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Abstract

This study tested the feasibility of promoting 1-800-4-CANCER through partnerships with
organizations serving African American and Hispanic communities. Small media and client
reminders about HPV vaccination were made available through local agents to 28 community
organizations. Organizations ordered 79,932 resources and distributed them to young women and
parents of girls — African Americans in St. Louis, MO and Hispanics in the Lower Rio Grande
Valley of Texas. Pre-to post-intervention calls to 1-800-4-CANCER increased 38% in these
communities, while declining 15% in comparison communities of Kansas City, MO and EI Paso,
TX (F=8.6, p=.004) and 1.4% in the U.S. as a whole.

Keywords
Health disparities; HPV vaccination; African American; Hispanic; community health

Low levels of awareness and use of the National Cancer Institute’s (NCI) Cancer
Information Service (CIS) among African Americans and Hispanics have been documented
for over two decades.12 Recent findings from the Health Information National Trends
Survey (HINTS) indicated that 45% of African Americans and 51% of Hispanics were
aware of either the Cancer Information Service or its 1-800-4-CANCER telephone service,3
but awareness and use are much lower in surveys of low-income minority populations.*
Effective and sustainable promotion strategies are needed to assure that all Americans
benefit from this important cancer information resource.

To date, most efforts to promote the use of NCI resources among African Americans and
Hispanics have involved targeted mass media campaigns. These campaigns have generally
been successful in increasing call activity to 1-800-4-CANCER,>~/ though some effects
have been modest. Success of media-based promotion of CIS depends largely on intensity
and duration of campaign exposure, both of which are maximized with paid advertising. But
those costs are hard to sustain,® and call volume in these campaigns returns to baseline
levels when the campaign ends.®

In a 2004 review of 28 campaigns and 24 review articles, Randolph & Viswanath concluded
that failure to address campaign sustainability is “one of the biggest gaps in the literature.”8
This may be a particular challenge for reaching certain population sub-groups. A 2008
review of 18 studies found that campaigns to promote smoking cessation and use of a
telephone quitline were commonly less effective in low-income populations.® To overcome
these limitations, recommendations include involving community organizations as
intermediaries and distribution channels for CIS information, and increasing interpersonal
outreach in community settings.10-11
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The CIS Partnership Program was established with these recommendations in mind, aiming
to increase cancer knowledge and awareness in medically underserved populations by
working collaboratively with established organizations that shared similar goals.12 The
Partnership Program (recently replaced by NCI’s National Outreach Network!3) developed
long-term relationships with local, regional and national organizations for the purposes of
sharing information and networking, jointly developing projects using evidence-based
approaches to increase cancer prevention and control in minority and medically underserved
populations, and increasing the capacity of partners to move science into practice.

This approach is consistent with the Integrated System Framework (ISF) for dissemination
and implementation of prevention services.1 The ISF model proposes that there are three
systems needed to carry out the functions of translating research evidence into prevention
practice. The Prevention Synthesis and Translation System helps make research products
more easily accessible and usable for practitioners. The Prevention Support System provides
general and intervention-specific support to build capacity for implementation in adopting
organizations. The Prevention Delivery System executes the activities needed to implement
evidence-based programs. Community partnerships such as those cultivated by the CIS
Partnership Program are particularly important in this third system.

In this study, a team of CIS Research Program and Partnership Program staff worked
collaboratively with academic researchers to test the feasibility of promoting awareness and
use of 1-800-4-CANCER through partnerships with community-based organizations that
serve African American and Hispanic populations. Specifically, the research team and
community partners worked together to develop a range of information resources (e.g.,
letters, posters, pamphlets, quizzes, referral cards, photonovellas, PowerPoint presentations)
that promote 1-800-4-CANCER as a source of information about HPV vaccination. Such
small media and patient reminder interventions are evidence-based approaches to cancer
control.15:16 These resources were then made available through CIS’s Partnership Program
to community organizations that served members of the target populations eligible for the
vaccine - young African American and Hispanic women ages 18 to 26, and parents of
African American and Hispanic girls ages 9 to 17. We tested this approach among
organizations in St. Louis, MO (for African Americans) and the Lower Rio Grande Valley
of Texas (for Hispanics), with comparison communities in Kansas City, MO and El Paso,
TX.

