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Background: Cervical cancer is preventable through regular screening, yet Somali American 

women face significant barriers that contribute to low screening rates and delayed diagnoses. 

These barriers include limited knowledge, stigma, language barriers, and cultural norms. Human 

Papillomavirus (HPV) self-sampling is an emerging alternative to in-clinic screening, offering 

privacy and convenience that may help overcome these challenges. This study explores Somali 

American’s experiences with HPV self-sampling using the Socio-Ecological Model to identify 

factors at the individual, interpersonal, and community levels that influence screening 

participation. Findings aim to inform culturally relevant strategies to increase screening uptake 

and reduce health disparities. By understanding barriers and facilitators through the socio 

ecological lens, this research supports the development of more equitable cervical cancer 

prevention efforts.  



 

Methods: We conducted a secondary analysis of qualitative data from the Isbaar Study, a 2022 

NIH funded project led by the University of Minnesota. The study held 6 focus groups with 44 

Somali American women aged 30-65 in Minnesota to explore knowledge, experiences, and 

decision making around HPV self-sampling. Discussions were audio recorded and transcribed. 

NVivo software was used to apply deductive coding guided by the Socio-Ecological Model 

across individual, interpersonal, and community levels. Thematic analysis identified key barriers 

and facilitators to screening. Additionally, the analysis guided the creation of personas and 

empathy mapping to capture recurring patters in participants’ experiences by organizing 

responses into five categories: says, thinks, does, and environment.  

 

Results: Thematic analysis revealed four key themes shaping Somali Americans women’s 

perspectives on cervical cancer screening and HPV self-sampling: 1) limited knowledge and 

varying attitudes toward screening, 2) preferences shaped by personal experiences with Pap 

smears and interest in self-sampling, 3) the influential role of healthcare providers and peer 

support, and 4) cultural and societal norms impacting screening behavior. To further capture 

participant experiences, six personas were developed using empathy mapping, capturing the 

behaviors and needs related to HPV self-sampling. These ranged from individuals unfamiliar of 

screening to proactive screeners and peer advocates to highlight the variation in screening 

decision making.  

 

 



Conclusion: This study highlights the experiences and barriers Somali American women face 

regarding cervical cancer screening. Using the Socio-Ecological Model, personas, and empathy 

mapping, key factors influencing screening behavior were identified. Findings shown the 

importance of community informed strategies and expanding access to HPV self-sampling to 

reduce screening disparities.  
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Introduction 
 
Regular screening is the most effective strategy for identifying and treating early-stage cervical 

cancer [1], the primary cause of which is the Human Papillomavirus (HPV). National guidelines 

recommend screening for individuals with a cervix every three years beginning at age 21[2]. 

Almost all (83%) of screening for cervical cancer is achieved through a Pap smear or cervical 

cytology done during a pelvic exam, during which a small sample of cervical cells is collected. 

Women typically experience discomfort during the procedure, and although Pap smears can 

produce up to 20% false-negative results, regular screening has been shown to significantly 

reduce cervical cancer related mortality.  

 

Disparities in Screening 

Despite the safety and effectiveness of screening for cervical cancer, there are significant 

disparities among women of color and immigrant populations in the use of this preventive health 

service.[3] White women have the highest rates of cervical cancer screening relative to women of 

color[4] [5]. However, Hispanic and Black women tend to have higher rates of colposcopy, a 

procedure required after an abnormal Pap test result[6].  Women of color are also more likely to 

be diagnosed at a later stage of cervical cancer, which may be due to the lack of guideline 

adherent screening intervals. Poorer outcomes regarding both screening and early detection of 

cervical cancer among immigrant women are likely due to additional social, cultural, and 

language barriers that impact access to and effective use of health and preventive services [7] [8]. 

  

Self-sampling for HPV testing has emerged as an alternative to traditional screening methods for 

all women but particularly for underserved and immigrant communities, for whom traditional 

https://www.zotero.org/google-docs/?W5bxLc
https://www.zotero.org/google-docs/?oKOeMv
https://www.zotero.org/google-docs/?5HipgO
https://www.zotero.org/google-docs/?drNEiS
https://www.zotero.org/google-docs/?NA5fvU
https://www.zotero.org/google-docs/?nO9l5c
https://www.zotero.org/google-docs/?3PYt1n
https://www.zotero.org/google-docs/?4MPXzn
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screening modalities have poor uptake. [9]. This method allows women to collect their own 

samples privately at home, which can help reduce discomfort, preserve modesty, and overcome 

clinic-related barriers.[10] [11] 

  

Although low rates of cervical cancer screening are found among people of color and immigrants 

to the United States, the lowest screening rates for any group of American women is among 

immigrants from Somalia.[12] [13] Low screening rates have led to a disproportionate burden of 

cervical cancer, resulting in it being the second leading cause of death among Somali-American 

women between the ages of 15 and 44. 

  

These disparities in screening rates and poor cervical cancer outcomes are the result of several 

factors included limited access to health care services, lack of familiarity with the healthcare 

system, negative past experiences with health care both in the United States and Somalia, 

patient-provider discordance and modesty norms given the Islamic faith to which may Somalian 

women adhere.[5] For many Somali women, screening is not part of their routine care but is only 

considered during pregnancy or when symptoms arise. 

