

 New Canadian Clinic on-site recruitment 

 New Canadian Clinic direct phone calls 

 Invitation through a community organization 

 Invitation by the research assistant to a personal contact 

 Invitation by a potential participant 

The primary method of recruitment was through the NCCs.  A recruitment 

meeting was held with NCC nurses and physicians and the RAs prior to the onset of the 

study.  The clinicians were all very keen to participate.  The recruitment plan started with 



 

33 

medical and administrative staff at each clinic, including nurses, physicians, medical 

office assistants and interpreters, giving verbal participation invitations to patients.  A 

brief description of the focus groups was provided through the aid of onsite interpreters 

who were provided with a language concordant template for giving a verbal description 

of the study along with a language concordant written information sheet (See Appendix 

A).  Interested participants gave oral permission to be contacted by phone for further 

details.  The staff were informed to be very clear in informing patients that they did not 

have to participate in the research and whether or not they participated would not affect 

their ability to continue using the clinic.  Staff documented each encounter with a 

participant and indicated if the participant was willing to receive a phone call or not, and 

if not, why not (See Appendix B and C).  

For the follow up phone calls the RAs contacted interested patients by phone to 

provide more details.  The RAs were given a list of items to cover when explaining the 

research study during each follow up phone call.  This information was given to the RAs 

in English to allow for ad lib oral interpretation to account for flexibility and nuance of 

speech as suggested by previous studies26(See Appendix D).  The encounter, including 

participant questions and concerns, was documented by the RA in a spreadsheet 

template (See Appendix E).  For those who were interested in participating, the RAs 

made one reminder phone call leading up to the day of the focus group. 

The second recruitment method was unplanned and only occurred in one 

language group.  Several days prior to the Somali focus group study there were very few 

confirmed participants.  Unaware that we did not have ethical approval for this method of 

recruitment, NCC staff gave the RA the phone numbers of patients who they thought 

might be interested in participating in the study but whom had not been contacted by an 

NCC staff member first.  The RA called these individuals directly and the proceeded as 

with the follow-up phone call described above.  The research ethics boards at the 

University of British Columbia and the Fraser Health Authority were notified of this 

deviation and post-hoc ethical approval was received.  No identifiable harm occurred 

due to this strategy and participants contacted through this method expressed gratitude 

generally to have been involved in the study.    
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Previous research with refugees suggests that recruitment may be more effective 

with word-of-mouth and face-to-face communication26.  Thus the third recruitment 

method involved encouraging RAs to contact community organizations that might be 

relevant to their language group.  Once contact had been made with representatives of 

the community organizations the RA instructed them on how to invite participants to 

receive follow-up phone calls from the RA as above.  

For the fourth recruitment method, RAs were asked to consider their own 

personal contacts to see if anybody they knew met the inclusion criteria for the study.  If 

they were comfortable with doing so, they were encouraged to contact the individual to 

invite them to participate following the same telephone procedure outlined above.   

Lastly, when the RA spoke with a potential participant from the NCC, from the 

community or the RA’s personal social network, the RA was encouraged to ask if the 

individual knew of anybody else who might be interested in participating.  They 

requested that the individual invite their family or friends to participate and contact the 

RA for further details.  

The goal was to invite 25 participants to each focus group so that after 

accounting for the possibility of half of confirmed participants not attending we would 

have 10-12 participants at each session.  

Data on the recruitment process was collected through field notes and detailed 

documentation of each in person or telephone contact with potential participants by NCC 

staff and the RAs (See Appendices B, C and E).   A follow up discussion with the RAs on 

the recruitment process was audiotaped and analyzed.  Retrospective guided journals 

were collected from all RAs.  

4.5.3. Inclusion and exclusion criteria 

Participants had to be a GAR in Canada for five years or less.  This time frame 

was selected as practical and ethical issues were hypothesized to be most concerning 

during early resettlement and we wanted to explore participant perspectives during this 

window of time.  Because each focus group was conducted in one of four different 
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languages, participants had to speak one of the targeted languages: Arabic, Farsi/Dari, 

Karen, or Somali.  

Exclusion criteria included  

1. Age < 19 years old  

2. In Canada for longer than five years and  

3. Participants who did not speak one of the targeted languages.  

4.5.4. Focus groups 

The focus groups were approximately two hour sessions.  The groups were 

facilitated by the language concordant RA with the lead researcher observing.  Lunch, 

childcare, transportation reimbursement of $5 and a $20 honorarium were provided for 

each participant.  The focus groups were audio-recorded and transcribed.   

4.5.5. Questionnaires 

Each participant was asked to fill out three questionnaires. The first consisted of 

seven true or false questions about informed consent (appendix G).   The second 

questionnaire was four Likert scale questions about participants’ attitudes, knowledge, 

experience and willingness to participate in health research (appendix H).  A few key 

facts describing medical research were given to participants before answering these 

questionnaires to ensure a basic understanding of the topic.  

The third questionnaire asked information about participant demographics and 

included their age, country of origin, languages spoken, and duration of time in Canada 

(appendix I).  Participants could optionally include their name.  This option was 

intentional as it created an opportunity to indirectly assess participants’ comfort with 

disclosing personal information. Assistance was provided to those participants who were 

illiterate.   



 

36 

4.5.6. Informed consent process  

Given that one purpose of this research was to better understand the informed 

consent process for refugees, special attention was given to the informed consent 

process for this study.  Three variations for obtaining and documenting informed consent 

were offered.   

We were also aware that the informed consent demonstrated in this study could 

strongly influence our results.  To address this, clear instructions were given to each RA 

for a uniform informed consent process for each group.  The aim of our informed 

consent process was to ensure that all five elements of informed consent were met.   

Our informed consent process consisted of five parts:  

Disclosure: Information about the purpose and methods of the research study 

were given by the NCC staff, by the RA during the two telephone calls and during the 

focus group session.  Printed colored images were used to assist the RA with a 

presentation about the research during the focus group session.  

Comprehension: Participants were given time to ask clarifying questions and the 

RAs were instructed in their focus group guide to assess for comprehension by asking 

clarifying questions to participants. 

Capacity: Capacity based on age was addressed by the exclusion criteria.  

Informal screening for developmental or mental impairments that would impact capacity 

was done during recruitment by NCC staff superficially.  The NCC staff were aware of 

participants’ health status and did not invite those with known developmental or mental 

impairments.   

Voluntariness: NCC staff and RAs were instructed to clearly state that 

participation was voluntary and that declining the invitation would not impact one’s ability 

to receive health care at the NCCs.  The follow up phone call included a specific 

reminder to inform participants that participation was not mandatory.  After the lunch that 

preceded the formal onset of the focus group session, participants were invited to leave 

if they did not wish to participate further.  They were still entitled to the honorarium.  At 
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the end of the study participants were told that they could choose whether or not to fill in 

their questionnaire and/or hand in their questionnaire.   

Consent form: The consent form was a simple two page language concordant 

consent form (appendix F).  The key principles of the consent form were conveyed orally 

during the RAs phone conversations with potential participants.  During the focus group 

session each participant was given a copy of the consent form while the RA summarized 

the content out loud.  After this was done, participants were invited to express their 

consent to participate by signing the consent form.  For participants who would rather 

not sign the consent form, they were given other options for conveying their consent for 

each component of the study.  See table 4.1.  

Table 4.1. Options for conveying consent to participate 

For the focus group session participants were told that they could indicate their 

consent by choosing to stay and participate in the session.  Participants were told that 

those who did not wish to consent could leave, or, alternatively, stay but not participate 

in the conversation. 

For the questionnaire participants could express their consent by handing in their 

signed or unsigned questionnaire.  Those who did not consent were invited to keep their 

questionnaires and not hand them in or hand in a blank questionnaire. 

Of note, the informed consent process took place at the beginning of the study 

after the knowledge questionnaire had been administered and the Likert questionnaires 

were filled out, but before the demographic questionnaire and before any questionnaires 

were handed in.  This was done because we anticipated that the informed consent 

Component of Study Consent No Consent 

Whole study Signed consent form Did not sign consent form AND left/did 
not participate in focus group session 
AND did not hand in questionnaire. 

Focus group discussions Implied by participation in focus 
group conversation. 

Left or chose not to speak during focus 
group session. 

Questionnaire Handed in signed or unsigned 
questionnaire. 

Did not hand in questionnaire. 
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process, in particular the question and answer period, would provide participants with 

new information about research that might influence their answers on the knowledge 

questionnaire. 

4.5.7. Focus group discussion 

The four focus groups explored participants’ perspectives on health research, 

research ethics and the informed consent process.  The focus groups were led by the 

language-concordant RA using a semi-structured interview guide (appendix J).  The 

focus groups session started with questions about participants’ knowledge of research, 

previous experience with research, attitudes towards research, and willingness to 

participate in research.  It then moved to a case study to stimulate discussion around 

issues of recruitment and informed consent.  It finished with a few specific questions 

around the concept of a cohort study with linked databases, participatory action research 

and inquiry about what topics participants would prioritize in health research.  

The case study was an example of a research assistant approaching a refugee 

to participate in a health related research study.  Prepared questions were used to 

stimulate participation.  Elements of the case study, such as characteristics of the 

refugee, the research study, the research assistant, and the information provided, were 

changed in order to stimulate further contributions.  The types of questions in the section 

were designed to elicit data to answer the four major research questions.   

4.5.8. Data collection 

The research activities described above were each associated with different 

means of data collection.  

Recruitment process  

The NCC staff and RAs recorded observations of each in-person and telephone 

encounter with potential participants.  Observations were documented with recruitment 

data templates (appendices B and C), telephone data template (appendix E), field notes 

during recruitment, through guided journaling, and though an audiotaped discussion with 

the RAs at the conclusion of the study. 
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Participant reflections on the recruitment process were documented through 

transcription and translation of tape recorded session. 

The outcome of the recruitment process was measured by recruitment and 

participation rates. 

The informed consent process  

The lead researcher recorded observations of the informed consent process 

during focus group session and the RAs shared their observations during a focus group 

discussion at the end of the study and through guided journaling. 

Participant reflections on the informed consent process were documented 

through transcription and translation of tape recorded focus group session. 

The outcome of the informed consent process was measured by rates of 

participant’s engagements in each informed consent option. 

Responses to the questionnaire 

Participants’ responses to questionnaires were collected and entered into Excel 

software for analysis. 

Focus group discussions  

Participants’ discussions were documented through transcription and translation 

of tape recorded sessions. 

4.5.9. Ethics 

This project received ethical approval from the UBC Behavioural Research Ethics 

Board and the Fraser Health Research Ethics Board.  

4.5.10. Analysis 

Data from the questionnaires, including demographic information about 

participants and their answers to questions about their knowledge and attitudes towards 

research, was summarized using descriptive statistics. Quantitative data were analyzed 
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to determine recruitment rates from the initial invitation received through the various 

steps that culminated in a participant attending the focus group and then signing the 

consent form.  See figure 4.1. 

Figure 4.1.  Conceptual image for assessing recruitment rates at each stage in 
the recruitment and informed consent process.  

 

Qualitative data from focus group transcripts, RA journals and field notes were 

analyzed.  This data was analyzed through coding and thematic analysis.  The lead 

researcher was primarily responsible for coding the transcripts.  A list of anticipated 

themes was created prior to reading the transcripts.  These themes were derived from 

the literature and a priori discussions with the research team.  Then, the four transcripts 

were read once and new codes were added with each new transcript.  At the end of the 

first review the codes were assembled thematically.  The transcripts were read a second 

time and were recoded and new codes were added.  At the end of the second review the 

codes were reassembled thematically.  This process was repeated a third time.  Coding 
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was facilitated through the use of WeftQDA software.  Input on coding was collected 

from each of the RAs for their own focus group after the second read through.    
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5. A detailed description of the research team 
and focus group setting 

5.1. The research team 

Due to the multilingual nature of this research study, the research team was 

made up of a unilingual English speaking lead researcher and four multi-lingual research 

assistants (RAs).   

The Somali speaking RA was a young male initially from Somalia.  He grew up in 

a refugee camp in Kenya and came to British Columbia (BC) for post-secondary 

education on a scholarship.  He was fluent in Somali and English, recently finished an 

undergraduate degree and had experience in research and teaching.  

The Arabic speaking RA was a family physician initially from Iraq.  He practiced 

in Iraq during the recent conflict and recently came to Canada with his family as a GAR.  

He had extensive experience in clinical care, health care administration and teaching.   

The Karen speaking RA was initially from Burma.  She spent most of her life 

living in a refugee camp in Thailand before moving to Canada with her family as a GAR.  

She had informal training as a teacher and a nurse when living in Thailand and was 

working as a student support worker for Karen children in the local school district.  

The Farsi speaking RA was a young female initially from Iran who immigrated to 

Canada with her family as a teenager.  She had recently finished her undergraduate 

studies in sciences.  She was fluent in Farsi and English and had previous experience in 

qualitative research.  Of note, her focus group participants were primarily from 

Afghanistan and spoke Dari, which is similar to Farsi.   

The research assistants were asked if they identified as being part of the same 

community as the focus group participants.  The Arabic and Karen speaking RAs 
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strongly agreed that they were while the Farsi speaking RA was certain that she was 

not.  While they shared a language, their migration histories and socio-demographic 

characteristics were different.  The Somali research assistant felt in some ways that he 

was part of his focus groups community, given that they had some common past 

experiences in Somalia and Kenya, however given that he was much younger and well 

educated, he felt that he was also a bit of an outsider.  

As discussed in the methods section, the RAs were responsible for translating 

the recruitment information sheet, conducting in-person or telephone invitations within 

their personal circles of GAR contacts, liaising with community GAR service 

organizations, liaising with NCC staff and making follow up phone calls with individuals 

who were identified at the clinic and community organizations.  The RAs were also 

responsible for organizing and facilitating the focus groups.  They had a two hour 

session on focus group facilitation and an opportunity to practice with feedback from the 

lead researcher and two local researchers with experience in qualitative research.  The 

RAs were provided with a semi- structured focus group script to study several weeks 

prior to their focus groups sessions.  The RAs came very well prepared for facilitating 

their focus group sessions.  They proceeded confidently and made participants appear 

to be comfortable and were successful at engaging most participants in discussion and 

maintaining a friendly environment.  

The lead researcher for this study was a Caucasian female family physician born 

in Canada.  She was present at all focus group sessions and, along with the RA she 

arrived early to set up the room and the food.  The lead researcher and RA jointly 

welcomed each participant.  The lead research only spoke English, thus said hello and 

welcome to each participant in English and often shook hands.  She helped participants 

to find seats and gestured to them to help themselves to food.  With some of the English 

speaking participants they had brief friendly conversations during lunch.  At the start of 

the focus group she handed out the questionnaires and consent forms and set up the 

audio recording equipment.  The RA introduced her as the lead researcher and a family 

doctor.  After that, for the most part, she sat quietly and took notes on her computer.  

Occasionally the RA would turn to her and ask clarification questions in English or 

translate a brief piece of the dialogue, particularly if something humorous had occurred.  

Recognizing the importance of the researcher as a research tool in qualitative research, 
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a reflective essay was written called “To Wear a Hijab” which can be found in Appendix 

K. 

In the Somali and Farsi group the lead researcher’s role also included walking 

around the room during the questionnaire period to help orient participants to the page 

and line that was being discussed as many of the participants were illiterate and had a 

difficult time following written material.  In the Farsi group her role also doubled as child 

minder making sure that the two children were quiet and content.  

5.2. The research setting 

The Farsi/Dari and Arabic speaking focus groups were held at a community 

organization called MOSAIC which provides settlement assistance for new immigrants 

and refugees.  It is located across the street from the New Canadian Clinic (NCC) in 

Burnaby where participant recruitment occurred.  The Karen and Somali speaking focus 

groups took place at a community organization DiverseCity which also provides 

settlement assistance.  It is located down the hall from the NCC in Surrey.  At both 

locations the focus groups took place in small classrooms that tightly fit about fifteen 

people.  They were well lit rooms with white boards at the front.  Tables and chairs were 

arranged in a circle with the research assistant at the front of the room by the white 

board.  The lead research sat either within the circle or at the edge of the room.  The 

tape recorder was at the front of the room with the research assistant.  

5.2.1. Childcare 

For three of the four groups we were able to provide childcare for the two to 

seven children that attended with their parents. The child minder took the children to a 

second classroom (at DiverseCity) or across the street to the library (at MOSAIC).  The 

child minders were bilingual and found through the help of the research assistant.  One 

was an RA’s partner, one was an RA’s daughter and the third was a participant’s 

daughter.  Childcare providers were paid $25 for their services.  In the Farsi group we 

were unable to provide a child minder so the two elementary school aged children sat at 

the back of the room where we had provided colouring and crafts to occupy them. 
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5.2.2. Timing 

The four focus groups were initially going to be held within a two week period at 

the end of July 2011.  The group order was Somali, Arabic, Karen then Farsi/Dari.  The 

Farsi/Dari group had to be rescheduled due to an initial lack of participants for the first 

scheduled time.  Due to the occurrence of Ramadan in August we decided to reschedule 

the last group for early September.  The groups started at 12:30 in the afternoon.  Lunch 

was served and the focus groups ran on average from about 2:00 till 4:00.  

5.2.3. The focus groups 

Prior to starting the focus group, lunch was served from the small kitchen area 

outside the classroom at MOSAIC or from within the classroom at DiverseCity.  The RAs 

ordered food that they thought would be appropriate for each group, considering dietary 

preferences such as providing Halal food for Muslim participants. Some participants 

were late but most groups insisted on waiting for everyone to arrive before starting.  

There was food for the children too.  Some participants choose to keep some of their 

food to take back for their family.  In all four groups there was leftover food that 

participants could package and take home.    

Participants ate lunch in the classroom with the research team.  Participants 

spoke quietly to each other and to the RA.  Some participants spoke English and chatted 

with the lead research.  In all four groups lunch time had a relaxed social ambiance and 

it became clear that many participants knew each other and engaged in friendly 

conversations.   

