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Original Research

Introduction

Cervical cancer screening and timely follow-up of cervical 
precancers have been effective in drastically reducing the 
cervical cancer incidence in the United States (US) for over 
50 years.1 However, national estimates of cervical cancer 
screening coverage have remained fairly stable in recent 
years, at 84.5% in 2008 and 81.2% in 2015.2,3 National cer-
vical cancer incidence rates have shown modest reductions 
but death rates have remained stable.4 Previous studies 

among women diagnosed with cervical cancer have shown 
that approximately half of them did not get the appropriate 
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Abstract
Background: Screening and timely follow-up have lowered cervical cancer incidence in the US; however, screening 
coverage, incidence, and death rates have remained fairly stable in recent years. Studies suggest that half of women 
diagnosed with cervical cancer don’t receive appropriate screening prior to diagnosis; cervical cancer survivors can provide 
crucial insight into barriers and facilitators to screening. Methods: Participants were cervical cancer survivors ≥21 years, 
identified through population-based central cancer registries (CR) in 3 US states or a social network (SN), Cervivor. CR 
participants completed a mailed survey on screening history, barriers, and facilitators to screening and sociodemographic 
data. SN participants completed the same survey online. Results: CR participants (N = 480) were older, with a lower 
proportion of non-Hispanic white, married, and insured women compared to SN participants (N = 148). Fifty percent of 
CR and 79% of SN participants were screened 5 years prior to their diagnoses. Of those screened, 28% in both groups 
reported not following-up on abnormal results. For both groups, the most frequently identified screening barrier was that 
participants never imagined they would develop cervical cancer (percent agree CR = 76%; SN = 86%), and the facilitator was 
wanting to take care of their bodies (CR = 95%; SN = 94%). Conclusion: Addressing key barriers to obtaining screening 
and timely follow-up related to lack of knowledge of cervical cancer risk and screening tests and addressing insurance 
coverage in the design or modification of interventions may increase cervical cancer screening and lower cervical cancer 
incidence in the US.
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screening prior to their diagnoses.5,6 Cervical cancer survi-
vors can provide insight into the barriers and facilitators to 
screening prior to their diagnoses to inform interventions 
aimed at increasing screening coverage and reducing cervi-
cal cancer incidence.

Several studies have been conducted to examine the bar-
riers and facilitators to cervical cancer screening, particu-
larly in populations of women with lower cervical cancer 
screening coverage such as Asian, Hispanic, immigrant, 
low-income, and uninsured women.7-10 These studies 
describe several barriers to cervical cancer screening includ-
ing: the lack of cervical cancer knowledge, lack of insur-
ance, recent or undocumented immigration status, lack of 
interpreter services, and sociocultural beliefs. Facilitators to 
screening identified from previous studies include knowl-
edge of cervical cancer and the importance of screening, 
physician recommendation, access to culturally relevant 
education, and having access to regular care. Examining 
screening barriers and facilitators among cervical cancer 
survivors provides an additional lens through which to 
understand these previously identified barriers and facilita-
tors to cervical cancer screening.

The Case Investigation of Cervical Cancer (CICC) study 
is a population-based study of cervical cancer survivors that 
examined screening coverage as well as barriers and facili-
tators to cervical cancer screening in these women.11 The 
findings from the CICC study on barriers and facilitators to 
cervical cancer screening are described in this manuscript. 
This information can be used to design or modify interven-
tions to increase screening and reduce cervical cancer inci-
dence and deaths in US women.

Materials and Methods

Participants were cervical cancer survivors identified in 2 
ways: (1) through central cancer registries (CR) in 3 US 
states, Louisiana, Michigan, and New Jersey; and, (2) 
through a social network (SN) for cervical cancer survivors. 
Details of the study methods and enrollment of women 
identified through cancer registries have been previously 
described elsewhere.11 Briefly, cervical cancer survivors 
≥21 years old who were diagnosed with invasive cervical 
cancer between 2014 and 2016 in Michigan and New Jersey, 
and between 2013 and 2016 in Louisiana were selected to 
participate in the study. A questionnaire was mailed to 
women who were not known to be deceased and for whom 
an address could be identified. Outreach was conducted 
between June 2017 and May 2018. Surveys were available 
in English and Spanish.

