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“I’ll tell you what’s important to me…”: 
lessons for women’s health screening
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Abstract 

Background: Providers face increasing demands to screen for various health issues. Family medicine, primary care, 
and obstetric providers are encouraged to screen women universally for intimate partner violence, which could be 
challenging without comprehensive screening tools. The screening expectations and demands motivated providers 
and staff in south-central Appalachia (U.S.) to engage community members in streamlining women’s health screen-
ing tools, and integrating intimate partner violence screening questions, through a Human-Centered Design (HCD) 
process. The objective of this article is to present participants’ experiences with and perceptions of the HCD process 
for developing screening tools for women’s health.

Methods: This was a qualitative, phenomenological study conducted with community members (n = 4) and provid-
ers and staff (n = 7) who participated in the HCD process. Sampling was purposive and opportunistic. An experienced 
qualitative researcher conducted open-ended, semi-structured interviews with participants. Interviews were tran-
scribed and coded for thematic analysis.

Results: Community members reported that in the HCD sessions they wanted clinicians to understand the impor-
tance of timing and trust in health screening. They focused on the importance of taking time to build trust before 
asking about intimate partner violence; not over-focusing on body weight as this can preclude trust and disclosure of 
other issues; and understanding the role of historical oppression and racial discrimination in contributing to health-
care mistrust. Providers and staff reported that they recognized the importance of these concerns during the HCD 
process.

Conclusions: Community members provided critical feedback for designing appropriate tools for screening for 
women’s health. The findings suggest that co-designing screening tools for use in clinical settings can facilitate 
communication of core values. How, when, and how often screening questions are asked are as important as what is 
asked—especially as related to intimate partner violence and weight.

Keywords: Screening, Women’s health, Human-centered design, Community engagement, Qualitative interviews, 
Appalachia, United States
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Background
Clinicians are keenly aware of increasing pressures and 
expectations to implement various screening tools in 
primary care and women’s health. Demands on clinician 

time for screening have long been recognized. A 2003 
estimate predicted it would take up to 7 h a day to com-
ply with all of the U.S. Preventive Services Task Force 
recommendations [1]. Since then, the number of rec-
ommendations has only increased. Meanwhile, public 
health experts, medical anthropologists, and increasingly, 
providers, focus on areas where screening needs to be 
more nuanced: to reflect preconception and intercon-
ception health needs, and to take into account social 
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determinants and structural factors that predict racial-
ized and structurally produced disparities in reproduc-
tive outcomes [2–5].

Human-Centered Design is an innovation and design 
process that emphasizes collective input from stakehold-
ers [6–8]. An increasingly popular framework for identi-
fying a problem and moving quickly to create a product 
or determine a course of action, HCD was initially used 
in business, marketing, and consumer design [6, 8, 9]. 
The use of HCD rapidly expanded into computer sci-
ence [10], visual design [11], and healthcare [7]. A grow-
ing body of literature describes healthcare products and 
processes resulting from such patient engagement [12] 
and examines its utility for improving provider-patient 
communication and treatment plan development, visit 
attendance, and satisfaction [6, 8, 9]. It thus represents 
one possible tool for provider and patient/community 
engagement. Yet the extant literature on HCD does not 
document or explore participant experiences with and 
perceptions of, being involved in HCD processes nor the 
lessons to be learned from participants’ experiences in 
HCD processes. This study contributes to filling this gap 
in the literature.

The tension between screening expectations and 
demands on provider time, as well as an awareness of the 
need to reflect structural conditions that affect repro-
ductive health outcomes [4, 5] motivated a group of cli-
nicians at a primary care health center in the Southeast 
United States (U.S.) to undertake a HCD process in order 
to redesign and develop new screening tools for women’s1 
health issues. These included: pregnancy intention and 
contraception, multivitamin with folate use, body weight, 
physical activity, tobacco, alcohol, and substance use, 
depression, intimate partner violence, and sexual activity. 
The goal was to combine these questions into one stream-
lined tool [13]. Community members were integral to the 
process of developing the screening tools [13, 14]. The 
specific HCD process involved engaging key stakeholders 
from local communities historically under-represented in 
health screening design [13, 14] and clinicians with some 
experience working with these populations, particularly 
in primary care settings. The process was planned around 
creating comprehensive women’s health screening tools 
by synthesizing existing tools already being used in a 