The RA started the session after lunch by introducing the research team then 

going around the circle and having participants give their name, where they were from 

and how long they had been in Canada.  In the Somali group, just after introductions had 

started, it was noted by one participant that it was time for daily prayer for the Muslim 

participants.  The session was paused for about fifteen minutes and the female 

participants used the classroom for prayers while the male participants and the research 

team left the room.   
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The next step in the session was administering the three questionnaires.  The RA 

read each line out loud and directed participants to answer each question independently.  

Despite this, participants would often answer out loud, look at their neighbour’s response 

or help the person next to them answer questions.  Some participants even circled 

questions for their neighbours.  The request for independent answers was restated and 

in most groups participants then followed these instructions.  These behaviours were 

most notable in the Somali group and least frequent in the Arabic group.  The length of 

time for this step varied greatly due to literacy levels.  The Somali groups took over thirty 

minutes to complete these three short questionnaires due to the need for line-by-line 

reading and pointing for several participants.  In the Arabic group, on the other hand, 

many participants had finished filling out the questionnaires long before the RA had 

finished his explanation.  

This section was followed by a didactic presentation by the RA explaining health 

research and informed consent.  The RA used some printed pictures to aid in the 

discussion.  These were used to varying degrees by the RAs and were largely 

unnecessary.  Participants comfortably asked questions during this phase.  Each 

participant had a copy of the two paged language concordant informed consent form in 

front of them during this presentation.  Some participants read the form while the RA 

presented.  At the end, participants were invited to sign the form if they wanted to and 

place it in a large envelope for submission.  The questionnaires were also placed inside 

the envelope.  The writing of one’s name on the questionnaires was voluntary.  

Participants were invited to submit their envelopes, but were also informed that they 

could choose not to.  All participants submitted their envelopes except for one envelope 

in the Farsi/Dari group.  Participants were informed that a conversation would soon 

begin, and consent would be implied by participation, whether or not they had signed the 

consent form.  Participants were also informed that they could leave.  No participants 

left.  

The discussion began with asking participants general questions about attitudes, 

knowledge and willingness to participate in research and then moved on to the case-

based discussions.  Throughout the discussion many participant contributed 

spontaneously.  In the Arabic group, the RA encouraged everyone’s participation by 

asking each member in the group systematically around the circle to respond to 



 

47 

questions.  In each group there were some participants who spoke frequently and some 

who spoke rarely or not at all.  Most participants displayed signs of interest and 

engagement while some displayed signs of boredom.  The Karen group was notable for 

short answers that tended towards agreement while the Somali and Arabic groups were 

the most verbose.  There were no major points of tension observed, but people did 

politely voice their opposition to others ideas.  There was often laughter.   

At the end of each session participants were invited to sign up to be contacted for 

future studies.  A thank you card and the reimbursements, in cash, were distributed.  

Many participants lingered after the study to talk to each other or to the RA or myself.  

After the Somali group, three women gave us each a hug.  After the Farsi/Dari group, 

one woman stayed to ask the lead researcher personal medical questions for about ten 

minutes.  After all of the groups most participants came up to the RA and lead 

researcher to shake hands and conveyed thankfulness for the experience. 
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6. Refugees knowledge about and experience 
with research  

6.1. Introduction 

Ensuring that individual participation in health research is voluntary is integral to 

conducting research ethically23,51,66 .  The autonomous and voluntary nature of 

participation is facilitated in western bioethics through the informed consent process.  

This process consists of disclosure, comprehension, voluntariness, capacity and 

documentation of consent25.  These steps are particularly import when conducting 

research with vulnerable populations22 such as refugees.  This population requires even 

further ethical considerations due to challenges arising due to language and cultural 

barriers24. 

When we focus on informed consent in research with refugees and the 

challenges arising due to language and cultural barriers, the importance of ensuring a 

participant`s comprehension of the research process becomes clear.  We can assume 

that an individual`s comprehension of any process is likely to be enhanced if they have 

previous knowledge or experience in that domain.  Thus, knowledge about refugee 

populations` previous experience with research and knowledge about research can aid 

researchers in assessing what might be needed to facilitate comprehension in a given 

refugee population prior to their participation in research.  

This study assesses four refugee populations living in British Columbia (BC), 

Canada for their previous experience with research and their knowledge and confusions 

about research and the informed consent process.  It reveals the diversity in participant 

experience and suggests that participant education level may be predictive of key 

knowledge gaps that must be addressed by researchers to create ethical research 

processes.  
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6.2. Methods 

The data for this paper was collected as part of a larger Canadian qualitative 

focus group study of Arabic (Iraqi), Farsi/Dari (Afghani), Karen (Burmese) and Somali 

(Somalian) speaking government assisted refugees (GARs).  This study used five 

different recruitment methods and three different informed consent options to observe 

practical and ethical issues for research with refugees.  It also included language 

concordant focus groups that examined participant perspectives on practical and ethical 

issues of conducting research with refugees.  Participants were asked to fill out three 

questionnaires (on demographics, knowledge and attitudes) during the focus group 

session.  Four language concordant research assistants (RAs) were hired to aid in 

recruitment and to conduct focus group sessions.  Institutional recruitment was centred 

at two health clinics in Greater Vancouver called the New Canadian Clinics (NCCs) and 

focus groups were hosted at nearby community centres (MOSAIC and DIVERSEcity). 

Data to address refugees` knowledge and confusion about health research and 

the informed consent process comes from multiple sources including all three 

questionnaires, researcher field notes and thematic analysis of the focus group 

sessions.   

The primary data source comes from a seven true or false questions 

questionnaire on the informed consent process that was administered during the focus 

group (appendix G).  The seven true or false questions each explored a different domain 

of the informed consent process.  The questions addressed voluntariness (questions 1 

and 6), confidentiality (2), financial incentives (3), comprehension and disclosure (4), 

consent forms (5), and ethics boards (7) respectively.  These questions were 

administered prior to the informed consent process in order to assess a priori 

knowledge.   

Additional data comes from a question about previous education found on the 

demographic questionnaire (appendix I).  The options for previous education included 

none, primary, secondary, or post-secondary education.  Data also comes from two 

questions on the Attitudes, Knowledge, Experience and Willingness Likert Questionnaire 

(appendix H).  The first stated “I have a lot of experience with research in the past” and 
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the second “I have a lot of knowledge about research”.  There were five options for 

responding ranging from disagree strongly to agree strongly. 

Supporting data about participants` knowledge and confusions also came from 

researcher field notes and coding and thematic analysis of the focus groups.   

6.3. Results 

The total number of participants attending our focus groups was 48, with 14 

Arabic speaking participants, 10 Farsi/Dari speaking participants, 13 Karen speaking 

participants and 11 Somali speaking participants. 

6.3.1. Education level 

The highest level of education obtained for participants varied tremendously, with 

the least amount of secondary or post-secondary education in the Somali group and the 

highest in the Arabic group.  In the Somali speaking group, eight of the ten participants 

who responded to this question had no primary education and or primary education only.  

Only two participants, 20%, had secondary education and nobody had post-secondary 

education. 

In the Karen speaking group, of thirteen participants, three had no education, 

seven had primary education, and two had secondary education.  A total of 13% had 

secondary education.  Nobody had post-secondary education.    

In the Farsi/Dari speaking group, of ten participants, three had no education, one 

had primary education, three had secondary education and two had post-secondary 

education.  A total of 56% of participants had secondary or post-secondary education.  

In the Arabic speaking group, of fourteen participants, two had primary 

education, five had secondary education and seven had post-secondary education.  A 

total of 86% of participants had secondary or post-secondary education.  
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6.3.2. Self-reported experience with research 

In regards to participants’ self-reported experience with research in the past, the 

Somali group reported the least experience with research and the Karen group reported 

the most experience with research.  In the Somali group seven members disagreed 

strongly with having previous experience with research, two answers could not be 

interpreted and the two youngest participants agreed strongly.  Thus, only 22% agreed 

or strongly agreed with having experience with research in the past.  In the Arabic group 

36% agreed or strongly agreed with having experience with research in the past.  In the 

Farsi speaking group 44% agreed or strongly agreed with having experience with 

research in the past.  In the Karen group, unexpectedly, all participants stated that they 

had experience with research in the past and 100% agreed or strongly agreed with the 

statement.   

6.3.3. Self-reported knowledge about research 

In regards to participants’ self-reported knowledge about research, group 

responses aligned closely with experience with research.  Again, the Somali group 

reported the least knowledge about research and no participants (0%) agreed or strongly 

agreed with having knowledge about research.  In the Farsi/Dari group 22% of 

participants and in the Arabic group 43% of participants agreed or strongly agreed about 

having knowledge about research.  In the Karen group again all participants (100%) 

agreed or strongly agreed with this statement.   

6.3.4. True or false questions 

The first question was “People can be forced to participate in research.”  Thirty-

five out of 47 responding participants (74%) correctly chose false.  The second question 

was “Personal information about people who participate in research is kept a secret.”  

Thirty-seven out of 47 responding participants (79%) correctly chose true.  The third 

question was “People who participate in research always get paid.”  Forty-nine percent 

of the participants stated that they did not know the answer.  Eleven out of 47 

responding participants (23%) correctly chose false.  The fourth question was “People 

who participate in research should understand the purpose of the research.”  Forty out of 
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43 responding participants (93%) correctly chose true.  The fifth question was “People 

who participate in research have to sign a form saying that they agree to participate.”  

Only five correctly chose false (11%).  Thirty-five out of 45 responding participant chose 

true.  The sixth question was “Once someone starts participating in a research study, 

they are not allowed to quit.”  Only 19 out of 46 responding participants correctly chose 

false (44%).  The final question was “Researchers need to get permission to do 

research.”  Forty-two out of 46 correctly chose true (91%).  Group variation in answers 

can be seen in figure 6.1. 
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Figure 6.1. True of false answers by focus group. 
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Figure Note: T=True, F=False. 
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For all seven questions combined, the average for all four language groups 59% 

of answers were correct, 27% incorrect and 14% answered with “I don’t know”.  The 

variability between groups in correct responses overall ranged from 52% correct in the 

Arabic group to 67% correct in the Farsi/Dari group.  The percentage of responses 

stating “I don’t know” ranged the most, with the Farsi/Dari group only choosing this for 

3% of responses overall and the Arabic group for 25%.  Incorrect responses for all 

groups were Arabic 22%, Somali 27%, Farsi/Dari 30% and Karen 31%.  

6.3.5. Research assistant field notes 

Prior to conducting the focus groups session, the four RAs were asked to answer 

the question “How much will refugees in your language group know about research?” 

The Farsi speaking RA noted: 

I anticipate that most refugees in my language group be familiar with 
research and appreciate its importance.  Iranian TV has many programs 
to educate the public about health research and recent technological 
advances.  However, I think most of them understand research to take 
place in labs using microscopes and various tools. 

The Somali speaking RA wrote: 

The Somali community has been afflicted with civil war. As a result of life 
in camps and daily struggle to raise kids, the Somali adults, especially 
parents, have not had the opportunity to gain any formal education. As 
new immigrants to Canada, they bring a high level of illiteracy. 
Consequently, I will assume that Somali refugees have little to no 
knowledge about research. 

The Arabic speaking RA thought:  

Most people who came from big cities may know what research means, 
however the majority have not participated in a research before.  Some 
may think that research are just show work for media and political 
purposes. 

And the Karen speaking RA said: 

About 30% of refugees in my own language know about research.  One 
thing we have to explain them carefully until they understand it. 
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6.3.6. Focus group themes 

There were three major categories of participant statements from the focus 

groups that pertained to education and knowledge about research.  These thematic 

categories were ‘confusion about research’, ‘well-informed about research’ and 

‘experience with research’.    

There were fifteen statements across three of the four focus groups that 

demonstrated confusion about research.  Five of these quotes were from the Somali 

group and nine were from the Karen group.  The major confusion identified was that 

some participants were confused between health education and research.  

Karen Female-We live in refugee camp and we have a health care worker 
called CHE they have a home visit and teach us how to keep the food 
safe and not to get diarrhea and sick and they also teach us  hygiene. We 
have to eat hot meal. We are an important mother. There are many 
people and many different kinds of diseases. The health care worker 
doing a research and teach us for prevention. 

Karen Male-Because of doing a research we understand and we have 
more knowledge about how to take care of our health.  

Somali Female: There are different kinds of research. There is research 
that educates us on diseases and how to prevent them. There is 
cleanliness and hygiene. How to cook food. How to avoid mosquitos. 
Mothers are involved in research because they want to save lives. They 
use mosquito nets, they clothe their children.  

Somali Female: In this kind of research we can benefit from it because it 
can help us to know how some diseases come about and how we can 
protect ourselves from it because these are things that we do not know 
due to our lack of being informed. So there is a chance that we can learn 
and then pass on this knowledge to others. 

There were seven statements from three of the four focus groups where 

participants demonstrated a clear understanding of health research. 

Arabic Female: Yes, it (research) is important. Because even with a 
failure there will be other research to explain why has this failure 
occurred.  

Somali Male: The way I understand it, is the way the girl mentioned, like, 
that illness that happened, trying to figure out how future generations can 
be saved from it. We have to find out the cure for it. 
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Finally, there were six statements from two of the four focus groups, with four 

statements coming from the Arabic focus group, demonstrating previous experience with 

research. 

Arabic Male: I had some research at university related to my field but not 
after my graduation. 

Arabic Female: The same just at university time.  

Arabic Male: Only academic research during my university study.  

Somali Male: Mine (experience with research) had to do with cancer. How 
it happens to a person and how it reaches a person, and all that. 

6.4. Discussion 

In our study, refugees` knowledge about health research and experience with 

research was overall low and varied by language group.  In general, knowledge and 

experience were highest in the Arabic speaking group, and lowest in the Somali and 

Karen speaking groups.  The Farsi/Dari group had members with variable levels of 

knowledge and experience.  

These conclusions are supported by self-reported knowledge about research 

being clearly highest in the Arabic group at 43% and then Farsi/Dari group at 22%.  

Additionally there were more comments in the Arabic and Farsi/Dari focus groups 

demonstrating an understanding of health research.  The RA journal comments prior to 

the focus group correctly anticipated that these groups would have more familiarity with 

health research.  

The Somali had the lowest levels of knowledge about health research.  This was 

supported by nobody in the Somali group self-reporting that they had a lot of knowledge 

about health research.  In the focus group, there was clear confusion about the meaning 

of health research, with many participants revealing from their comments that they 

believed health research was in fact public health education.  The Somali RA noted that 

there was not a good term for translating the word ‘research’ and he used the expression 

‘knowledge search”.  This might have contributed to the confusion.  Two participants in 

the Somali group did have clear understanding of health research, but they were 
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demographically quite different than the rest of the group, being the only two males, 

being younger and having had secondary education.   

In the Karen group, 100% of all participants unexpectedly self-reported high 

agreement with having knowledge about health research.  In context, however, many 

members of this group also demonstrated confusion about the meaning of health 

research during the focus groups.  After discussion with the Karen RA and analysis of 

the focus group transcript, it is likely that Karen participants were in fact thinking about 

health education.  As such, we would categorize the Karen language group as having 

low levels of knowledge about health research along with the Somali group.  These 

findings were also correctly anticipated by the two RAs for these groups. 

In regards to experience with health research, as with the self-reports of having 

knowledge about research, the Arabic and Farsi/Dari group had the highest rates at 36% 

and 44% and the Somali group the lowest at 22%.  Again, the Karen group unexpectedly 

reported high rates of agreement with having experience with health research, but given 

the overall pattern of confusion, we again infer that in fact the group had low levels of 

experience along with the Somali group.  

If we look at knowledge about informed consent specifically, the overall 

frequency of correct answers was 59%.  We felt that participants should be able to 

correctly answer the questions about voluntariness (1,6), confidentiality (2) and 

disclosure/comprehension (4) in order for informed consent to be effective.  The 

questions about confidentiality and disclosure/comprehension were answered correctly 

by 79%, and 73% of participants respectively.  This could be interpreted as reassuring, 

but in reality, these 100% of participants should be aware of these basic ethical tenants 

prior to engaging in research.  For the two questions about voluntariness, the correct 

responses were chosen by only 74% and 40% of participants.  This is an area of 

concern.  Alarmingly, seven participants thought that people could be forced to 

participate in research and twenty-two participants thought that once someone starts 

participating in a research study, they are not allowed to quit.  Voluntariness of research 

participation was clearly not appreciated.  Of note, by protocol, every participant had 

been contacted by phone by an RA and was clearly told that their participation was 

optional.  
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Ensuring that participants know the answers to the three remaining questions 

about financial reimbursement, consent forms and the need for researchers to obtain 

approval for research is not imperative to achieving informed consent.  Rather, these 

questions were asked in order to understand participants’ expectations about research.  

In regards to whether or not all participants get paid to participate in research, most 

participants 49% stated that they did not know the answer, and for those who answered 

opinion was divided equally.  Almost all (91%) of participants stated correctly that 

researchers need to get permission to do research.  In regards to the need to sign a 

consent form, 78% of participants thought this was always necessary.   

Lastly, we were curious to see if educational level could be used as a proxy to 

anticipate refugees’ knowledge about health research and experience with research.  

The educational experience of our participants varied quite dramatically.  Two of our 

focus groups, the Somali and Karen speaking groups, were for the most part made up of 

individuals who no education or primary education only.  In these groups, only 20% and 

13% of all participants had secondary education and nobody had post-secondary 

education.  On the other hand, in the Arabic group, 86% of participants had secondary or 

post-secondary education.  The Farsi/Dari group was the most heterogeneous group 

with about half of participants having secondary or post-secondary education and half 

having no education or primary education only.   

Thus, if we consider that the two groups with the least formal education were the 

Somali and Karen group, this corresponds with the Somali group having the lowest self-

reported knowledge and experience and the high levels of confusion in both the Karen 

and Somali focus groups.  However, there was no clear pattern by language group for 

correct (range of 52%-67%) and incorrect (range and 22%-31%) responses to the true 

and false questions about informed consent.  Thus, for knowledge about informed 

consent, we did not see any obvious pattern related to educational obtainment between 

groups and our study was not designed to look for patterns between individuals.  