To supplement the participants identified through the 
cancer registries, outreach was conducted between 
September 2018 and January 2019 to identify a conve-
nience sample of women through a social network of cervi-
cal cancer survivors (Cervivor; https://cervivor.org/). An 

invitation to participate in an online survey was shared by 
leadership at Cervivor via (1) email to their survivor data-
base (n = 216), (2) monthly newsletter, (3) monthly 
Ambassador call, (4) the Cervivor.org website (blog), (5) 
posts on 4 private Facebook support group pages, (6) and 
announcements to 2 advocacy groups. Screener questions 
to determine eligibility asked women whether they had 
ever been diagnosed with invasive cervical cancer and if 
they were ≥21 years old. Online surveys were available in 
English and Spanish.

Measures

The same survey instrument was administered to both par-
ticipant groups. The following measures were collected: 
sociodemographic and insurance characteristics; cervical 
screening cancer screening history and follow-up of abnor-
mal test results; barriers and facilitators to cervical cancer 
screening and timely follow-up; knowledge of HPV and use 
of other preventive care.

Cervical cancer screening was assessed with the follow-
ing question: “In the 5 years prior to your cancer diagnosis, 
did you get any cervical cancer screening tests (excluding 
the test that led to your cervical cancer diagnosis)?” Women 
who reported they were not screened were asked to review 
a list of 30 questions about potential barriers to screening. 
Women who reported screening were asked to review a list 
of 9 questions about potential facilitators of screening. 
Follow-up of abnormal test results was identified from the 
following question: “If you had an abnormal Pap or HPV 
test result in the 5 years prior to or leading to your diagnosis, 
did you follow up with your doctor as recommended about 
this result?” Women who reported that they “waited longer 
than recommended” or “did not follow up” were asked a 
series of 18 questions about potential barriers to follow-up.

Response options for the barrier and facilitator state-
ments were “Agree,” “Disagree,” and “I don’t remember/I 
don’t know.” The responses provided for these questions in 
this survey were drawn from pilot-tested questionnaires in 
other cervical cancer studies.12-16 The survey also asked 
women to specify other barriers or facilitators that they 
experienced if they were not among those provided.

Statistical Analysis

The proportions of women who reported to “Agree” with 
each of the statements on barriers and facilitators to obtain-
ing cervical cancer screening or appropriate follow-up were 
calculated. These proportions are reported for women iden-
tified through CR and the SN. Associations were tested with 
Pearson chi-square or Fisher’s exact as appropriate. All 
computations were performed using Stata statistical soft-
ware (version 15.1).17 A P value <.05 was considered sta-
tistically significant.

https://cervivor.org/
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Results

The 3 central cancer registries (CR) identified a total of 
2748 women ≥21 years old diagnosed with invasive cervi-
cal cancer in the eligible years, 1780 women were reachable 
and eligible to participate, and of these 480 (28%) com-
pleted the questionnaire. The distribution of stage and his-
tology of cervical cancers, race, ethnicity, insurance 
coverage and rural/urban residence of women who enrolled 
in this study were similar to those of the overall sample of 
women diagnosed with cervical cancer in these 3 states dur-
ing the same time period.11 The social network (SN) sample 
included a total of 148 women who completed the online 
survey.

Study participants from the CR and SN had several dif-
ferences; women identified from the CR were older, more 
of them were Hispanics and Non-Hispanic Blacks, and sep-
arated, widowed or divorced compared to women identified 
from the SN (Table 1). The average age of participants iden-
tified through the CR was 48 years (range 23-90 years) and 
that of women identified through the SN was 39 years 
(range 21-72 years). Approximately 65% of women identi-
fied through CR were non-Hispanic white compared to 
85% among those identified through the SN. Women identi-
fied from the CR were also more likely to report lower 
annual household income and to report having had 
Medicare, public insurance, or no insurance at the time of 
their cancer diagnosis. Most women from CR and SN 
reported having a usual source of care (CR = 71%; SN = 85%, 
P < .001) and having health insurance to cover all or part of 
their medical care 5 years prior to diagnosis (CR = 74%; 
SN = 82%; P = .04). There was no difference in the country 
of birth; most of the women in both groups were born in the 
US (86% in CR and 91% in SN).

