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Abstract

Background: States in the United States have primary public health authority. This is the case with
cervical cancer, and yet little is known about state policy issues affecting the comprehensive pub-
lic health response. This study identifies and explores state policy issues affecting cervical cancer
efforts in the United States. Methods: Key informant interviews were conducted with a purposeful
sample of 15 professionals affiliated with cervical cancer prevention and treatment from national,
state and local levels; across sectors: public, private and non-profit; and aspects of the work:
screening, treatment and vaccine; program implementation, research, coalition work, and policy.
Results: Identified policy issues were administrative and implementation oriented (“small p” pol-
icy issues). While participants recognized the importance of laws for vaccine or no cost screening
access, the key policy issues preventing successful cervical cancer efforts involved 1) health sys-
tem complexity; 2) general lack of state level policy, program and funding coordination; and 3) so-
cial and organizational cultural issues affecting the adoption of national recommendations and
reinforcing program inertia. Conclusions: Understanding state policy issues in cervical cancer is
critical for public health success. Dramatic reduction or even elimination of cervical cancer in the
United States depends upon the policy work in the “little p” policy areas such as planning and
health system organization to affect change. This will require greater leadership and coordination
of state efforts across myriad programs. It will require health system improvements, and also the
adoption of new practice and program behaviors to capitalize on available technology to reach
underserved women.
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1. Introduction

We now have the tools to dramatically reduce cervical cancer in our lifetimes. Prophylactic vaccines against
human papillomavirus (HPV) infection are safe and effective [1]-[3]. Diagnostic and screening tools for HPV
detection are now available and have been recommended for women > 30 years [4] [5], and there are treatment
options for early stages of cervical precancer or invasive disease. The keys to the success are HPV vaccination,
early identification and treatment of pre-cancerous disease. In the United States, significant reductions in cervic-
al cancer have plateaued over the past several years. Women without insurance and women of color face persis-
tent inequities of health access [6]-[8]. This suggests systems-level challenges for our collective attention.

Though the US federal government is omnipresent in public health policy and system organization, states
have primary public health authority [9]. States determine vaccine policy, regulate insurance markets, and im-
plement with latitude federal programs such as those under Title X, Vaccine for Children and 317, programs for
sexually transmitted disease prevention, and Breast and Cervical Cancer Early Detection Program (hereinafter
BCCP but also known as BCCCP). Studies of state policy issues related to cervical cancer have primarily fo-
cused on distinct elements of cervical cancer prevention such as vaccination [10] [11], screening [12]-[17] or
treatment [18]. These studies provide valuable information about policy issues related to components of cervical
cancer approaches, but they do not address the comprehensive effort and associated policy issues. As such, we
see cervical cancer through pieces of scattered glass and not through a fully formed policy lens. This study seeks
to identify and explore the complexity of key policy issues that span state cervical cancer efforts in the United
States.

2. Methods

Key informant interviews were conducted with a purposive sample [19] of 15 people working at federal and
state levels, across sectors (public/non-profit/private), and across function (policy/research/program) from June-
October 2012. Participants were recruited following identification of agencies and organizations matching sam-
ple criteria; from review of published and gray literature focused on cervical cancer policy issues; from recom-
mendations by various organizations and individuals affiliated with cervical cancer prevention; and through
snowball sampling. The sample was identified to represent the breadth of state policy issues beyond specific
programs or focus areas of screening, treatment or vaccination. Potential participants were contacted by email
and telephone. Sixty-minute semi-structured interviews were conducted by phone or in person and focused on
10 open-ended questions designed to explore key challenges in cervical cancer, related state policy issues and
prioritization, the location of cervical cancer on the state policy agenda and parties involved in state policy is-
sues around cervical cancer. Interviews were recorded and transcribed for a priori coding [20] based on the in-
terview questions and open coding to identify emergent themes. Two investigators independently coded the data
to validate theme identification. The study was reviewed and deemed exempt by the Indiana University Institu-
tional Review Board.

3. Results

Fifteen people from across sectors and governmental levels participated in the study. State level participants
(46.7%, n = 7) worked either in government programs for women’s health, breast and cervical cancer and
chronic disease; or in coalitions directly associated with breast and cervical cancer. Federal level participants
(40%, n = 6) were from government programs associated with women’s health or cervical cancer, from sex-
ual/women’s health and/or cancer related policy organizations, and from associations of state officials and pro-
gram managers. Sector representation was as follows: public (26.7%, n = 4), private (13.3%, n = 2) and
non-profit (60.0%, n = 9). Private sector participants were government relations staff with companies associated
with an aspect of cervical cancer prevention (e.g. diagnostics and vaccine).