There are several limitations to these results.  Our first two questions about 

knowledge and experience were both limited by being self-reported.  This was clearly a 

concern with the Karen group where we suspect misunderstanding led to invalid 

responses.  For the true and false questions we are also limited in our ability to state that 
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correct responses correspond to true knowledge about this topic as rates of guessing 

are unclear.  Certainly, some groups were much more apt to choose “I don’t know”.  

Given that the Arabic group, which was the most knowledgeable group based on self-

report and education level, had the highest number of “I don’t know” responses, we 

hypothesize that there may have been a lot of guessing in other groups rather than 

stating “I don’t know”.  Also worth noting is that during the administration of the 

questionnaires, despite instructions to answer the questions independently, we observed 

that many individuals in the Farsi/Dari and Somali groups were quick to help their 

neighbours and share an answer out loud and had to be instructed several times to work 

alone.  Due to high levels of illiteracy in the Somali, Karen and Farsi/Dari group, each 

question had to be read out loud and the RA and lead researcher had to help orient 

participants to where to document their answers.  Illiterate participants had difficulty 

orienting themselves to the concept of the Likert scale, however this was facilitated by 

pictographic representations and slow clear instructions by the RAs.  Overall, each of 

these limitations can be mediated by triangulation for our various data sources.   

6.5. Conclusion 

When assessed as a whole, our data show a clear picture.  Refugees from 

situations with limited educational opportunities, such as countries where individuals 

have spent most of their lives in refugee camps such as Somalia and Burma, had limited 

experience with research, limited knowledge about research and high levels of confusion 

about research.  Refugees from situations where they had more educational 

opportunities such as those from Iraq had more knowledge and experience with respect 

to research.   

In regards to the informed consent process specifically, most, but not all, 

refugees were knowledgeable about the need for disclosure and comprehension and the 

maintenance of confidentiality.  However, knowledge about the voluntariness of research 

was alarmingly low.  These finding are important to note as it puts this group as risk of 

coercion and involuntary participation.  The need to educate potential participants on the 

nature of research and their rights as participants is paramount to the conduction of 

research ethically.  
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7. Practical issues for conducting research with 
refugees: Comparing different recruitment 
strategies 

7.1. Introduction 

There are numerous reasons to suspect that standard Western recruitment 

strategies for health research are less appropriate with refugee populations and must be 

modified. Recruitment for health research projects, from qualitative studies and 

participatory action research to surveys and clinical trials, is often conducted through 

advertising with posters or letters, discussions at clinical encounters, making phone 

calls, utilizing online spaces or through word of mouth.  This process can be facilitated 

though incentives such as gifts, financial reimbursement, or enhanced medical services.  

For many refugee populations there may be obvious challenges associated with these 

recruitment methods due to communication difficulties as a result of language and 

cultural barriers15.  Additionally, refugees like other minority populations may be more 

difficult to recruit due to being a highly mobile and harder to reach population67.  For 

those with a history of trauma or injustice, attitudes of fear and suspicion may be more 

prevalent and make individuals unduly wary of participation16.  As a consequence 

refugee populations may not participate in research despite the fact that doing so is in 

their own best interest or the interest of their community.   

There is an awareness of the difficulties of recruiting minority populations in 

general, and refugees more specifically, for research.  Indeed, many researchers have 

reflected on how to best recruit for research in minority populations14,17,18 but only a few 

studies have clearly documented research and recruitment challenges that are particular 

to refugees20,21 or made suggestions for improvement17-19.   

However, there is a paucity of studies directly designed to investigate the 

appropriateness and effectiveness of recruitment strategies for minority groups, and 
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instead these studies have relied on assessing studies designed for other purposes for 

findings relating to recruitment.  For example, in an informative 2011 systematic review, 

Ndumele searched all peer-reviewed focus group studies with minority populations 

(Black and Hispanic) and attempted to quantify the relative effectiveness of various 

recruitment strategies for focus group research.  However, of 45 studies, only 21 

reported any metric of recruitment success, and of these, no discernible trend was 

found.  The authors articulated the need for increased rigor in describing methodology of 

recruitment in literature in order to better understand recruitment patterns in minority 

research.    

To address the research gap, this study seeks to further our understanding of the 

appropriateness of recruitment strategies among refugee populations.  This was not a 

hypothesis driven experiment comparing recruitment methods.  Rather, it was designed 

to allow for the evaluation of various planned recruitment strategies and other naturally 

emerging recruitment strategies by clearly documenting recruitment processes and 

evaluating the effectiveness of each method utilized for a qualitative focus group study 

with government assisted refugees (GARs).  This study also allowed for the assessment 

of the impact of researcher-participant familiarity68 that has been previously identified as 

a variable influencing recruitment success in minority and vulnerable population 

research.  This was done by observing the different successes and challenges faced by 

each of four research assistants who had varying degrees of familiarity and demographic 

homogeneity with their target refugee subgroup.   In this study our experience 

emphasized the impact of familiarity on successful recruitment among this population. 

7.2. Methods  

To allow for comparisons of the appropriateness and effectiveness of different 

strategies, we analyzed five different recruitment methods used to recruit GAR 

participants from four language groups (Arabic, Farsi/Dari, Karen and Somali; 

corresponding to four GAR refugee groups from Iraq, Afghanistan, Burma and Somalia) 

for a series of four focus groups. The data was collected as part of a larger Canadian 

focus group study that examined participant perspectives on the practical and ethical 

issues in conducting research with GARs.  
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Inclusion criteria for the focus groups included GARs in Canada for less than five 

years who were older than 19 and who spoke one of the focus group languages.  The 

goal was to invite 25 participants to each focus group so that, after accounting for 

hypothesized attendance rates, we would have 10-12 participants at each session. 

Participants were offered lunch, childcare, transportation reimbursement of 5$, and an 

honorarium of $20. 

7.2.1. Recruitment strategies 

Recruitment of refugees was facilitated by hiring four language concordant 

research assistants (RAs).  The RAs attended three training sessions on research, 

recruitment and focus group facilitation.  The Arabic speaking RA was a physician and 

also a GAR from the target population in Iraq.  The Karen speaking RA was a school 

support worker and also a GAR from the target population in Burma.  Both the Arabic 

and Karen speaking RAs considered themselves part of their respective communities of 

interest.  While the Somali speaking RA was a refugee from Somalia, his migration 

history was different as he was a university student who came to Canada on a 

scholarship. He considered himself partially connected with the community of interest. 

The Farsi speaking RA was a university student and an immigrant from Iran and spoke 

Farsi while the population of interest was from Afghanistan and spoke the related but 

different language Dari. Besides having a shared language, she did not consider herself 

to be part of the community of interest.   

Four planned recruitment methods and one unintended recruitment method were 

used to invite participants to the focus group sessions.  The first, and perhaps most 

traditional, recruitment strategy was based at two clinics that specialize in refugee care 

called The New Canadian Clinics (NCC), just outside of Vancouver British Columbia, 

which provide care from the first few months after arrival to several years into settlement. 

Study personnel met with NCC nurses and physicians who were all very keen to 

participate.  Medical and administrative staff at each clinic, including nurses, physicians, 

medical office assistants and interpreters, were asked to verbally invite patients to 

participate in the study.  A brief description of the focus groups was provided through the 

aid of onsite interpreters along with a language concordant written information sheet 

(See Appendix A).  Interested participants gave oral permission to be contacted by 
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phone by the language concordant research assistant for further details.  When 

recruiting, the staff were very clear that patients did not have to participate in the 

research and that their ability to continue using the clinic in no way hinged on their 

participation.  Staff documented each encounter with a participant and indicated if the 

participant was willing to receive a phone call or not, and if not, why not (See Appendix B 

and C).  

Patients who were interested then received follow-up phone calls from an RA, 

where more detail was provided. A list of items to cover in these calls was given to the 

RAs in English to allow for ad lib oral interpretation facilitating flexibility and nuance of 

speech as suggested by previous studies26(See Appendix D).  The encounter, including 

a potential participant’s questions and concerns, was documented by the RA in a 

spreadsheet template (See Appendix E).  For those who agreed to participate, the RAs 

made one reminder phone call leading up to the day of the focus group. 

The second recruitment method was unintended and only occurred in one 

language group.  Several days prior to the Somali focus group study there were very few 

confirmed participants.  Unaware that we did not have ethical approval for this method of 

recruitment, NCC staff gave the RA the phone numbers of patients who they thought 

might be interested in participating in the study but who had not been contacted by an 

NCC staff member first.  The RA called these individuals directly and then proceeded 

with the follow-up phone call described above.  Post-hoc ethical approval for this 

recruitment method was obtained.  

The third recruitment method involved encouraging RAs to contact community 

organizations that might be relevant to their refugee group.  Once contact had been 

made with representatives of the community organizations the RA instructed them on 

how to invite participants to receive follow-up phone calls from the RA as described 

above.  

For the fourth recruitment method, RAs were asked to consider their own 

personal contacts to see if anybody they knew met the inclusion criteria for the study.  If 

they were comfortable with doing so, they were encouraged to contact the individual to 

invite them to participate following the same telephone procedure outlined above.   
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Lastly, when the RA spoke with a potential participant from the NCC, from the 

community or the RA’s personal social network, the RA was encouraged to ask if the 

individual knew of anybody else who might be interested in participating.  They 

requested that the individual invite their family or friends to participate and contact the 

RA for further details.  

A follow up discussion with the RAs on the recruitment process was audiotaped 

and analyzed.  Retrospective guided journals were collected from all RAs.   

7.2.2. Analysis 

The primary analysis involved calculation of ‘participation rates’ where the total 

number of people who attended each focus group was divided by the total number of 

individuals contacted for each group or for each recruitment strategy.  We also engaged 

with the qualitative data from RA follow up discussion, RA journals, and RA and 

researcher field notes to support the analysis of the recruitment rates.  

7.3. Results 

7.3.1. Description of recruitment process  

See figure 7.1 for a diagram of the recruitment process. 
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Figure 7.1. Recruitment diagrams for all four focus groups with percent 
attendance for each language group. 
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Iraqi group  

Recruitment for the Iraqi group was slow due to low numbers of Iraqi patients 

attending the NCC at that time.  Only four contacts were collected.  Three agreed to 

come and did attend.  Two also brought their spouses.  The fourth, a male, considered 

coming with his wife but the cost of public transit for his family of seven children was a 

barrier to participation.   

Beyond the NCC, the RA contacted a female friend to invite her to participate.  

This friend brought her husband and gave the names of two other friends.  One passed 

on the invitation to a family of six.  Of the seventeen people contacted by the RA, fifteen 

people committed to coming.  All attended, however one was late, so fourteen 

participated in the focus group.  A total of 82% of those invited participated the focus 

group.   

When asked why participants did and did not attend the RA wrote: 

Most participants agreed to come because they thought that the research 
title touch an important issue. Most of them had some problems with 
medical care services and they might think that this research would 
answer some of their questions about the health system in Canada. 

When asked about any underlying reasons that people might have attended, the 

RA thought that recruitment by a health clinic and the affiliation of the research with a 

university were very important features in participants’ willingness to attend.  He believed 

the association with government institutions helped with building trust and the 

association with individuals in a position of authority helped them believe that the results 

of the research could be meaningful and have the potential to impact the health system. 

Somali Group 

Due to low recruitment at the NCC, the RA was given a list of twelve names 

directly by the NCC staff.  In total, sixteen people were contacted and all sixteen agreed 

to come.  The morning of the focus group three men called to cancel due to last minute 

work.  That afternoon, two women did not show up.  One additional participant came 

with a friend however she did not meet the inclusion criteria.  A total of eleven people, 

69% of the sixteen people we invited, participated in the focus group.   
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When asked why participants attended the RA wrote: 

They had the time and were excited about the opportunity to be listened 
to and be part of the study. It actually resonated with them and they had 
strong feelings about the health sector because all of them were 
vulnerable government assisted refugees.  Some of them were using it as 
an opportunity to socialize with their friends and attend the focus group.  
There was incentive at the end, lunch and a small monetary token.  A 
factor that made a difference as they felt like they are being compensated 
for their time. 

When asked why people choose not to attend the focus group the RA wrote: 

Most the ladies I contacted showed up whereas the guys did not. On the 
day of the focus group discussion, there was a new temporary job in town 
that opened up at the blueberry farms and most of the guys went to work 
in the fields to make money.   

Karen Group 

For the Karen group, the NCC spoke with twelve patients.  The staff reported that 

there was a high volume of Karen people attending the clinic at that time.  

Beyond the NCC, the RA was well connected with the community personally and 

occupationally.  She directly phoned seven people.  She chose to call people who she 

thought would be interested in the project and confident about sharing their opinions.  In 

total 20 people were contacted.  Seven could not attend, five due to work or a conflicting 

appointment.  On the day of the focus group thirteen people had committed to coming 

and all thirteen attended.  Thus, a total 67% of the twenty people invited participated in 

the focus group.   

When asked why participants did and did not attend she wrote: 

People who choose to attend focus group because they would like to 
share their experience and want the service to be better. They were also 
interesting in focus group. People that choose that not to attend the focus 
group because they are not interesting and shy to speak out and did not 
want to share their experience. 

The RA additionally added her opinion on underlying reasons why participants 

agreed to come.  She felt that people she knew trusted her and might have had a desire 
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to please her.  Many of them were also confused about the idea of research and believe 

in part that the research focus group would provide them with an opportunity to learn 

about health issues.   

Farsi/Dari Group 

The Farsi/Dari group was postponed due to low recruitment rates and due to the 

initial date occurring during Ramadan.  The NCC spoke with four people who all agreed 

to be contacted further.  Of these, only one agreed to attend but did not show up.  To 

address the low recruitment rates the RA contacted a local community organization that 

worked with Afghani refugees.  Two of the Afghani staff at the centre, one of whom was 

a physician in Afghanistan, were very helpful and invited 11 people to attend and gave 

their contact information to the RA.  Of these, two numbers were not in service.  Eight of 

the other nine contacts agreed to participate and did come to the focus group along with 

two friends.  A total of ten people out of the twenty people contacted, 50%, participated 

the focus group.   

When asked why she believed participants’ attended the RA noted several 

reasons including “joining other fellow Afghans”, (the) “event sounded like a fun 

community event where participants would enjoy some food and join other Afghans to 

discuss their experiences”, “recruited by an Afghan community worker, trust between 

recruiter and participant”, “feeling well-informed about the study and its objectives” and 

“trust between researcher and participant”.  

When asked her opinion about why some people did not participate, the RA 

mentioned schedule conflict and not feeling comfortable in interviews and discussions.  

7.3.2. Descriptive statistics 

At the New Canadian Clinics nurses and physicians spoke with twenty-three 

patients and wrote down twenty three names of patients who were willing to be 

contacted by a research assistant with further information.  Everybody who was asked 

by an NCC staff member if they were willing to receive a follow up phone call agreed.  Of 

these 23, 14 agreed to participate.  Of these 14, 12 attended the focus group.  See 

figure 7.2.   
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Figure 7.2.  Recruitment flow chart for the New Canadian Clinics 
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For the other four recruitment methods, fifty potential participants were contacted 

by an RA through other means including through the NCC providing direct contact 

information of patients (n=8), through community organizations (n=9), through direct 

personal contacts of the RA (n=8), or through invitation by another potential participant 

(n=25).   

In total, 73 people were invited to attend, 55 people agreed to attend, 49 people 

showed up and 48 people participated in the four focus groups.  There were 48 

participants for the Arabic (n=14), Farsi/Dari (n=10), Karen (n=13) and Somali (n=11)   

speaking focus groups.  The average age was 42 (range 19 to 65).  Seventy-six percent 

were female.  About half reported speaking some English, with the rest having no 

English language skills. Half had no formal education or primary education only.  Eight-

nine percent of participants had been in Canada for less than three years and twenty 

percent for less than one year (table 7.1). 

Table 7.1. Demographic information about focus group participants 

Group Number Average 
Age 

Female  
(%) 

Also 
speak  
English 
(%) 

No 
education 
or 
primary 
education 
only (%) 

In 
Canada 
for less 
than 1 
year (%) 

In 
Canada 
for less 
than 3 
years (%) 

Somali  11 38 82 27 80 20 100 

Arabic  14 43 64 79 14 17 100 

Karen  13 47 67  46 77 8 69 

Farsi/Dari  10 39 90 22 44 44 89 

Total  48 42 74 46 50 20 89 
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In terms of variability between groups, the Farsi/Dari and Somali groups were 

predominantly female while the Arabic and Karen groups were more gender balanced.  

The Arabic group had the most English speakers, with 79% speaking some English. The 

Karen and Somali group had the least amount of formal education and the Arabic the 

most.  The Somali and Arabic groups were the ‘newest’ and the Karen had on average 

been in Canada the longest.  

The percentage of people who agreed to attend and who actually attended varied 

by language group and on how each person was recruited.  See tables 7.2 and 7.3.   