Self-Reported Cervical Cancer Screening History

Fifty percent (n = 219) of CR and 21% (N = 31) of SN par-
ticipants reported not receiving any cervical cancer screen-
ing in the 5 years prior to their cervical cancer diagnosis 
(Table 2). About half of participants from CR (53%) and SN 
(48%) were first diagnosed with invasive cervical cancer 
when they were seeking medical care to check on problems 
or symptoms. About one third of women reported following 
up on abnormal results as recommended (CR = 37%; 
SN = 33%). Of the women who were supposed to follow-up 
on abnormal results (28% of women in both CR and SN 
groups reported not following-up on abnormal results as 
recommended.

Among participants identified through the CR, a greater 
proportion of those who reported being screened for cervi-
cal cancer also reported being aware of HPV (72%) and 
having had the flu shot (60%) compared to those who 
reported not being screened (42% and 43%, respectively) 

(Table 3). Additionally, among participants aged 55 to 
74 years, a greater proportion of those who reported being 
screened for cervical cancer also reported having had a 
colorectal cancer screening test (78%) and a mammogram 
(95%) compared to those who reported not being screened 
(26% and 50%, respectively). Likewise, participants from 
the SN who reported being screened appeared to have 
greater awareness of HPV compared to those who were not 
screened, but differences in this group by screening status 
were not statistically detected.

Barriers to Cervical Cancer Screening

The most frequently identified reason for not being screened 
was the same for participants in both groups: they never 
imagined that they would develop cervical cancer (percent 
agree CR = 76%; SN = 86%) (Figure 1). Women in both 
groups also identified not having a family history of cervi-
cal cancer as one of the top 3 reasons they did not get 
screened (CR = 62% and SN = 54%). Seven of the ten rea-
sons participants reported most frequently for not getting 
screened were the same, even though their order differed in 
participants identified from the CR and SN. Women 
recruited through the CR identified not having a health care 
provider and not having insurance as barriers to screening 
more frequently compared to women from the SN (percent 
agree was 54% vs 45% and 46% vs 24%, respectively). 
Women identified through the SN reported being busy or 
not having the time for screening and not knowing what a 
cervical cancer screening tests as barriers to screening more 
frequently compared to women identified through the CR 
(59% vs 44% and 54% vs 27%). Both groups of participants 
reported forgetting as one of the most frequently reported 
reasons they didn’t get screened (CR = 27%; SN = 29%).

Seven of the ten least-frequently reported reasons for 
why women did not get screened were also the same in both 
participant groups. These included: transportation costs to 
get to screening (CR = 3%; SN = 0%), being afraid that the 
screening test might cause cervical cancer (CR = 5%; 
SN = 0%), not being able to pay for childcare to go to the 
clinic to get tested (CR = 3%; SN = 4%), being previously 
screened and not thinking that they had to have the test 
again (CR = 6%; SN = 7%), and not wanting to be weighed 
at the doctor’s office (CR = 6%; SN = 4%). For these partici-
pants, not being comfortable speaking English or the 
screening being against cultural or religious beliefs were 
also among the least-reported reasons for why they did not 
get screened.

Facilitators of Cervical Cancer Screening

Participants in both groups reported very similar reasons for 
why they got screened (Figure 2). The most frequently 
reported facilitators of screening were wanting to take care 
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of their bodies (CR = 95%; SN = 94%), understanding the 
importance of screening tests (88% in both groups), having 
screening tests with their annual exams (CR = 86%; 
SN = 89%), and having screening tests covered by insurance 
fully or partly (CR = 90%; SN = 89%). Having a friend or 

family member recommend screening or knowing a 
friend/family member diagnosed with cervical cancer 
were reported less frequently as facilitators of screening 
(CR = 16%; SN = 11% and CR = 14%; SN = 11%, 
respectively).

Table 1. Sociodemographic Characteristics of Study Participants.