Table 1 presents the most frequently identified state policy themes related to cervical cancer. Themes in-
cluded the organization and funding of cervical cancer efforts, system adaptation to reflect new technologies and
recommendations, and the policy standing of cervical cancer in planning processes. Issues appeared to group
into three areas: 1) health system issues affecting access to vaccination, screening and treatment; 2) state level
coordination and 3) social and organizational culture issues.
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Table 1. State policy issues in cervical cancer.

Health System Issues State Level Coordination Cultural Elements (socio-organizational)

System Organization Stigma

Fragmented State Effort

¢ System complexity . Federalism and state variation ¢ g'\é%:jngfli';éﬂ?sgnvacc'natlon and

e System fragmentation e Silos (inter and intra-agency) . HPV screening adoption and
. Lack of policy coordination—Ilegislative, movement away from pap smear

regulatory, planning and prioritization

. Limited sphere of influence for
coordination

- - Policy framing issues
System Financing Policy Standing of Cervical Cancer Program and Practice Inertia
) Funing inadequecies ¢ Cancer coordination efforts . Reaching underserved populations
. Assurance of safety-net funding post . . .

healthcare reform implementation Agenda setting for policy and planning . Adoption of new technologies

3.1. Health System Issues

Health system issues involved how the organization, functioning and financing of public health systems served
as barriers to cervical cancer screening and treatment. Themes included system complexities, anticipated health
reform, and concern for the healthcare safety net. Funding issues included insufficient funding for safety net
programs such as the BCCP program to sustain screening efforts throughout the year, and managing the multiple
and complex systems of healthcare financing for women who are eligible for state funded programs.

3.2. System Organization

System complexity affected both patients and programs. Participants reported that screening and treatment
access was overly complex; requiring significant patient flexibility and a maze of funding arrangements to as-
sure access to follow-up care. Screening involved initial cytology or co-testing with HPV/cytology followed by
additional evaluation followed by colposcopy and treatment as necessary; all of which were in separate locations
and likely funded or reimbursed differently. Such complexity appeared to be a function of program scope of ser-
vices and myriad piece-meal funding mechanisms determined by multiple and sometimes conflicting federal and
state eligibility requirements. Participants reported that system complexity was compounded by the limited
spheres of influence of state cervical cancer programs, such that they did not have influence over eligibility or
program services in another state program.

We will pay for the colposcopy, but if that tissue biopsy, if it’s found to have cancer, then the patient will go on to
BCCP for treatment. Their treatment will be covered until that physician, the oncologist, the surgeon, whomever it
may be that’s overseeing their care...is no longer doing any type of cancer treatment...The coordination chal-
lenges are vast....just in that transition of care. That’s not always easy, going from one program to another.

Eligibility conflicts between and among programs and the resulting patient navigation issues were reported as
barriers to treatment access and completion. For example, a woman receiving screening services and a diagnosis
funded by one program, might not be eligible to receive follow up evaluation and treatment if those services
were funded by another program. Participants felt that state programs did not appear to have the range of rela-
tionships across their states to mitigate conflicts between and among programs and agencies to establish inte-
grated care. According to participants, programs primarily functioned in silo fashion.

We’ve had conflict with our program. For example, there are other policies that may relate to the state Me-
dicaid program, and other policies related to the maternal fetal medicine program, and still other policies that
are from family planning programs. They all have different state policies that impact the population that they
see a little differently.

3.3. System Financing

State BCCP are intended to provide the funding of last resort for uninsured women who meet the financial eligi-
bility requirements. BCCP participants noted that demand for screening outpaced program funding, in that they
routinely ran out of funds in the third quarter of the grant period. This appeared to be an issue in many states.
“Qur grant is over in July, but we run out of funds around March.” Participants noted that BCCP programs
turned away eligible women requiring screening services when resources were exhausted.
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Participants perceived that the Affordable Care Act would increase access to screening and treatment; yet they
saw the critical need for safety net funding due to state variability around Medicaid expansion paired with the
need to reach underscreened women more effectively. BCCP and Title X funding were seen as critical to assur-
ing a safety net for populations of women who are un/underinsured. The concern was that such funding would
be unilaterally deemed unnecessary under healthcare reform by state and federal policy makers.