  

Given the disparities in receipt of a critical health care service, we seek to better understand the 

barriers that women from Somalia experience, and by extension the broader experience of 

women facing similar disparities, in receiving recommended cervical cancer screening,  By 

identifying these barriers we hope to provide input to developing interventions designed to 

address these barriers and ensure that all women have access to critical health care services. 

 

https://www.zotero.org/google-docs/?lytgmt
https://www.zotero.org/google-docs/?83PU4S
https://www.zotero.org/google-docs/?ivSfDi
https://www.zotero.org/google-docs/?4afg0s
https://www.zotero.org/google-docs/?Y2Fspp
https://www.zotero.org/google-docs/?87F5PV
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Theoretical Foundation 

Our research is guided by the Socio-Ecological Model (SEM) [14], represented in Figure 1, which 

provides a comprehensive framework for examining how health behaviors are simultaneously 

shaped by individual, interpersonal, and community factors. Applying the SEM provides the 

foundation for an exploration among the intersecting and overlapping influences, such as 

personal beliefs, provider relationships, cultural norms, and community dynamics that likely 

impact decision making around cervical cancer screening for Somali American women. The 

SEM model has been used in prior research to look at health disparities[15], but it remains 

underutilized in studies focusing on immigrant populations and HPV self-sampling. By using 

this model to the qualitative data from Somali American women, our study can capture the 

complexity of lived experiences across the socioecological levels. This approach also helps 

differentiate the facilitators and barriers for each of the levels. Below, we identify the barriers 

that Somali American women face in receiving cervical cancer screening through the lens of the 

SEM. 

 

 

 

https://www.zotero.org/google-docs/?otipha
https://www.zotero.org/google-docs/?oYfYlo
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Individual Level 

 

At the individual level, Somali women may lack knowledge about HPV, cervical cancer, and the 

purpose of screening. Many may fear pain, discomfort, or potential diagnoses. [16] 

Misunderstandings about what Pap smears involve, lack of awareness about the HPV cancer, and 

unfamiliarity with screening guidelines are all significant barriers. Research suggests that 

misunderstandings about reproductive health, uncertainty about the safety or accuracy of 

screening methods, and unfamiliarity with screening guidelines are all challenges within the 

immigrant community[17] [18]. 

 

 

 

Interpersonal Level 

https://www.zotero.org/google-docs/?Z6V7iI
https://www.zotero.org/google-docs/?dwTsyt
https://www.zotero.org/google-docs/?cmxeta
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On the interpersonal level, communication between patients and providers plays a crucial role. 

[19]. Somali women have reported that providers often fail to explain that a Pap smear is being 

performed or do not offer sufficient information in a culturally or linguistically appropriate 

way[11]. The lack of transparency can lead to confusion, mistrust, and discomfort. 

  

In some cases, the absence of professional interpreters or family members present for translation 

limits effective communication, reduces privacy, and contributes to misunderstandings [20]. 

Women may not fully understand why screening is needed or what the results mean, which can 

deter them from participating in future screening. But on the other hand, when providers engage 

using trained and or visual aids, women feel more respected, empowered, and are more likely to 

engage in preventative care [21] [22]. 

 

Community Level  

 

Community norms, religious beliefs, and stigma also shape women’s attitudes toward screening 
[23]. In Somali communities, conversations about reproductive health may be prohibited, and fear 

of judgment can discourage participation. The lack of visible community-based health education 

on cervical cancer leads to low awareness and screening hesitancy.  

  

Recent studies have explored the cultural and social factors influencing HPV self-sampling 

among immigrants. For example, a qualitative study conducted semi-structured interviews with 

both Canadian and international cancer screening healthcare providers and policymakers to 

identify the facilitators and barriers to implementing HPV self-sampling in Canadian populations 
[24].  

  

A scoping review was conducted to identify effective strategies for implementing self-sampling 

and engaging under screened populations. The study focused on Indigenous people, recent 

https://www.zotero.org/google-docs/?93DCvh
https://www.zotero.org/google-docs/?WfBlfQ
https://www.zotero.org/google-docs/?sWFkWC
https://www.zotero.org/google-docs/?IijQX1
https://www.zotero.org/google-docs/?3FBBPV
https://www.zotero.org/google-docs/?fBJtr8
https://www.zotero.org/google-docs/?oNVOQh
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immigrants, and individuals living in rural areas. It found that involving trusted community 

leaders was an effective strategy for successful recruitment and engagement across these diverse 

populations.[24] 

 

 

HPV Self-Sampling as an Emerging Solution  

 

This study examined the use self-sampling to increase cervical cancer screening rates, while 

addressing the barriers that Somali immigrants experienced during clinical visits. Sewali et 

al.(2015) conducted a study between November 2013 and February 2014, involved Somali 

community health workers (CHWs) and recruited participants fluent in both Somali and English. 

The primary outcome was the successful completion of screening tests within three months of 

enrollment. The study found that the HPV self-sampling method was highly convenient for 

participants, who also expressed trust in the accuracy of the results. Somali community health 

workers introduced self-sampling to bilingual Somali women. Participants have found the 

method convenient and expressed trust in its accuracy.[13] 

  

Similarly, another study found that involving trusted community leaders and delivering education 

through familiar channels helped boost engagement in self-sampling programs among 

immigrants and rural communities.[25] By incorporating self-sampling as a screening option will 

help reach individuals who usually delay or opt out of in clinic cervical cancer screening. 