network of family medicine clinics, and incorporating 
intimate partner violence (IPV) screening. Two HCD ses-
sions focused on each goal, a third session was dedicated 
to testing a prototype screening tool developed in and 
from the earlier sessions [13].This article presents find-
ings from a study that explored participants’ experiences 
with and perceptions of that HCD process.

While the study was designed to explore participant 
experiences with and perceptions of being involved in 
an HCD process to design a screening tool for women’s 
health and IPV, larger lessons from screening emerged: 
highlighting the perspectives of key actors involved in 
healthcare provision and community members regarding 
screening. Thus this study presents findings about more 
than an HCD process used for women’s health screening 
tool development.

Methods
Design
Qualitative approaches can shed important light on 
improving screening approaches and guidelines, as they 
capture nuances of patient experience and context that 
may otherwise be lost [15]. In this non-experimental 
qualitative study, the research question was intended to 
facilitate an understanding of participants’ experiences of 
a human-centered design process used to redesign wom-
en’s health screening tools.

Ethical considerations
The study protocol was reviewed and determined not 
human subjects research by the relevant Institutional 
Review Board that reviews all studies for the medical 
education center that hosted this project. The author is 
not allowed to name the specific institutional review 
board/ethics committee that made this determination 
as it was, at the time of the study, the only such ethics 
committee that reviewed all studies for any research con-
ducted at the study site: it is based at a hospital where 
all study participants either provide or receive care and 
connected to the network of family medicine clinics for 
which the screening tools were developed, thus nam-
ing the ethics committee would risk identifying the site 
and participants. Under the study protocol and consent 
process reviewed by the ethics committee, both the site 
and the participants must be kept de-identified. Nam-
ing the specific ethics review committee would violate 
the approved study protocol. All participants gave verbal 
informed consent. There were no incentives for partici-
pation in the study. The study did not gather participant-
identifying information aside from connection to and 
role with the study site.

1 Throughout this paper, “women” refers to cisgender women and/or patients 
assumed by their healthcare providers to be the sex and gender they were 
assigned at birth. While the author recognizes that transgender women and 
non-binary people assigned female at birth are as or more likely to experience 
comparatively more negative health outcomes, at the time the HCD process 
was undertaken the medical center staff leading it chose to focus on people 
assigned female at birth and perceived as women. Similarly, existing literature 
on women’s health screening largely does not differentiate or clarify whether 
“women” means ciswomen, or all women.
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Sampling and site
As a qualitative, phenomenological study, the sam-
pling strategy was purposive [16–18], with participants 
recruited specifically because they had a shared experi-
ence of the HCD process.. Recruitment and data collec-
tion occurred through a linked medical education center 
and network of family medicine primary care clinics 
within a south-central Appalachian community [19].

Recruitment and participation
Participants in the study included community members 
involved in the HCD process to redesign the screen-
ing tools as well as health center providers and staff 
who participated in the process and had direct involve-
ment in patient care or supervised/trained those who do. 
All seven providers and staff who met inclusion criteria 
agreed to be interviewed and chose to do so at their place 
of work. Six community members met inclusion criteria; 
four agreed to participate and chose to be interviewed 
at the medical education center or at the community 
resource center of a local public housing facility. All four 
eligible community members who agreed to participate 
in the study were African-American women and had 
participated in all three HCD sessions.. Two community 
members who declined to be interviewed were Latinx 
women and had participated in only the second of the 
three HCD sessions. In all, a total of 11 of 13 eligible par-
ticipants were interviewed.