Table 7.2. Recruitment rates by language group 

Arabic Invited Agreed Attended 

New Canadian Clinic 4 3 3 

New Canadian Clinic 
Direct 

0 0 0 

Friend of a Participant 12 11 10 

Friend of Research 
Assistant 

1 1 1 

Community Contact 0 0 0 

Total 17 15 14 

 

Farsi/Dari Invited Agreed Attended 

New Canadian Clinic 4 1 0 

New Canadian Clinic 
Direct 

0 0 0 

Friend of a Participant 7 2 2 

Friend of Research 
Assistant 

0 0 0 

Community Contact 9 8 8 



 

73 

Total 20 11 10 

 

 

Karen Invited Agreed Attended 

New Canadian Clinic 12 7 7 

New Canadian Clinic 
Direct 

0 0 0 

Friend of a Participant 1 1 1 

Friend of Research 
Assistant 

7 5 5 

Community Contact 0 0 0 

Total 20 13 13 

 

Somali Invited Agreed Attended 

New Canadian Clinic 3 3 2 

New Canadian Clinic 
Direct 

8 8 5 

Friend of a Participant 5 5 4 

Friend of Research 
Assistant 

0 0 0 

Community Contact 0 0 0 

Total 16 16 11 

 

Totals Invited Agreed Percent Agreed Attended Percent Attended 

Arabic  17 15 88 14 82 

Farsi/Dari  20 11 55 10 50 

Karen  20 13 65 13 65 
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Somali  16 16 100 11 69 

Total  73 55 75 48 66 

 

Table 7.3. Recruitment rates by method of recruitment 

 Invited Agreed Percent 
Agreed 

Attended Percent 
Attended 

New Canadian Clinic 23 14 61 12 52 

New Canadian Clinic Direct 8 8 100 5 62 

Friend of a Participant 25 19 76 17 68 

Friend of Research Assistant 8 6 75 6 75 

Community Contact 9 8 89 8 89 

Total  73 55 75 48 66 

 

7.4. Discussion 

The overall recruitment rate for this study was 66%, consistent with a 2011 

systematic literature review of recruitment strategies of focus group research with 

minority populations in the United States which showed recruitment rates ranging from 

43% to 87% across 21 studies14.  Ndulemele’s review showed that there were no clear 

patterns to the effectiveness of recruitment strategies, with respect to overall recruitment 

rates or the ability to recruit a representative sample, in large part due to poor 

documentation of recruitment methods.   The attention to documentation of the 

recruitment process in this study adds to this body of literature and could serve as a 

model for future research practice.   

The most striking pattern in our data is the effectiveness of familiarity on 

recruitment success.  The most effective recruitment strategy was being invited by 

somebody in a familiar community organization (89%), by an RA who was already a 

friend or acquaintance (75%) or by somebody who was already planning on participating 

(68%).  These rates were higher than the two recruitment rates at the NCC by health 
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care practitioners; recruitment while attending an appointment (52%) and direct phone 

calls by the RA to NCC clients (62%).  This finding suggests that being invited to 

participate by a familiar contact might increase the likelihood of participation and 

recruitment through health care workers or a health care clinic might decrease the 

likelihood of participation.   

Furthermore, the language groups with the most effective recruitment rates 

utilized RAs that shared similar demographic characteristics to the target population.  In 

this study, the highest recruitment rate was 82% in the Arabic group where the RA was a 

GAR from the same country as participants.  He was also a physician in his home 

country which is considered a position of respect and authority.  The next highest 

recruitment rates were in the Somali and Karen groups at 69% and 65% respectively.  

Both RAs were refugees with a shared language and culture with the focus group 

participants.  The language group with the lowest recruitment rate was the Farsi/Dari 

group at 50%.  As noted previously, the Farsi speaking RA was an immigrant from Iran 

while her focus group was primarily composed of refugees from Afghanistan.  This 

finding suggests that research team members with shared demographic features to the 

target population may have higher recruitment rates.  

From these two key findings, we can see that familiarity is correlated to 

recruitment rates.  Familiarity has been explored as a factor influencing recruitment with 

minority populations and this research supports previous findings indicating a positive 

correlation68. However, there is no specific “familiarity recruitment strategy”.  Familiarity 

between a participant and a research team may manifest through pre-existing personal 

relationships, pre-existing contact through a community or health care organization, or a 

shared language or culture.  It can also manifest when a participant is invited by 

somebody already planning to attend a research event.  Thus, for researchers 

considering the role of familiarity in their recruitment strategies, one should consider the 

specific context of the research and newcomer environment.  

The role of trust as a variable mediating the impact of familiarity is suggested by 

the RA journaling where three of the RAs mention the role of trust as a key factor 

influencing recruitment success.  Trust between researcher and participant has been 

explored in the minority research recruitment69 and was further explored with our own 
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participants during the focus group sessions.  Results pertaining to participant 

perspectives and trust are reported elsewhere (Chapter 8).  

Lastly, we must note that this research only supports the effectiveness of 

familiarity on recruitment.  It does not assess the ethical appropriateness.  On one hand, 

familiarity might be helping interested but otherwise fearful potential participants to 

engage in the opportunity of partaking in research.  Alternatively, researchers must 

consider the potential that familiarity can lead to coercion or feelings of obligation, both 

impacting voluntariness.  Further, we must consider the impact on the community 

members serving as members of the research team and the ethical dilemmas that they 

might face69.  A further assessment of the ethical implications of familiarity is found in 

Chapter 9. 

These findings are limited in that only a few recruitment strategies were 

assessed.  The sample size was small and may not be representative of the larger GAR 

community for each language group.  In particular, comparing the demographics of our 

study population to the larger GAR populations in BC28,64 suggests that our groups were 

over represented by women.   Additionally, due to the organic nature of word-of-mouth 

recruitment, perfect documentation of all individuals contacted cannot be assured and 

thus participation rates through this method may be inaccurately high.  

7.5. Conclusion 

In conclusion, this study was unique in that it was explicitly designed to look at 

recruitment strategies with refugees.  It found that recruitment rates varied by refugee 

group, by research assistant demographics and by method of recruitment.  We 

hypothesize that these differences were due to variable familiarity with the research 

team member or individual who invited them to participate with increased familiarity 

being associated with higher recruitment rates.  This finding suggests that researchers 

engaged in refugee health research should be intentional in their recruitment strategies 

and consider the role of familiarity based on their specific research context.  

There are still unanswered questions about how utilize the impact of familiarity on 

recruitment strategy in an appropriate way.  Ethical implications with respect to familiarity 
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and trust in recruitment need to be further considered.  While further research is needed 

in this area, results from this study should be considered in the recruitment of refugees 

for future health research. 
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8. Recruitment of refugees for participation in 
health research: Adding refugees’ 
perspectives 

8.1. Introduction 

Engaging ethnic minority participants in research studies can be challenging due 

to a number of barriers for researchers or participants alike18.  To date, understanding of 

these barriers has focused primarily on obstacles perceived by researchers and 

identified as part of studies designed for other purposes19,62,67.  Commonly cited barriers 

include language barriers, adapting recruitment material, finding and contacting potential 

participants, and obtaining informed consent.   

As far as we know, only three studies to date directly sought the opinions of 

minority groups on barriers and enablers to participation in research.  A 2012 German 

study16 assessed the willingness of individuals with Turkish migration backgrounds to 

participate in health research studies.  Using focus group methodology eight potential 

reasons for lower participation rates were identified including the different role of women, 

lack of knowledge, lack of interest, German-Turkish interactions, mistrust, anxiety, data 

privacy protection and lack of benefits of the study.  A 2005 Canadian focus group 

study70 asked migrant women to review research materials for a separate study and this 

group made recommendations about consent processes, interpretation procedures, 

development of trust in research, approaches to sensitive topics, and reimbursement of 

participants.  A 2003 American study18 of African American, Latino and Chinese 

American perspectives on research found that willingness to participate was decreased 

if there was distrust, fear of stigma, fear of loss of services, fear of loss of confidentiality, 

fear of safety, or schedule conflicts, and increased if participants valued the research, 

wanted to share their stories, contribute to efforts that might help others, and were 

assured of confidentiality.  These studies, by adding participants’ voices, have resulted 
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in greater understanding of minority participants’ willingness to engage in research and 

suggestions have been made for culturally appropriate research designs for minority 

participant involvement16,17,19,67.  

However, with respect to refugees as a specific minority group, there is a paucity 

of research.   To date, some additional challenges have been identified by researchers, 

such as those due to higher rates of illiteracy71 distrust, fear, and suspicion26, being 

‘socially invisible’21, potential power imbalances, institutional discrimination, and trauma 

associated with pre-migration, migration, and settlement experiences20.  Based on these 

observations, thoughtful suggestions for improving the efficacy and effectiveness of 

research with refugees have been made20,21,26.  However, the knowledge base for 

recommendations on improving research with refugees still lacks input directly from 

refugee participants.   

Without refugees’ perspectives, our understanding of the factors that impact 

willingness to participate in research will remain limited in depth and breadth.  The 

current study seeks to clearly document refugee participants’ opinions on factors that 

may impact refugees’ willingness to participate in health research.  

8.2. Methods  

Focus group sessions hosted by language-concordant research assistants (RAs) 

were held in British Columbia (BC) Canada in 2011 with the four most locally prevalent 

government assisted refugee (GAR) language groups (and country of origin) at that time; 

Arabic (Iraq), Farsi/Dari (Afghanistan), Karen (Burma) and Somali (Somalia).  GARs 

were selected as a subgroup of refugees due to the higher prevalence of this subgroup 

at the recruitment clinic sites and due to a better understanding of the study population 

locally due to the carefully documented and monitored arrival of GARs.  

The main recruitment sites for this study were two community health care centres 

that serve refugees near Vancouver BC called The New Canadian Clinics (NCCs).  Four 

additional recruitment strategies were used including cold calls to NCC patients, 

invitations to personal contacts of the research assistants, recruitment at refugee 

focused community centres and snowball sampling.  These strategies and their 
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effectiveness have been documented elsewhere (see Chapter 6).  Inclusion criteria for 

the focus groups included GARs in Canada for less than five years who were older than 

19 and who spoke one of the focus group languages.  Participants were offered lunch, 

childcare, transportation reimbursement of 5$, and an honorarium of $20. 

Four language concordant research assistants (RAs) were hired to aid in 

recruitment and to facilitate focus group sessions.  During the focus groups, RAs utilized 

a semi-structured interview guide to inquire about participants’ attitudes towards 

research, knowledge about research, experience with research and willingness to 

participate in research.  A case-study was presented involving a research assistant 

approaching a newly arrived refugee to participate in a health related research study.  

Prepared questions were used to stimulate discussion of the case study.  Participants 

were then invited to consider alternative iterations of the case study where elements, 

such as characteristics of the refugee, the type of research study, the identity of the 

research assistant, and the information provided were different from the original. 

The focus group sessions were audiotaped and transcribed.  Results were 

analyzed using coding and thematic analysis by the lead researcher with input from the 

four RAs. 

8.3. Results 

The total number of participants attending our focus groups was 48, with 14 

Arabic speaking participants, 10 Farsi/Dari speaking participants, 13 Karen speaking 

participants and 11 Somali speaking participants.  The average age across the four 

groups was 42.  The youngest participant was 19 and the eldest 65.  Seventy-six 

percent were female.  About half reported speaking some English, with the rest having 

no English language skills. Half of participants had no formal education or primary 

education only.  Eight-nine percent of participants had been in Canada for less than 

three years including twenty percent who were in Canada for less than one year.  

Comparing the demographics of our study population to the larger GAR populations in 

BC (Immigrant Services Society of British Columbia 2007, Immigrant Services Society 
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2010) suggests that our groups shared similar characteristics to the larger population 

however, our groups were over represented by women.    

Several themes about willingness to engage in research emerged within the 

focus groups.  These themes are categorized into general areas that influenced 

refugees’ willingness to participate in research: factors related to research design and 

factors related to individual characteristics of the research participants.   

8.3.1. Research design factors 

Research design factors related to: recruitment, the research team, and the 

research study.   

Recruitment  

The way in which a participant was invited to participate in a study influenced 

their willingness to participate.  There were five sub-themes identified that pertained to 

research recruitment.  These were incentives, timing, language, informed consent, and 

perception of mandatory participation. 

Incentives 

Providing a financial incentive was reported as being a motivating factor but 

many participants were clear to indicate that money alone would not have been sufficient 

if they were not willing to participate for other reasons.  Reflecting on the honorarium in 

our study, one Somali participant indicated that the honorarium was insulting, but many 

other participants indicated appreciation. 

Karen Female. If I am not interested in the study even if you pay me $100 
I am not going to participate in it.  

Somali Female: No. When you called me and told me about the money, I 
got mad. I interpreted it as if there is no money involved, then they will not 
come. I see it as belittling. That’s what the Arabs call it- belittling. It’s as if 
I asked you a favor and I followed it up with I’ll pay you for it. When you 
do that, you take away the brotherhood and sisterhood. Then people 
won’t even help each other without being paid for it. But people are not 
the same. 
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Timing 

The timing of recruitment with respect to how long a refugee had been in Canada 

emerged as an important theme in all of the focus groups.  If recruitment took place in 

the first few days or even the first month in Canada participants felt an individual would 

be unable to think clearly about participation.  They may participate without fully 

understanding due to fear or a perceived sense of obligation.  Alternatively they may 

decline due to suspicion or fatigue. The impact of a longer duration of time in Canada 

was not uniform, however, most participants indicated that they would be more likely to 

participate after having spent some time in Canada.  Importantly, they felt that after a 

longer duration of time they would be more likely to understand and engage willingly, 

rather than out of a perceived sense of obligation.  

Arabic male: As a newcomer, everything would be new, he might be 
confused. I think he would refuse to participate. 

Karen Male: When he first came he is confused and he does not want to 
participate.  

Somali Female: For me if a researcher came on my first day with an 
interpreter, I would probably cooperate more. But after a week, chances 
are people have told me so many things, and they have warned me a lot 
and planted so much fear in me that I will not cooperate.  

Farsi/Dari Female: Bit by bit as time goes on, she talks to one, two or 
other people and interacts with the environment and starts feeling 
satisfied with her home. After all this she is then ready to participate in a 
project in order to learn something.  

Somali Male: After one week, his eyes will be more open. By then people 
from the community have come and visited him and told him how things 
work. He’s also told them some of his issues and concerns. So at this 
point he is more willing to deal with foreigners.  

Language  

Language was identified as an important factor in recruitment.  Unanimously, 

participants favored engagement in their mother tongue.  Where this was not possible, 

most participants were comfortable using a bilingual research assistant or an English 

speaker with an interpreter.  However, in the Somali group an unexpected finding was 

that some participants were suspicious of interpreters.   

Farsi/Dari Female: Everyone is more comfortable with someone who 
speaks their language. 
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Karen Female: In our opinion if we have the person who speaks the same 
language is better and we feel more comfortable. 

Farsi/Dari Female: And since there is a Dari or Farsi translator and I could 
understand what he is saying and asking, I don’t think there would be a 
problem. I would participate. 

Somali Male: Since (he) is new, and this man is an interpreter, he can’t 
really tell the interpreter hey I’m not satisfied with you. And he can’t 
express his concerns to the researcher either, since he doesn’t know the 
language... And the interpreter is getting into other business that is not 
related to the research and Ali can tell based on the body language, so he 
is automatically suspicious of the interpreter. 

Informed consent 

Part of the informed consent process involves disclosure and comprehension.  

These two aspects of appropriate communication about the research study were brought 

up by participants and were associated with increased likelihood of participation.  

Somali Male: The most important thing to make Ali comfortable, is to do 
what you did. To explain to us everything in a good manner and make us 
feel at ease. If he has any questions or private concerns, they should be 
answered and addressed. So once he is fully informed and convinced 
that this is not something shady, then he will participate. 

Farsi/Dari Female: I have to know why is he asking me. I will not answer 
him. 

Arabic Female: if I didn’t understand anything about the research, I would 
say no. 

Perception of mandatory participation 

Participants commented that times refugees’ may perceive involvement in 

research studies to be mandatory.  This sense of obligation was associated with 

increased likelihood of participation.  

Farsi/Dari Female: And I would find if it is necessary by the government to 
participate, if it is necessary, then I would participate. 

Arabic Female: I have the same experience. A person came to me at 
Welcome House (with an interpreter).she said that she represents some 
governmental organization and she asked me to participate. It wasn’t a 
nice way …I was confused and exhausted after a long trip. The 
recruitment was like an order to obey. I couldn’t say no. 
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Research team 

The demographics of the RA or researcher emerged as factors influencing 

participation.  In regards to the gender of the researcher, some participants felt that it 

was irrelevant, while others felt it may influence participation.  The importance may be 

mediated by the nature of the research questions, with more participants preferring the 

same gender for more sensitive topics.   

Farsi/Dari Female: One is more comfortable with women. 

Somali Female: Some men are shy around women. 

Arabic Female: Whether it was a man or a woman, it depends on how 
she or he approaches… how to invite participation. 

Somali Male: Culturally and religiously speaking, I think it would be best if 
a woman gets a woman and a man gets man. 

The impact of the nationality or ethnicity of the researcher was not unanimous.  

While more participants expressed a desire for a researcher from their own background, 

one participant expressed some suspicion of somebody from their own country being 

involved in the research.  Insight from the Arabic RA revealed that suspicion of RAs from 

one’s own country may exist if refugees are from a region where politics or conflict may 

have made them suspicious of fellow citizens.  

Somali Female: When I first came, I had young children with me. So any 
Caucasian who I saw, I was afraid they would take away my children. 
That’s what I used to hear from other people.   

Farsi/Dari Female: If this person is Afghan, then we are more 
comfortable.  

Arabic Female: I am afraid of people speak Arabic in a foreign 
country….and at the first week!!! 

Personally knowing the RA was reported as factor that would influence 

disclosure of personal information and willingness to participate. Other qualities of the 

researcher, such as their affiliations, occupation or personal qualities were reported as 

being influential.  In particular, if a researcher was affiliated with a hospital or settlement 

centre they would be more likely to participate.  If the researcher was also a doctor, 

several participants also suggested that this would persuade them to participate.   



 

85 

Farsi/Dari Female: If it is someone responsible who asks me, like if you 
ask me, then I will tell you about my job and income, but if it is another 
person who asks us, then what have we got to say? 

Farsi/Dari Female: It is in my nature that if I like the person then I would 
allow it. 

Arabic Female: I would agree if I found him a good guy. He might help me 
in my situation. 

Arabic Female: if the researcher is one of the hospital staff, I will 
participate. 

Arabic Female: I knew (the research assistant).  He was my counselor at 
welcome house. 

Arabic RA: so if the researcher comes through this person, you will 
agree? 

Arabic Female: yes, that will make a difference. 

Karen Female: When we first came anything that the doctor asking us to 
do a test, we are always do it. Even now we are doing it. 

Research study 

Three sub-themes emerged under research study factors that participants 

identified as impacting willingness to participate in research including: the expected 

outcomes of the study, logistical factors, and safety concerns.  

