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Abstract

Background: Research is critical for developing HIV and tuberculosis (TB) programming for 

U.S. African-born communities, and depends on successful recruitment of African-born people.

Methods: From January 2014- June 2016, we recruited African-born people for HIV and TB 

research in King County, Washington. We compared the characteristics of study participants and 

the underlying populations of interest, and assessed recruitment strategies.

Results: Target enrollment for the HIV study was 167 participants; 51 participants (31%) were 

enrolled. Target enrollment for the TB study was 218 participants; 38 (17%) were successfully 

recruited. Of 249 prior TB patients we attempted to contact by phone, we reached 72 (33%). 

Multiple recruitment strategies were employed with variable impact. Study participants differed 

from the underlying populations in terms of gender, country of origin and language.

Conclusions: Inequities in research participation and in meaningful opportunities for such 

participation may exacerbate existing health disparities.
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Introduction

King County, Washington (WA) is home to a well-established technology industry and a 

large public university, is a major port of entry for new immigrants arriving in the U.S., and 
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has been a center for refugee resettlement for many years. As a result of these and other 

forces, the county population is very diverse, with foreign-born individuals representing 

21% of the county population, compared to 13% of the national population.1,2 In particular, 

the Seattle metropolitan statistical area is home to one of the largest African immigrant 

communities in the U.S.3

Notably, the substantial presence of immigrant populations has influenced the epidemiology 

of infectious diseases in King County, including HIV, tuberculosis (TB), and hepatitis B.4–7 

While African immigrants comprised only 1.8% of the total county population in 2016, 

African-born people accounted for roughly 10% of newly reported HIV cases from 2010–

2013.8 Similarly, 18% of reported cases of active tuberculosis in King County from 2012–

2015 were among African immigrants (M. Pecha, unpublished data).

Research is critical for developing effective HIV and TB prevention programs for African-

born communities, and is dependent on successful recruitment of African-born people. 

However, previous episodes of significant research misconduct and human subjects abuses 

have left many communities of diverse ethnic and cultural backgrounds distrustful and/or 

fearful of research.9 Additionally, immigrants may have other concerns about participating 

in research, including concerns about confidentiality and the potential for information 

sharing with immigration officials, particularly for research around sensitive topics such as 

drug use or HIV. Recruitment for research of stigmatized conditions may also be particularly 

difficult for small or tightly knit communities given that a breach of confidentiality could 

have serious deleterious social or economic consequences.

In order to address the disproportionate impact of HIV and TB on the African immigrant 

population, we undertook two studies to examine access to and uptake of HIV and TB 

screening, and to identify missed opportunities for screening, among African-born people 

reported with HIV or active TB in King County. Recruitment was challenging in both of 

these studies. In this paper, we document our recruitment goals and actual enrollment, as 

well as steps taken to increase recruitment.

Methods

We conducted two cross-sectional studies to assess the epidemiology of HIV and TB among 

African-born people living in King County. The objectives of the HIV study included 

estimating the proportion of African-born people living with HIV (PLWH) residing in four 

US metropolitan areas who likely acquired HIV in the U.S., and assessing experiences with 

HIV testing in this population. The TB study sought to document missed opportunities for 

TB screening, diagnosis and treatment in the African-born population and was limited to 

King County; while all participants in the TB study had been diagnosed with active TB, we 

were interested in learning whether these diagnoses were delayed. A secondary goal for both 

studies was to develop feasible methods for enrolling African-born people in such studies, 

with the goal of carrying out similar, larger studies in the future. For the HIV study, we 

recruited participants at four sites (King County, New York City, Chicago, and Philadelphia) 

with large African immigrant populations, but for the purposes of this analysis, we included 

data only for King County, where recruitment was in progress for the longest period. Both 
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studies were funded via the same grant. Because describing post-migration acquisition of 

HIV was the primary aim of the grant supporting the studies, and given limited resources, 

we limited recruitment for the TB study to King County.