Data collection and analysis
The author, an experienced qualitative researcher, con-
ducted all interviews using a semi-structured interview 
guide developed based on documentation of the HCD 
process itself, a literature review, and initial discussions 
with the medical education center staff who initiated the 
HCD process. Interviews were audio-recorded with the 
permission of participants. To conduct the interviews, 
the author used a semi-structured interview guide that 
included questions about: participant’s role (commu-
nity member; patient; provider; staff), time in that role 
(if relevant), their decision to participate in the HCD 
process, what the experience was like for them, what 
they expected from it and their comfort level, their per-
ceptions of what they heard about IPV screening and 
about women’s health screening, what was hard and/or 
easy about it, what they learned from the process, and 
anything else they wanted to share. All interviews were 
transcribed verbatim by an outside firm. The author con-
ducted thematic analysis of verbatim transcripts [20], 
using a codebook developed based on a review of liter-
ature about HCD and health screening; initial informa-
tional conversations with the subset of providers and staff 

who initially sought to use the HCD process to redesign 
screening tools; and an iterative review of the first three 
transcripts. Salient codes from the three transcripts were 
identified, hand-coded, and used to thematically analyze 
all transcripts in order to identify important emerging 
themes, relationships between the themes, and the pat-
terns across interviews [20]. Quotes from interviews 
included below to illustrate key themes have been edited 
for clarity while maintaining each speaker’s style of 
speech and emphasis.

Results
In all, eleven providers, staff, and community members 
from the earlier HCD process participated in in-depth, 
open-ended interviews. Overall, all participating com-
munity members involved in the women’s health screen-
ing tool redesign process reported three ideas they had 
wanted health providers and staff to hear: (1) that screen-
ing for IPV requires spending time and earning trust; (2) 
a person’s weight should not be the focus of every medi-
cal visit and that making it the focus can create a barrier 
to earning trust; and (3) that their (African-American) 
community’s prior history of discrimination and dis-
trust in medical settings interferes with effective health 
screening.

Intimate partner violence screening
Each community member interviewed reported empha-
sizing the difficulty of expecting that someone would dis-
close past or current experiences of IPV during an initial 
screening at a medical appointment with a provider they 
might not know, or know well yet. Community members 
reported that during the HCD sessions, they wanted cli-
nicians to understand that effective screening for IPV 
requires trust. They reported that they emphasized in 
the HCD sessions that trust requires more time, and thus 
more visits with a given provider for IPV screening to be 
effective. The desire to develop trust before disclosing 
experiences of IPV was not due to fear of increased risk 
of violence from a current partner, as it also extended to 
disclosure of past experiences and not just the situation 
at the time of the visit. The desire for trust to be gained 
over time and over multiple visits was described by com-
munity member participants purely in terms of not want-
ing to talk with providers and staff about something as 
personal, and literally, intimate as intimate partner vio-
lence in a setting that they perceived as a clinician sim-
ply checking a box to complete a required screening. The 
community member participants strongly felt that pro-
viders should not ask screening questions unless they can 
take time to discuss the answers; and that they should not 
“just check off boxes” for the sake of completing a screen-
ing if the information gained cannot be effectively used. 
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The following quote from a staff member who took note 
of the message during the session exemplifies this view:

Community members said, ‘at that first visit, don’t 
ask me about intimate partner violence…’ They kept 
saying, ‘don’t – please don’t bring it up because I 
probably won’t tell you, but, I might tell you the 
next time I see you…’ I kept hearing there has to be 
a trusting relationship built. Asking the questions 
needs to be at the right time… It’s not just a ‘check 
these boxes on this sheet.’ It’s a, ‘move this out of the 
way’ [pantomimes moving a laptop out of the way]. 
‘Talk to me about it and I might go deeper with 
you…’ Ask in the right way at the right time.—Marie, 
practice manager

Likewise, SuzieQ,2 a community member who was an 
IPV survivor and at the time the only patient of the clinics 
for which the screening tools were being developed, stated:

I think [clinicians] learned the questions not to ask… 
the questions they thought were helpful, they realize 
they’re not. They actually make you withhold more 
information. I think they paid attention to women 
needing space when they’re asking those questions. 
Don’t ask in front of [a] partner! [I told the clinicians] 
I had that experience –a doctor asked me, ‘was I 
being abused?’ [when] my abuser was right there.