Research has identified barriers and facilitators of self-sampling, including the convenience and 

time saving aspects of the method. [26] Participants appreciated being able to avoid long wait 

times at clinics, making the process more feasible within their routines.  

  

https://www.zotero.org/google-docs/?X0BsK9
https://www.zotero.org/google-docs/?omDntQ
https://www.zotero.org/google-docs/?q2smO3
https://www.zotero.org/google-docs/?TtdqzL


 7 

Several other semi-structured interview studies in Canada have also highlighted significant gaps 

within the U.S. healthcare system regarding HPV self-sampling.[7] The process for self-sampling 

for HPV provides where women would receive their tests through mail. Then after collecting the 

sample, they would then send the kits back to the lab for HPV testing. This method is very 

similar and modeled after the at home fecal occult blood test. 

  

Indigenous, newcomers, and rural communities have been accepting self-sampling because it has 

helped reduce their experiences when accessing health services [25]. A user centered design 

approach prioritizes patients and ensures their needs are met [27]. Utilizing personas allows 

researchers to identify and categorize participants based on shared characteristics, while empathy 

maps provide deeper insights into their attitudes, behaviors, and experiences. For example, 

physician care personas have been used to better understand the characteristics, needs, and 

perspectives of primary care physicians[28]. Using personas and empathy maps allows researchers 

to use a multi-level approach design to represent a range of experiences and knowledge levels. 

 

Study Purpose  

 

This study aims to explore how Somali American women experience cervical cancer screening 

and perceive HPV self-sampling, with the goal of identifying opportunities to improve cervical 

cancer screening rates. By using the Socio-Ecological model, this research seeks to better 

understand the barriers and facilitators of screening at the individual, interpersonal, and 

community level. The findings will help inform the development of personas and empathy maps, 

tools from user centered design to help target culturally tailored interventions and engagement 

https://www.zotero.org/google-docs/?FuQWWo
https://www.zotero.org/google-docs/?FuQWWo
https://www.zotero.org/google-docs/?wu27tO
https://www.zotero.org/google-docs/?kXr2xB
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strategies to reduce screening disparities and ultimately improve health outcomes for Somali 

American women. The research aims are:  

 

Aim 1: Using the socioecological model to conduct a thematic analysis of six focus 

groups with Somali American women exploring their views on cervical cancer screening 

and HPV self-sampling 

 

Aim 2: Using a user centered design approach develop personas and empathy maps to 

inform the future development of a range of strategies and approaches to engaging 

Somali American patients in cervical cancer screening.  

 

Methods  
 
 
Study Design  
 
This study used qualitative data from a prior project called the Isbaar Study. This study 

conducted focus groups with Somali women in 2022 as part of a study that assessed the 

effectiveness of the implementation of HPV self-sampling as a strategy to increase cervical 

cancer screening among Somali Americans. The Isbaar project was funded by the National 

Institute of Health. The project was led by the University of Washington and the University of 

Minnesota [29]. 

 
Data Collection  
 
The Isbaar study conducted 6 focus groups with 44 Somali American women aged 30 to 65 

residing in Minnesota, with each group consisting of 5 to 10 participants who were recruited 

https://www.zotero.org/google-docs/?Q9sxUL
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through flyers and by word of mouth[30]. The discussions centered on the women's knowledge 

and experiences related to HPV self-sampling and in clinic cervical cancer screening, as well as 

the factors influencing their decision-making processes. Participants were also asked about 

potential impacts that might have shaped their experiences with HPV self-sampling. Facilitators 

guided the sessions and informed the participants of HPV self-sampling to explore participants' 

perspectives on cervical cancer screening and the various elements affecting their decisions. 

Participants were provided with details about the study and completed consent forms to be 

involved in the study. The discussions took place for an hour and were audio recorded. 

 

Data Analysis  

 

Focus group data was analyzed using two methods: 

 

1. Thematic Analysis  

 

NVivo software was used to deductively code the focus group transcripts following the 

completion of the IRB reliance process. Thematic analysis was conducted to identify key 

patterns and insights from the data. Codes was developed based on themes derived from the 

Socio-Ecological Model [14]. Once coding is complete, patterns and themes were identified across 

the transcripts to capture a comprehensive understanding of the barriers and facilitators 

influencing cervical cancer screening. 

 

Using the socio-ecological model, we examined factors influencing HPV self-sampling at three 

levels: individual, interpersonal, and community. The individual level will focus on personal 

knowledge, perceptions, and attitudes toward cervical cancer screening, while the interpersonal 

https://www.zotero.org/google-docs/?HkKyTZ
https://www.zotero.org/google-docs/?3FBBPV


 10 

levels will explore the role of healthcare providers, family, and peer influences on screening 

decisions. The community level will examine cultural norms, stigma, and community driven 

promotion efforts. 

  

By utilizing this framework, the analysis will provide a comprehensive understanding of the 

barriers and facilitators of HPV self-sampling among Somali American women. Identifying these 

factors will highlight opportunities for targeted interventions aimed to increasing screening 

participation and addressing challenges encountered. 