Eligibility criteria for both studies included birth in an African country, age 18 years or 

older, and diagnosis with HIV (for the HIV study) or active TB (for the TB study) in 2005 or 

later. Initially, for both studies, eligibility was limited to English speakers. After consent 

documents were translated, we also began recruiting participants who spoke French, Oromo, 

Swahili, Amharic, or Tigrinya, or, for the TB study only, Somali. Eventually, after we 

obtained approval to do so from the University of Washington (UW) Institutional Review 

Board (IRB), we began recruiting participants regardless of language spoken.

Additional differences in strategies for the two studies were as follows: PLWH were 

recruited via a variety of mechanisms which evolved over time. We initially began recruiting 

participants who were contacted regarding HIV partner services by the Public Health – 

Seattle and King County (PHSKC) HIV/STD Program staff at the time of HIV diagnosis. 

We eventually expanded recruitment efforts to include recruitment in the UW Madison 

Clinic (for HIV infection, housed in the local county medical center); the UW Medical 

Center’s high risk pregnancy clinic, a UW General Internal Medicine Clinic; through two 

community-based organizations; and through another UW research study and an ongoing 

PHSKC HIV surveillance project. Recruitment was carried out by PHSKC staff and UW 

staff involved in this study.

For our study involving people with active TB diagnoses, we obtained a list of all persons 

who were diagnosed with active TB and had an African country of birth, along with contact 

information at the time of diagnosis, from the PHSKC TB Control Program. Staff from the 

TB Program, the Principle Investigator, or a UW research assistant attempted to contact 

potential participants who were not currently being treated for TB by phone and letter; 

letters were translated into Amharic, French, Somali, and Tigrinya. Patients who were 

currently being treated for active TB at the PHSKC TB Clinic were approached by TB 

Program staff who were trained in recruitment procedures by the Principle Investigator.

For both studies potential participants were offered 3 options for participating: 1) an in-

person interview (with interpreter if needed/desired), 2) a phone interview (with interpreter 

if needed/desired), and 3) an online survey (limited to English speakers only). Data 

collection instruments for both studies included questions regarding demographics, the 

immigration process (year of arrival, visa status at arrival, medical exam as part of the 

immigration process, medical exam to change visa status in the U.S.), access to medical 

care, history of TB and HIV screening, and assessment of previous known or suspected 

exposures to HIV and/or TB.

Both data collection instruments included questions regarding medical care use and access, 

developed by the TB Epidemiologic Studies Consortium (TBESC) for a study of missed TB 

prevention opportunities among foreign-born residents of the U.S. and Canada; we utilized 

questions from this instrument regarding TB symptom seeking behavior for the TB study.10 

To measure stigma related to these two infections, we incorporated a stigma scale 
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(previously validated for use measuring HIV stigma in an African American population) for 

the HIV study, and adapted it for TB for the TB study.11,12 The HIV interview incorporated 

questions that were either taken from or similar to questions used in a study in the UK to 

determine whether HIV acquisition among African immigrants was pre- or post-migration.13 

We used questions on HIV disclosure originally developed and used with women living in 

rural communities in the southeastern U.S.14 We examined experiences with sexual violence 

by adapting four questions used in the National Violence Against Women Survey, adapting 

them for use with both genders.15 We also asked patients for permission to access their 

medical or PHSKC surveillance records to record limited amounts of clinical data, including 

date of diagnosis, HIV and/or TB lab results at diagnosis, and for HIV patients, history of 

AIDS diagnosis, current viral load, and antiretroviral therapy use. We piloted the HIV 

interview, which contained many of the questions in the TB interview, with a group of 16 

African immigrants living with HIV prior to the beginning of the study. In the pilot 

interview, we asked participants whether they would be more likely to participate in the 

study if the study interviewer was similar to the participant in age, gender, language or 

country of birth. The great majority of participants reported that they had no preferences 

around interviewer characteristics. Patients received a gift card for participating in the study; 

the incentive was initially $30 and $35 for the TB and HIV studies, respectively, but after 

unexpectedly low initial enrollment, the incentive was raised to $50.