SuzieQ felt it was important that providers and staff in 
the HCD sessions understand that screening for IPV too 
soon or in the wrong way could deter someone from dis-
closing even a current situation of abuse that she spoke 
in the session about her own direct experience of exactly 
that, even though it was, as she said, “a delicate topic.” 
Though SuzieQ spoke more directly than did any other 
community member about her own past experiences 
with IPV, other community members alluded to sharing 
this experience, and all agreed that screening for IPV too 
soon could prevent someone from disclosing.

Weight screening
Similar to talking about the need to gain trust in clinical 
settings in order to effectively screen for IPV, all commu-
nity members interviewed wanted clinicians to under-
stand that weighing them at the beginning of every visit, 
or discussing their body weight to the exclusion of other 
health issues as a main focus of every visit, interferes with 
trust. Community members reported that what they per-
ceived as clinical hyperfocus on body weight shuts down 
communication about specific symptoms or health topics 
they may need or want to discuss during a medical visit. 

Every community member interviewed stated some vari-
ation of, “weight - don’t ask about it!” Community mem-
bers did not specify that they would prefer less frequent 
weight screening, or that such screening should be con-
ducted at a different time during an appointment; rather, 
they almost uniformly stated a preference that providers 
not treat them as though the number on the scale were a 
proxy for them as a person—seeing only their weight or 
Body Mass Index (BMI) instead of asking why they had 
come in to the clinic or what they wanted to talk about.

This perspective of community members regarding 
screening for weight was one that nearly all staff and pro-
viders reported in their interviews. Staff and providers 
interviewed frequently mentioned community members’ 
recommendation that less time and focus during medi-
cal visits be devoted to weight. As Raleigh, a clinic pro-
ject manager who worked most closely with several of 
the community members on community maternal health 
programs, stated:

Women started talking about their weight and how 
they wish their provider would stop talking about 
their weight. [They said] ‘that’s the first thing [pro-
viders] talk about whenever they walk into the 
office…’ that was a huge thing, ‘you know, I don’t 
want to go into a doctor’s office because every single 
time [they bring it up and] I’m tired of talking about 
my weight…

Historical and community mistrust
Community members interviewed, all of whom were 
African-American, narrated their own or family mem-
bers’ past negative healthcare experiences that lead to 
current mistrust of medical providers and settings. They 
also talked about discrimination in healthcare settings 
and mistrust in their wider community based on his-
torical legacies of medical racism and medical abuses of 
African-American people in the United States. Commu-
nity members explicitly mentioned family and personal 
experiences, and historical events such as the Tuskegee 
Syphilis Study, as reasons that health screening would 
be challenging and why it needed to be designed and 
undertaken thoughtfully, with attention to local contexts. 
All community members recognized the role of racial 
inequality and historical oppression in medical mistrust 
and prevailing wariness about health screening. Some 
community members mentioned recent-generation fam-
ily members or friends forcibly sterilized by public health 
doctors, including locally; and their own experiences 
with unwanted procedures during labor and delivery. 
These experiences shared during HCD sessions made 
lasting impressions on providers, as recounted by Zora, 

2 All names are pseudonyms chosen by participants.
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a staff person involved in organizing the screening tool 
redesign:

A community partner felt dismissed [in] interac-
tions with front desk staff [and] on the phone. We 
heard stories about Tuskegee, and forced steriliza-
tion. There were some personal stories. One woman 
talked about her grandmother [who] died because 
she wasn’t given the care she was due… it was gener-
ational. Her grandmother, her mother, and her, they 
all had really negative experiences.