The BCCP program, while it’s not large, does cover a lot of Paps, and Title X does as well....We know that
the Affordable Care Act is going to increase the numbers of uninsured covered; but it’s not universal coverage.
How do we still make sure that we have a safety net intact to help those women who are still not going to have
access to regular insurance?

4. State Level Coordination

Participants reported that no state appeared to have a coordinated cervical cancer policy or program strategy to
assure continuity of care. While states vary in terms of where cervical cancer related programs reside in gov-
ernment and what they are specifically called, participants indicated that states generally do not coordinate
across programs and agencies to improve policy and programs for cervical cancer. Examples of cervical cancer
related programs include Breast and Cervical Cancer Early Detection Programs (BCCP), chronic disease pro-
grams, women’s health programs (e.g. Family Planning, Maternal and Child Health and Women’s Health),
Sexually Transmitted Disease Programs, Medicaid, high-risk insurance program, Comprehensive Cancer Con-
trol Planning, Immunization programs, Primary Care programs and Minority Health. Participants observed that
coordination issues might arise in one agency or with one program, but that the agency or program could not
control the behavior or coordination efforts of other agencies or programs to address emerging issues. Partici-
pants felt that this was due to a paucity of state level leadership in the administrative policy space (executive
branch) for cervical cancer.

You have Medicaid in one place and the health department in another, and they’re not at all joined. | can’t tell
you how many times, and it doesn’t matter the state, when they will say “Have you talked to the health department?”
or if you’re talking to the health department, they will ask “Have you talked to Medicaid? Well, could you help us
talk with them?” There’s a big huge divide in people coming together and what’s appropriate for the appropriate
health policy.

While states have coordinated mechanisms of planning such as Comprehensive Cancer Control coalitions and
plans [20] [21], participants reported that cervical cancer as an issue or program effort did not have much repre-
sentation or political standing in these processes to address the system issues. The comprehensive planning ef-
forts were often located in a different part of the health department and therefore a creature of siloed functioning.
The lack of coordinated strategy to address cervical cancer specifically and the absent sphere of influence to
create coordinated systems of care undermined any improvement to cervical cancer efforts. Participants felt that
there were generally no identified champions for the cervical cancer effort at state level who could lead the na-
vigation of system improvements in and around comprehensive planning.

There needs to be a champion for it. We’re a designated office. However, our funding for the office coming
through the state budget is....just not enough to put toward all of the critical issues for women out there. What 1°d
like to see is some kind of a task force put in place so that everyone’s on the same page with cervical cancer. It
seems as if we have small projects that are happening through different (funding mechanisms). It just seems siloed.
It seems as if it needs to be maybe through a Commission on Women or something. Some forum, state level where
priorities can be addressed and everyone can be on the same page for the state priorities.

5. Cultural Elements: Socio-Organizational

Socio-organizational elements that were raised involved the role of stigma and how it was expressed in policy
and practice. According to participants, stigma served as a barrier to HPV vaccination normalization for girls
and boys, and was symbolized by the general lack of inclusion of HPV vaccination on state vaccination sche-
dules. Stigma also played a role in provider and program adoption of HPV testing as standard of care for
screening of women > 30 years. Organizational/cultural issues involved program and practice change to incor-
porate less frequent screening intervals. Centrally, though, participants recognized the key stigmatizing issue:
that a sexually transmitted virus causes cervical cancer.

I think the train left the station on it. | think that we don’t really have the luxury any longer of separating cervic-
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al cancer from sex...Cervical cancer is caused by HPV. HPV is a sexually transmitted virus. | think people are
more comfortable with messages that lead with cervical cancer, because that’s the thing that people should most be
worried about, not how they got it, right?

6. Reaching Underserved Women

Participants identified the critical need to reach women who were underscreened. This required program, prac-
tice and policy changes which participants felt were not easy: providers adopting the new screening recommen-
dations, and programs changing focus to increase their reach of underscreened women. Adopting the recent na-
tional screening recommendations for cervical cancer required both program and provider practice change. Pro-
gram eligibility policy would need to align across programs so that age eligible women can access screening.
Participants also felt that success would depend upon the leverage of public and private health care financing for
reinforcement; but they were not sanguine about program ability to reinforce the adoption of screening recom-
mendations financially. Some felt that “Medicaid agencies will not pay attention to something as small as cer-
vical cancer” screening when there are other more expensive and competing health issues. Others felt that the
federally funded programs such as BCCP, Primary Care (community health centers) and Title X would not
change the program requirements to facilitate practice change because provider behavior change would be dif-
ficult to achieve or even political.

