Request for Approval under the
“Generic Clearance for the Collection of Routine Customer Feedback” (NCI)

(OMB Control Number: 0925-0642-03, Expiration Date 9/30/2014)
TITLE OF INFORMATION COLLECTION:
User-centered Testing of Consolidated Cancer Statistics on the SEER Web Site

PURPOSE:

Cancer surveillance research provides the basis for evaluating the impact of efforts in cancer
control and helps inform decisions in science and public health. NCI’s Surveillance Research
Program (SRP) within the Division of Cancer Control and Population Sciences (DCCPS) serves
as the most authoritative source of information on cancer incidence, prevalence, mortality, and
survival in the United States. Its best-known project is the Surveillance, Epidemiology, and End
Results (SEER) Program, which collects and manages high-quality data that provide a means to
measure the progress made in reducing the cancer burden. These data are used increasingly to
answer questions about cancer burden, etiology, prevention, treatment, and control.

In addition to collecting data, a primary mission of SRP is to communicate cancer statistics to a
variety of audiences which include researchers, health professionals, media, and general public.
Currently several tools are available on the SEER website which is being used to produce cancer
statistics: Cancer Stat Fact Sheets, the Cancer Statistics Review (CSR), FastStats, and
CANQUES. There is a large overlap between these tools and it is not transparent to users which
are the best tools to obtain the cancer statistics they need. SRP, in collaboration with NCI’s
Office of Communication and Education (OCE) and DCCPS Health Communication and
Informatics Research Branch (HCIB) began a project to consolidate these four tools into a
universal tool/design that would stratify cancer statistics in more efficient and easier to
understand ways for both researchers and the public. The purpose of this submission is to have
the target audiences provide input to the redesign process to ensure that the revised design is
intuitive and easy to use. The end goal is to offer a single tool designed to give an experience that
is “user-centric” and not “tool-centric”.

DESCRIPTION OF RESPONDENTS:

A total of 24 individuals will participate in this project. They are broken down into four user
groups as follows:

¢ Researchers (6) who use cancer statistics for their work.

e Health professionals (6) who work with cancer patients or otherwise have a need to
obtain cancer statistics.

* Press and policy participants (3), who require cancer statistics for media publications.

e Members of the general public (9) who have a personal connection to cancer (through a
family or friend) and whom express a desire to look for cancer statistics in their search
for cancer information.

Participants will be located nationwide. Sessions will be conducted in-person with members of
the general public, and by phone and Internet conferencing software with healthcare
professionals, the media, and researcher groups. A statement of informed consent will be read to
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respondents and consent will be collected verbally when interviews are conducted by phone and
with a written consent form when conducted in person (See Attachment G and H).

TYPE OF COLLECTION: (Check one)

[ ] Customer Comment Card/Complaint Form [ ] Customer Satisfaction Survey
[X] Usability Testing (e.g., Website or Software [ ] Small Discussion Group

[ ] Focus Group [ ] Other:

CERTIFICATION:

I certify the following to be true:

1. The collection is voluntary.

2. The collection is low-burden for respondents and low-cost for the Federal Government.

3. The collection is non-controversial and does not raise issues of concern to other federal
agencies.

4. The results are not intended to be disseminated to the public.

5. Information gathered will not be used for the purpose of substantially informing influential
policy decisions.

6. The collection is targeted to the solicitation of opinions from respondents who have
experience with the program or may have experience with the program in the future.

Name: __Cheryl Burg

To assist review, please provide answers to the following question:

Personally Identifiable Information:
1. Is personally identifiable information (PII) collected? [ X] Yes [ ] No
(It is collected temporarily only to provide information to allow us to contact the
participant and to receive an incentive. It is then discarded.)
2. If Yes, will any information that is collected be included in records that are subject to the
Privacy Act of 1974? [ X ] Yes[] No

3. If Yes, has an up-to-date System of Records Notice (SORN) been published? [X] Yes [ ]No
During recruitment, PII is collected in the form of name and contact information solely for
the purpose of reminding the respondents of the usability test the day before and mailing out
the incentive.

A Privacy Impact Assessment (PIA) has been completed and published by HHS on 8/30/2011.
The name of the IT system is “NIH NCI OCE Office of Market Research and Evaluation
Surveys.”

Gifts or Payments:
Is an incentive (e.g., money or reimbursement of expenses, token of appreciation) provided to
participants? [ X ] Yes[ ] No

It is proposed to give the researchers, health care professionals and members of the media who
choose to conduct the usability testing in-person $40/per person incentive as a thank you for their
time. The general public will also receive $40 for the in-person usability testing. For the

Page 2
1/31/2021



researchers, health care professionals and members of the media who choose to conduct the tests
through web-based means, they will receive $35. These incentive amounts are consistent, if not
somewhat lower, than other usability testing sessions that NCI has received OMB approval; as
well as being in-line OMB’s Supporting Statement A. These include usability testing in which:

- Students and general public incentivized at $50 for in-person or on-line responses

(0925-0589-04, approved 8/2010, SEER).