Expected outcomes 

Individuals were motivated to participate if they expected a personal benefit from 

participating.   

Somali female: Ali might be a man with a strong background. He might 
have been born into a very educated family. So he will take part for his 
own good. He probably knows that these people are here to welcome him 
and help him out.  

Farsi/Dari Female: How is the research that you’re doing right now going 
to help us? How is it going to benefit us? 

Frequently, and in all groups, to opportunity to gain knowledge was a strong 

motivator for participation.  Curiosity and a general knowledge were mentioned, with 

specific interests in the topics of health and Canada.    

Arabic Female: Maybe it is the curiosity. As I am new in this country I 
want to know everything. 
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Somali Female: In this kind of research we can benefit from it because it 
can help us to know how some diseases come about and how we can 
protect ourselves from it because these are things that we do not know 
due to our lack of being informed. So there is a chance that we can learn 
and then pass on this knowledge to others. 

Arabic Female: I have some problem with my family doctor. Therefor; I 
thought it may be helpful to participate to understand the health system 
here. 

Farsi/Dari Female: He has to participate. So that when they ask him 
something, he would know what to say. He can find out how things are in 
Canada and how he should behave and what Canadians are like and how 
to interact with other people. 

Altruistic motivations were clearly influential with strong statements of support for 

research that might benefit other people, particularly other refugees, in the future.   

Farsi/Dari Female: I would contact the person and find out about the 
purpose of the study and learn about whether it helps others. Does it help 
people in the future? Even one person? Would they benefit from my 
experiences? If so, then I will participate. 

Somali Female: So we can help our fellow brothers and sisters who will 
come and are new to this country. 

The topic and the purpose of the research were also important, where 

participants were more willing to participate in research with topics that were interesting 

and personally relevant and in projects that had the potential for meaningful outcomes 

that would contribute to positive change.   

Karen Female: If he is interested in it he will participate, if not he won’t 
participate. 

Arabic Female: For instance, I wouldn’t be interested if the research topic 
was about weather. On the other hand, anything related to health or 
medicine would  

Farsi/Dari Female: Does your study have the power to change the law 
and help or not?...So let’s say you have that privilege, are you actually 
able to change things? 

Logistic factors 

Logistically, the location of recruitment and research could impact willingness 

due to practical reasons but also due to associations with the location.  In the Farsi/Dari 

and Arabic groups location was discussed at length.  Several participants indicated that 
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a familiar place may make them more likely to participate, although some suggested this 

was irrelevant.  In the Arabic group there was also a discussion of the impact of hosting 

research activities in a religious setting such as a mosque.  Participants did not feel that 

a religious setting would alter their decision to participate.   

Karen Female:  We need some people to assist us to go to that place. 

Arabic Female: When recruitment comes from the clinic, like in Surrey or 
here in Burnaby…it would be very persuasive. 

Arabic Male: I would agree if it was at Welcome House. 

Farsi/Dari Female: We have to know where we are going. If we have no 
relations, then we aren’t going to answer the question. 

Arabic Male: Place will not change my decision. 

Other logistical factor included childcare and time constraints.   

Somali Female: And sometimes there is the issue about children for 
mothers. Who will take care of their kids? Will they be ok while we are 
away? 

Arabic Male: The time is another reason. If I don’t have time, I will not 
participate. 

Safety concerns 

When discussing different types of health research, safety concerns did become 

an issue of concern for participants.  As would be expected, individuals were less willing 

to participate in research that might put their health at risk.  

Farsi/Dari Female: Maybe it is harmful, so he won’t participate.  

Farsi/Dari Female: Yeah, like, for example, the government now has a 
new medication, and no one has tried this medication, they ask you, do 
you want to take this medication? Because it helps human health. Yes or 
no? Will you accept or not?  

Farsi/Dari Female: Well, we are not mice. 

8.3.2. Individual factors 

Refugee participants’ perspectives on one’s willingness to participate in research 

revealed numerous individual participant factors that might influence one’s decision: 

participants’ demographics, participants’ attitudes and participants’ knowledge or 

experience with research previously.  
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Participant demographics 

In several focus groups, participates initially indicated that a low education level 

would likely mean that a refugee in Canada would be less likely to participate in 

research.  However, other group members differed, and felt that regardless of education 

level any refugee could participate in research.   

Farsi/Dari Female:  I am illiterate. In Afghanistan the circumstances did 
not allow me to get an education. There was war and I moved around and 
was a stranger and I don’t know what to decide and what to do. I will think 
to myself why should I go? I’m illiterate. I can’t answer questions. I don’t 
understand. I understand nothing. What am I gonna say when I go there? 

Farsi/Dari Female: They can answer. The most illiterate people of 
Afghanistan have knowledge, you would ask them 0, 2, 3, even though 
they can’t sum it up, their understanding is high. 

Somali Female: Sure, because you still have a brain, and if you put your 
mind to it you can change something 

Previous exposure to war was mentioned by just a few individuals, but in all 

cases it was felt to decrease willingness to participate in research.   

Farsi/Dari Female: Even if there is a translator, if I’m … illiterate and just 
arrived from Afghanistan, have no language skills and have lived through 
war conditions where there were guns and rockets, and there were times 
we couldn’t get a dried piece of bread to eat, my head doesn’t work, I 
have no business there. I won’t participate. 

Similarly, lack of proficiency in the local language (in this case English) was 

unanimously felt to be a barrier to participation.  The presence of an interpreter was a 

facilitating factor, but some participants still felt the lack of English skills might prevent 

participation.   

Arabic Male: Some might feel shy because he afraid of making mistakes 
in language or in behavior. 

Karen Female: It is necessary to do more research and our people were 
not being shy and have courage to participate more. I can say only yes 
and no. For example: If I can speak English like (name) I am not shy I am 
going to participate more and I am not shy. 

Karen Female: If that person can speak English then he would be 
participating. 
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In only one instance did a participant comment that her religion might make it 

difficult to participate in research studies.  Other participant comments indicated that in 

general refugees in our study did not see religion as being a factor influencing 

participation.  

Somali Female: If some Somali girls see her with Caucasian people, they 
might assume that she has abandoned the religion, and that she wants to 
assimilate to what they are. 

Farsi/Dari Female: It has to do with the research project. It has nothing to 
do with being a Muslim or Christian. 

The impact of a participant’s gender on likelihood of participation was mixed.  In 

the Somali group, there was an uncontested impression that women may be less likely 

to participate due to shyness and shame.  In the Karen group, gender was felt to be 

irrelevant.  In the Arabic group too, there was passing mention that gender would not be 

influential and the discussion moved on.   

Somali Female: We don’t know, there is something different in everyone’s 
heart. Some people are very shy, they have a lot of shame and others are 
not shy. 

Karen Female: Doesn’t matter It is a male or a female. If he or she 
interesting in and he/she is going to participate. 

In the Farsi/Dari group some too thought that gender was irrelevant, while a 

group of female participants thought that women were more likely to participate because 

the issues were more important to them.  A male participant agreed, but felt that the 

reason that fewer men participated was due to their occupational roles and their financial 

obligations.   

Farsi/Dari Female: My personal opinion of course is that when it comes to 
problems, there is no difference between a man and woman. It might be a 
single man or a single woman. Or it might be a family including a man 
and a woman. I think that when they arrive here form another 
environment, their problems are the same when they come here. Over 
time, bit by bit the problems of women differentiate from that of the men.  

Farsi/Dari Female: In my opinion, women are more likely to participate in 
events that they are invited to.  

Farsi/Dari Male: In my opinion, in my case for example, sometimes I 
study and think to myself, but my dad is not here and then I think to 
myself, I should work and take care of my father and my brother, I am the 
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youngest one and have to take care of things. I may not get to anywhere, 
yes, that’s right, but they’ll get somewhere. I have to take care of the 
others. 

Attitudes towards research 

Participants generally had very positive attitudes towards research.  There were 

twenty-five comments coded under general positive attitudes.  Several comments 

directly linked a positive attitude to an increased likelihood of participation.  

Arabic Female: I like research. Whenever they told me about any 
research, I would participate. 

Karen Male: On behalf of us we are very happy to participate in this 
research study and thank you for doing a research and we would like you 
to do more research study in the future. 

As for negative attitudes, these were subcategorized into fear and suspicion 

generally about research, fear of loss of confidentiality and fear of consequences of not 

participating.  The level of suspicion and fear appeared to be highest in the Farsi/Dari 

speaking and Somali groups, with almost no mention of these concerns in the Karen and 

Arabic groups.   

Farsi/Dari Female: Fear sometimes causes you not to participate in 
things. 

Farsi/Dari Female: Like, you have doubts, who is this person? Where did 
he come from? And why exactly is he doing this? If he doubts, then he 
won’t participate at all. But if the objectives are clear then that person 
would definitely participate. 

Somali Male: Like I said they’re afraid. I told some guys that I was taking 
part in a research and I asked them if they wanted to benefit along with 
me, but they said no because they think their information will be stolen. 
Some of the people who are new are afraid of being tricked or something. 

Somali Female: The person already had negative experience in this. 
Chances are that they already shared their concerns with someone back 
home and they are still regretting it. So they do not want to repeat the 
same mistake, and this time they will not share anything. Research 
Assistant: They will die with it.  Somali Female: Yes. They will die with it. 

Somali Male: He might take part, because he fears that if he doesn’t, they 
will not help him. So he might even sign the papers without knowing what 
he is signing. 
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Knowledge about research and previous experience with research 

Participant comments directly and indirectly revealed a diversity in individual 

participant`s knowledge about research and previous experience with research, but 

there did not appear to be a link one way or the other with increased or decreased 

willingness to participate in research.   

The twenty-three variables mentioned here and their impact on refugees’ 

willingness to participate in research are summarized in table 8.1.  

Research design factors Individual factors  

Recruitment factors  Demographic variables 

Financial 
Incentives 

Financial incentives increase 
willingness to participate 

Education level Low education level may 
decrease willingness to 
participate for some, but not all, 
participants.   

Timing Shorter duration of time in Canada 
decreases willingness to 
participate or increases but only 
due to fear and sense of necessity 

Exposure to war Exposure to war decreases 
willingness to participate. 

Language Language concordant research 
sessions, documents, and 
research staff or the presence of 
an interpreter increases 
willingness to participate 

Lack of local 
language 

Lack of comfort with the local 
language decreases 
willingness to participate. 

Informed consent Improved disclosure and enhanced 
comprehension increase 
willingness to participate 

Religious beliefs Religious beliefs generally do 
not impact willingness to 
participate in research 

Perception of 
mandatory 
participation 

If patient perceives research to be 
mandatory they are more likely to 
participate 

Gender of participant The gender of the participant 
has variable impact on 
willingness to participate, from 
no impact, no females being 
more likely to participate to 
females being less likely to 
participate. 

Research team factors  Participant attitudes 

Gender of the 
researcher 

The gender of the researcher 
generally doesn`t matter but some 
participants prefer same gender 
researchers, particularly for 
sensitive topics. 

Positive attitudes 
towards research 

Positive attitudes towards 
research increase willingness 
to participate. 
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Nationality of the 
researcher 

 

The nationality of the researcher 
generally doesn`t matter but may 
for refugees with certain political 
contexts. 

Negative attitudes 
towards research 

Fear and suspicion decreases 
willingness to participate. 

Personally 
knowing the 
researcher 

 

Personally knowing the researcher 
increases willingness to 
participate. 

 Fear of loss of confidentiality 
decreases willingness to 
participate. 

Personal 
qualities of the 
researcher 

 

Good personal qualities of the 
researcher, such as friendliness, 
increases willingness to 
participate. 

 Fear of consequences of 
refusing to participate might 
increase willingness to 
participate. 

Affiliations or 
occupation of the 
researcher 

 

Researcher affiliations with health 
or settlement organizations, or 
researchers with trustworthy 
occupations, increase willingness 
to participate. 

  

Research study factors 

 

Participant knowledge and experience with 
research 

Expected 
outcomes of the 
study 

Opportunities that might benefit 
participants or others; acquiring 
knowledge; and believing that the 
purpose of the study is meaningful 
increases willingness to 
participate. 

Previous knowledge 
and experience with 
research 

Participant knowledge and 
experience with research did 
not impact willingness to 
participate in research 

Logistical factors A practical location and the 
availability of childcare increase 
willingness to participate. 

Time constraints can decrease 
willingness to participate.  

Beyond practicality, the location of 
the research does not seem to 
matter. 

  

Safety concerns  Any research that puts 
participants at risk decreases the 
likelihood of participation. 

  

 

Table 8.1. Factors influencing willingness to participate in research 
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8.4. Discussion  

Our study of refugees’ perspectives on factors influencing refugees’ willingness 

to engage in research identified twenty-three variables important to consider in research.  

There are no other studies that we are aware of with refugees’ perspectives on research 

engagement with which to compare our results.  Of note, our research findings about 

refugees are in line with previous findings about the perspectives of ethnic minorities 

more generally16,18,70.  However, this study also elicited seven unique variables including 

enablers such as participant demographics (higher education level), participants’ desire 

to acquire knowledge, and the personal qualities of the researcher (same gender, good 

personal qualities, and affiliations with settlement or health services).  A new barrier 

discovered was previous exposure to war.   

Most importantly, this study unearthed three important factors that enhanced the 

efficacy of recruitment but with ethical concerns.  Firstly, if refugees are being recruited 

into a research study shortly after arrival in their host country participants predicted that 

this would result in either lower participation rates due to confusion, fear, and feeling 

overwhelmed or higher participation rates due to misconceptions about participation 

being obligatory or fear of refusal.  In both circumstances, there are ethical concerns due 

to the risk of exclusion on one hand and of coercion, lack of comprehension, and 

involuntary participation on the other.  As a result, researchers should try to avoid 

research recruitment shortly after arrival in the country of resettlement unless such 

timing is necessary, and if so, rigorous attention to the benefits and risks for participants 

is paramount. 

Secondly, if refugees perceive that participation in research is mandatory, they 

are more likely to participate.  The perception of mandatory participation seemed most 

likely to occur if research activities appeared to be related to government activities.  

Consequently, researchers need to pay particular attention to the power dynamics and 

the perceptions that may occur as a result of any stated or assumed research affiliations.    

The voluntary nature of participation must be clear stated and understood. 

Thirdly, participants indicated that a refugee’s fear of consequences of not 

participating also may inappropriately increase a participant’s willingness to participate at 
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any time.  Researchers should be aware of this possibility and make special efforts to 

inform participants that their health and opportunities will not be impacted by refusal to 

participate.   

Based on the findings of this research, there are several recommendations that 

emerge for individuals conducting health research with refugees.  To improve 

recruitment without ethical compromise, researchers should consider logistical factors 

such as selecting convenient times and locations, providing childcare, and consider 

providing reasonable financial reimbursement for participants’ time. With respect to 

communication factors, we recommend ensuring all research materials and in-person 

communication are available in the participants’ own language, providing clear 

information about the purpose of the research, and ensuring comprehension.  With 

respect to the timing of recruitment, be cautious about recruitment of refugees in the first 

several months after arrival.    

To aid in conducting the research, we also recommend engaging research 

assistants who speak participants’ language and who are good communicators with 

strong interpersonal skills.  For sensitive research topics consider using RAs who are the 

same gender as the target population. Engaging RAs who are personally acquainted 

with potential participants are who are affiliated with health or settlement services may 

also enhance recruitment, however, one must be cautious that this does not result in 

coercion or the perception of involuntary participation.   

To maximize the benefit of research participation for refugees, if possible, 

researchers should consider providing opportunities for participants to learn about health 

or settlement issues during their participation in the research project. 

Based on the findings of our research, researchers should also be aware of the 

characteristics of refugee subgroups that may correspond to recruitment challenges and 

corresponding strategies that may aid in engaging these groups.  Refugees who have 

lower education or who are illiterate may have more trouble participating in research.  

This can be addressed by using appropriate terminology and providing assistance for 

reading written materials.  Refugees who have been exposed to war may also be 

reluctant to engage in research.  Researchers should consider the ethical 
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appropriateness of recruiting this population, and consider the benefits and harms of 

participation for these individuals.  Refugees, who for various reasons may have 

negative attitudes towards research such as suspicion of research and fear of loss of 

confidentiality are less likely to engage in research.  To address this, researchers can 

ensure transparency of research procedures, adequate disclosure, opportunities for 

questions, and diligent attention to maintaining confidentiality.  With respect to gender, 

some female refugee subgroups may be shy or have fear of shame.  This may be 

addressed by utilizing female RAs.  As for males, they may have more concerns about 

financial and occupation commitments that could be affected by participating in 

research.  This can be addressed by planning appropriate times for research activities 

and providing financial reimbursements. 

There were several elements of this research design that pose threats to the 

validity of the results.  There was of course a selection bias.  Given that the purpose of 

this study was to understand refugees’ willingness to participate in research, and the fact 

that sampling was non-random and participation was voluntary, we must recognize that 

the study sample was in fact a subset of refugees who had already demonstrated their 

willingness to participate in research.  However, we believe that our sample is 

reasonably representative of the respective refugee populations locally as overall two-

thirds of all individuals contacted for this study agreed to participate.  Further, comparing 

the demographics of our study sample to the respective GAR populations in BC shows 

that our sample is well suited to represent the population of GARs that settled in BC 

between 2005 and 2009 as it draws from appropriate source countries, settlement 

municipalities and age groups.  Our sample, however, had a greater proportion of 

women than the source population.   

There may have also been a social desirability bias.  The setting for the focus 

groups was of a social nature, with food, child care and reimbursement provided for 

participants.  The setting might have resulted in participants feeling obligated to speak 

positively about research as a means of reciprocity.  To address this concern, we 

encouraged participants to be honest with their opinions and let them know that their 

honesty was of value to us.  As a testament to this, there were comments and questions 

in the Farsi/Dari, Somali, and Arabic groups that were critical of health research 

generally and challenged elements of our own study such as whether or not our 
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research would have the ability to impact change in the health system.  The Karen 

group, however, was universally positive and even with probing nobody offered 

dissenting viewpoints that were critical of research or our study.  