Cultural issues involved the lack of program practice change to address the evolution of access barriers to
screening. Participants discussed the culture of BCCP programs as being primarily that of provider reimburse-
ment with some public education about screening. There was little indication that programs were shifting to
adopt new strategies and technologies to improve access for women who do not come to a clinic, such as the ad-
dition of outreach HPV self sampling. While not yet approved by the FDA, such sampling was of great interest
to some participants.

What we need to do is to push the HPV test as an affordable alternative for the under-screened and medically
under-served women. Once we do that, that opens the way for self-collection; and there are at least 3-dozen stu-
dies that show that self-collected vaginal swabs and physician collected vaginal swabs yield equal validity in
terms of the sensitivity of the HPV test. Every woman can learn to self-collect within 2 minutes or less.

Participants felt that reaching un/underscreened women involved moving toward outreach methods that could
be patient controlled and more private. While potentially adding a layer to the screening process, outreach pro-
gramming with HPV sampling kits might actually reach these women. Such a change would be hard because,
according to participants, it required a major shift in mindset about cervical cancer, the populations that need
access to screening and follow up, as well as the image of what screening ‘should be.” Participants felt that such
a shift might yield tremendous results.

If the United States or whoever said self-sampling can be used for outreach [to increase cervical cancer
screening], and health plans put a bunch of proven sampling devices in the mail and offered every woman who
returned a sample $20; a lot of things would happen.

Some participants felt that change would be initiated if the policy requirements were shifted. Reimbursement
for services according to national recommendations was one example. Another was to increase the BCCP
screening program expectations to drive public health innovation.

So the way that (the program) is set up here is with independent clinics who get BCCP reimbursement. |
would like for these clinics to spend more time screening never screened women or very rarely screened women.
So currently the rule is among women newly enrolled, 20% of those have to be rarely or never screened...|
would like them to do more than 20%. What about 40%? What about 50%?, since that’s where most of the
deaths are happening.

7. Discussion

Critical state policy issues identified in the study were not “big P” policy issues or laws, but ‘small p’ policy is-
sues of implementation and unintended systems outcomes. These issues were located in the state administrative
policy space. Varied eligibility requirements contributed to system fragmentation, and system alignment ap-
peared to be obstructed by a lack of state level coordination and sphere of influence to make change across state
agencies, programs and systems of care. The challenge is further complicated as states face uncertainty around
health reform implementation and safety net coverage. According to participants, no one appears to be focused
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on these issues despite their importance.

These “small p” policy issues have generally been off the advocacy radar, because they are complex and often
hidden in bureaucratic functioning. However, they are critical to assuring continuity of systems across cervical
cancer prevention and treatment arenas. The limited scope of influence among cervical cancer related programs
and the paucity of state coordination leadership necessitate advocacy attention to generate movement forward.
Public health has a successful history of addressing these more difficult issues, with HIV efforts as case in point.
The key is collective action, leadership at the state level and knowledge about how to make these changes. State
and local level participants were largely unaware of how to make system change—the partnerships, the mechan-
isms for change and the political capital that would be necessary for such change. The lack of identified leader-
ship for making system change and leading the state coordinating efforts for cervical cancer was the most troub-
ling finding from a policy change standpoint, particularly due to the appearance of issue intractability.

8. Conclusions

Cross-agency, statewide planning could streamline systems for comprehensive and coordinated funding and
policy, but we must first address the critical state leadership vacuum for cervical cancer efforts. Increasing the
policy acumen and skill set of cervical cancer related programs and coalitions could facilitate change navigation.
Success at this “small p” policy level will help to make big strides toward removing structural barriers to cervic-
al cancer efforts in the United States.

The United States is fortunate among our peer nations to have health resources that can, when coordinated
well, significantly reduce or eliminate population health threats. However, ours is a system with duplicative and
uncoordinated efforts that reinforce health inequity. Cervical cancer could easily be added to CDC’s list of
“winnable battles”; the success of which would mean that we actually achieve significant reduction or even eli-
mination of a cancer within our lifetimes. If there is no vision for a dramatic reduction in cervical cancer when
we are so very close, there will be no energy to address what remains the most persistent issues facing our na-
tion.
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