Characteristics

Participants from cancer 
registries N = 480

Participants from survivor 
social network N = 148

P-value*n (%) n (%)

Age at diagnosis
  21-34 years 89 (19%) 58 (39%) <.001
  35-49 years 178 (37%) 71 (48%)
  50-64 years 161 (34%) 15 (10%)
  65-79 years 40 (8%) 4 (3%)
  80 or more years 12 (3%) 0 (0%)
Race/ethnicity
  Hispanic 60 (13%) 8 (6%) <.001
  Non-Hispanic Black 87 (18%) 7 (5%)
  Non-Hispanic White 311 (65%) 109 (85%)
  Non-Hispanic Other 18 (4%) 5 (4%)
Marital status at diagnosis
  Single (never married) 90 (19%) 23 (18%) .017
  Married 217 (45%) 77 (60%)
  Living with partner 41 (9%) 9 (7%)
  Separated, divorced, widowed 129 (27%) 20 (16%)
Annual Income
  Less than $10 000 90 (19%) 3 (2%) <.001
  $10 000 to $29 999 107 (23%) 15 (12%)
  $30 000 to $49 999 62 (13%) 30 (23%)
  $50 000 to $89 999 87 (18%) 35 (27%)
  $90 000 or more 88 (19%) 40 (31%)
  I don’t know 39 (8%) 5 (4%)
Country of birth
  United States 406 (86%) 117 (91%) .174
  Other 65 (14%) 12 (9%)
Health insurance at time of diagnosis (check all that apply)
  Private insurance 248 (52%) 103 (78%) <.001
  Medicare (including Medicare managed care) 77 (16%) 5 (4%) <.001
  Military or veterans administration 7 (1%) 6 (5%) .030
  Public insurance (Medicaid, other county 

or state public ins.)
93 (19%) 14 (11%) .018

  No insurance 66 (14%) 7 (5%) .008
  Other 31 (6%) 3 (2%) .084
Partial or full health insurance coverage during the 5 years prior to cervical cancer diagnosis
  Yes 349 (74%) 108 (82%) .040
  No 123 (26%) 23 (18%)
Usual source of care, during the 5 years prior to diagnosis
  No 70 (15%) 8 (6%) <.001
  Yes, a doctor’s office, clinic, or health center 333 (71%) 110 (85%)
  Yes, an urgent care clinic or ER 63 (14%) 12 (9%)

*Significance was tested with chi-square; Pearson when there are 5 or more cases per cell; Fisher’s exact test when any cell has <5 cases.
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Table 2. Self-Reported Cervical Cancer Screening History of Study Participants.

Cervical cancer screening history

Participants from 
cancer registries 

N = 480

Participants from 
survivor social 

network N = 148

P-value*n (%) n (%)

Received any cervical cancer screening 5 years prior to cervical cancer diagnosisa

  Yes 223 (50%) 115 (79%) <.001
  No 219 (50%) 31 (21%)
When first diagnosed with invasive cervical cancer
  Part of routine exams/screening (not because of symptoms) 177 (37%) 60 (41%) .550
  Seeking medical care for problems/symptoms 251 (53%) 71 (48%)
  Other 46 (10%) 17 (11%)
Follow-up of abnormal Pap or HPV test in 5 years prior to diagnosis
  Follow-up of results as recommended by doctor 168 (37%) 43 (33%) .506
  Follow-up of results, but waited longer than recommended 34 (8%) 11 (8%)
  No, did not follow-up 32 (7%) 6 (5%)
  Didn’t have an abnormal Pap or HPV test or never had Pap/HPV test 218 (48%) 71 (54%)

aParticipants were asked to exclude the screening test that led to cervical cancer diagnosis.
*Significance was tested with Pearson chi-square when there were 5 or more cases in each cell; Fisher’s exact test when any cell had <5 cases.

Table 3. HPV Knowledge and Use of Other Preventive Care of Respondents by Cervical Cancer Screening History.

HPV knowledge and use of 
other preventive care

Participants from cancer registries  
N = 480

Participants from survivor social network 
N = 148

Screened 
N = 223

Not screened 
N = 219

P-value*

Screened 
N = 115

Not screened 
N = 31

P-value*n (%) n (%) n (%) n (%)