- Listserv participants incentivized at the $30 rate for on-line responses (0925-0589-05,

approved 8/2010, EGRP).

- Website users and non-website users incentivized at the rate of $60 for on-line
responses (0925-0589-08, approved 1/2011; NeXT).

BURDEN HOURS

Category of Respondent No. of Participation | Burden
Respondents | Time (rounded)

Researchers 6 75 minutes 8 hrs

Health Care Professionals 6 75 minutes 8 hrs

Members of the Media 3 75 minutes 4 hrs

Members of the General Public 9 75 minutes 11 hrs

Totals 24 31 Hours

Total Burden Hours used for IC’s to date: 16

Total Burden Hours Approved for IC’s under 0925-0642: 8750

Total Burden Hours currently requested: 31

FEDERAL COST: The estimated annual cost to the Federal government is $22,795.

If you are conducting a focus group, survey, or plan to employ statistical methods, please
provide answers to the following questions:

The selection of your targeted respondents
1. Do you have a customer list or something similar that defines the universe of potential
respondents and do you have a sampling plan for selecting from this universe?
[1Yes [X]No

If the answer is yes, please provide a description of both below (or attach the sampling plan)? If
the answer is no, please provide a description of how you plan to identify your potential group of
respondents and how you will select them?

NCI will identify potential participants in the fields of researcher, health professional, and
members of the media through a variety of sources. All individuals who agree to participate and
can be scheduled will be included, up to the maximum number needed in each group.

e Researchers will be identified through NCI’s Surveillance Research Program based on
published works in PubMed and citation indexes and by posting recruitment notices on
various professional listservs and web communities (See Attachment K). The
researchers and health professionals recruited by NCI will be contacted via the two
attached emails (See Attachment I).
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¢ Three of the six Health Care Professionals will be identified by NCI’s Surveillance
Research Program and the remaining three will be identified by the contractor, User-
Centered Design, using a screener (See Attachment A).

* Press and policy participants will be identified through the NCI Press Office,
Communications Specialists within DCCPS, science reporters at the NCI’s Cancer
Bulletin, and other science press contacts. These participants will be contacted by phone
(See Attachment J).

* Members of the general public will be identified by the contractor (User-Centered
Design) using a screener (See Attachment B).

Administration of the Instrument
1. How will you collect the information? (Check all that apply)
[ ] Web-based or other forms of Social Media
[X] Telephone
[X] In-person
[ 1Mail
[ ] Other, Explain

2. Will interviewers or facilitators be used? [ X ] Yes[ ] No

Attachments included below:

Attachment G-H: Consent Forms

Attachment I: Email/Letter Invitation

Attachment J: Phone Script for Media Respondents

Attachment K: Recruitment-Announcement Script for Researchers and Health
Professionals

Attachment L: Privacy Act memo

Attachments included as separate files:

Attachment A-B: Survey/Questionnaire to Recruit Respondents
Attachment C: Moderator’s Guide for Public
Attachment D: Moderator’s Guide for Health Care Professionals
Attachment E: Moderator’s Guide for Researchers
Attachment F: Moderator’s Guide for Media
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Identification of Project

Statement of Age of
Subject

Purpose

Procedures

Confidentiality

Risks

Benefits, Freedom to
Withdraw, & Ability to
Ask Questions

Contact Information of
Investigators

Printed Name of Research Participant

Signature of Research Participant

Date

Attachment G:
Informed Consent Form

Interviews about Cancer-based Statistical Needs

| state that | am at least 18 years of age, in good physical health,
and wish to participate in a program of research being conducted
by Office of Market Research and Evaluation of the National
Cancer Institute within the National Institutes of Health.

The purpose of this research is to determine the needs of various
audiences for cancer statistics.

Participants will be asked to answer questions about their
experience, if any, with cancer statistics and after seeing some
samples to describe their preferences. A total of about 24
individuals are being asked to participate in these interviews.

All information collected in this study will be kept private according
to the Privacy Act. | understand that the data | provide will be
grouped with data others provide for the purpose of reporting and
presentation and that my name will not be used.

| understand that the risks of my participation are expected to be
minimal in nature.

| understand that this study is not designed to help me personally
but that the researchers hope to make the presentation of cancer
statistics on the web better for people like me in order to make the
experience easier for future users. | am free to ask questions or
withdraw from participation at any time and without penalty.

Name: Cheryl Burg, MA MS AGS
Pasition: IT Specialist

Telephone: 301 496-0152
Email: cheryl@mail.nih.gov
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Attachment H:

Verbal Informed Consent Form for the
SEER Interviews

As part of this research, I need to ask you to formally agree to this usability test and interview.

