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Abstract
Patient navigation programs are increasing throughout the USA, yet some evaluation measures are
too vague to determine what and how navigation functions. Through collaborative efforts an
online evaluation program was developed. The goal of this evaluation program is to make data
entry accurate, simple, and efficient. This comprehensive program includes major components on
staff, mentoring, committees, partnerships, grants/studies, products, dissemination, patient
navigation, and reports. Pull down menus, radio buttons, and check boxes are incorporated
whenever possible. Although the program has limitations, the benefits of having access to current,
up-to-date program data 24/7 are worth overcoming the challenges. Of major benefit is the ability
of the staff to tailor summary reports to provide anonymous feedback in a timely manner to
community partners and participants. The tailored data are useful for the partners to generate
summaries for inclusion in new grant applications.
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Introduction
Patient navigation (PN) programs increased significantly since Dr. Harold Freeman’s initial
Harlem Hospital program was initiated during the latter 1980s. The first community-based
Native organization to implement a navigation program was the “Waíanae Coast Cancer
Control Project” (1989–1993) for the Native Hawaiian and breast health [1–4]. The next was
“Native American Women’s Wellness through Awareness” (NAWWA) Study in 1994
conducted by current staff within Native American Cancer Research Corporation (NACR).
NAWWA was focused on early detection and originated through a collaboration of Denver-
based American Indian community organizations and a research institute [5, 6]. Both the
Waíanae and NAWWA studies integrated navigation programs using the community-based
participatory research (CBPR) processes [7].

NAWWA evolved into another NCI-supported, NACR community-driven breast cancer
screening navigation study among under-screened urban American Indian women [8]. This
study led to the NCI CBPR NACR Navigator breast health study among under-screened
white, African-American, Latina, and American Indian women [9]. Eventually, these studies
led to two more NIH-supported NACR studies in the 2000s that document Navigator’s work
with patients throughout the continuum of cancer care (prevention through end-of-life) [10,
11].

Overall, PN programs appear to increase the inclusion of medically under-screened
populations into cancer services. However, some measures are too vague to determine what
and how navigation was responsible for these increases (“did you like having a Navigator?”)
and others may be very specific to a clinical setting (“how did the Navigator work with the
patient who received BRCA1 testing?”). The limitations of the measures may inadvertently
under-report Navigators’ (and other staff) roles and activities. The measures ideally include
process and outcome evaluation measures documenting the extensiveness of the Navigators’
functions.

NACR implements and evaluates many cancer education and Navigator interventions with
American Indian and Alaska Native communities. As these respective studies evolved over
time, so did the rigor of the evaluation measures. Process measures may include items such
as those summarized in Table 1.

Outcome measures for PN programs may include intermediate measures such as screening
rates, adherence rates to follow-up for abnormal screenings, timeliness of follow-up, and
quality of care. Measures may include: (a) date screening was completed; (b) date results
were sent to patient; (c) what were the results? Normal, suspicious, insufficient, or
incomplete sample/specimen, abnormal specimen; and (d) date when the patient is to return
for the next screening? Patient satisfaction is for both the experience of working with the PN
and the satisfaction of the navigation services.

NACR expanded PN CBPR studies and collaborated with other Native American
organizations: Intertribal Council of Michigan, Incorporated (ITCMI), Rapid City Regional
Hospital (RCRH), Great Plains Tribal Chairmen’s Health Board (GPTCHB), and the
Comanche nation. All of the partners felt PN evaluation measures needed to be consistent
among settings and quantifiable as well as qualitative in nature.
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Beginning in 2005 and in collaboration with Mr. Eduard Gamito (deceased), the NACR staff
created an outline for an online evaluation program. The outline was organized in Excel and
then programmed using Filemaker Pro®. Initially, partners of the Mayo Clinic’s Spirit of
Eagles Community Network Programs [PI: Kaur; NCI U01 CA 114609] used the program,
although infrequently. Beginning in 2009, partners for the “Native Navigators and the
Cancer Continuum” (NNACC) [PI: Burhansstipanov; R24MD002811] began consistent use
of the program and more recently “Native Navigation across the Cancer Continuum in
Comanche Nation” [PI: Eschiti; R15 NR012195] began using the program.

Online Evaluation Program Components and Features
The goal of the online evaluation program is to make data entry accurate, simple, and
efficient. Designed to reduce data entry burdens for staff and subcontractor, this system
encourages timely uploading of the data, immediate reports for checking entries and,
ultimately, meeting standards of data quality. This comprehensive program includes major
components (called tabs) on staff, mentoring, committees, partnerships, grants/studies,
products, dissemination, patient navigation, and reports (see Table 2) and incorporates pull
down menus, radio buttons, and check boxes whenever possible (see Fig. 1).