We actively recruited patients for the TB study from January 15, 2014 through January, 

2016. Recruitment for the HIV study began April 1, 2014 and is ongoing; we included 

recruitment data through June 30, 2016. We present descriptive analyses, including our 

recruitment goals and numbers of participants enrolled over time. We compared the 

characteristics of study participants and all African-born individuals reported with either TB 

or HIV using PHSKC HIV and TB surveillance data from 2010–2013 and 2004–2011, 

respectively. All study procedures were approved by the UW IRB.

Results

TB Study Enrollment

Our enrollment goal for our assessment of missed opportunities for TB screening and 

diagnosis was 218 participants. We actively recruited participants from January, 2014– 

January, 2016, and during this time we enrolled 38 participants. We attempted to contact all 

249 potentially eligible individuals who had been diagnosed with active TB since 2005 by 

telephone. We were unable to contact 167 (67%). Of these, we had incorrect phone numbers 

for 74 (44%), the remaining 93 (56%) either did not answer our calls or did not return 

messages. We also sent letters to people whom we were unable to contact, describing the 

study and signed by the principle investigator and the director of the PHSKC TB Program. 

The letters asked the recipients to expect a call from study staff, and provided a study phone 

number for those who were interested in participating immediately. Of 121 letters sent to 

English speakers, 56 (46%) were returned as undeliverable. We sent an additional 125 letters 

translated into Tigrinya, Amharic, and Somali, but were unable to track returns of these 

letters. Of the total 246 letters sent, we received only 2 phone calls in response.

Kerani et al. Page 4

J Immigr Minor Health. Author manuscript; available in PMC 2020 June 01.

A
uthor M

anuscript
A

uthor M
anuscript

A
uthor M

anuscript
A

uthor M
anuscript



HIV Study Enrollment

Our recruitment goal for the HIV study was 167; from February, 2014 through June 30, 

2016, we enrolled 51 participants. Multiple strategies were employed to improve recruitment 

over the study period. Figure 1 displays the timing of these strategies along with enrollment 

over time. Although we initially began recruiting patients only through PHSKC HIV partner 

services, we subsequently changed strategies to include recruitment through the research 

registry at the UW Madison Clinic, the largest HIV clinic in King County. Typically, 

research registry staff explain the importance of clinical research and solicit written consent 

from new clinic patients with HIV at the time of presentation to the clinic, or soon thereafter. 

We increased the incentive from $35 to $50, added additional staff recruiting time, and 

finally, we began recruiting patients directly through providers at the Madison Clinic, rather 

than through the research registry. We were able to do this through a daily report developed 

for the study and based on the clinic’s electronic medical record. Of note, after our patient 

report was implemented (Dec 1, 2015), of 168 potentially eligible patients who presented to 

the clinic and had not been previously interviewed, only 34 (20%) were enrolled in the 

clinic’s research registry; in comparison, 80% of the overall clinic population enrolls in this 

registry.16 Of the 168 potentially eligible participants, 14 were found to be ineligible for our 

study after we approached the patient or provider. Of the remaining 154, 103 (67%) were 

approached about participation in the study; of these, 44 (43%) were interviewed, and 27 

(26% of the 103 approached) declined. An additional 32 (31%) were uncertain about 

participating, and asked for future follow up or time to consider.

Interview Language and Modality

Of the 51 total participants interviewed for the HIV study, 37 (73%) were interviewed in 

English, 4 (11%) completed an online survey, 25 (68%) completed a face-to-face interview, 

and 8 (22%) participated via a telephone interview (Table I). Of the 47 people who initially 

enrolled in the TB study, 19 (40%) agreed to take the online survey but 9 (49%) of these did 

not complete the survey. Of the remaining 38 participants who completed the TB study, 15 

(40%) completed a face to face interview, 13 (34%) completed a phone interview, and 10 

(26%) participated via the online survey.