As part of a research project for the National Cancer Institute, we are seeking to determine the
needs of various groups of users for cancer statistics, and to determine the appropriateness and
preferences of some samples. Individuals who we think would have an appropriate background
are being asked to participate in these interviews, We are asking a total of about 24 individuals to
participate. So we are asking you for about 60 minutes of your time today. Both the monitor
used in the usability test and your voice will be videotaped, but your image will not be
videotaped.

We won’t be asking anything personal and identifying information is only collected so we can
send you $25-40 as a token of our appreciation of your time, depending on whether the testing
occurs in-person or web-based. 1dentifying information will not be shared. Any findings will be
reported in aggregated form. If you wish that I do so, there is some formal information about
your privacy that I can share with vou including the OMB number and the authorization
authority, Do you want me to read this information to you? Or if you prefer, I can mail you a
copy?

Y our participation is voluntary, and if you choose not to participate it will not atfect your
relationship with the National Cancer Institute. Y ou may ask questions at any time during the
interview, You are also free to stop the interview at any time without penalty and without any
questions being asked of you. Do you have any questions about the process of the
interview/usability test?

If you agree to participate, you are saying that you understand what I"ve told you and that any
questions you have were satisfactorily answered. You are also saying that you are at least 18
years old, and that you voluntarily agree to participate. Do you agree to participate in this
usability test and interview?
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Attachment I: Follow up Email for Public Participants
Dear XXX-

Thank you for your response to the earlier email about helping with
interviews about SEER statistics. Based on your responses, we have
scheduled you for the following time (Eastern Time Zone):

Xxxday, Date at Time

| need to tell you that the Federal government is concerned that you know
about your privacy and the burden that you are accepting. The information
reported below gives you more specifics.

OMB No.: 0925-0642-03
Expiration Date: 9/30/2014
PRIVACY ACT NOTIFICATION STATEMENT

The National Cancer Program—Sec. 411 [285a] provides authority for collection of information. (For details
about the authority see http://codes.lp.findlaw.com/uscode/42/6A/1ll/C/1.) Personally identifying information
(name, address, phone number, and email) are collected to contact participants and arrange a time of
participation and to provide an incentive as a thank you for their time. This information will be shared only
with those who need to contact participants about the time or with those who will compensate participants
for their time. Providing this information is voluntary although without this information, the participant
cannot be scheduled or receive an incentive to participate. This information is not shared further and it is
destroyed after it has been used for these purposes.

NOTIFICATION TO RESPONDENT OF ESTIMATED BURDEN
Public reporting burden for this collection of information is estimated to average 60 minutes per response,
including the time for reviewing instructions, searching existing data sources, gathering and maintaining the
data needed, and completing and reviewing the collection of information. An agency may not conduct or
sponsor, and a person is not required to respond to, a collection of information unless it
displays a currently valid OMB control number. Send comments regarding this burden estimate or any
other aspect of this collection of information, including suggestions for reducing this burden to: NIH, Project
Clearance Branch, 6705 Rockledge Drive, MSC 7974, Bethesda, MD 20892-7974, ATTN: PRA (0925-0642). Do

e Please reply to this email and confirm that this is still a satisfactory time
for you.

¢ Please send us a mailing address where we can mail a check for your
compensation.

For the interview, you don’t need to do anything in preparation. | will send
you information about conferencing software that we will use. We will use it
So that we can see your screen as you work on the site. At the time of the
test you will need to log onto the conferencing software and have another
browser window open to see the site.
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Attachment J: Phone Script for Media Participants

Hi. This is T am rcalling because your name was given to me as a
possible participant for interviews that we are conducting about the use of the
National Cancer Institute’s statistics. In total we are interviewing about 24
individuals.

We plan to conduct one-on-one interviews DATES either onsite at the National
Cancer Institute’s Offices in Bethesda orvia telephone and computer. We are
looking for individuals

* Who are members of the media,

* Who write about science for dissemination to the public,

* Who have written or could reasonably be expected to write material that

would include statistics or references to statistics, and
* Who are not employed by the federal government

If you partiripate in this project, we will need your name and email address so that
we cancontact you to arrange a time for your participation and eventually we will
need your address so we can send you a stipend. The National Cancer Program—
Sec. 411 [285a] provides authority for collection of information. (For details about
the authority, see http:/ /codes.lp.findlaw.com/uscode /42 /6 A/III/C/ 1) Your
personal information will not be saved once we have finished using it.

Ialso need to tell you that the Federal government is concerned that you know
about your privacy and the burden that you are accepting. Would you like me to
read it to you ore-mail you a copy?