Feasibility testing conducted in real world settings is an essential step in building practice-
based evidencel” and identifying interventions worthy of evaluation in efficacy and
effectiveness studies.’® Bowen and colleagues propose eight types of outcomes that can be
addressed in feasibility studies — acceptability, demand, implementation, practicality,
adaptation, integration, expansion and limited-efficacy.1® The present study addresses three
of these: (1) demand (Is the intervention needed and used by minority-serving community
organizations?); (2) acceptability (Is the intervention perceived as appropriate, attractive and
useful to community organizations and those they serve?); and (3) limited efficacy (Does the
intervention lead to increased calls to 1-800-4-CANCER?). The Institutional Review Boards
at Saint Louis University and The University of Texas Health Science Center at Houston,
approved this study.

Study settings

In St. Louis, MO, the study area included 26 contiguous ZIP codes in north St. Louis City
and County, where 60.3% of adults are African American and residents have
disproportionately low levels of income and education relative to the metropolitan area.1®
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Cancer mortality rates for African Americans are higher in this region than state and
national averages.2? The Lower Rio Grande Valley study area included 19 ZIP codes in
Hidalgo and Cameron Counties on the Texas-Mexico border. The populations of these
counties are predominantly Hispanic (89.6% and 86.3% respectively),16 with high levels of
poverty and low access to health care services.?! Hispanic women in the Lower Rio Grande
Valley have higher rates of cervical cancer and lower rates of cervical cancer screening than
White or Hispanic women in Texas and the U.S.22-25 The target populations for the
intervention in these communities were African American and Hispanic young women (ages
18 to 26) and parents of girls ages 9 to 17. Community organizations that served this
population of African Americans in the St. Louis study area or this population of Hispanics
in the Lower Rio Grande Valley were eligible to participate in the study.

Research design

Intervention

The study used a quasi-experimental design. Interventions were delivered to organizations
serving African Americans in north St. Louis, MO and Hispanics in two counties in the
Lower Rio Grande Valley on the Texas-Mexico border. Call volume to 1-800-4-CANCER
from these study areas was compared pre- and post-intervention launch to geographically
proximal areas with similar demographic composition — Kansas City, MO (for African
Americans) and El Paso, TX (for Hispanics). In Kansas City, the comparison area included
12 contiguous ZIP codes where 38% of adults are African American and the proportion of
residents living below the poverty level (19.4%) is higher than the surrounding metropolitan
area.1? In El Paso, the comparison area included 22 contiguous ZIP codes where 87% of
residents are Hispanic and 25% live below the poverty level. 16

The intervention tested in this study was a menu of information resources that community
organizations could choose from, obtain for free, and distribute or display to those they
serve. Organizations accessed these resources through a local coordinator in NCI’s Cancer
Information Service Partnership Program. Although the resources available in St. Louis and
the Lower Rio Grande Valley differed, all shared three common elements: (1) a
development process guided by community preferences and with community involvement;
(2) a specific call-to-action to contact 1-800-4-CANCER for more information about the
HPV vaccine and cervical cancer prevention; and (3) resource types — small media and
client reminders — that are recommended for cancer control by the Community Guide.26

Intervention development and delivery in St. Louis—To inform development of
HPV information resources for African American young women and parents of girls, we
interviewed a community-based convenience sample of 30 women from the target
population, as well as five clinical and educational staff members from local Federally
Qualified Health Centers (FQHCs) and leaders of six non-clinical community-based
organizations that serve the target audiences. The broad goal of these interviews was to
identify types of resources and core content that would be interesting to these audiences and
effective in prompting information seeking about HPV vaccine. Five types of resources
emerged from this process: (1) posters; (2) patient reminder letters; (3) referral cards (i.e., to
call 1-800-4-CANCER); (4) conversation cards (providing model questions that could be
used to start a conversation about HPV topics commonly raised by the target audience); and
(5) self-scoring quizzes (modeled after those in women’s magazines and designed to
distinguish between those who will be more passive or active in an encounter with a health
care provider).