Community members also cited simpler aspects of 
medical visits that hindered trust: for example, provid-
ers looking at a computer screen or tablet while asking 
screening questions, rather than at the patient. Some 
participants also mentioned that how screening ques-
tions are worded can be offensive, particularly in relation 
not just to IPV but other sensitive topics such as preg-
nancy, contraception, substance use, and depression. 
Most community member participants mentioned that 
how screening is administered—the words used, and the 
style in which it is delivered, and the impact of both on 
trust, determines how effective it is. This view was noted 
by providers and staff:

I would say the biggest take-away [I heard] is what 
clinicians try to achieve [with] screening is not as 
important as relationships [with patients]and how 
they feel valued… this screening may not be achiev-
ing the results we want because patients do not trust 
us.—Dr. Why, Family Medicine provider

Discussion
Clinical, public health, and social science experts 
endeavor to apply research findings to inform more 
nuanced approaches to the ever-increasing demand for 
primary care and women’s health screening—including 
seeking best ways to reflect social and structural deter-
minants that may contribute to reproductive and sexual 
health and healthcare inequities [1, 2]. Yet even well-
intentioned efforts to improve screening at times default 
to quantity over quality; community members in this 
study recounted perceptions of and preferences for wom-
en’s health screening that suggested their previous expe-
riences with screening had been less than positive.

Though primary care providers face increasing expec-
tations, backed by evidence-based public health guid-
ance, to incorporate IPV screening into routine medical 
visits, this is usually not effective from the perspective of 
patients. Community members reflecting on the HCD 
process emphasized the risks of screening for IPV too 
soon before trust is established between a provider and 
patient. One community member even referenced her 

own negative experience of a provider asking her about 
IPV in front of an abusive partner to emphasize how a 
wrong approach to IPV screening could deter disclo-
sure. This was a common perspective among commu-
nity members; one of which some providers and staff 
took note. Yet the ability or willingness of the providers 
and staff involved in the HCD session to determine not 
only how, but when and how often IPV screening would 
occur, was unclear. Literature on women’s health and vio-
lence prevention, the U.S. Preventive Services Task Force 
guidelines, and primary care models of IPV screening 
all encourage universal IPV screening in primary care 
and women’s health. However, the findings of this study 
indicate that it is not just a question of where, by whom, 
and how often screening for IPV should occur, but also 
that when (at what visit) it should happen is of para-
mount importance. The findings strongly suggest a need 
to wait until rapport and a relationship are established 
between patients and their provider, prior to routine IPV 
screening.

Similar to IPV screening, community members 
expressed concerns about over-emphasis on weight dur-
ing clinic visits. Community members described how 
they, uniformly, told the providers and staff during HCD 
sessions that screening for weight at the beginning of 
every medical visit, and talking about weight during every 
visit (especially to the exclusion of other topics, or as the 
primary focus) can impede or prevent the establishment 
of a trusting relationship—and thus interfere with effec-
tive screening for other health issues. The perceptions of 
community members regarding providers’ over-emphasis 
on weight during clinic visits is indicative of the use of 
BMI as a health indicator that disproportionately labels 
non-white women at greater risk based on body size [16, 
21, 22]. The findings of this study indicate that too fre-
quent or over-emphasis on weight screening might even 
preclude effective IPV screening; with the latter already 
rendered less effective when done at a first visit. Although 
existing healthcare guidelines recommend weight screen-
ing as part of primary and women’s health care, the find-
ings of this study suggest that the timing, location, and 
format of such screening has implications for how effec-
tively other screening is received. The findings suggest 
effective screening procedures for weight require an 
understanding of patients’ preferences to ensure trust is 
not compromised.

Overall, community members described the interrelat-
edness and importance of past healthcare experiences, 
an awareness of medical racism and historical medical 
abuses, and trust informing any given medical encoun-
ter, and influencing screening effectiveness and impact. 
Community members reported that perceived racial/eth-
nic discrimination and past mistreatment create barriers 
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to trust in healthcare settings, as do the manner and tim-
ing of screening. Providers and staff reported taking note 
of these concerns during HCD sessions. With increasing 
emphasis on social determinants of health and health 
equity in both medical education and screening guide-
lines [2–5], clinicians’ awareness of such perspectives 
raised in an HCD session could, ideally, inform not only 
a set of screening tools but also broader conversations in 
the clinical setting.