 
 

2. Developing Personas/ Empathy Maps 

 

As part of the qualitative analysis, we used a personas and empathy mapping approach[31] to 

deepen our understanding of participants’ experiences. This method involved organizing data 

into our four primary areas what participants say, think, do, feel. We adopted this approach to 

also add with an additional fifth category, environment, added to reflect the contextual influences 

shaping behavior. We developed personas on recurring patterns across the focus groups, aligning 

these insights with key themes that emerged during coding. This method helped illustrate diverse 

experiences and perspectives within the Somali American community and supported the 

interpretation of facilitators and barriers to HPV self-sampling. 

 
 
Results 

Thematic Analysis Findings  

The analysis of the focus groups discussions revealed four main themes that shaped participants’ 

perspectives on cervical cancer screening and HPV self-sampling: 1) knowledge, perceptions, 

https://www.zotero.org/google-docs/?zEXkhw
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and attitudes toward screening; 2) preferences and experiences with different screening methods; 

3) the influence of healthcare providers and interpersonal support; and 4) cultural and societal 

norms affecting screening decisions. These themes helped capture the complexity of decision 

making around cervical cancer screening among Somali American women.  

 

Knowledge, Perceptions, and Attitudes Toward Screening  

Many Somali immigrant women have limited awareness of HPV, cervical cancer, and the 

importance of regular screening, leading to misconceptions and doubts about both Pap smears 

and self-sampling. A lack of perceived personal risk for cervical cancer further discourages 

participation in screening and for some cervical cancer is only considered necessary during 

pregnancy care. One participant explained, “Yes, I took it after I had a baby, last year, when I 

was taking the check up after the baby. The doctor advised me to take it.” Fear and avoidance of 

screening are also common due to uncertainty about the procedure, concerns about pain, and 

general discomfort with the process. Another participant mentioned, “I have taken it. At my first 

pregnancy. It felt unbearable to me. I don’t know about other people, but it was unbearable to 

me, you know.” The fear of the screening process is also seen in the “Screening Hesitant” 

persona.  

 

Many women felt uncomfortable or embarrassed discussing feminine health especially in mixed 

gender settings or in public. This discomfort makes it difficult for participants to seek screening. 

One participant mentioned, “Somali women were instilling doubt in me and asking me not to go; 

they said people are injected with diseases, you should be careful they might implant diseases in 

you, and because you are sick you can’t endure, don’t show your reproductive organ to doctors”. 
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These findings suggest that educational efforts must be using trusted messengers to help reduce 

fears towards screenings. By addressing the concerns, it can help improve Somali women’s 

engagement in screening.  

 

Preferences and Experiences with Screening Methods  

Personal experience with Pap smears strongly influences women’s attitudes toward screening, 

with some reporting positive interactions while others have had negative or uncomfortable 

experiences. A participant in the focus groups mentioned, “ I wouldn’t be comfortable doing this. 

First, my physician is a female and I would rather put up with her looking into my private parts 

than me inserting this stick.” For women unfamiliar with Pap smears, uncertainty about the 

procedure can act as barrier to participation. Many express a preference for HPV self-sampling 

due to its convenience, privacy, and perceived ease of use, making it more acceptable alternative 

to clinic-based screening. One participant mentioned, “You may feel embarrassed, this will keep 

many things hidden and masked for us”. Addressing screening related fears and hesitations is 

essential to increasing voluntary participation and ensuring that women feel comfortable and 

empowered in making screening decisions. Other participants in the focus groups mentioned past 

negative experiences where the process was either rushed or they were not given enough 

information. This tied with “Screening hesitant” persona where lack of information emerged as a 

concern.  

 

These findings suggest that offering HPV self-sampling as a primary option through culturally 

appropriate message can increase the uptake among Somali women. Its critical to acknowledge 
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past negative experiences and present self-sampling as an alternative method to help address 

barriers.  

 

Role of Healthcare Providers and Interpersonal Support  

Healthcare providers play a critical role in influencing screening participation, but barriers such 

as language differences and limited patient provider communication can negatively impact trust 

and understanding. Effective use of interpreters and culturally competent communication can 

help bridge these gaps and improve women’s confidence in the screening process. One 

participant mentioned, “I called an interpreter, and she told me you have to make an appointment 

right away. I went to the family doctor and told her ‘This is what is happening.” Additionally, 

peer support is a significant factor, as women are more likely to engage in screening when 

encouraged by trusted friends, family members, or community health workers. Peer-to-peer 

education and facilitator led discussions about self-sampling can further increase awareness and 

acceptance of this screening method.  

 

Interpersonal relationships outside clinical settings influenced screening behaviors. One of the 

participants mentioned, “I will advise Somali women to do screening we have some shyness in 

us, but you are in new country, you are eating different food that you are not used to, you must 

screen yourself. Allah takes life. Health screening is an important thing.” These findings suggest 

that interpersonal support like peer education are critical strategies to increase HPV self-

sampling uptake among Somali American women.  