The analysis of translated focus group content by a researcher outside the 

cultures of interest may also limit the validity of analysis.  This was addressed by 

engagement with the RAs in analysis and review of key findings.  Lastly, this study was 

limited in that it only focused on four government assisted refugee language groups.  It is 

unclear if results can be extrapolated to other GAR populations, refugee claimants and 

other vulnerable immigrant groups.   However, given the similarity of themes between 

these four diverse populations, we suspect that many of these themes are important to 

consider for most refugees regardless of source country.  

8.5. Conclusion 

In conclusion, this is the first study to address refugees’ perspectives on 

willingness to participate in research specifically targeting refugees participants.  This 

study identified twenty-three variables that impact refugees’ willingness to participate in 

research.  Results from this study allowed us to make recommendations about 

enhancing refugees’ engagement in research in an ethical manner for refugees 

generally and subgroups of refugees that may have more difficulties engaging in 

research.   These results and recommendations should be considered in the 

engagement of refugees for future health research. 
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9. The informed consent process  
for research involving refugee participants 

9.1. Introduction 

Research involving refugees as study participants poses unique ethical 

challenges.  While refugees often demonstrate remarkable resilience72 they can also be 

vulnerable, particularly when engaging as subjects in research22.  Ethical concerns can 

occur due to language and cultural barriers, low levels of education, financial burdens, 

perceived lack of rights, dependency on host country governments, endemic hostility 

and a history of physical or emotional distress22,24.  These factors can create power 

imbalances between researchers and participants 20.  Consequently, some refugees 

may be at risk of engaging in research without understanding it’s voluntary nature, 

engaging in research despite known risks due to a lack of perceived alternatives, or at 

worst, being coerced to participate in research.   

To address ethical challenges in health research broadly, researchers have 

several scholarly frameworks to guide engagement with participants23,51.  A practical 

article “What makes Clinical Research Ethical?”66 in the Journal of the American Medical 

Association outlines essential requirements to guide researchers in conducting ethical 

research and in 2007 Ellis et al. applied this framework to research with refugees and 

reviewed the literature to provide specific considerations for each requirement in the 

refugee context24.  From this work, we can see that one of the most significant 

challenges for conducting research with refugees is ensuring participant autonomy.  

Autonomy in research entails that individuals are capable of deliberation and can act 

under their own direction without obstruction23.  Maintaining autonomy in medical 

research is facilitated through the process of informed consent.  For research involving 

refugees, there are numerous reasons to suspect that the standard Western informed 

consent processes might not be adequate for maintaining autonomy for non-western 

participants.  
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Despite these challenges associated with ensuring informed consent, the 

research to date on this process with refugees is limited to expert opinion, case studies 

and literature reviews.  There is a paucity of empirical evidence24 from research that has 

directly studied the informed consent process with refugees and there is no research to 

date that we are aware of that seeks refugees’ perspectives directly on the informed 

consent process.   

To address this knowledge gap, we designed a study to specifically observe the 

informed consent process with refugees and elicit refugees` voices on the topic.  We 

designed our inquiry around the five major principles of informed consent: disclosure, 

comprehension, capacity, voluntariness and documentation of consent25.  The literature 

on challenges with each principle when applied to refugees was reviewed (included in 

the results section).  We attempted to address and evaluate the known challenges and 

integrated best practices into designing an optimal informed consent process for our 

study.  We then conducted four focus groups with different refugee populations and used 

both quantitative methods to empirically observe how each refugee population interacted 

with the informed consent process in our study and qualitative methods to elicit 

refugees` own words in focus groups about the consent process.  Our study reveals new 

challenges and facilitators to conducting informed consent with refugees and raises 

important cross-cultural concerns about what makes research ethical.  

9.2. Methods 

The data for this paper was collected as part of a larger Canadian qualitative 

focus group study of four government assisted refugees (GARs) language groups 

including Arabic (Iraqi), Dari (Afghani), Karen (Burmese) and Somali (Somalian) 

refugees.  We used five different recruitment methods (in person recruitment at a health 

care clinic, cold calls from a health care clinic, community centres, research assistant 

personal contacts and participant contacts) and three different informed consent options 

(a traditional language concordant consent form and two options for implied consent) to 

observe practical and ethical issues for research with refugees.  It also involved 

language concordant focus groups that examined participant perspectives on practical 

and ethical issues of conducting research with refugees.  Participants were asked to fill 
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out three questionnaires (on demographics, knowledge and attitudes) during the focus 

group session.  Four language concordant research assistants (RAs) were hired to aid in 

recruitment and to conduct focus group sessions.  Institutional recruitment was centred 

at two health clinics in Greater Vancouver called the New Canadian Clinics (NCCs) and 

focus groups were hosted at nearby community centres (MOSAIC and DIVERSEcity). 

The informed consent process was designed to focus on clearly addressing the 

five principles of informed consent including disclosure, comprehension, capacity, 

voluntariness and documentation of consent.  These principles were studied 

quantitatively and qualitatively.  Observational data was collected at three points in time.  

First, health clinic staff used data collection sheets to document the first encounter with 

potential participants at the health clinics (appendix B and C).  These included how 

many individuals were asked to participate, their response and any staff comments.  

Second, RAs used a different data collection sheet to document follow up phone calls 

(appendix E) including the individuals intent to participate and any questions or concerns 

they might have.  Third, the lead researcher kept field notes regarding the focus groups 

sessions and during discussions with each RA after the focus group session.  

Quantitative data was collected by documenting each participant’s choice about how to 

document their consent.  

Qualitative data was collected during the focus group sessions.  Case studies 

were designed to elicit commentary from participants about the five elements of the 

informed consent process.  Each session was recorded then transcribed and translated 

by the RAs.   

For analysis, observational data was analyzed thematically, looking at successes 

and challenges with each of the five steps in the informed consent process.  

Participants` choices for documentation of consent were analyzed to generate consent 

rates for the three options for informed consent studied.  The focus group transcripts 

were analyzed by the lead researcher with input from the RAs using coding and thematic 

analysis to assess participants’ opinions on each element of the informed consent 

process.   
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9.3. Results 

The results of our literature review, a description of how the research process 

unfolded, and our quantitative and qualitative data are presented together by each stage 

of the informed consent process.  

9.3.1. Disclosure and comprehension 

Disclosure, that is, insuring that participants are adequately informed, is often 

complicated by language barriers26 and by insufficiently trained research assistants25.  

Inappropriate translation of research material and lack of professional interpretation of 

verbal interactions can result in the inaccurate exchange of information.  Research 

personnel who lack appropriate cultural competency or familiarity with endemic concepts 

of health and research may be unable to convey information appropriately or accurately 

to participants, thus preventing them from being truly informed.   

Comprehension refers to a participant’s ability to understand the purpose of the 

research and the implications of participating in the research.  Comprehension can be 

compromised in migrant populations.  Participants may struggle with understanding due 

to illiteracy, low levels of formal education and lack of familiarity with research25.  If there 

is a power differential, assessing comprehension can be difficult if participants are 

unwilling or unable to disclose a lack of understanding due to fear, embarrassment or a 

desire to please.  As a result, for refugees there is a higher risk of individuals consenting 

without understanding their rights or refusing to participate due to a lack of 

understanding the rationale or objectives of the proposed research22,60.   

To address the anticipated difficulties with disclosure and comprehension, we 

hired four bilingual research assistant to aid in recruitment and for conducting the focus 

groups sessions.  In additional to language, three of the four RAs also shared similar 

migration histories and culture as their target population.  We hoped that the RA 

demographics would help to address language and cultural barriers and address power 

imbalances.  Each RA participated in three training sessions on research, recruitment 

and focus group facilitation.  A separate research meeting with the RAs and the health 

clinic staff took place to review effective disclosure techniques.   
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The first opportunity for disclosure for participants who were recruited at the 

health clinic (our primary recruitment method) occurred during their initial encounter with 

a health care worker.  A simple description of the study was offered verbally through an 

interpreter accompanied by a language concordant handout (appendix A).  Potential 

participants were invited to receive a follow-up phone call from the language concordant 

RA.  Of the twenty-three patients approached at the NCC every single patient agreed to 

receive a phone call.  No concerns were documented by NCC staff.  For those contacted 

through a community center or by a potential participant (secondary recruitment 

methods), the initial disclosure process was not documented, however, these individuals 

were asked to inform the potential participant about the nature of the study and invite 

them to share their contact information with the RA or to contact the RA directly.  In total, 

we documented at least 73 potential participants who were informed of the study through 

one of our five recruitment methods. 

The second opportunity for disclosure occurred with the phone call from the RA 

during which potential participants were given a detailed description of the purpose of 

the research, the methods of the study, the availability of childcare and lunch, the 

reimbursement of $25, assurance that results would be kept confidential and that 

participation was voluntary.  A second phone call was made to most participants to 

remind them about the study closer to the focus group date and also to allow time for 

any additional questions.  In total, fifty-five of the 73 potential participants received a 

phone call from the RA.  However, 18 of the 73 did not as participants who were invited 

by a spouse or a parent did not necessarily speak to the RA directly.  We cannot be 

certain about the quality of disclosure provided to these individuals by their families.   

During the RA phone call, potential participants were invited to ask questions to 

aid in assessing comprehension.  Documentation by the RAs revealed that about a 

quarter of those contacted (18 out of 55 contacted) asked at least one question about 

the study.  The most questions were documented in the Arabic group and the fewest in 

the Karen group.  Questions were mostly about the time, location, whether or not they 

could invite other people and what sort of questions would be asked.     

On the day of the focus group, the third opportunity for disclosure occurred with a 

didactic presentation by the RA.  The RA used some printed pictures to aid in the 
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discussion.  The RAs noted that some words did not translate well into their participants’ 

language making both oral and written disclosure challenging.  For example, the Somali 

RA could not find an appropriate word for ‘research’ and instead had to use the phrase 

‘generating new knowledge’.  Individuals appeared to be comfortable asking questions 

during the focus group sessions where clarification was sought readily about the nature 

of the research study and for filling out the questionnaires.   

From the focus groups, four key themes about disclosure and comprehension 

emerged.  The first was the need for adequate disclosure.  There were nine comments 

indicating the importance of clear disclosure.   

Somali Female: You would think that, well I would think, that the person 
can accept or be ok with it, for example this session, we accepted, but if 
someone refuses they probably need someone to explain to them further 
what the research is about. That no harm will come from it, and a lot of 
things. Just like you explained to us everything. So if that happens, I think 
that 100% the person will accept  

One comment suggested engaging a third party such as an interpreter or a 

community member to aid in disclosure.  There were no comments suggesting that 

disclosure was unnecessary or undesirable.  

Two themes emerged about asking questions.  Fifteen comments indicated that 

participants thought refugees would be comfortable asking questions in our case study.  

On the other hand, five comments, all from the Arabic group, indicated concern about a 

participant feeling uncomfortable asking questions.  Comfort with the language of 

engagement was a key determinant for a participants’ likelihood of feeling comfortable 

asking questions.  

Farsi/Dari Female: I will first ask him why he wants the information. Why 
do you want access to my info? If he doesn’t answer it well, then no.  

Arabic Male: Some might feel shy because he afraid of making mistakes 
in language or in behavior. 

For comprehension, seventeen comments were given, particularly through the 

case study and the question “What if (fictional participant) doesn’t understand the 

research, will he still participate?” There were many strong statements by participants 

indicating the need for comprehension prior to participation.  Participants indicated that if 
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they did not understand the purpose of the study, they would not participate, or, similarly, 

that if they did understand the study they would participate.  It was clear that 

comprehension was valued.  There were concerns that comprehension could not be 

achieved if there were language barriers.  

Arabic Male: For me, I wouldn’t agree to participate in any research if I 
didn’t understand.  

Arabic Female: I think if the person speaks English, he would understand 
the research more than one who doesn’t. The later might be lost between 
the researcher and the interpreter. 

Of note, evidence of inadequate comprehension became apparent during the 

focus group for the Somali and Karen sessions.  Several participants demonstrated 

through their comments that they believed the session was actually a health education 

session and were not distinguishing a difference between health research and health 

education.   

9.3.2. Capacity 

Capacity broadly implies an individual’s ability to reason and make his or her own 

decisions.  Capacity in refugees, as with any population, can be affected by age and 

mental capacity.  With certain vulnerable migrants capacity can also be impacted by real 

or perceived extraneous cultural or political circumstances that may limit an individual’s 

liberty25.  Practically, an individual`s ability to participate in research may be impacted by 

language barriers or by illiteracy.   

Capacity was addressed initially by having an age cut off of 19 years old and 

health care workers and RAs were asked to consider at their own discretion the 

appropriateness of inviting anyone with known or obvious decreased mental capacity.  

Knowing that language and illiteracy could impair a participants’ capacity, we designed 

all parts of the study to be accessible to those without any English language skills or 

literacy.   

Observationally, we did not observe any overt examples where a participant was 

incapable of deciding whether or not to participate independently.  However, we did 

observe difficulties for some participants to engage in certain elements of the study.  In 
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the Somali and Farsi/Dari groups some participants struggled more than expected with 

filling out the written questionnaires.  We had designed each questionnaire to only 

involve circling answers or for one word responses.  The RA would read out each line 

one at a time and a participant could request help from the RA, the lead researcher or a 

neighbor for documenting their response.  As expected, several participants needed help 

from the RA or a neighbor to guide them line by line and indicate which symbol to circle 

for true or false, which end of the Likert scale to mark a response and which multiple 

choice option to select.  Nevertheless, this process took much longer than expected and 

we were no longer able to ensure a participant`s autonomy nor confidentiality with 

respect to their answers on the questionnaire. 

From our qualitative findings, although the focus group scripts did not specifically 

inquire about capacity four themes relating to the ability to participate in research 

emerged organically.  Insufficient language skills were mentioned by all focus groups as 

a barrier that might result in somebody declining participation or participating despite 

insufficient understanding.   

Karen Female: It is necessary to do a research more and our people were 
not being shy and have courage to participate more. I can say only yes 
and no. For example: If I can speak English like (name) I am not shy I am 
going to participate more and I am not shy. 

Education or literacy was mentioned as a factor influencing a participants’ ability 

to participate.  Five comments stated that illiteracy and lack of education would impair a 

potential participants’ ability to understand the research.   

Farsi/Dari Female: I’m (the fictional participant) and I am illiterate. In 
Afghanistan the circumstances did not allow me to get an education. 
There was war and I moved around and was a stranger and I don’t know 
what to decide and what to do. I will think to myself why should I go? I’m 
illiterate. I can’t answer questions. I don’t understand. I understand 
nothing. What am I gonna say when I go there?  

On the other hand, three comments indicated a belief that illiteracy and lack of 

education did not mean that one couldn’t participate in research.  This was captured 

most clearly by a Somali woman who said that someone with a low level of formal 

education could still contribute to research “because you still have a brain, and if you put 

your mind to it you can change something.” 
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Lastly, in the Farsi/Dari group, a fourth theme relating to capacity emerged.  

Three participants indicated that a history of exposure to war may negatively impact a 

refugees’ ability to participate in research.  

Farsi/Dari Female: Even if there is a translator, if I’m (the fictional 
participant), illiterate and just arrived from Afghanistan, have no language 
skills and have lived through war conditions where there were guns and 
rockets, and there were times we couldn’t get a dried piece of bread to 
eat, my head doesn’t work, I have no business there. I won’t participate. 

9.3.3. Voluntariness 

Voluntariness means that an individual agrees to participate in research under 

conditions that are free of undue influence and coercion.  In research with refugees, 

voluntariness can be impacted by a power imbalance between researchers and 

participants61.  Refugees may also be influenced by a desire to please or to act 

altruistically24.  Reimbursements or promises of reward might be unreasonably 

persuasive in the context of refugees who often live in poverty and this may lead to 

coercion25.  For refugees from sociopolitical environments that violate human rights, they 

may not trust that an invitation to participate in research is truly voluntary and fear 

negative consequences to declining participation such as deportation or loss of legal 

status24.  In collectivist oriented cultures, individuals may be influenced by the desires of 

their family or community, or may even defer the decision to participate in research to 

another individual24.  The western construct of voluntariness may not be valid in all 

ethno-cultural contexts. 

In our study design, we tried to facilitate voluntary participation by informing 

participants at each stage of the process that participation was voluntary.  For those 

being recruited at the health clinic we specifically indicated that their ability to receive 

ongoing health care would not be impacted by their decision to participate.  While food 

and a financial reimbursement were offered, we felt that these were not out of proportion 

to the participant`s contribution of time, and participants were also informed that they 

were welcome to leave after lunch and that they would still receive their reimbursement.  

Evidence of voluntary participation was apparent in all four groups.  Most 

participants contributed eagerly during the focus groups sessions and for the most part 
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were in no rush to leave at the end of the sessions.  Many participants lingered to chat, 

shook hands with the research team, expressed gratitude, and in the case of three 

Somali participants, gave the researchers a hug.  One Karen male concluded the 

session by saying “On behalf of us we are very happy to participate in this research 

study and thank you for doing a research and we would like you to do more research 

study in the future” [sic].  Further evidence of voluntary participation was seen in the 

number of participants who opted to include their name on the demographics 

questionnaires.  Participants were clearly told that this was not required nevertheless, 46 

out of 48 participants wrote their name on the form or had a neighbour write their name 

for them. 

Yet despite our efforts to inform participants of the voluntary nature of the study, 

there was a possibility that some of the participation was involuntary.  For example all 23 

participants approached at the NCC agreed to receive a follow-up phone call.  While this 

high rate of agreement may have been truly voluntary, only 13 ultimately attended the 

focus group sessions.  This suggests that NCC patients may have had difficulty saying 

no to a member of their health care team.    

There may have been also been involuntary participation resulting from our 

snowball sampling approach.  Parents and souses often volunteered to bring their family 

members and the RA did not necessarily speak to these family members independently.  