We created several prototype versions of each resource type and met again with community
partners and women in the target audiences to get their reactions. Enthusiasm for the
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resource types was high and nearly universal, but there was little agreement on which
versions of the prototypes (i.e., specific images, designs and messages) were most preferred.
In response, we altered the basic intervention approach. Instead of creating a single version
of each resource, we created a standard template for each resource, and allowed community
partners to select from a discrete set of images, designs and messages to make their own
unique version of each resource. We branded this system MIYO® (Make It Your Own), and
created a product brochure and order form to allow community partners to designate their
choices for image, design and message for each available resource. These choices were used
to custom design each resource for each community organization.

From December 2007 to July 2008, the St. Louis Coordinator of the CIS Partnership
Program offered MI'YO resources to organizations that: (1) served one or both of the target
audiences in the target ZIP codes; (2) provided programs or services in settings where
women and parents could be exposed to and attend to the resources; and (3) had a mission
that was compatible with the project’s health improvement objectives and/or its focus on
African American young women, parent and girls. Candidate organizations were identified
from existing community partners in the local Cancer Prevention and Control Research
Network,2” the Cancer Information Service Partnership Portfolio Database,2
recommendations of CIS, trusted stakeholders from past community partnerships, and
attendees at community forums, public health practitioner training events and local health
fairs. Priority was given to organizations that belonged to larger systems (e.g., Federally
Qualified Health Centers, local public health departments, middle and high schools,
community colleges and universities) and non-traditional partners (e.g., trade schools)
because they could potentially expand the adoption and reach of the intervention if it was
found to be effective.

The Partnership Program Coordinator phoned potential partners to determine whether
MIYO resources might be useful to them. Interested organizations were sent sample
materials and order forms. When organizations completed and returned an order form, the
project team generated each customized resource, printed the desired quantity and delivered
the resources to the partner organization. With each delivery of resources, we also gave
community partners a standardized tracking form to help them record when, where and how
each resource was distributed. From the time of receiving an order, this delivery process
took 3—4 weeks.

Intervention development and delivery in the Lower Rio Grande Valley—To
inform development of HPV information resources for Hispanic young women and parents
of girls, we conducted small group interviews with young women ages 18 to 26 (n=15),
women over age 26 (n=16), mothers and fathers of girls ages 9 to 17 (n=28), and
promotoras, or lay health workers (n=9). We also interviewed 10 representatives from
community organizations including health clinics and service centers, and a health education
advocacy coalition. Interviews with the young women and parents yielded valuable
information about content that should be included in the HPV resources. For example,
knowledge about HPV, the HPV vaccine and the link between HPV and cervical cancer was
very low, and many were skeptical about calling 1-800 numbers. Interviews with
promotoras and community organization representatives revealed that the type of resources
needed to deliver HPV information varied based on three factors: (1) the availability and
capacity of computers to deliver the information; (2) the number and type of encounters they
had with community members; and (3) the amount of time they could spend in each
encounter. Some promotoras, for example, indicated that their programs had recently
acquired laptop and tablet computers to facilitate educational outreach, but they did not yet
have material available to put on those computers. The prospect of having PowerPoint slides
or digital video was appealing to them. The promotoras requested training so that they

Fam Community Health. Author manuscript; available in PMC 2013 December 16.



1duasnuey Joyiny vd-HIN 1duasnuey Joyiny vd-HIN

1duasnuey Joyiny vd-HIN

Kreuter et al.

Measures

Page 6

would be prepared to discuss HPV and the vaccine with the community even though their
primary role was to encourage people to call CIS for more information.

Based on this information, we developed five resources: (1) a print photonovella (brief,
illustrated, soap opera-like narrative with a storyline built through dialog among characters);
(2) an electronic version of the photonovella in PowerPoint, with photographs and text; (3)
an electronic version of the photonovella in PowerPoint, with video; (4) a video available in
DVD or VHS formats; and (5) conversation cards. The content of these resources addressed
HPV-related knowledge gaps, issues and concerns emerging from audience research with
young women and parents. To further customize these resources, we created different
versions of the photonovella for young women and parents, and in English and Spanish. We
also created a training program for promotoras that included a lesson plan, handouts and
PowerPoint presentations. These resources were branded Vivir Sn Cancer (“Live without
cancer”).