Aware of HPV prior to cervical cancer diagnosis
   Yes 154 (72%) 91 (42%) <.001 69 (69%) 16 (55%) .226
   No 52 (24%) 104 (48%) 28 (28%) 13 (45%)
   I’m not sure 9 (4%) 23 (11%) 3 (3%) 0 (0%)
Receipt of cervical cancer vaccine (HPV vaccine)
   Yes 12 (5%) 4 (2%) .149 10 (10%) 1 (3%) .038
   No 176 (80%) 173 (83%) 90 (90%) 26 (90%)
   Not sure 31 (14%) 32 (15%) 0 (0%) 2 (7%)
Tubal ligation or sterilization prior to cervical cancer diagnosis
   Yes 59 (27%) 70 (33%) .159 16 (16%) 7 (24%) .281
   No 161 (73%) 142 (67%) 87 (84%) 22 (76%)
Other preventive care in 5 years prior to cervical cancer diagnosis
 Flu shot (all participants eligible)
  Yes 131 (60%) 90 (43%) <.001 56 (54%) 12 (41%) .335
  No 71 (33%) 106 (50%) 43 (43%) 15 (52%)
  Not needed/required 16 (7%) 14 (7%) 4 (4%) 2 (7%)
 Colorectal cancer screening test (participants aged 55-74 years)a

  Yes 31 (78%) 18 (26%) <.001 1 (33%) 2 (67%) 1.000
  No 8 (20%) 49 (70%) 1 (33%) 1 (33%)
  Not needed/Required 1 (3%) 3 (4%) 1 (33%) 0 (0%)
 Mammogram (participants aged 55-74 years)a

  Yes 38 (95%) 36 (50%) <.001 4 (100%) 3 (100%) N/A
  No 2 (5%) 35 (49%) 0 (0%) 0 (0%)
  Not needed/required 0 (0%) 1 (1%) 0 (0%) 0 (0%)

aThere were 128 participants age 55 to 74 in cancer registry sample and 8 participants age 55-74 years in the social network sample.
*Significance was tested with Pearson chi-square when there were 5 or more cases in each cell; Fisher’s exact test when any cell had <5 cases.
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Barriers to Obtaining Follow-Up for Abnormal 
Results as Recommended

Women who reported having abnormal screening test 
results in both groups reported the same key reasons for 
why they did not follow-up on results as recommended 
(Supplemental Figure 1. Self-reported barriers to following 
up on abnormal screening results as recommend among 
women diagnosed with cervical cancer between 2013 and 
2016 in the U.S.). These were: not realizing an abnormal 
test could indicate cervical cancer (percent agree CR = 61%; 
SN = 63%), being scared to hear what an abnormal result 
meant (CR = 47%; SN = 29%), not having health insurance 
(CR = 43%; SN = 29%;), not having health insurance that 
covered additional procedures (CR = 42%; SN = 24%), and 
being busy or not having time (CR = 36% SN = 71%). The 2 
participant groups also identified the same reasons that least 
explained why they did not follow-up on abnormal test 
results as recommended. These included: not having trans-
portation to get to clinic (CR = 9%; SN = 0%), wanting 
someone else to go with them (CR = 5%; SN = 12%), not 
being able to pay for childcare to go to the clinic (CR = 5%; 
SN = 6%) and not being comfortable speaking English 
(CR = 3%; SN = 0%).

Discussion

In this study of cervical cancer survivors including those 
identified through population-based cancer registries, we 
found that about half of the women (50%) reported that they 
did not get screened in the 5 years prior to their cervical 
cancer diagnoses. This proportion of unscreened women 
was found to be higher, approximately 60%, when self-
reported results from this analysis were validated against par-
ticipant’s medical chart data in a complementary analysis.18 
Of the women who were screened and needed to follow up 
on abnormal test results, 28% reported not following up on 
abnormal Pap or HPV test results as recommended in the 
5 years prior to their cervical cancer diagnoses. The key 
self-reported barriers to obtaining screening and timely fol-
low-up of abnormal test results were related to lack of 
knowledge of cervical cancer risk, risk factors for cervical 
cancer, and the meaning of screening test results. The main 
reasons why women did not get screened were that they 
never imagined that they could develop cervical cancer and 
that they did not have a family history of cervical cancer. 
The main reason women did not follow-up on abnormal 
results was that they didn’t realize that the results might 
indicate cervical cancer. Participants identified from the 

Figure 1. Self-reported barriers to obtaining screening in 5 years prior to diagnosis in women diagnosed with cervical cancer 
between 2013 and 2016 in the U.S.*
*Graph displays 10 of the most-frequently identified barriers to screening (above the line) and 10 of the least-frequently identified barriers to screening 
(below the line).
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cancer SN were younger, had higher household income, 
better access to healthcare, and were more likely to be Non-
Hispanic white compared to women identified from the CR. 
In spite of these sociodemographic and healthcare access 
differences, these women reported the same reasons related 
to cervical cancer knowledge as the main barrier to obtain-
ing cervical cancer screening.