Participant representativeness

To assess whether our study participants were representative of all local African-born people 

with HIV or active TB, we compared the characteristics of study participants to all African-

born people reported with HIV or active TB in King County using PHSKC surveillance data 

for 2010–2013 and 2005–2014, respectively. A larger proportion of HIV study participants 

were Kenyan and a smaller proportion were Ethiopian and/or female, compared to all 

African-born people reported with HIV from 2010–2013 (Figure 2). A smaller proportion of 

TB study participants were Somali when compared to all African persons reported with 

active TB, while there were smaller differences by gender and for people born in Ethiopia 

than we observed for HIV study participants. Interestingly, people with limited English 

proficiency (LEP) were more clearly underrepresented among our TB study participants 

than was the case for HIV study participants, with 41% of all persons reported with TB in 

King County having LEP, compared to only 21% of TB study participants.
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Discussion

We encountered significant challenges in recruiting African-born study participants. Among 

persons previously treated for active TB whom we attempted to contact and recruit by 

phone, we were unable to reach 67%. Over a two year period we were able to enroll only 38 

out of 249 potentially eligible people with current or prior active TB. While we were more 

successful at recruiting participants into our study of PLWH, enrollment was lower than 

expected. We found that the existing infrastructure in place to recruit patients to participate 

in HIV research in our local HIV clinic did not function well with this African-born patient 

population; only 20% of the potentially eligible participants identified through the clinic’s 

electronic medical record were part of the clinic’s pre-existing research registry, compared to 

80% of the clinic’s overall patient population.16 Of the persons living with HIV who we 

were able to speak with, approximately one-quarter declined to participate in our study, 

while an additional 30% requested additional time to consider participation. While we 

attempted to provide additional options to make potential participants feel more comfortable 

with participating in the studies, including translating consent forms, providing interpreters, 

and offering the interview as an online survey, meeting our recruitment goals was a 

challenge, and study participants were not representative of the population of African-born 

people living with HIV or active TB in our county.

Investigators have documented a variety of challenges of recruiting vulnerable populations 

such as immigrants and refugees. These include concerns about privacy, language barriers, a 

lack of belief in the benefit of research to community, research procedures such as informed 

consent process which are unfamiliar or culturally inappropriate, and study working hours or 

locations which are inconvenient for participants.9,17–23 There are additional structural level 

barriers to participation in research that likely also hinder research participation among 

marginalized populations, including differential access to health care or other services where 

recruitment might take place, the legacy of research misconduct and human rights abuses 

associated with studies such as the Tuskegee Syphilis Study, power imbalances between 

researchers and participants, including beliefs researchers gain more from research than the 

communities that participate in their studies, and specific to immigrants, fear that uptake of 

health services or research participation might have negative immigration-related 

consequences.9,17,19,22,24–31

Some of these barriers have been successfully addressed by engaging community advisory 

boards, undertaking other forms of community engagement such as health fairs or working 

with community leaders, ethnic and linguistic “matching” of recruiters to the population of 

interest, making the consent process transparent and straightforward, providing hours and 

locations that are convenient, providing translated information and interpreters for those 

with low English proficiency, and ensuring that research participants are adequately 

compensated for their time.9,20,21,23,32 Recruitment practices to address some of the more 

structural-level barriers have been less well documented in the literature. Recruiting 

participants in the community or via community-based organizations that serve specific 

populations rather than at facilities has been successful in many instances.29 Community-

based participatory research (CBPR) is a research framework that incorporates many of 

these individual strategies, and has been successfully used to recruit immigrant and refugee 
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populations.31,32 Finally, providing support to junior investigators or otherwise improving 

the “pipeline” to bring individuals who represent marginalized populations into research 

fields may also be a way to ensure that researchers understand the needs of the community 

and to build trust between communities and academic institutions.

While all of the strategies described above have been used effectively to recruit vulnerable 

populations for research, a further challenge to investigators is that racial/ethnic minority 

and other marginalized populations are not homogenous, and strategies that are successful 

for one community may be less so for others.21,33,34 Similarly, the topic of research and the 

degree to which researchers are seeking information about sensitive or stigmatized 

conditions or behaviors may also affect the effectiveness of recruitment strategies.19 For 

example, others studying very sensitive topics found that when offered a choice, participants 

often did not want to meet with research staff from their country of birth.18,35 Both HIV and 

TB are highly stigmatized in many African communities,18,36–39 and this led us to adapt 

recruitment strategies that do not necessarily conform to processes that may otherwise be 

recognized as best practices when recruiting participants from vulnerable populations.