From February to September 2008, the Partnership Program Coordinator for the Lower Rio
Grande Valley presented these resources to community partners and made them available
for adoption and use. Partners included health care organizations, lay health worker
programs, and the Hispanic Health Research Center media campaign Tu Salud S Cuenta
(*'Your Health Matters”). The partnership coordinator in the region had established
relationships with these organizations when the project started, and contacted them to gauge
their interest in participating in the development process, delivering the materials once
available, or both. While all CIS Partnership Program contacts expressed interest in
participating at some level, organizations serving neighborhoods located in and near the city
of Brownsville in Cameron County were the most active during the study period. This
county is the poorest in the country and contains unincorporated neighborhoods called
“colonias” such as Cameron Park that often lack basic infrastructure.

The CIS Partnership program coordinator visited organizations and described the materials
to outreach coordinators, promotoras, and health center decision-makers (e.g., medical
directors, health educators). The selection of types of resources depended on the delivery
mechanisms available (i.e., whether or not they had DVD players in the waiting room;
whether or not they had laptop computers). The CIS Partnership Program Coordinator
delivered print photonovellas and question cards to all partners, and contacted partners
weekly to restock materials as requested and collect encounter forms and clinic logs.

The three outcomes of interest in the study are demand for the intervention by minority-
serving community organizations, acceptability of the intervention to community
organizations, and limited efficacy in increasing calls to 1-800-4-CANCER. Given
differences in intervention approaches used in St. Louis and the Lower Rio Grande Valley,
some measures varied by study area.

Demand—In both study areas we tracked how many organizations ordered resources,
which type of resources they ordered and how many of each resource type they ordered. In
St. Louis, we also tracked each organization’s choices of image, message and design for
each resource they ordered to determine whether the customization feature of MIYO was
necessary. These data were used to determine the proportion of orders that selected a unique
combination of image, message and design. In the Lower Rio Grande Valley we delivered
all types of material to CIS partners and tracked which were used. When organizations had
delivered almost all copies of a resource, they ordered more and the CIS coordinator tracked
these orders. Most organizations used promotoras to deliver print photonovellas and
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1duasnuey Joyiny vd-HIN 1duasnuey Joyiny vd-HIN

1duasnuey Joyiny vd-HIN

Kreuter et al.

Page 7

conversation cards. Photonovellas were used most often in group settings while conversation
cards were used when promotoras went door to door.

Acceptability/use—Distribution and display of the intervention resources was viewed as
an indicator that the community partners deemed the materials to be appropriate, attractive
and useful to their organization and those they serve. In St. Louis and the Lower Rio Grande
Valley, we conducted telephone interviews with each community partner that had ordered
any intervention resource. These interviews took place after resources from their final order
had been delivered, and asked how many of the resources they received were displayed or
distributed, and where and when they were distributed or displayed. We also asked them to
describe the populations they intended to receive the resources, and whether they had heard
positive or negative comments about the resources from members of that population.

In the Lower Rio Grande Valley, community partners that ordered any intervention
resources also used a standardized encounter form to record each educational session in
which a promotora presented the resources to an individual or group. Health clinics used a
similar form to record the number of times the video played. These forms were collected
monthly and tabulated by the project team.

Limited efficacy—The primary study outcome was number of calls to 1-800-4-CANCER
originating from the geographically defined study areas for one year prior to intervention
launch and one year during intervention delivery. Call data were collected by the CIS using
its standard Electronic Call Record Form (ECRF) and made available to the research team
for statistical analyses. Time, date, and ZIP code are recorded for each call, and provide the
basis for matching call volume to study areas and classifying calls as pre- or post-
intervention launch. We also examined ECRF data related to the intervention topic,
intervention delivery and target population. These included subject of interaction (HPV
vaccine), cancer type (cervical) and how the caller found out about 1-800-4-CANCER
(“other printed material™); callers’ sex and race/ethnicity (African American, Hispanic) are
collected from a subset of approximately 25% of callers.