 

Cultural and Social Influences on Screening Behaviors  
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Cultural and religious beliefs, including modesty practices, play a major role in shaping attitudes 

toward cervical cancer screening, with some women feeling uncomfortable with clinic-based 

exams. Stigma surrounding cervical cancer and screening procedures can also discourage 

participation, making community led education essential for changing perceptions. Fear and 

misconceptions about screening need to be addressed through culturally relevant and 

linguistically appropriate communication strategies. One of the participants suggested, “It will be 

great to have meetings like this one we have today, and to add TV programs, as well as raising 

awareness everywhere , especially it is widespread in our country, but in these advanced 

countries there are resources unless women choose not to do it.”. Increasing awareness through 

trusted community networks and health promotion efforts can help reduce anxiety and encourage 

greater engagement with self-sampling as a viable screening option.  

 

Participants expressed that being examined by a male provider is unacceptable. One participant 

mentioned, “They feel shy and modesty, if the doctor is a man.” The importance of culturally 

sensitive care extends beyond clinical settings to the entire screening experience, from how 

information was delivered to how results were communicated.  

 

Stigma surrounding cervical cancer was a significant barrier to screening uptake. Participants 

mentioned fear of being judged or misunderstood within their community if others knew they 

participated. One participant mentioned, “Somali women were instilling doubt in me and asking 

me to not go; they said people are injected with diseases, you should be careful they may implant 

disease in you, and because you are sick you can’t endure, don’t show your reproductive organ to 

doctors.” This aligns with the “Screening Hesitant and Screening Cautions” personas, whose 
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empathy maps reflected fear and uncertainty about screenings. Cultural and societal factors can 

create both barriers and opportunities for improving screening participation.  

 

 

Personas and Empathy Maps  

Six personas were developed following the thematic analysis of the focus groups. These personas 

were created to reflect the diverse experiences, attitudes, and behaviors of Somali women 

regarding cervical cancer screening and HPV self-sampling. Using an empathy map framework, 

each persona was examined through five ways:  what the individual says, thinks, feels, does, and 

their environment. This approach helped bring to life the nuanced perspectives of participants 

and identify common barriers and facilitators to screening.  

 

Unfamiliar Individual  

This persona represented women who have never heard of HPV or self-sampling and had limited 

knowledge of cervical cancer. Their screening history was often tied to pregnancy, and they did 

not see routine screening as necessary unless they had symptoms. Their empathy map showed 

confusion, hesitation, and lack of access to culturally relevant health information that stemmed 

from language barriers and minimal community conversations on cervical cancer.  
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Screening Hesitant 

These women had experienced discomfort or trauma during their previous experiences with Pap 

smears and were hesitant about all forms of screening. Their empathy maps reflected fear, 

distrust, and emotional discomfort tied to clinical screening procedures. Despite knowing 

screening is important, they expressed concerns about pain, lack of choice, and poor 

communication with providers.  

 

Says Thinks
Feels Does

Enviornment

Unfamiliar individual: has never heard of HPV or self-sampling and has limited knowledge about cervical cancer, believing cervical cancer screening is
only necessary if there are symptoms or during pregnancy care. 

“I have never screened myself, but I
screened when I had a baby in May 2014. I

didn’t do anything else.” “The second time was when I had my
baby at 27  years old.”th

“I did not know about it” 
“I was not told” 

“I have been there only for five months, the
reason I come was for healthcare, I gave birth to
a child with difficulty, and they were treating me

for bleeding.”

I don’t know anyone who talks
about this, so it must not be that

serious 

I feel fine, so why would I need to
get screened?

If cervical cancer is
preventable, why don’t more
people in my community talk

about screening? 

I thought screening was only
necessary if you were pregnant or

had symptoms 

Confused or uncertain about what
HPV is and how it relates to cervical

cancer 

Anxious or hesitant if introduced to the
idea of self-sampling for the first time 

Distrustful or skeptical if the
information contradicts
cultural beliefs or past

knowledge 

Hesitant to engage in screening due to
fear of medical procedures or lack of

awareness 

May dismiss or ignore recommendations for
screening if they do not understand the

purpose

Likely does not seek out information about HPV or
cervical cancer screening 

Might only consider screening if a trusted person, such as a
doctor or family member, strongly encourages it

Language barriers making it difficult to
understand medical information

Surrounded by a community where HPV and cervical cancer are not commonly discussed 

Limited access to culturally relevant health information about cervical
cancer and screening 
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Screening Cautions  

This persona included women who were open to screening but needed more information or 

reassurance before proceeding. They often expressed curiosity and willingness to participate if 

encouraged by a provider or trusted person. Their empathy map showed uncertainty and 

openness to alternative options like self-sampling, and the desire for accessible communication 

like visual aids.  

 

 

Says Thinks

Feels Does

Environment

Screening Hesitant: has had a negative experience with Pap smear in the past and is hesitant about all screening options, has had experiences of pain or
trauma 

   “I came back scared, she said you are normal,
and that was the last day I did screening” 

 “The later one, I was having a full checkup,
and they added this to it, I didn’t have a

choice” 

 “I felt it was painful. It was
unbearable to me, I don’t know about
other people, but it was unbearable

to me.”