Tabs Assist in Inputting Data
Some tabs, such as staff, resources, and partnerships are very simple. Others, such as
navigation include subsets of tabs, such as patient code numbers and de-identified
information. Referral to cancer screening and/or clinical trials as well as how the Navigator
worked with the patients are all documented (see Fig. 1). Staff complete how they interacted
with a patient (phone, face-to-face, Internet) and how long they spent with each patient. This
allows the program to document what the Navigators are doing including how much time is
spent helping the same patient. Thus, patient “NACR003” (code number) may have three
Navigators who spent a combined total of 12 h helping her into timely quality cancer care.

The program has many layers of security including required passwords, logins, and a short
window for timing out. No identifying or confidential information is uploaded to the
website. Each program uses a secure computer (not connected to the Internet) or hard copies
to record private patient information and to assign the patient a non-identifiable code
number without personal identifiers. Users must log out twice to complete the data entry
process.

Online Evaluation—Limitations
In an ideal evaluation system, users make it a habit to upload data in a timely manner,
preferably immediately after data collection. The user would need to be able to access the
Internet at a speed that allows for uploading data prior to timing out which is not feasible in
some areas (rural settings or Indian reservations) where programs are limited by internet and
computer capacity. If immediate uploading is not feasible, the PN collecting data must
remember to upload data when back in an area that has sufficient computer and internet
access.

Another limitation of many online data entry systems is that only one staff member can
update the database at a time. This requires that project staff communicate clearly about
when the database is being used so that others may avoid that time. Also, the program
requires submitting data at least every 5 min to prevent the program from timing out (i.e.,
internal protection to reduce the risk of hackers from accessing the data). While this feature
reduces the likelihood of hacking into the database, staff may have difficulty completing
entry within this time window. In addition, if the submit data button is not clicked about
every 5 min, the data record may be incomplete when the screen blanks out. Those data are
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lost and must be reentered. In addition, the online system is not easily intuitive to operate,
especially for those unfamiliar with data entry and online systems. Thus an initial
investment of time is required to learn the system and become familiar with where data is to
be stored. However, once learned, research and project staff can save a lot of time in
comparison to paper documentation.

A final limitation is the report generation feature. The most common types of reports can be
programmed to automatically create summaries of entered data like demographics, pre-post
knowledge scores, and overall evaluation scores; however, these reports frequently need to
be refined based on the type of information and the purpose of the report. To obtain a
specific report that cannot be automatically generated, the individual must contact the
database monitor, Mr. Richard Clark, who can tailor the reports to the individual user’s
needs. This process requires a delay and is dependent on staff availability.

A further complication is that when data set fields are changed by adding new fields or data,
SPSS, Excel, or other databases also must be modified to match the Filemaker Pro database.
Hence, there must be good communication between the data analysts and the data base
monitors to ensure that data are interpreted correctly and that valuable staff time is not
wasted re-creating datasets for analysis.

Online Evaluation—Benefits
All of the benefits rely on the staff uploading and updating their respective data on at least a
monthly basis. In general, NACR encourages the staff to upload information once an event
is completed or the appropriate bodies have approved a product for dissemination. The
greatest benefit is that current, up-to-date, data summaries are immediately available to the
principal investigator and each of the partner program directors 24 h a day, 7 days a week
(see Fig. 2). The partners do not have to gather data to respond to an agency request,
limiting workday interruptions. For example, the PI for the navigation study needed current
data to generate the annual NIH Progress Report. She was able to access each of the
NNACC partners’ databases to gather almost all of the information necessary. This helped
save each of the NNACC partners time and effort.

Information uploaded once should not be lost and errors can be corrected in one master
database and linked to the respective reports rather than needing to be updated in multiple
datasets. An additional benefit is that if an omission or mistake has been made in an online
entry, it can easily be edited; it is not necessary to create an entirely new entry. If a new
variable is needed, NACR staff can create pop-up boxes with relevant options (usually
within a day of the request) to add to the overall program.

The recorded data can also be exported into Excel and then into SPSS, SUDAAN, SAS, or
other statistical analyses programs. Each partner can use their own organization’s data for
new grant applications, publications, and reports.