Statistical analysis

Descriptive statistics are reported for demand and acceptability/use outcomes. Counts are
reported for number and type of intervention resources ordered and distributed or presented
by community partners. Proportions are reported for unique combinations of MIYO
resources ordered by St. Louis partners, and for responses to selected items from follow-up
interviews.

To examine pre-post differences in call volume between targeted ZIP codes in the
intervention (St. Louis, Lower Rio Grande Valley) and comparison (Kansas City, EI Paso)
communities, we used linear regression to test for a time (pre-post) x study condition
interaction. Separate models were used for each intervention community and for a pooled
analysis.

Descriptive statistics are used to present the proportion of calls from women, African
American and Hispanic, about HPV vaccine or cervical cancer, and from callers reporting
they heard about 1-800-4-CANCER from “other printed sources.” Because the CIS collects
these data from only a 25% subset of callers, the resulting small sample size diminishes the
meaning of statistical test results for these outcomes.

Fam Community Health. Author manuscript; available in PMC 2013 December 16.
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In St. Louis, 19 community organizations were approached and offered the intervention, and
all placed at least one order for HPV information resources targeting either young women
(n=19, 100%) or parents (n=16, 84%). Participating organizations included 7 educational
institutions (universities, community and trade colleges, public school districts), 4
neighborhood health centers, 4 community- and faith-based organizations, 2 public health
departments, an Area Health Education Center and a local health foundation. Collectively,
these organizations ordered 56,096 resources, and every type of resource available. On
average, each organization ordered 5.1 different types of resources.

In the Lower Rio Grande Valley, resources were offered to and accepted by nine community
organizations - 3 clinics, 3 community health centers, and 3 lay health advisor programs.
Collectively, these organizations received 23,836 resources of every type available. Table 1
shows the quantity of each resource ordered or received for both study sites.

A secondary indicator of demand applicable only in the St. Louis sample was the extent to
which different organizations created different versions of each customizable resource. If
most organizations chose the same images, messages and designs when creating their own
version of a resource, customization would be an unnecessary feature. Table 2 shows each
customizable resource (n=6) available in the study, how many versions could possibly be
made, the number of community partners (out of 19) that ordered the resource, and the
number of different versions of the product that were actually created by all partners
combined. The last column, “value added”, is a measure of the benefit of offering
community partners choice in creating their own version of that resource. It indicates the
percentage of all partners ordering a resource that created a version different from the most
commonly selected version. It is thus a conservative estimate of the percent of partners
whose preferences would not have been met had only one version of that product been
available. In short, the proportion of organizations that benefited from available
customization was high for those ordering posters (77%-87%), conversation cards (73%—
81%) and self-scoring quizzes (67%), but less so for referral cards (50%).

Acceptability/use

In St. Louis, follow-up interviews were completed with 17 of 19 community partners that
ordered intervention resources. These partners reported distributing or displaying 52,279 of
the 56,099 resources they ordered (93%). This percentage varied by type of resource: 100%
for posters, 86% for conversation cards, 100% for self-scoring quizzes and 99% for referral
cards. Four partners ordered additional copies of resources after their original order had been
distributed.

All partners reported delivering resources through direct contact with young women and
parents at their physical location. Other distribution strategies varied by partner. Educational
institutions reported distributing resources at parent-teacher conferences, in classrooms, in
nurses’ offices, and at student health, counseling and campus recreation centers.
Neighborhood health centers distributed or displayed resources in waiting rooms, exam
rooms and at health fairs. Community- and faith-based organizations delivered resources at
community events, open houses and public presentations. Half of the partners (n=10; 59%)
reported that they had heard feedback about the resources from their clients, and most
reported that comments were “all” (50%) or “mostly” (40%) positive; one respondent
reported that comments were “evenly positive and negative.”