Our findings on the importance of knowledge of cervical 
cancer and screening tests in obtaining screening and timely 
follow-up of abnormal results are similar to what has been 
found in several other studies.7,8,19 A systematic review of 
screening studies conducted in immigrant women found 
that they reported very limited knowledge of screening pro-
cedures and of the signs and symptoms of cervical cancer.7 
Similarly, studies conducted in low-income, uninsured 
women identified the lack of knowledge on cervical cancer 
screening, and signs and symptoms of cervical cancer as 
key barriers to obtaining screening and seeking follow-up 
for abnormal results.8 The lack of cervical cancer and 
screening knowledge has also been reported in studies con-
ducted in both urban areas or major US cities.19 Women’s 
knowledge of cervical cancer, its risk factors, and screening 
tests affects their beliefs and self-efficacy, and subsequently 
influence whether they get screened for cervical cancer.9 
This study further emphasizes the importance for continued 
public health efforts to educate women and increase their 
awareness of cervical cancer and its risk factors and the 
available prevention and control strategies.

Additionally, women who reported being screened iden-
tified reasons related to their knowledge of cervical cancer 
risk and screening tests as the key facilitators to screening; 
they reported that they wanted to take care of their bodies 
and that they understood the importance of screening tests. 
The importance of educating women on cervical cancer and 

screening tests is well-established, however, questions still 
remain on how best to effectively educate women to 
increase screening coverage. The national Inside 
Knowledge: Get the Facts About Gynecologic Cancer cam-
paign led by the CDC has been developing and promoting 
educational material to increase awareness of gynecologic 
cancers, including cervical cancer since 2007. The Inside 
Knowledge (IK) campaign has been successful in develop-
ing and pilot-testing educational content,20 as well as dis-
seminating the content nationally through various venues 
including websites, social media, magazines, newspapers, 
airport diorama, posters in shopping malls, and bus/bus shel-
ter displays.21 Several other educational interventions such 
as AMIGAS (Ayudando a lasMujeres conInformación,Guía, 
yAmor para suSalud)22and MARHABA (Muslim Americans 
Reaching for Health and Building Alliances)23 have focused 
on tailoring educational content to specific cultural or reli-
gious groups to increase screening coverage in these groups. 
Trials of these interventions show that they are effective in 
increasing screening coverage in an implementation 
research setting, but their effectiveness when adopted to 
real-life settings is yet to be established. Success stories 
from National Breast and Cervical Cancer Early Detection 
Program (NBCCEDP) education efforts from various states 
may provide promise for interventions that are effective in 
real public health settings; media campaigns with tailored 
material to eliminate the misconceptions about eligibility 
for screening services in several NBCCEDP awardees 
(Utah, Ohio, and New York) have proven successful in 
increasing cervical cancer screening coverage.24 Findings 
from this study could be used to inform future educational 
messages for the IK campaign and NBCCEDP awardees.

Lack of insurance was another key reason that women 
reported for not getting screened or receiving timely 

Figure 2. Self-reported facilitators to obtaining screening in 5 years prior to diagnosis in women diagnosed with cervical cancer 
between 2013 and 2016 in the U.S.
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follow-up of abnormal results and, conversely, having 
screening tests covered by insurance (in-part or fully) was 
identified as a key facilitator of screening. National data 
show that cervical cancer screening coverage in women 
who are uninsured (approximately 60%) is significantly 
lower than screening coverage in women with public or pri-
vate insurance (approximately 76% and 86%, respectively).2 
The CDC through the NBCCEDP funds all 50 states, the 
District of Columbia, 6 US territories, and 13 American 
Indian/Alaska Native tribal organizations to help low-
income, uninsured, and underinsured women gain access to 
timely cervical cancer screening, diagnostic, and treatment 
services. Since its establishment in 1991, the NBCCEDP 
has served more than 5.4 million women and in 2017, the 
program provided cervical cancer screening and diagnostic 
services to 138 590 women and diagnosed 168 invasive cer-
vical cancers and 5990 premalignant cervical lesions.25 
Nonetheless, the NBCCEDP is only able to reach a fraction 
of uninsured and underinsured women to provide cervical 
cancer screening.26Other national programs such as Title X 
and Community Health Centers (CHCs) provide cervical 
cancer screening to uninsured and underinsured women27,28; 
however insurance-related disparities in cervical cancer 
screening have been observed in CHCs even though screen-
ing is provided regardless of insurance status.28