We undertook recruitment of African immigrant participants after consultation with social 

workers, and community based organization, research, and public health staff, all of whom 

work with African immigrants with HIV and or TB, and some of whom are African 

immigrants themselves. Based on their input, and the shared concern that the stigma around 

HIV and TB in the African immigrant community would make recruitment difficult, we 

believed that our recruitment would be most successful at facilities or agencies that serve 

people who are seeking care or services related to HIV or TB, rather than in the community 

or through more passive means such as advertising. We did attempt to make participation as 

convenient as possible, including conducting interviews in the evenings or on weekends as 

needed, providing an option for phone interviews, and offering to conduct interviews in 

participant’s homes or other private locations. In retrospect, we believe that the most 

effective approach would have been to have trusted providers, or clinic or community-based 

organization staff carry out recruitment and the interviews. We attempted to provide support 

for a community-based organization staff member to recruit PLWH receiving HIV case 

management services, which was a successful model for our pilot interviews. Unfortunately, 

staff turnover resulted in this strategy being unsuccessful beyond the pilot phase.

We hope that others who intend to recruit immigrant and refugee populations will find these 

results useful in developing recruitment plans. However, there are some limitations to our 

analyses. First, as a result of relying on other organizations to recruit some participants for 

our HIV study, we were unable document how many total potential participants were 

approached and how many refused to participate among all those approached. Second, while 

we had information about many of the potential participants who declined participation or 

whom we could not contact (such as language and COB), our IRB did not allow us to use 

this information to compare those who agreed to participate with those who did not, without 

first obtaining permission to use those data from each individual. While we attempted to do 

this for a time, we ultimately abandoned this strategy; most people who declined to 

participate in our studies chose not to allow us to use their data for any research purpose. 

Finally, certain instruments used in this study (e.g. measures of sexual violence and HIV 
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status disclosure), while employed by previous studies, have not been validated for use with 

African immigrants. Future research is needed to better understand the psychometric 

properties of these instruments with this specific population.

Inequities in research participation may result in some populations not benefitting from the 

positive impacts of research, particularly if groups are systematically excluded from 

participation because of barriers such as language or literacy. As such, research that excludes 

populations most impacted by the health condition may serve to exacerbate existing health 

disparities. Successful recruitment of immigrant populations may require resources not 

usually needed for studies with U.S.-born people, including support for translation, 

interpreters, and increased staff time to provide more intensive outreach, resources which 

should be taken into consideration both by investigators and funders. Finally, the same 

barriers to research participation that we and others have observed may also make immigrant 

populations difficult to reach with prevention programs or public health messages; as such, 

identifying and implementing methods to reach immigrant communities may be important 

not only to the success of individual studies, but also in developing ways to most effectively 

deliver programs or interventions resulting from such studies.
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Figure 1: 
HIV Study Enrollment by Month, King County, WA, May, 2014 - June, 2016
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Figure 2: 
Study participant characteristics and characteristics of all African-born people reported with 

active HIV* or TB** in King County, WA

*Public Health – Seattle and King County (PHSKC) HIV surveillance data, 2010–2013 (N= 

101)

**PHSKC TB surveillance data, 2005–2014 (N=249)
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Table I:

Characteristics of African-born study participants in King County, WA, 2014–2016**

TB Study Participants,
N=38

HIV Study Participants,
N=51

N % N %

Sex Male 21 55 25 49

Female 17 45 26 51

Age** 18–29 years 10 27 3 6

30–39 years 17 46 17 35

40–49 years 4 11 12 24

50 years and older 6 16 17 35

Interview language English 30 79 37 73

Amharic 4 11 6 12

French 1 3 4 8

Other 3 8 3 6

Country of birth East Africa 34 89 38 75

Other regions of Africa 4 11 13 25

*
Recruitment for the TB study occurred January, 2014-February 1, 2016

*
Three participants were missing age, one in the TB study and two in the HIV study
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