Fam Community Health. Author manuscript; available in PMC 2013 December 16.
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In the Lower Rio Grande Valley, partners reported distributing all of the 23,836 resources
they had received. One of the major distribution strategies was through educational sessions
conducted by the lay health advisor programs. Lay health advisors in these programs used
the resources in 2,149 distinct encounters with community members at churches, schools,
health fairs and through door-to-door contact. Encounter logs tracking these sessions
showed that conversation cards were used 2,074 times (97% of encounters), printed
photonovellas 1,192 times (55%), PowerPoint photonovellas 138 times (6%) and the video
photonovella 10 times (<1%). Clinics and community health centers made the resources
available in exam rooms and showed the video in waiting areas. In addition, an outreach
program at the Hispanic Health Research Center in Brownsville, TX distributed monthly
newsletters containing conversation cards (n=2,500) to community residents.

Limited efficacy

As shown in Figure 1, calls to 1-800-4-CANCER from the designated ZIP codes in St. Louis
and the Lower Rio Grande Valley increased from an average of 24 calls per month in the
year prior to the intervention to 33 calls per month in the year following intervention launch
(+38%). During the same pre- and post-intervention time periods, calls to 1-800-4-CANCER
from designated ZIP codes in the comparison communities of Kansas City and El Paso
averaged 15.3 and 13.3 per month, respectively (—15%). This study group X time interaction
was significant (3=168.01, F=8.6, p=.004). Both intervention sites experienced similar
increases in call volume (Figures 2 and 3). In St. Louis, volume rose from an average of 9.2
to 13.5 calls per month (+47%) vs. change from 6.2 to 7.6 calls per month in Kansas City
(+23%; B =33.33, F=1.7, p=.19). In the Lower Rio Grande Valley, call volume rose from an
average of 12.6 to 16.3 calls per month (+29%) vs. a decline from 9.2 to 5.8 calls per month
in El Paso (-59%; B =157.69, F=7.9, p=.007). By comparison, total U.S. calls to 1-800-4-
CANCER (including those from ZIP codes in our four study communities) declined from
88,377 to 87,163 (—1.4%) during this period.

In addition to changes in call volume, we observed changes in caller characteristics and
subject of call interactions. In St. Louis, the proportion of calls received from African
Americans increased from pre- to post-intervention launch (40% to 64%), as did calls from
women (78% to 85%), calls about HPV or cervical cancer (11% to 14%), and calls from
those who reported finding out about 1-800-4-CANCER from “other printed sources” (20%
to 26%). In each instance, the same changes over time were smaller in magnitude or in the
reverse direction in Kansas City. In the Lower Rio Grande Valley, the proportion of calls
received from Hispanic or Latino callers decreased from pre- to post-intervention launch
(84% to 81%), as did calls from women (80% to 77%). Calls about HPV or cervical cancer
increased (7% to 12%), as did calls from those who reported finding out about 1-800-4-
CANCER from “other printed sources” (12% to 17%). Due to the small sample size for
these analyses, none of these differences are statistically significant. Figures 4 and 5 show
these findings for St. Louis and the Lower Rio Grande Valley, respectively.

DISCUSSION

This study evaluated the feasibility of disseminating cancer information resources to
minority-serving community partners through an intermediary, the Cancer Information
Service’s Partnership Program. Findings suggest that: (1) the Partnership Program can
integrate this function into its standard practice; (2) its community partners will request a
range of different resources and customize them in unique ways when that feature is
available; (3) these partners will distribute the resources through a variety of channels and
settings consistent with their missions and activities; and (4) availability of these resources
within a community increases cancer information seeking by its members, as measured by
calls to 1-800-4-CANCER.
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This approach to disseminating cancer information resources is consistent with new thinking
about the importance of building infrastructure to support dissemination efforts and using
existing systems to facilitate distribution.1428 The Partnership Program’s network of
community contacts and staff members imbedded in the two intervention communities made
it possible to reach many organizations in a short period of time. The research teams’ long
history of conducting collaborative community-based research in the intervention
communities also helped in this regard. Because building and maintaining these
relationships lies at the heart of the Program, local staff were also well suited to develop new
relationships with non-traditional partners (e.g., schools) to better reach populations for
whom HPV vaccination is most relevant.