The level and type of persuasion utilized within families is unknown, but the potential for 

involuntary participation existed as we had five participants bring a spouse and six other 

participants bring adult children, of which at least two noticeably participated very little in 

the focus group session.  

In the focus group case studies, participants’ impressions about voluntariness 

were elicited. The RA asked participants several questions including “If Mr. X doesn’t 

understand will he still participate?” and “What does Mr. X think will happen to him if he 

doesn’t participate?”   

We found four participant comments that suggested refugees would make 

decisions about participation voluntarily.  
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Farsi/Dari Female: I have to know why is he asking me. I will not answer 
him.  

Somali RA: So would you tell the researcher or interpreter that you are 
actually happy to take part? Would you share that with them? Somali 
Female: Yes, but only if I actually did like it 

However, we found 15 comments that indicated a likelihood of involuntary 

participation due to compliance with authority (8), suggesting that recruitment invitations 

from individuals associated with government or authority may result in involuntary 

participation.  

Arabic Female: I have the same experience. A person came to me at 
welcome house (with an interpreter).  She said that she represents some 
governmental organization and she asked me to participate. It wasn’t a 
nice way …I was confused and exhausted after a long trip. The 
recruitment was like an order to obey. I couldn’t say no. 

Farsi/Dari Female: And I would find if it is necessary by the government to 
participate, if it is necessary, then I would participate.  

Somali Female: Whoever comes to me, I would take anything that is 
given to me 

There were three comments indicating that a fear of the consequences of not 

participating might lead to involuntary participation. 

Somali Male: He might take part, because he fears that if he doesn’t, they 
will not help him. So he might even sign the papers without knowing what 
he is signing. 

Two comments suggested that a desire to reciprocate a favor or a kindness 

would influence the likelihood of participation, which may or may not be considered 

voluntary.  

Arabic Female: If the welcome house worker was very nice to me, and 
helped me to do important paper work, I would say yes. 

Somali Female: When I was new and I came, someone comes to me, 
they already welcomed me, I really don’t know them that well yet, so I will 
do whatever they tell me to do 

Similarly, participants revealed that family members may have decided whether 

or not another family member would participate. 
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Farsi/Dari Female: Ask the guy…pardon me for interrupting you. I signed 
him up and he said he won’t come. I told him that I signed him up and that 
he should go, now ask him the question, why? Farsi/Dari RA: Had your 
mother not signed up, would you have made you decide to come? 
Farsi/Dari Male: ((laughs)) Um, I don’t know, because they are not in my 
age group. I mean, what would I say? They are the crown of my head. 
But…   

As mentioned previously, the nuances of how family members invited or 

persuaded their family to attend is unknown, thus, its impact on voluntariness is unclear.   

Lastly, language barriers were also linked directly to the ability to participate 

voluntarily as demonstrated by this Somali participant: 

Somali Male: Since Ali is new, and this man is an interpreter, he can’t 
really tell the interpreter hey I’m not satisfied with you. And he can’t 
express his concerns to the researcher either, since he doesn’t know the 
language. He doesn’t even know how to say “no”. And the interpreter is 
getting into other business that is not related to the research and Ali can 
tell based on the body language, so he is automatically suspicious of the 
interpreter. 

9.3.4. Documentation of consent 

The final step in ensuring the principle of autonomy involves the act of giving 

consent.  This is the step where an individual indicates that they are willing to participate.  

This typically takes place with the signing of a written consent form.  Obtaining written 

consent can be negatively impacted by a participants’ literacy level or by their 

suspiciousness of signing ‘official’ documents62.  Orally based cultures may prefer oral or 

implied consent24 however these methods introduce potential challenges and may 

encounter resistance from ethics review boards.  

In our study, we created three options for participants to indicate their consent to 

participate.  These three options included signing a language concordant consent form, 

implied consent by handing in signed or unsigned questionnaires, and implied consent 

by participation in the focus group session.  See table 9.1  

Table 9.1. Options for conveying consent to participate 

Component of Study Consent No Consent 
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With respect to reviewing the consent form, for the benefit of potential illiterate 

participants the RA read through or summarized each section of the consent form.  Each 

participant had a language concordant consent form in front of them during the 

presentation.  Some participant, particularly in the Arabic group, read the form while the 

RA presented.   

At the end, participants were invited to sign the form.  The signing involved 

printing their name and then signing their name.  Some participants did not know how to 

sign their name and asked a neighbor to sign on their behalf.    

Following this, participants were asked to place their consent form in a large 

envelope with their questionnaires for submission.  Participants were invited to submit 

their envelopes, but were also informed that they could choose not to.  Participants were 

then informed that a conversation would soon begin, and consent would be implied by 

participation, whether or not they had signed the consent form.  Participants were also 

informed that they could leave.  The overall informed consent process on the day of the 

focus groups was the fastest at about ten minutes for the Arabic group and the longest 

at about twenty-five minutes for the Somali group.  

Of the 48 individuals who attended the focus group session 47 also chose to 

hand in their consent form.  Of the 47 consent forms that were handed in, 44 were 

signed for a signed consent rate of 92%.   

Analysis of the signed consent forms demonstrated that six participants did not 

print their name and only signed their name.  Some of these signatures were small pen 

marks without the typical pattern of a traditional signature.  Three participants only wrote 

their first name.  Five participants printed their name twice instead of having a stylized 

signature, however this may have been in the cases where participants` asked a 

Whole study Signed consent form Did not sign consent form AND left/did 
not participate in focus group session 
AND did not hand in questionnaire. 

Focus group discussions Implied by participation in focus 
group conversation. 

Left or chose not to speak during focus 
group session. 

Questionnaire Handed in signed or unsigned 
questionnaire. 

Did not hand in questionnaire. 
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neighbor to sign on their behalf.  In total, only thirty consent forms clearly documented a 

complete printed name and a signature while fourteen (32%) of the signed consent 

forms had some degree of ‘error’.  

All four individuals who did not sign their consent forms were from the Farsi/Dari 

group.  Beyond this, there was no obvious demographic pattern common to the four 

individuals.  This group of four included males and females, ages in the second and third 

decades of life, and educational attainment ranging from none to university education.   

For implied consent for the focus group component of the study, nobody left any 

of the sessions.  From observations by the RAs and the lead researcher, all individuals 

participated to some degree, albeit a few participants contributed minimally to the 

discussions. Thus, given our statement of implied consent with the focus group 

component of the study by participation alone, all participants consented to this part of 

the study.  This is a 100% implied consent rate for the focus group component of the 

study.   

For implied consent to the questionnaire component of the study, forty-seven out 

of 48 participants handed in their questionnaires.  Forty six out of the 47 also voluntarily 

included their name on their questionnaire, including the three who did not sign their 

consent form.  Thus, there was an implied consent rate of 98% for the questionnaire 

component of the study.  Table 9.2 provides a summary of consent rates and figure 9.1 

and 9.2 show schematics of participation rates from initial invitation to documentation of 

consent.  

Table 9.2. Consent rates by component of study 

Component of Study Consent No Consent 

Whole study Signed consent form 

=44/48 = 92% 

or, participated in focus groups 
conversation AND handed in signed 
or unsigned questionnaire 

=48/18 = 98% 

Did not sign consent form AND left/did 
not participate in focus group session 
AND did not hand in questionnaire.  

0/48 = 0% 

Focus group discussions Implied by participation in focus 
group conversation. 

Left or chose not to speak during focus 
group session. 
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Figure 9.1.  Conceptual image for participation from invitation at the New 
Canadian Clinics through to documentation of consent. 

 

=48/48 = 100% =0/48 = 0% 

Questionnaire Handed in signed or unsigned 
questionnaire. 

=47/48 = 98% 

Did not hand in questionnaire. 

=1/48 = 2% 
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Figure 9.2. Conceptual image for participation from invitation through all 
recruitment strategies through to documentation of consent. 

 

From the focus groups, participants in the Somali, Arabic and Karen group were 

asked how they would like to document their consent to participate in research.  There 

was not enough time to cover this topic in the Farsi/Dari group.  Signing consent forms, 

giving verbal consent, or just participating without any formal documentation were 

offered by the RA as examples.   

In the Arabic group it was clear that most participants were comfortable with 

documentation of consent with a signature and preferred this method.  In the Somali 

group, there was no consensus.  One Somali participant preferred no documentation 

while another strongly indicated a preference for documentation.  One participant 

suggested that individuals should have a choice of options for documentation, while 

another stated that they would comply with whatever was offered.  There was concern 

about arousing suspicion for both recording consent in writing and verbally.  There was 
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limited discussion on the topic in the Karen group with one participant indicating comfort 

with signing a consent form so long as the content was understood.  There were no 

dissenting voices following this comment.  

In regards to written consent forms, participants were asked if they preferred a 

short (1-2 pages) or long (10 page) consent form.  There was a strong trend towards 

preferring a shorter consent form with 20 comments supporting a short consent form or a 

summary.  However, there were three comments about the acceptability of longer 

consent forms if needed to sufficiently convey necessary information.  Two participants 

suspected that a longer consent form would arouse increased suspicion about the 

consent form process.  Lastly, participants indicated a strong preference for consent 

forms to be written in their own language (eleven comments) with only two participants 

preferring English. 

9.4. Discussion 

These findings suggest considerable cross-cultural consensus about the 

importance of ensuring disclosure and comprehension.  Special considerations are 

necessary for written and oral communication and additional time is required to address 

language and literacy barriers.  In our study, even with these efforts, there was still 

evidence of inadequate comprehension amongst participants, particular for participants 

from populations with low literacy and education levels.  To address this, we recommend 

pilot testing of all research materials with members of the target population.  Participant 

commentary also highlighted the importance of feeling comfortable with asking questions 

as a means to ensuring comprehension and noted that language barriers and shyness 

may be barriers to asking questions.   

Our study elicited new factors to consider with respect to impacting capacity to 

give consent including low education, illiteracy and previous exposure to war.  

Interestingly, participants’ expressed divergent views on the impact of low education and 

illiteracy.  Some refugees felt participation in research could be unattainable due to low 

education and illiteracy.  However, others felt this was irrelevant and that refugees with 

low education and illiteracy still had much to offer.  Thus, researchers should empower 
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refugees with low education and literacy so that they may have the opportunity to 

participate if desired.   

Ensuring voluntariness was the most challenging aspect of the informed consent 

process, particularly in understanding the impact of recruitment by familiar individuals.  

Participants indicated that recruitment by known or unknown authority figures, family 

members or by someone who had been of assistance may influence participation.  A 

parallel analysis of recruitment patterns (chapter 7) for this study also revealed that 

recruitment by a familiar person (either a known individual or somebody with shared 

ethno-cultural characteristics) such as a familiar RA, a community worker, a friend or a 

family members, was associated with higher recruitment rates.  

Utilizing a familiar person in recruitment addresses the traditional power 

imbalance between researchers and participants20.  In ideal circumstances, this may 

help interested but otherwise fearful or shy potential participants engage in an 

opportunity while at the same time foster autonomy by enhancing comprehension and 

empowering participants to comfortably decline participation.  However, given the lower 

rates of refusal with increased familiarity that we witnessed, one has to question whether 

familiarity enhances participation voluntarily or rather due to feelings of obligation or a 

desire to please.   

Alternatively, we may need to consider alternative paradigms for assessing 

voluntariness in social systems that ascribe to hierarchical decision making.  It is 

possible that participants may be entrusting decision making to a familiar person 

assuming that the familiar person would only invite them to participate if the benefits 

outweighed the risks.  This transfer of decision making may be more frequent in 

collectivist cultures that are comfortable allowing others to decide on their behalf, or 

when comprehension is difficult, such as in populations with limited knowledge or 

research experience, or when research protocols are complex.  This is supported in our 

study where some members of the Somali and Karen groups participated despite 

inadequate comprehension.  A Somali participant articulated this transfer of decision 

making clearly when asked about signing the consent form: “You are responsible adults, 

we trust you, there is no need for signatures.” 
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Western medical ethics emerges from a culture that highly values autonomy.  

Thus, this transfer of decision making may be viewed as unethical as the ability to weigh 

pros and cons for ourselves can be very important in preventing coercion.  However, we 

must consider the limitations of prioritizing autonomy as a proxy to protect vulnerable 

populations in research.  Decision making is complex, and despite researchers’ best 

attempts, adequate comprehension may be limited and vulnerable populations may rely 

on or even privilege other decision making criteria.  The real question here perhaps is 

not whether or not participation is “voluntary” by medical ethics, but what is ethical and 

voluntary in the context of the refugee populations` ethical paradigm. 

Lastly, with respect to documentation of consent, the use of the traditional 

consent form was supported by some but not all of our refugee populations even though 

92% of participants chose to sign a consent form in our study.  There was a preference 

for short language concordant consent forms.  Preferences thus might be culture specific 

and other options such as implied and oral consent should be made available following 

community consultation.  By having options for implied consent available in our study, 

the consent rate improved to 98%.   

The strengths of this study were its explicit focus on the consent process, rather 

than a secondary analysis of research designed for other purposes.  The consent 

process was designed considering the most up to date recommendations from the 

literature, yet still identified ongoing challenges.  Triangulation of observational findings, 

descriptive statistics and qualitative data created reliability in our findings.  Further, by 

adding the perspectives of refugee participants, our research adds validity to previous 

researchers’ conclusions and adds the richness of the voice of participants to the 

dialogue.   

The limitations of our study include that the analysis of translated focus group 

content was done by a researcher who was not a member of the cultures in the study.  

This was addressed by engagement with the RAs in analysis and review of key findings.  

This study only focused on four government assisted refugee language groups.  It is 

unclear if results can be extrapolated to other GAR populations, refugee claimants and 

other vulnerable immigrant groups.  On certain themes, such as disclosure and 

comprehension, there was consensus across the four diverse populations, and we 
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suspect that many of these themes are important to consider for most refugees 

regardless of source country.  However, for some domains, such as preferences for 

documentation of consent, there was divergence.  This highlights the need to 

understand and consider the specific sociocultural context of each refugee population 

when designing research protocols.   

9.5. Conclusion 

Empirical research addressing ethical concerns for research with refugees is 

scarce24.  Our mixed-methods study has added to this nascent field by directly 

examining the informed consent process including disclosure, comprehension, capacity, 

voluntariness and documentation of consent, amongst four refugee populations in 

Canada.  We identified cross-cultural consensus about the importance of ensuring 

disclosure and comprehension in the face of language barriers and illiteracy.  We 

identified additional factors impacting capacity, including low level of formal education, 

illiteracy and exposure to war.  Ensuring voluntariness was found to be the most 

challenging aspect of the informed consent process, particularly in understanding the 

impact of recruitment by familiar individuals.  The use of the traditional consent form was 

supported by some refugee populations, with a preference for short language 

concordant forms, but this might be culture specific and other options should be made 

available following community consultation. 
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10. Conclusion 

Nearly 12,000 refugees arrive in Canada annually1.  These newcomers often 

have unique health challenges due to pre-migration misfortunes4,29-31.  Once in Canada, 

refugees may continue to struggle with health concerns due to further settlement 

stressors and barriers to accessing health care9,32,33.  Research, particularly in the 

domain of access to primary care, is needed to help understand and address barriers 

faced by refugees12.  However, there are practical14 and ethical issues24 that must be 

considered when engaging potentially vulnerable participants such as refugees in 

research studies.  These challenges, to date, insufficiently understood. 

This study was designed to acquire new understanding of practical and ethical 

issues in conducting research with refugees.  Specifically, we achieved this through two 

parallel research processes.  The first was by designing a study specifically focused on 

observing the practical and ethical issues encountered when conducting a research 

study with refugees.  The second was to explore refugees’ perspectives about ethical 

and practical aspects of participating in health research.   

These two parallel research processes were studied in the context of four focus 

groups in 2011 in British Columbia Canada (BC) with four different government assisted 

refugee (GAR) language groups, Arabic (Iraqi), Farsi/Dari/Dari (Afghanistan), Karen 

(Burmese), and Somali (Somalia).   Four language concordant research assistants 

(RAs) were hired to facilitate the research process.  Recruitment took place using five 

different planned and naturally evolving recruitment strategies and the success rates of 

each recruitment strategy were evaluated.  Informed consent took place using three 

different methods for documenting consent and participant choices were carefully 

observed.  Three questionnaires were administered inquiring about participants` 

demographics, knowledge and attitudes.  Lastly, the content of the focus group sessions 

explored participants’ perspectives on practical and ethical issues in health research.       
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This research identified important practical and ethical considerations for 

engaging refugees in research from both the observational analysis and qualitative 

findings.  

Firstly, our assessment of participants` experience with research and their 

knowledge about research and research ethics demonstrated that refugees with low 

levels of formal educational opportunities had limited experience with research, limited 

knowledge about research and high levels of confusion about research.  Refugees from 

regions with higher educational opportunities had more knowledge and experience with 

respect to research.  With respect to knowledge of research ethics, most, but not all, 

refugees were knowledgeable about the need for disclosure and comprehension and the 

maintenance of confidentiality in research.  However, knowledge about the voluntariness 

of research was alarmingly low.  These finding suggest that some refugee populations 

may be at risk of coercion and involuntary participation.   

Practically, our observational findings demonstrated that nearly two thirds (66%) 

of all participants who were invited to participate in our study choose to attend the focus 

group session.  This high rate of participation demonstrates the feasibility of engaging 

refugees in research studies.  Notably, the rates of participation ranged from 50-82% 

based on language group and from 52-89% based on method of recruitment.  The 

observable trend in these rates suggested that participation rates were highest when 

there was increased familiarity, conceptualized broadly as having shared linguistic, 

cultural or demographic characteristics as the ‘recruiter’ or affiliations with the 

recruitment location.   

Practically, through our qualitative findings, refugee participants described 

twenty-three variables that might impact a refugees’ willingness to be a participant in a 

research study.  These variables related to both the research, such as recruitment 

methods, the purpose of the research and the research team members; and to the 

individual characteristics of the potential participants, such as participants’ 

demographics, attitudes towards research and knowledge or experience with research 

previously.  Most importantly, the participants’ perspective highlighted three variables 

that would increase recruitment success but with some ethical concerns.  These 

included recruitment into a research study shortly after arrival in the host country, 
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allowing refugees to perceive that participation in research may be mandatory, or not 

addressing a refugee participants’ fear of the potential consequences of not 

participating.   