COMBENo.: 0925-0642-03
Expiration Date: 9/30/2014
PRIVACY ACT MOTIFICATION STATE MENT

The Mational Canc er Frogram—>5Sec. 411 [285a] provides authority for collection of information. (For detailsabouttheaunthority
see htpfoodes p.find aw comyuscod e 2680110071 Personally identifying information (name, addr ess, phone mimber, and
email) are collected tocontact participantsand armng ea time of participation and to provide an incentive asa thank youfor
their time. Thisinformation will be shar ed only with those who need tocontact participantsabout the time a with those who
will compenmate participantsfor their ime. Providing thisinformation isv duntary although without thisinformation, the
participant carmot be awheduled or receive an incentive to participate. Thisinforma ticon isnot shared further and itis destoroyed
after it has been used for these purp cses.

MNOTIFICATIOMN TORE 3 OMDE NT OF ESTTMATED FLURDEN
Fublic reporting burden for thiscdlection of information is estimate d toaverage 80 minutes per respose, including the ime for
reviewing instructons, searching exigting data sources, gathering and maintaining the data needed, and completing and
reviewing the collection of information. An agency may not conduct or sponsor, and a person is not required to respond to,
a collecti on of information unless it displays a currently valid OMB control number. Send c omments regarding this burden
estimate ar any otheraspect of thiscdlection of information, including suggestions for reducing thisbur den to: NIH, Project
Clearanc e Branch, 6705 R akledge Drive, MSC 7974, Pethesda, MD 20892-7974, ATTH: PRA (0925-0642). Donotr eturn the
campleted form tothisaddr ess.

If you qualify, is there a time during the DATES that we could have 1 hour of your
time? Can you come to our offices? If you wish to be interviewed via telephone and
computer, we will send you an email with information about how to joina
conference via your computer.
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Attachment K:
SEER Recruitment-Announcement Script for Researchers and Health Professionals

The National Cancer Institute (NCI) is seeking researchers and health professionals to
take part in an hour-long interview about their cancer statistics-related information
needs.

NCI is conducting these one-on-one interviews to help make Surveillance,
Epidemiology, and End Results (SEER) Program data more accessible and its website
more user-friendly to a variety of audiences. The interviews will be carried out (DATES),
either on site at the NCI offices in Bethesda, MD, or via telephone and computer. An
incentive to participate will be provided to those selected to participate.

Participants:
e must have sought and obtained NCI's SEER Program data in the past, in any
form (datasets or summary data)
e cannot be employed by the federal government
¢ Those who wish to participate remotely must also have access to a computer
and Internet connection and a telephone.

If you wish to participate, would like additional information, or have questions, please
contact Bill Killam from User Centered Design, the contractor assisting NCI with this
project, at bkillam@user-centereddesign.com
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DEFARTMENT OF HEALTH & HUMAN SERVICTS Puibili Hualth Sevicy

S .

o

Hatinaal Institutas of Heglth
Dethessdn, Mardand 20892

DATE: December 21, 2011

TO: Cheryl M. Burg, RS, MS, MA, AGS
Oftice of Communications and Education
Mational Concar Institute

FROM: NI Mivacy Act Officor

SURIECT: Applicability ofihe Privacy Act: “lamative Uscr-Cenbered Testing of Conselidated Cancer Slatislics
on the Surveliance, Epidemiology, and End Results [(SELER) Web Sice”

| have reviewed the NCEsubmission i OMIE that propeses ore-cesipn concer sialishics to make them mors innitive
and enxy (o wse by lirgel woliences, The end goul is 1o offcr o vingle tool designed to give an cxpanence thal is
“pscr-ceutric” and not “tool-contzic”.

Tluve determingd that the Privacy Act willapply o this deta colleetion which inyolves te culleotion of personally
wdentifiable information such as namge, address, phone number, sinil addoess, highest level of cdusation compleled
and cmplovment information from rescarchers, health professionals, and meombers of the goneral pablic. The
collection will selisit opinious from respondants who bave cxpericnes with the progiam currenily or in the lulure.

Participants will bio locaned nationwide and will receive monetary incentives for tsir participation. Sewsioms will be
vontductal tn-person wilh members of the general publie, sl by phone and Tnlernel sonfaeneing saflware with
Acalthoare professicnals, te media, snd reszarcher proups. Sindy resules are not intended © be disseminated o the
public,

The data collection is covermd by NITH Povacy Act Systems of Reeord 09-25-0156, “Records of Participants in

Proggams and Respoudents in Surveys Used to Evalvate Programs of e Public Healh Service,
TTS/PTISMILIOD.”

K you have any questions, please confact oy office o (G01) 402-6201.
[ rewn fU L
Karcn M. P1a

Attachment: NIH Privaey Act Sysiemas of Reanrd 015-25-0156

ce: Vivian Howowvitch-Kelley, Project Clearance Liaison, NCI
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