Of major importance is that the online evaluation program provides information that can be
tailored to each of the partners’ settings. For example, the “Native Navigators and the
Cancer Continuum” (NNACC) [R24MD002811] has a baseline and follow-up Family Fun
Event (FFE). The latter occurs 3 months after the Navigators implement and evaluate 24-h
of community education workshops in partnership with another local AI organization.
During the follow-up FFE, the Navigators produce a tailored summary sheet to provide
preliminary results specific to workshops completed in partnership with the specific AI
organization (see Fig. 2 in the article “Preliminary Lessons Learned from the ‘Native
Navigators and the Cancer Continuum (NNACC)’,” also published in this supplement [12]).
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To tailor a report, the user logs in to the respective programs’ database. For example, to
produce a tailored report within the “dissemination” tab, the user selects the tab
“dissemination”, and opens the left-hand side menu within Filemaker Pro® (see Fig. 3). The
user clicks on the “find” icon. Under the “Session/Meeting date” field, the user clicks on the
field, types in the first date of the workshop series, followed by three periods, and then
enters the last date of the workshop series, such as 01-10-2010…04-20-2010. The user
clicks on “perform find” on the Filemaker Pro® side bar. Next the user clicks on the
“report” tab, and then clicks on the “records being browsed” button (see Fig. 4). An excerpt
of the summary report is in Fig. 2 of the article “Preliminary Lessons Learned from the
‘Native Navigators and the Cancer Continuum (NNACC)’,” also published in this
supplement [12]. These data greatly assist in providing timely summaries of findings to the
communities with whom the education intervention was implemented.

Discussion
The evolution of this online evaluation program resulted from experience implementing PN
programs and great guidance from all of the study partners. The program required a great
deal of refinement, but providing the tailoring reports function was among the greatest
products for each of the partners. The program assists the study staff in different ways:

• ITCMI Project Navigator, Amanda Leonard states, “I find the online system
extremely helpful. I can easily review the outcomes of my sessions, and see which
ones my participants scored best, or worse on. I can then review the modules that
had lower gains in knowledge for content and any necessary updates or review, as I
prepare for the next round of sessions.”

• RCRH Kymberly Crawford, Native Navigator, says, “Working with the online
system, helps me to evaluate the results of our sessions, and with the ability to
generate reports from the data, provides excellent feedback to our community
members.”

• ITCMI Project Manager, Noel Pingatore also finds the system helpful. “I can pull
pre and post knowledge scores for various modules and prepare easy to understand
reports for the staff and community members.”

• GPTCHB Project Manager, Dr. Shinobu Watanabe-Galloway says, “From the way
the system is set up, it is clear to us what kind of information is needed from each
site. At the same time, it allows flexibility for sites to collect additional data as
needed.”

Small, community-based organizations (CBOs) face challenges documenting program
outcomes and they can best meet these challenges by taking advantage of state-of-the-art
data collection, entry, and reporting computer systems. In order to maximize CBO
participation in multi-site projects, online systems are required that are easy to use and can
be accessed by a mixture of computer infrastructures. The NACR online system creates a
balance between meeting the needs of data collection required for participation in research
projects and the ability of staff and organizations to successfully enter, check, and report
collected data. Such online systems are important for fulfilling community-based
participatory research goals of equal participation across different sites. Although it is
always challenging to receive evaluation data from diverse geographic settings in a timely
manner (and granting agencies frequently make urgent requests for specific data related to
grant activities), collecting data from all NNACC partners was both feasible and efficient
through the use of this online program.
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This online system is an important mechanism to involve underserved populations in
research projects that promise to benefit their communities. In addition to any benefits from
participating in such research, communities benefit from increased computer literacy and
infrastructure, enhanced organizational capacity to conduct their own research, and a track
record of meeting or exceeding required standards for conducting research. These longer-
term benefits are important if health disparities are to be addressed at the community level
and with communities as lead agencies and partners. The databases can produce tailored
summaries from multiple ongoing studies for inclusion within new grant applications.

Government agencies and other funders need to recognize and support CBPR projects that
enhance community capacity to participate in research including basic research activities
such as data entry and report generation. Community participation in research has often been
limited to review of data reports generated and prepared by academic centers in a
dependency relationship. Many communities remain skeptical of such prepared data because
they do not have experience with databases and they often find the interpretation of the data
to be incorrect and misleading. Involving communities in every step of the research process
is critical because community members can make corrections in a timely manner and can
provide interpretations of data early in the analysis phase, often explaining critical issues
such as missing data. Such data systems create the opportunity for reciprocal communication
between sites and investigators furthering understanding of the outcomes of research.

The NACR online system is a “living” project. Each year improvements are made that
increase the ease of data entry, analysis, and reporting. As more sites join the online
reporting process, a wide range of feedback and input shape the data fields and better
capture project activities. Not only does this enhanced system better meet the needs of
partners, but it provides information that can help meet funder reporting requirements as
well as make such data available to groups like tribal councils that may feel more in control
of their data. As underserved communities see and hear about cases of abuses of data,
creating mechanisms like the NACR online data system is an important step toward re-
establishing trust between researchers and communities. Creating a more equitable role for
communities in processes such as protecting patient confidentiality and data entry may help
communities participate in research addressing health disparities.