Interestingly, we found that the women did not identify 
structural barriers such as childcare and transportation costs 
to go to clinics as important barriers to getting screened and 
receiving timely follow-up of abnormal results. These chal-
lenges have been described by women in previous studies,10 
but our results suggest that they may be secondary to lack of 
cervical cancer screening knowledge or lack of insurance as 
barriers to obtaining screening. The Community Services 
Preventive Services Task Force (CPSTF) has found strong 
evidence that multicomponent interventions are effective in 
increasing community demand for and providing access to 
screening.29 These combine 2 or more intervention 
approaches such as interventions that increase demand for 
screening (like education and media) with those that increase 
community access (like reducing structural barriers by offer-
ing assistance with transportation barriers or childcare). 
When designed for underserved groups, such as rarely or 
never screened women, multicomponent interventions may 
increase screening coverage in these populations.

The strengths of this study are that it utilized population-
based registries to recruit a nationally representative sample 
of cervical cancer survivors. Although the response rate for 
the sample recruited from the registries was low, the demo-
graphic characteristics (age, race, ethnicity) as well as the 
distribution of the stage and histology of cervical cancers of 
women who enrolled in the study are similar to those of 
cervical cancer survivors nationally.11 The low-participa-
tion rate observed in this study is similar to what has been 
observed in similar studies of cervical cancer survivors.30 

The addition of participants identified from the cancer sur-
vivor network enabled this study to examine the robustness 
of the key findings; the 2 groups of women differed in the 
distribution of sociodemographic characteristics (age, race, 
annual household income, and access to healthcare) but 
identified the same key barriers and facilitators to cervical 
cancer screening. A limitation of this study is that it may be 
subject to bias from the healthy volunteer effect, particu-
larly for the SN sample. However, the women enrolled 
through the central cancer registries had only slight differ-
ences from those who refused to enroll in the study.11 
Additionally, the number of women in the study from docu-
mented under-screened populations such as foreign-born 
women or Asian women may have been too small to depict 
barriers and facilitators to screening in these populations; 
however, our findings regarding barriers and facilitators are 
similar to those reported in studies that focused on these 
under-screened women.7,8

This case investigation study found that at least half of 
the enrolled cervical cancer survivors did not receive the 
appropriate screening within the 5 years prior to their cervi-
cal cancer diagnoses. It also showed that the key barriers 
and facilitators to screening are related to knowledge of cer-
vical cancer risk and screening tests as well as the availabil-
ity of insurance to cover screening costs. These findings 
including data from population-based registries can guide 
the design or modification of interventions to increase cer-
vical cancer screening in national or state programs. 
Although there are national programs dedicated to increas-
ing women’s knowledge about cervical cancer screening 
(IK campaign) and to cover screening costs for low-income, 
uninsured or underinsured women (NBCCEDP), these find-
ings suggest that increasing the number of women served 
by the program may help reach more unscreened women. 
Increasing screening coverage and timely follow-up by 
addressing the identified barriers and promoting the facili-
tators is may reach more unscreened or under-screened 
women and to continue lowering cervical incidence and 
deaths in the US.
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Summary

Screening and timely follow-up have lowered cervical cancer inci-
dence in the US; however, screening coverage has remained fairly 
stable in recent years. This study of cervical cancer survivors 
examined barriers and facilitators to screening in the 5 years prior 
to their diagnoses. Fifty percent of survivors reported that they did 
not get screened; key barriers to screening and timely follow-up 
were related to lack of knowledge of cervical cancer risk and risk 
factors, and the meaning of screening test results. This information 
can be used to design or modify interventions to increase screen-
ing and reduce cervical cancer incidence and deaths.
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