With respect to ethical concerns, observation of the informed consent process in 

our study identified barriers and facilitators to addressing disclosure, comprehension, 

capacity, voluntariness and documentation of consent.  Disclosure and comprehension 

were facilitated by training RAs and recruitment team members, providing language 

concordant written and oral information and repeating information on numerous 

occasions.  Insufficient disclosure and comprehension were identified when relying on 

word of mouth recruitment strategies and when informing participants with limited 

literacy and low formal education.  Limited literacy and low formal education were also 

observed to impact individuals` capacity to participate independently and additional help 

from the research team or fellow participants was frequently needed.  Our observations 

suggested that most participation was voluntary, however, there were subtleties 

observed suggestive of inadvertent or intentional persuasion by familiar figures.  

Observation of consent rates revealed a high rate of signed consent (92%), however 

there was an even higher rate of implied consent (98%) for various components of the 

study.  

Adding participant perspectives to the discussion of ethics helped to identify 

cross-cultural consensus about the importance of ensuring disclosure and 

comprehension.  Our qualitative findings identified additional factors impacting capacity, 

including low formal education, illiteracy and exposure to war.  Adding the participant 

perspective helped to understand the subtleties noted about voluntariness of 

participation when recruitment involved familiar individuals.  Namely, it highlighted the 

need to consider alternative ethical paradigms for understanding what is `voluntary` in 

hierarchical societies where relationship may be valued above autonomy when 

considering research participation.  Finally, the use of the traditional consent form was 

supported by some refugee populations, with a preference for short language 

concordant forms, however this might be culture specific and other options such as 

implied or oral consent should be made available following community consultation. 
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These findings are consistent with previous research on the topic of practical and 

ethical considerations of research with refugees14,24,25.  However, previous research has 

drawn conclusions from observing studies designed for other purposes, extrapolating 

findings from other minority non-refugee populations, or based on researchers’ expert 

opinions.  This study is unique in that it was designed to evaluate the consent process 

specifically and to explore refugees’ own opinions and experiences.  Consequently, it 

has identified new factors to consider when designing research studies with refugees 

and has allowed for a more nuanced exploration of the complexities of cross-cultural 

research ethics. 

In the broader context of traditional Western research bioethics that consider 

beneficence, non-malfeasance, justice and autonomy, this research adds depth of 

understanding to the principle of autonomy when applied to refugee participants.  

However, the observations and participant contributions made in this study may also be 

extrapolated to consider broader implications for understanding benefit and harm from 

research participation and how to make research more equitably accessible in a just 

manner to all interested participants.  In the future, adding refugees perspectives in each 

of these domains specifically may be valuable. 

There are several elements of this research design that pose threats to the 

validity of the results.  We have attempted to address each of these by having a clear 

understanding of their potential impact and adjusting our methods, analysis and 

conclusions appropriately.  

With respect to our study goals of understand factors influencing refugees’ 

willingness to participate in research our study has an inherent selection bias.  We must 

recognize that the data we collected was from a subset of refugees who chose to 

participate in research and had already demonstrated their willingness to be research 

subjects.  The bias could result in a study population quite different then the larger 

population which it aims to represent.  This bias was addressed by documenting the total 

number of individuals invited to participate with an aim to understand why individuals 

were declining participation.  Overall, our participation rate was 66% and the primary 

documented reasons for not participating were logistical due to timing and location. 
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Further, our study sample shared many characteristics to the overall GAR population in 

BC28, thus we feel it is a reasonably representative sample of the population.   

There was possibly a social desirability bias.  The setting for the focus groups 

was of a social nature, with food, child care and reimbursement provided for participants.  

The research team was pleasant and friendly with participants.  While all of these 

measures were in place to ensure the comfort and respect of participants, the setting 

may have resulted in participants feeling obligated to speak positively about research as 

a means of reciprocity.  In order to address this, we encouraged participants to be 

honest with their opinions.  We used sample quotes during the case study sharing 

negative views of research in order to demonstrate to participants that this type of 

feedback was okay.  We were successful in eliciting critical feedback about research 

generally in most focus groups, with the exception of the Karen group where participant 

quotes were almost universally positive and non-critical. 

The validity of research conclusions may be prone to error when interpreting 

participant views across culture.  To address this concern, the four bilingual research 

assistants were consulted regularly throughout the study to aid in creating the right 

environment for the focus groups and for providing context to participant comments.   

With respect to external validity and the ability to extrapolate our findings beyond 

our study participants caution is necessary with extending our quantitative findings due 

to our small study sample and its non-random sampling nature.  While prudence is 

necessary with extrapolating qualitative findings, the depth of understanding afforded 

with this methodology can lead to insights that might translate more appropriately 

beyond our study population.  However, this study only focused on four GAR groups that 

may or may not be representative of GARs as a population. 

Future research on ethical and practical issues of conducting research with 

refugees should focus on acquiring cross-cultural understanding of ethical principles 

such as voluntariness and capacity.  This research has demonstrating the limitations of a 

traditional Western bioethical framework in cross-cultural research contexts.  Other 

ethical principles or frameworks should be explored.  One ethical approach would be to 

focus on human dignity, that is, acknowledging innate human value, respecting 
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participant beliefs and respecting participants’ privacy and dignity73.  A clinical framework 

that could be explored in the context of research ethics is cultural safety.  This term was 

coined by Maori nurses in New Zealand and it explores the idea that quality clinical care 

for ethnic minorities requires knowledge of cultural values in addition to self-reflection on 

behalf of the provider74,75 .  

Future research conducted with refugees as participants should consider the 

findings of this research, particularly when designing research recruitment strategies, 

designing informed consent processes and when evaluating the overall ethicality of the 

research in question.  With respect to the proposed longitudinal cohort study that 

precipitated this research, our findings support the feasibility of engaging GARs in BC as 

research participants and provides clear guidance for ensuring the ethical conduct of 

research with this population.  

At every stage, as demonstrated in this study, understanding participant 

perspectives is invaluable to understanding the ethical implications of research.  In line 

with this, our research supports engaging participants in research processes directly, 

such as through community consultation, including refugees on research teams, or 

through participatory research approaches24.  These are all appropriate strategies to 

improve the effectiveness of research recruitment, the validity of results and the ethical 

conduct of research with refugee populations.  

In conclusion, this research was successful in achieving its objective of acquiring 

knowledge to aid in the creation of optimal and appropriate recruitment methods and 

ethical informed consent processes for research with refugees in Canada. 
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Appendix A.  
 
Language concordant oral description and written handout 
describing the research study 

Arabic oral description and written handout 
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Farsi/Dari oral description and written handout 
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Karen oral description and written handout 

 

 



 

137 

Somali oral description and written handout 
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Appendix B.  
 
New Canadian Clinic recruitment data collection form 
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Appendix C.  
 
New Canadian Clinic: Agree to follow up phone call 
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Appendix D.  
 
Research assistants follow up phone call guide 



 

141 

 



 

142 

Appendix E.  
 
Research assistants follow up phone call data collection 
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Appendix F.  
 
Language concordant consent forms 

English, Arabic, Farsi/Dari, Karen and Somali language consent forms. 
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Appendix G.  
 
Knowledge questionnaire 

1. People can be forced to participate in research True False Don`t  know 

    

2. Personal information about people who participate in 
research is kept a secret 

True False Don`t know 

    

3. People who participate in research always get paid True False Don`t know 

    

4. People who participate in research should understand 
the purpose of the research 

True False Don`t know 

    

5. People who participate in research have to sign a form 
saying that they agree to participate 

True False Don`t know 

    

6. Once someone starts participating in a research study, 
they are not allowed to quit 

True False Don`t know 

    

7. Researchers need to get permission to do research  True False Don`t know 
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Appendix H.  
 
Attitudes, knowledge, experience and willingness Likert 
questionnaire  

I have a lot of 
experience with 
research in the 
past 

Strongly 
Agree 

Agree In between Disagree Strongly disagree 

 ------------------------------------------------------------------------------------------------------------- 

 

 

   

 

I have a lot of 
knowledge about 
research 

Strongly 
Agree 

Agree In between Disagree Strongly disagree 

 ------------------------------------------------------------------------------------------------------------- 

      

 

 

   

 

Doing research is 
very important  

Strongly 
Agree 

Agree In between Disagree Strongly disagree 

 ------------------------------------------------------------------------------------------------------------- 

      

 

 

   

 

I am happy to 
participate in 
research 

Strongly 
Agree 

Agree In between Disagree Strongly disagree 

 ------------------------------------------------------------------------------------------------------------- 
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Appendix I.  
 
Demographic questionnaire 

Name _______________ Age _________ Gender  M         F 

     

Years in Canada Less than 1 1 to 3 years 3 to 5 years More then 5 

     

Education None Primary school Secondary school Post-secondary 

     

     

     

Country of birth Afghanistan Burma Iran Iraq 

     

 Somali 

 

   

 Other _________________   

     

First Language 

 

English French Farsi/Dari Arabic 

 Karen 

 

Somali   

 Other _________________   

     

Others Languages English 

 

French Farsi/Dari Arabic 

     

 Other _________________   
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Appendix J.  
 
Semi-structured focus group interview script 
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Appendix K. Reflective essay on the researcher as a 
research tool: “To Wear a Hijab” 

It was a hot summer’s day in July.  My thesis proposal and ethical applications 

were done.  I was finally ready to collect data.  That month I would be hosting four focus 

groups with refugee participants from Somalia, Afghanistan, Iraq and Burma.  As I left 

my house en route to my Somali focus group it suddenly occurred to me that I didn’t 

know what to wear.  I anticipated that many of the participants would be dressed 

conservatively and that the women would be wearing full length skirts and hijabs. I was 

wearing a knee length skirt and tank top.  Should I change? The question baffled me.   

“Up to that point, I hadn’t considered myself within my thesis.  The concept that I was a 

variable within my research was a foreign idea.  I hastily put on pants and a cardigan 

and left the house with the disquieting notion that further reflection was required.  

My academic journey has exposed me to research for the past eight years, 

ranging from observational studies in behavioural ecology and epidemiological studies in 

HIV to clinical cohort studies. Paired with an undergraduate degree in science and a 

western medical education, my epistemological exposure had been almost exclusively to 

empiricism.  With a desire to use research as an advocacy tool alongside my role as a 

family physician I was seeking further research training through a Masters of Health 

Science at Simon Fraser University.  My research question had guided me unexpectedly 

towards qualitative methods.  I leapt in, and while already knee deep in my study I 

started a qualitative methods course in September with a goal to better comprehend this 

new territory.  Through this course, I became aware of myself as a research tool, and as 

articulated by Piantanida “developing oneself as instrument entails an honest 

understanding of what one brings to an interpretive inquiry” (Piantanida 1999).  

Consequently, this has led to reflections on the impact of my position, perspective and 

presence on my research, in particular on my research questions, methodology and 

relationship to my participants.   

Research Questions 

In my area of primary care research, the impetus behind most applied research 

questions is to find practical solutions to specific problems facing clinicians, communities 

or patients.  In the real world, the competitive research landscape often witnesses 
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ulterior motivations, where questions are driven by career objectives, funding availability, 

publication opportunities and convenience.  Due to this, I perceived objectives other than 

intellectual goals as distasteful distractions.  As a result, I never considered how my own 

personal interest might have influenced the questions I was asking.  Reflexivity was 

needed to ‘out the researcher’ (Finlay, 2002).  

Reading Maxwell’s chapter on goals helped me to directly examine the many 

motives, desires and purposes that lead me to my thesis question.  I realized it was not 

shameful to have other goals, but rather that it was important to recognize that “goals 

inevitably shape the descriptions, interpretations, and theories you create in your 

research” (Maxwell, 2005). In my journal I was able to write about my personal and 

practical goals.  Considering personal goals helped me understand how major events in 

my life, in particularly in my family life led to my interest in refugee health.  “My mother’s 

hospitality led to our nuclear family of four expanding on holidays.  One thanksgiving 

memory includes distant cousins from Peru, a visiting teacher from Iceland, international 

students from Indonesia and a single work colleague from Namibia” (Journal entry 

October 2011).  I also saw that my personal identity (see appendix part 1), in particular 

my theological worldview with a vision of equality independent of nation, gender or race, 

and the creation of a unified global society, was a driving force in my motivation to work 

with refugee populations in Canada.   

In regards to practical goals, I had always known that my primary aim in doing 

research was to advocate. However, in the past, I perceived that research was value-

free and researchers were required to be objective disinterested creators of knowledge 

where change should not be the specified objective.  I felt that I had to keep my 

advocacy goals hidden. Directly identifying my advocacy objectives was liberating (see 

appendix part 2).  Through this surfacing of personal and practical goals, I found myself 

in the creation of my research question.     

Research Methodology 

Discovering the researcher within the research question then made me question 

what role I played in selecting my methodology.  The subtle yet significant difference 

between methods and methodology was unclear to me when I began my thesis even 
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though I had long before acquired the ability to translate my interests into research 

questions and identify methods to pursue these questions.  It was not until reading 

Neuman’s chapter “The Meaning of Methodology” that I saw the selection of methods as 

more than a practical decision.  The research paradigm, including ontology and 

epistemology, revealed that method selection was not a dispassionate process but again 

revolved around the researcher’s worldview. 

Previously, I had not articulated my philosophical inclinations within research.  I 

had moved unconsciously, yet ironically quite comfortably, from a quantitative to 

qualitative paradigm. In tutorial number two, I wrote “I feel really balanced between the 

positivist and interpretivist approaches.  It really depends on the research questions and 

goals.  The most important part is recognizing the limitations.”   

Seeking methodological coherence in my research, it became important to 

describe the methodological underpinnings in my methods.   

Ontologically, I found myself aligning with critical realism, which bridged my 

positivist inclinations in the study of natural science with my postpositivist sensibilities in 

the philosophical understanding of the social sciences.  Additionally, embedded in critical 

realism is an awareness of power imbalance and inequity which fosters the use of 

research as an advocacy tool. Epistemologically, I maintained the positivist approach 

that research can seek to find one physical truth in physical domains, but equally 

recognized the need for careful, reflexive qualitative approaches for understanding the 

social construction of individual reality.  Given that my thesis question sought to 

understand my participants’ subjective attitudes and objective knowledge about 

research, it was appropriate to utilize mixed methods.  My understanding of the theory 

behind each method enabled me to capitalize on the strengths and enhance my 

awareness of the limitations of each method. 

In regards to the skills required in qualitative methods, including observation, 

listening, questioning skills and reflective and analytic abilities, I was fortunate to 

discover that the communication skills I had acquired in my medical training were readily 

transferable to research purposes.  Interestingly, the long recognized “art and science of 
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medicine” was also present in the domain of qualitative research, and I was pleased to 

be able to utilize interpersonal skills alongside intellectual skills.   

Relationship to Participants 

Considering the interpersonal aspect of qualitative research alerted me to a third 

way in which my presence might influence my research; my relationship to my 

participants.  Given that my population of interest is refugees, as a Canadian born, 

Caucasian, English speaking, educated woman, there is an obviousness to my 

‘otherness’.   However, reflecting specifically on the many facets of a researcher’s 

identity helped me to see that it is not only the superficial physical traits that make me an 

outsider in my research.  My worldview and values, while not seen directly by my 

participants, equally impact how my participants and I view each other (see appendix 

part 3). This awareness shed light on my summer wardrobe conundrum.  Considering 

what to wear was an acknowledgment of my outsider status, but even had I engaged the 

preposterous notion of wearing a hijab, clothing alone would not have altered my 

otherness.  My anxiety was not that I was so different from my participants, rather it was 

that I did not yet understand how these differences might influence the validity of my 

results.   

Understanding my relationship with my participants has also been influenced by 

broader methodological considerations.  The research project that started this journey 

was a refugee cohort study with methods that largely relied on collecting data virtually 

through provincial health databases.  In this study, my participants would be passive, 

complicit subjects.  Proposing the feasibility of this study triggered the need for a better 

understanding of refugee’s attitudes and knowledge towards research.  This 

necessitated a study using qualitative focus group methods.  In this study, my 

participants were seen as informants who possessed the expert knowledge needed to 

answer my research questions.  However, there was a clear separation between the 

researchers and the participants.  Throughout the study I started to worry about my risk 

of “colonising discourses of the ‘other’” (Fine, 1998) and I recognized the importance of 

hearing the community’s voice.  In response to this, I added two final questions to my 

focus groups about participants’ desire to participate in conducting research and their 

research priorities. 
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These questions invariably led me to consider the possibilities of a community 

based participatory approach for future research projects with this community.  The 

benefits of this approach would be the transfer of leadership into the hands of a 

vulnerable community and the opportunities for empowerment and skill development that 

could aid refugees in settlement and integration in Canada.  The challenges in this 

approach would be the identification of a ‘community’ given the geographic, ethnic, 

cultural and linguistic diversity amongst individual refugees.  Additional challenges would 

be the practical implications of working with a multilingual group with varying degrees of 

literacy, education and occupational experiences.  I noted November 30th “Perhaps 

starting with a northern participatory praxis, focusing more on a utilitarian problem 

solving approach and connection to organizational change could balance the roles of the 

researcher and community, and in the future, shift to a Southern approach to better 

address issues of power.” 

This last year, I have had numerous insights through experiential learning in the 

practical assignments in this course and my thesis based research activities and through 

conceptual discoveries such as reflexivity, ‘methodology’ not merely methods, and the 

role of community based participatory methods.  In particular, I have uncovered the 

impact of my identity as a researcher and how it has shaped my research questions, 

methodology and relationship to my participants.  These revelations have helped me to 

understand how I, as a research tool, might impact the validity of my research.  

Furthermore, they have also shown how I, as a researcher, might shape and be shaped 

by future research endeavours.  
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