A process intended to redesign women’s health screen-
ing tools that brought together community members, spe-
cifically women of color in a historically underserved area, 
in conversations with clinicians resulted in the creation of 
streamlined, simplified screening products that were then 
used in all primary care sites affiliated with the regional 
medical education center and network of clinics where 
this study was conducted. At the time of this writing two 
materials developed through the HCD process were in use 
at the primary care clinics, for (perceived or assigned at 
birth) women’s first appointments; annual exam appoint-
ments; at set intervals during prenatal care; and at inter-
vals since the most recent appointment (determined by 
providers, but not less often than 1  year). The materials 
are a graphically designed, artistically formatted ‘conver-
sation starter’ brochure provided at check-in intended to 
give culturally relevant positive context for the importance 
of the selected screening topics; and a laminated, one-page 
screener with multiple choice check-off questions that 
match topics on the patient brochure: pregnancy intention 
and contraceptive use; satisfaction with body weight; phys-
ical activity levels; multivitamin and folic acid use; tobacco 
use; alcohol/drug use; depression scale; intimate partner 
violence; and sexual activity [13]. The screener is admin-
istered by a medical assistant or self-administered, with 
a follow-up conversation that occurs if a patient screens 
positive on certain topics. The follow-up conversation 
is intended to be centered on the patient’s priorities and 
desires. Both materials were designed with input from the 
HCD sessions, and reflect lessons learned in the process. 
Though the content and design of the tools reflect commu-
nity members’ input from the HCD sessions, the way they 
are administered does not.

Limitations
One of the limitations of this study is that participants 
were asked specifically about their experiences with and 
perspectives of an HCD process used to design women’s 
health screening tools, not about their views of health 
screening generally. While this may have limited the 
depth of the study’s findings about participants’ views 
of comprehensive health screening overall, this was not 
the focus of the study and was not  the focus of what 
stakeholders sought to learn. Moreover, as the HCD 

sessions addressed IPV and screening for various health 
conditions, all participants did report on some aspects 
of screening more generally. Community members 
recruited for the HCD sessions were all women of color, 
their perspectives may therefore not be representative 
of others who might receive care at clinics intending to 
use the newly developed screening tools. However, this is 
also a strength, as these perspectives are rarely reflected 
in the development of health screening tools, or in quali-
tative research about primary care.

Conclusions
Multiple conclusions can be drawn from the process of 
involving clinicians and community members in redesign-
ing women’s health screening tools. First, when recognized 
as experts on their own care, community members convey 
far more than simple feedback about the wording, ideal 
number and timing of screening questions to be asked dur-
ing clinic visits. Involving patients in co-designing tools for 
screening can facilitate communication of core values and 
priorities. Key messages from such involvement were that 
(1) intimate partner violence screening in primary care 
settings requires trust earned over time; (2) over-emphasis 
on weight screening and body size is a barrier to trust in 
medical settings and can be a deterrent to full disclosure; 
and (3) historical oppression and experiences of discrimi-
nation in healthcare lead to prevailing mistrust and wari-
ness among patients. In essence, how, when, and how often 
screening questions are asked are as important as what 
is asked—particularly in relation to intimate partner vio-
lence and weight. The findings of this study suggest that 
repeated interactions, relationship-building, and increased 
trust are vital for ensuring effective health screening.

For clinicians and practice managers implementing 
health screening, the findings of this study suggest the 
importance of:

1. Planning IPV screening at intervals such that ample 
time is allowed for trust to be established between 
patients and providers—especially those directly 
administering screening, that may not be the physi-
cian, but instead a medical assistant or nurse;

2. De-emphasizing weight screening; and if recording 
weight is required for accreditation or quality met-
rics, considering ways to measure and record it with-
out making it a major focus of the medical visit—for 
example by having the patient weigh themself at the 
end of the visit and record it on a piece of paper for 
the medical assistant to enter later, or give the option 
to be weighed at the end of the appointment without 
being told the result; and

3. Educating all providers and staff in the history, leg-
acy, and prevailing landscape of medical racism and 
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racialized health and healthcare inequities faced by 
many patients and how these likely affect access to 
care, and trust.
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