Study activities not only were consistent with the Program’s mission to increase cancer
control activities in minority and medically underserved populations, they actually helped to
advance it. Program staff reported that providing a range of high quality and population-
specific cancer resources helped enhance the Program’s reputation among existing partners,
increase awareness among others in the community, and change the perception that CIS only
provided resources for cancer patients. While it is true that these resources might not have
been developed in the absence of research funding, it is also true that the development costs
were quite modest given the project’s large scope (16 distinct information products in two
languages) and moderate budget (NIH R21).

In addition, 13 new community partnerships were formed as a result of the project. While
the study did not formally assess the extent to which the intervention became integrated into
Partnership Program activities, anecdotal evidence indicates this was happening. The
Programs in both St. Louis and the Lower Rio Grande Valley continued using the HPV
materials after the study ended, and continued training community partners to use them.

The widespread acceptance of these HPV resources and materials by organizations serving
African American and Hispanic populations suggests they were deemed to be appropriate
for the target audiences. Population-specific resources made by and for a particular sub-
group may help reinforce positive cultural identity and cultural values in ways that enhance
attention and processing of health information.29

Offering community partners the option of choosing among many types of HPV resources
was also well received. In St. Louis, community partners could create customized cancer
information resources by selecting the images, messages and designs to be used in their
materials. This system, called MIYO (Make It Your Own), integrates core principles of
Community-Based Participatory Research, including building partnerships in which
community organizations and those they serve are actively involved in planning and
designing interventions, have real decision making authority, and share resources in order to
build capacity to address their priorities.3%-34 Using MIYO, partner input determines what
products MI'YO will offer and what image, design and message choices will be available for
making each resource. In addition, MIYO users have complete control over what resources
they make, how they make them, and how they distribute them. In short, they shape the
system to meet their own needs and use the system to create their own unique products for
the specific populations they serve. Because MIYO gives users choice and control, they may
feel more ownership of the products they create and be more committed to using them.
Ongoing research with MIYO is testing these propositions.

The intervention increased call volume to 1-800-4-CANCER from targeted ZIP codes in St.
Louis and the Lower Rio Grande Valley relative to pre-intervention levels and to
comparison ZIP codes in Kansas City and El Paso. The patterns of increase were different
for St. Louis and the Lower Rio Grande Valley in ways that may have reflected the
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distribution strategies of these sites. In St. Louis, where resources were distributed in a
multi-step process from Partnership Program staff to organizations to their constituents, call
volume built steadily over the follow-up period, perhaps reflecting the time needed for this
process to play out. In the Lower Rio Grande Valley, there was a large and immediate
increase in call volume, followed by a large decline in the final quarter of the project period.
This may reflect the impact of promotoras interacting directly with the target population
from day one, with intervention fatigue or diminished novelty of the approach accounting
for later declines.

While the comparison communities and ZIP codes were determined a priori to maximize
geographic and demographic similarity to the intervention sites, it is possible that they
differed in other, unmeasured, ways that also could have been related to cancer information
seeking. As a feasibility study with few sites and without random assignment, this must be
considered in interpreting findings. The pattern of data reported in Figure 4 seem to support
intervention effects, at least in St. Louis, where the proportions of African American callers,
women callers and callers who learned about CIS from other printed sources all increased
over the previous year and relative to Kansas City. For the Lower Rio Grande Valley, these
data were less conclusive, although differences in call volume between this region and El
Paso were actually greater.

The observed increase from pre- to post-intervention in call volume from ZIP codes in St.
Louis and the Lower Rio Grande Valley (+38%) was quite different from the decline in call
volume (-1.4%) observed in the entire U.S. over the same time period. While the observed
increase in call volume may appear modest in absolute numbers, when projected to the U.S.
population of African Americans and Hispanics from the 2000 census, these increases would
translate to over 30,000 additional calls. It is not known whether or how long the observed
increases were sustained beyond the 12-month follow-up period.