    “If we tell the truth to each
other, the interpreters that

are running and will not take
the time to do that”

  “They are in a rush, they will
say, take the screening while

they are on their way out”

The last time I had a pap smear, it was painful or
uncomfortable I don’t want to go through that again

I need more reassurance that this method is
better before I consider it

What if I do the self-sampling wrong and it
doesn’t work 

Distrustful of healthcare providers due to past
negative experiences 

Fearful or anxious about any form of cervical cancer
screening 

Conflicted knows screening is important but struggles
with the emotional and physical barriers 

“I came back scared, and she said you
are normal, and that was the last day I

did screening”

Avoids or delays screening
appointments, even if recommended

by a provider 

May ask a lot of questions or express
doubts when introduced to self-

sampling. Looks at alternative health information
like within their community before

deciding 

If surrounded by peers or family who emphasize the
importance of screening in a supportive way, they may be more

open to reconsidering 

Modesty concerns, past medical mistreatment, or traditional
beliefs about health may influence avoidance of screening
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Peer Advocate  

This persona was well informed, these individuals actively encouraged screening within their 

communities. Their empathy maps highlighted empowerment, advocacy, and cultural awareness. 

They recognized the stigma around cervical cancer and worked to prevent misconceptions by 

educating peers through culturally sensitive conversations.  

 

Says Thinks

Feels Does

Environment

Screening Cautions: interested to learn more, would do screening if they had a reason to 

 “No doctor has ever talked to me
about it!”

 “This test can be stated like this and then the person
may accept or will say send me to a regular doctor. That

is how I see it.” 

“If it is recorded like a clip and it will be sent to her
phone with pictures. That way the person will

understand”

I would consider screening if my doctor
strongly recommended it or if I learned

more about the risks 

I need hear from someone I trust before
deciding 

What’s the difference between a pap
smear and self-sampling? 

Curious but uncertain about cervical cancer
screening options

Receptive to new information but still weighing the
pros and cons 

Open to self-sampling if it seems convenient and less
invasive than a Pap smear 

Considers self-sampling but may want reassurance about
accuracy and safety

Asks question and seeks more
information before deciding

Listens to healthcare providers, peers, or
community leaders for guidance 

Might compare experiences of others before
committing to screening 

Social norms, peer discussion, and family encouragement play a
role in their decision-making. If trusted individuals promote

screening, they may be more likely to participate. May have limited exposure to healthcare providers
discussing HPV or cervical cancer. A supportive provider

could influence them toward screening

If family or friends express positive
experience with screening, they may feel

more motivated to participate 
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Discreet Participant  

This group preferred self-sampling because it allowed them to maintain privacy, comfort, and 

modesty. Their empathy maps showed a strong desire to control their own health decisions. 

While they appreciated the less invasive nature of self-sampling, they sought for clear 

instructions and assurance. Their health choices were influenced from modesty, privacy, and fear 

of stigma.  

 

 

Says Thinks

Feels Does

Environment

 Peer Advocate: well informed about cervical cancer, understands the importance of screening, and  educates peers on the importance of screening

“You can educate them and raise
awareness by holding meetings like
these, and then Somali women will
spread the word to other women.
Everyone will talk to their friends

and neighbors and show them how
it’s done.”

 “I will advise Somali women to
do screen […] we have some

shyness in us, but you are in a
new country, you are eating

different food that you are not
used to, you have. To screen

yourself, Allah takes life.”

If women knew how easy and important
screening is, they would be more likely to

participate 
Many women in my community just don’t

know this is something they need to do
regularly

There is stigma around this topic,
especially in our culture. But silence only

makes it worse

Confident and knowledgeable about
cervical cancer screening and HPV self-

sampling 
Motivated to raise awareness, particularly

within their community 

Empowered by their ability to educate and support others in
making informed health decisions 

Actively shares information about cervical cancer,
HPV, and self-sampling with peers, family, and

community members

Encourages others to get screened by addressing
fears, misconceptions, and concerns 

Supports hesitant individuals by sharing personal or
positive screening experiences

Understands cultural concerns about screening and
tailors their advocacy to be culturally sensitive and

respectful. 

May have direct contact with healthcare providers, community health workers, or
health organizations to stay informed and share accurate information 

Engages in peer discussions to help promote awareness 
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Proactive Screener 

These women had consistent engagement with preventative healthcare and were well informed 

about HPV and cervical cancer risk. Their empathy maps showed confidence and trust in medical 

systems. They often encouraged others to screen and reported positive past experiences. This 

persona was a good example of how access and knowledge can support one’s choice to be 

screened.   

 

Says Thinks

Feels Does

Enviornment

 Discreet Participant: prefers self-sampling because it offers privacy

 “This is very good. Maa’ shaa’ Allah
it is good. I like this, I will do it” 

“ I think this is easier than the metal and
so on, but if we don’t know how to use

it, the results will get it wrong, so it
needs to be explained how to use it.”

“Pap smear causes a lot of pain, but this one is
easy, and will cause less pain.”

Relived that self-sampling allows them to
maintain privacy and control over their

health decisions
Anxious or uncomfortable discussing cervical

cancer screening with others, including
healthcare providers 

Skeptical or hesitant about accuracy of self- sampling but
willing to try it due to it being discreet 

Self-sampling allows me to take care of my health
without feeling exposed or uncomfortable

This feels like a respectful and culturally appropriate
option for someone like me

I’m more likely to follow
through with screening if I

can do it privately at home.

It’s reassuring to know I can take care of
myself without compromising my comfort

or modesty. 