To view the program, go to http://www.NatAmCancer.org/nacreval/nacreval.html and click
on the character at the bottom of the circle labeled “training”. The username is “train” and
the password is “choochoo”.

During 2011, Mr. Clark of NACR added more help boxes. This has assisted both “new”
users who require several hours of training, as well as provides refreshers for previous users.
It will also make generating reports simpler for the users.
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Abbreviations

CBPR Community-based participatory research

GPTCHB Great Plains Tribal Chairmen’s Health Board

ITCMI Intertribal Council of Michigan, Incorporated

NNACC Native Navigators and the Cancer Continuum

NACR Native American Cancer Research Corporation

NAWWA Native American Women’s Wellness through Awareness

PN Patient navigation

RCRH Rapid City Regional Hospital
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Fig. 1.
Checkboxes and documenting interaction between Navigator and patient
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Fig. 2.
Excerpt of a report from the “dissemination” tab
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Fig. 3.
“Find mode” on the sidebar
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Fig. 4.
Using the “find mode” to tailor reports, “records being browsed”

Burhansstipanov et al. Page 11

J Cancer Educ. Author manuscript; available in PMC 2013 January 14.

$w
aterm

ark-text
$w

aterm
ark-text

$w
aterm

ark-text



$w
aterm

ark-text
$w

aterm
ark-text

$w
aterm

ark-text

Burhansstipanov et al. Page 12

Table 1

Excerpt of process evaluation measures to document the duration and tasks completed during Navigator’s
interactions with patients

1 How much time did you spent with the patient? ___ minutes

2 Did you help the patient complete screening eligibility paperwork? □Yes □No If yes, how many minutes did it take to complete the
eligibility paperwork?

3 Did you refer the patient for screening? □Yes □No If yes, what was the date of the referral? Date: _________ How many minutes
did it take to refer the patient? _______ minutes

4 What barriers was the patient experiencing? [checklist with items such as transportation, childcare, elder care, lack of co-pay,
insufficient health literacy]

5 How did you help the patient overcome these barriers? [checklist with items such as helped obtain bus tokens to pay for
transportation, linked with certified childcare program to be at clinic during the patient’s appointment to care for the children,
helped explain the information orally and escorted the patient to the correct section of the hospital (for patient who is unable to read
a map)]

6 What was the interval from the referral date to the patient’s completion of the recommended screening? ____________ days/
months/years (circle the latter)

7 Did you schedule the screening appointment for the patient? □Yes □No If yes, how long did it take to schedule the appointment?
_____ minutes

8 Did you help the patient with transportation to or from the screening appointment? □Yes □No If yes, how many minutes did this
take? _____ minutes

9 Did you drive the patient to and/or from the screening appointment? □Yes □No If yes, how many minutes did this take? _______
minutes

10 Did you accompany the patient into the clinic or van for their screening appointment? □;Yes □No If yes, how many minutes did
this take? _____ minutes

11 Did the patient complete the screening? □Yes □No If yes, where will the tests results be stored? If no, why not?

12 How soon did the provider recommend the patient return for their next screening? □ within a month □ within 3 months □ within 6
months □ in 12 months □ Other (please specify ____________________)
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Table 2

Online evaluation tab names and functions

Tab name Function

Staff Records information on current staff members’ work-related to specific grant activities

Mentoring Summarizes information on any mentoring and technical assistance staff members provide to others but does not list the
individuals’ names or private information

Committees Tracks the committees and advisory boards that the staff take part in and specifies their activities

Resources Keeps track of new equipment, software, and hardware or existing resources such as office space, clinical space, electronic
evaluation systems, and equipment that are available for the organization and research study

Partnerships Lists of organizations with whom the study has partnerships and documents the type(s) of relationships (memorandum of
agreement/ understanding, subcontracts)

Grants/studies Summarizes information for any studies, grants, or contracts that the organization submitted or has been awarded

Products Provides information on any products (videos, brochures, posters, curricula, journal articles, newsletters, and slide
presentations) developed and that may be available to others. Products not specifically developed by the organization but are
used as part of ongoing grant activities are also entered here. The “Products”” tab also serves as an “inventory” of the items
used by the program

Dissemination Documents when items listed in the “Products” tab were disseminated (the product information is cross-listed so that it does
not need to be entered twice). It also documents all presentations, focus groups, workshops, conferences, and trainings the
staff conducted. There are ways to enter both the dissemination of the organizations own products as well as the dissemination
of other’s products

Navigation Documents and tracks all staff interactions with an individual, such as helping an individual access cancer screening services
or referring a person to a clinical trial

Reports Allows reports of all records or tailored records based on the user’s priorities
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