There are many variables unmeasured in this feasibility study that would be important to
include in an efficacy trial evaluating this type of intervention. For example, in the current
study, only the crudest measure of exposure was used (i.e., geographic area). While it would
be logistically challenging and far more costly, the ideal approach would be to measure the
number and type of people reached by each different distribution strategy employed by each
community partner, how many of those exposed actually paid attention to the HPV
informational resources, and in turn the proportion of those paying attention who called
1-800-4-CANCER. It would be equally important to expand the range of dependent
variables measuring cancer information seeking. By focusing solely on calls to a telephone
information system, the current study almost certainly missed other information seeking
behaviors. For example, people exposed to information resources in the study may have
asked their doctor about HPV vaccination, looked up information about it on the Internet, or
talked to friends and family members about it. The Health Information National Trends
Survey (HINTS)3 has consistently found that these are among the first places that people
look for cancer information, while calling telephone information lines is comparatively less
common. Finally, it would be important to determine effects of the intervention on HPV
knowledge, as well as vaccination decisions and use.

For cancer information to help in eliminating racial and ethnic health disparities, it must be
designed specifically for priority populations and reach members of those groups in large
numbers.36:37 Effective and sustainable strategies that can achieve these dual goals are
needed. The current study evaluated the feasibility of using an existing system with access to
a network of community-based partner organizations to distribute HPV vaccination
resources within African American and Hispanic communities. Three different indicators of
feasibility — demand, acceptability and limited efficacy — were observed or measured, and all
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ggest that this approach is promising. The study also produced two innovative models —
I'YO and Vivir Sin Cancer — for providing community partners with choices to maximize

the fit between these resources and the specific populations they serve. Testing the effects of
this approach in a larger study with a stronger design is an appropriate next step.
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Figure 1.
Calls to 1-800-4-CANCER by study group and time.
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Calls to 1-800-4-CANCER (St. Louis vs. Kansas City)
(group*time interaction, F=1.7, p=.19)
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Figure 2.
Calls to 1-800-4-CANCER by study group and time, Missouri site.
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Calls to 1-800-4-CANCER (LRGV vs El Paso)
(group*time interaction, F=7.9, p=.007)
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Figure 3.
Calls to 1-800-4-CANCER by study group and time, Texas site.
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Proportion of calls to 1-800-4-CANCER by caller characteristics and subject of interaction

(LRGV and El Paso).
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Table 1

Community partners’ demand for HPV information resources, by resour ce type and study site

Type of resour ce (audience) Partnersordering?  Quantity ordered

St. Louis, MO
Poster (young women) 15 367
Poster (parents) 13 329
Conversation card (young women) 16 15,350
Conversation card (parents) 15 12,100
Self scoring quiz (young women & parents) 12 10,250
Referral cards (young women & parents) 14 17,700
Patient reminder letter (young women) 1 na
Patient reminder letter (parents) 2 na
Total 19 56,096

Lower Rio Grande Valley, TX

Photonovella, printed (young women) gb 1,140
Photonovella, printed (parents) gb 1,530
Photonovella, PowerPoint (young women) gb 30
Photonovella, PowerPoint (parents) gb 30
Conversation card (young women) gb 12,470
Conversation card (parents) gb 8,520
Video/DVD (young women) gb 17
Video/DVD (parents) gb 23
Total 9 23,836
Total both sites 28 79,932

an=19 for St. Louis; n=9 for Lower Rio Grande Valley

b . .
For Lower Rio Grande Valley, all resource types were given to each partner, not “ordered”
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Community partners’ demand for customizable HPV information resources, St. Louis site only.

Table 2

Page 20

Type of resour ce (audience) Different versionspossible  Different partnersordering Partner versionschosen  Value added®
Poster (young women) 64 15 13 87%
Poster (parents) 36 13 11 T7%
Conversation card (young 18 16 7 81%
women)

Conversation card (parents) 18 15 8 73%

Self scoring quiz (young women 8 12 5 67%

& parents)

Referral cards (young women & 3 14 3 50%

parents)

a . . . .
percent of partners creating a version of the resource different from the most commonly selected version
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