Chooses self-sampling over clinic-
based screening due to its private and

convenient nature
May conduct personal research about HPV

and self-sampling before deciding to
participate 

May delay or hesitate to seek follow-up care if an abnormal result is
detected due to concerns about privacy or potential stigma

Avoids frequent clinic visits and may only seek medical
attention when necessary 

Prefers at home health solutions that allow them to manage their
care on their own terms
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Discussion 

The study addressed the research question of how Somali American women’s experiences with 

HPV self-sampling viewed through the lens of the Socio-Ecological Model influence their 

participation in cervical cancer screening programs. We learned that knowledge and comfort with 

the healthcare system strongly influenced screening behavior. Women who were more informed 

and engaged with health services were more likely to get screened. Most of the participants 

expressed a preference for HPV self-sampling over traditional Pap smears. This preference was 

rooted in the privacy that self-sampling provides, allowing women to perform the test in the 

comfort of their own space.  

 

Says Thinks

Feels Does

Environment

Proactive screener: has routine screenings and is well-informed about HPV and cervical cancer risks 

   “Personally, I requested the screening by myself, and I
normally do check-ups every 6 months” 

 “ I did the test 6 times, the doctor explained to me what pap smear is; she
told me it is for screening the cervical cancer which is the cancer of opening

of the uterus. She told me every time it was normal.”

 “I have taken it before. I have seen it. I have taken it 5-6 times
before.” 

Following medical guidelines for screening is
important for maintaining my health

Screening is normal and important part of maintaining overall health

It’s better to be proactive and informed than to
delay and face complications 

Cervical cancer is preventable,
and early detection is key 

Reassured that regular screening
helps with early detection and

prevention 

Responsible for their own health and
proactive in managing risks 

Encouraged by positive past
screening experiences or knowledge

of its benefits 

Concerned for others who are unaware or
hesitant about screening, possibly advocating for

them

Actively seeks information about cervical cancer
prevention, HPV, and new screening methods 

Schedules and attends routine pap
smear as recommended 

Encourages family, friends, or peers to get screened,
sharing knowledge and resources

Has a regular healthcare provider, feels comfortable
discussing health concerns, and trusts medical

advice 
May be engaged in other preventative health behaviors, such as

vaccinations, healthy eating, and routine check-ups 

Comfortable discussing screening with peers, family, or
community members and may influence others positively 
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Our findings align with existing literature that mentions cultural, interpersonal, and systematic 

barriers to cervical cancer screening among immigrant women. Previous studies confirms that 

modesty, fear, and limited provider communication are recurring barriers. [13] [25] However, this 

study adds a new perspective by applying the Socio-Ecological Model to organize and 

contextualize these barriers across individual, interpersonal, community levels.  

 

Incorporating personas and empathy maps offered us to look at a different lens for interpreting 

focus group data. These tools allowed us to distinguish patterns among participants, revealing 

what women say, do, think, and feel. By doing empathy maps helped highlight experiences 

across different levels of trust in the healthcare system, knowledge about HPV, and preferences 

for screening.  

 

Given the response to HPV self-sampling, next steps should include expanding access to this 

method across more regions in the U.S., especially in communities with large Somali or other 

underserved immigrant populations. Public health efforts should work to integrate community 

health workers and trusted cultural leaders to deliver education and distribute self-sampling kits. 

Policies should work to support multilingual, culturally appropriate materials and outreach 

strategies that respect modesty.  

 

Limitations  

The study was conducted exclusively in Minnesota and included only Somali American women 

living in that region, which may limit the generalizability and the findings to other geographic 

settings or Somali communities elsewhere. Additionally, the study focused on women aged 30 to 

https://www.zotero.org/google-docs/?IijQX1
https://www.zotero.org/google-docs/?3FBBPV
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65, although cervical cancer screening is recommended to begin as early as 21. Including 

younger adults’ participation may have provided a broader perspective, especially since many 

younger Somali American women have grown up in the U.S. and may have different 

experiences, levels of awareness, or attitudes toward cervical cancer screening.  

 

 

Conclusions  

This study highlights the diverse experiences, beliefs, and barriers that Somali American face 

regarding cervical cancer screening and HPV self-sampling. By using a thematic analysis with 

the Socio-Ecological Model, incorporating personas, and empathy mapping, we were able to 

identify key factors at the individual, interpersonal, and community levels that shape screening 

behaviors. The findings emphasize the importance of community informed strategies to promote 

HPV self-sampling as an alternative to clinic-based screening. By expanding access to self-

sampling and tailoring outreach to meet the needs of different community can help reduce 

disparities in cervical cancer prevention.  
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Appendix 
 
Code Code Definition  Notes  

     Individual Level   

Addressing screening phobia   Identifying strategies and 
approaches mentioned by 
participants to reduce fear, 
anxiety, or emotional 
discomfort related to screening 

Patients expressed fears of 
pain, embarrassment, or 
potential negative results 
associated with screening  

Avoidance of cervical cancer 
screening  

Expressions of fear, 
discomfort, uncertainty, or lack 
of knowledge that contribute to 
avoiding or delaying screening 

Participants shared emotional 
and cognitive barriers such as 
fear of pain, or not knowing 
what screening entails 

Comfort with privacy 
screening  

Positive attitudes or 
expressions of comfort related 
to completing self-sampling 
privately  

 

Concerns/doubts about self-
sampling  

Expressions of uncertainty, 
skepticism, or hesitation about 
the effectiveness, safety, or 
ability to correctly perform 
self-sampling  

 

Educating women about HPV 
self-sampling  

Providing participants with 
clear information about the 
purpose, process, and benefits 
of HPV self-sampling to 
increase understanding and 
promote informed decision 
making regarding cervical 
cancer screening  

 

Limited understanding of pap 
smear 

Participant shows minimal or 
incorrect knowledge about 
what a Pap smear is, its 
purpose, or how it’s performed  

 

Negative experience with pap 
smear  

Participant reports a past Pap 
smear experience that was 
physically or emotionally 
uncomfortable, painful, or 
traumatic  

This experience can lead to 
long lasting fear, mistrust, or 
avoidance of future cervical 
cancer screening  

No experience with pap smear  Participant reports never 
having had a Pap smear and/ or 
is unfamiliar with what the 
procedure involves  

This may stem from limited 
healthcare engagement, or 
absence of communication 
from providers  
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Painless screening experience  Participant describes 
undergoing cervical cancer 
screening, without 
experiencing physical pain  

These experiences may 
increase comfort and 
willingness to return to future 
screening 

Positive experience with pap 
smear  

Participant describes a Pap 
smear screening experience 
that was comfortable, 
reassuring, and contributing to 
a sense of trust in the process  

 

Prefer pap smear instead of 
self-sampling  

Participant expresses a 
preference for clinic-based Pap 
smear screening over HPV 
self-sampling due to perceived 
accuracy, professional 
oversight, and comfort with 
clinic setting  

Stem from trust in healthcare 
providers, reflect concerns 
about doing  the test 
incorrectly or doubts about the 
effectiveness of self-sampling  

Prefer self-sampling instead of 
pap smear  

Participant expresses a 
preference for self-sampling 
over clinic-based Pap-smear 
screening due to greater 
privacy and convenience  

Arise from past negative 
experiences with Pap smears 
and culture religious values 
related to modesty  

Screening linked to pregnancy 
care  

Participants reports having 
undergone cervical cancer only 
as part of prenatal or obstetric 
(OB) care, not as a routine or 
preventative health measure.  

Some women may associate 
Pap smears solely with 
pregnancy related visits and 
may not seek screening outside 
of these contexts  

Interpersonal Level    

Cultural norms  Beliefs and expectations within 
the Somali community that 
influence behavior, attitudes, 
and decision-making regarding 
health and cervical cancer 
screening 

Participants might refer to be 
what is “shameful,” “private,” 
or “not talked about” in the 
community.  

Facilitator guided self-
sampling education  

Instances where the facilitator 
provided explanations or 
demonstrations on how HPV 
self-sampling is done, 
including step by step 
instructions, clarifications of 
misconceptions, or answering 
participants’ questions  

 

Improving patient provider 
communication  

Discussions or suggestions 
focused on enhancing the 
quality, clarity, or effectiveness  
of communication between 
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healthcare providers and 
patients  

Interpreter facilitated 
communication  

Use of interpreter to support 
communication between 
healthcare providers and 
patients who do not share the 
same language  

 

Peer support  Encouragement, education, or 
influence from peers to engage 
in cervical cancer screening  

 

Peer to peer health promotion 
of self-sampling  

Instances where participants 
encourage or educate one 
another about the importance 
of HPV self-sampling by 
emphasizing the benefits of 
proactive health behaviors 

May include direct 
conversations, support, or 
advice given by one participate 
to another during focus groups  

Role of provider Participants’ reflections on 
their interactions with 
healthcare providers, 
particularly regarding the 
communication and 
information shared about 
cervical cancer screening.  

 

Community and 
Organizational  

  

Community-led health 
promotion  

Health education and 
awareness efforts led by 
trusted community members or 
organizations to promote 
cervical cancer screening 
among Somali women. 

Participants emphasized the 
importance of receiving health 
information from familiar, 
culturally aware community 
figures  

Culturally relevant 
communication methods  

Participants suggest or 
describe communication 
strategies that are tailored to 
Somali cultural norms, values, 
and language to effectively 
promote cervical cancer 
screening.  

Reflects the importance of 
culturally appropriate 
messaging to build trust and 
understanding  

Increase awareness/education 
about self-sampling  

Strategies or suggestions to 
improve understanding and 
knowledge of HPV self-
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sampling among Somali 
women  

Reducing fears about screening  Identifying approaches or 
interventions to address and 
alleviate fear, anxiety, or 
discomfort  related to cervical 
cancer screening.  

 

Religious or cultural modesty  Beliefs and practices rooted in 
religious or cultural values that 
emphasize modesty, regarding 
the female body, which may 
influence women’s comfort 
with cervical cancer screening 
or discussion about 
reproductive health  

 

Social media as a health 
education tool 

Using social media tools 
commonly used by Somali 
community to communicate 
the importance of screening  

Ex: Facebook, radio stations, 
etc.  

Stigma  Negative perceptions, shame, 
or judgement associated with 
cervical cancer screening, that 
may discourage individuals 
from participating in screening  

May stem from cultural 
religious, or community norms 
that associate cervical cancer  

 
 


