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X 2

2017/6/27

A A5k SEER #F5E8E

Request Access to the SEER 1973-2014 Research Data

There are two ways to obtain the data: through an Internet connection (requires username
and password), or a DVD wvia U5 mail. View detailed descriptions of the options.

How would you like to access the SEER Data?

® Through my Internet connection (SEER*Stat's client-server mode OR Download data
files from the web site)

) Have a DVD delivered to my location via US mail
An agreement form is required for each data submission. If you submitted an agreement
form for the current data, then you are not required to do so again. Forms submitted for

previous data submissions are not valid for access to the current data.

Have you submitted an agreement form for the current wversion of the data, the SEER 1973-
2014 Research Data?

® Mo (check this if you have not submitted a form since April 14, 2017)

) Yes, | previcusly signed an agreement for the SEER 1973-2014 Research Data.

Flease send questions or comments to: seertrack@imsweb.com

SEER 1973-2014 Research Data Access Request

First name: *

|
Middle initial: D

Organization:

Address: *

United States v

Email: *

Venfy email: *

|
|
|
|
|
Zip: * | |
|
|
|
|
|

To help us guide future development of the SEER database, we would appreciate your input.
Responses to the following questions will be compiled separately without identifying
information.

Which of these best describes you?: e v

If other, please speafiy: | |

What is your purpose for using the data?: | """"" hd

* required item

B 1S

65



X 3

2017/6/27
A A%k SEER #F428E
B 1S

Last Name: Hori
SEER ID: 11505-Nov2016
Request Type: Internet Access

SURVEILLAMCE, EPIDEMIOLOGY, AND END RESULTS PROGRAM
Data-Use Agreement for the SEER 1973-2014 Research Data File

Itis of utmost importance to protect the identities of cancer patients. Every effort has been made to exclude identifying
information on individual patients from the computer files. Certain demographic information - such as sex, race, efc. - has
been included for research purposes. All research results must be presented or published in a manner that ensures that
no individual can be identified. In addition, there must be no attempt either to identify individuals from any computer file or
to link with a computer file containing patient identifiers.

In order for the Surveillance, Epidemiology, and End Results Program to provide access to its Research Data File to
you, it is necessary that you agree to the following provisions.

1. lwill not use - or permit others to use - the data in any way other than for statistical reporting and analysis for
research purposes. | must notify the SEER Program if | discover that there has been any other use of the data.

2. 1will not present or publish data in which an individual patient can be identified. | will not publish any information
an an individual patient, including any information generated on an individual case by the case listing session of
SEER*Stat. In addition, | will avoid publication of statistics for very small groups.

3. I'will not attermnpt either to link - or permit others to link - the data with individual level records in another database.
4. | will not attempt to learn the identity of any patient whose cancer data is contained in the supplied file(s).

5. Iflinadvertently discover the identity of any patient, then (a) | will make no use ofthis knowledge, (b) | will notify the
SEER Program ofthe incident, and (c) | will inform no one else of the discovered identity.

6. ' will not either release - or permit others to release - the data - in full orin part - to any person except with the
written approval of the SEER Program. In particular, all members of a research team who have access to the data
must sign this data-use agreement.

7. lwill use appropriate safeguards to prevent use or disclosure of the information other than as provided for by this
data-use agreement. If accessing the data from a centralized location on a time sharing computer system or LAM
with SEER*3tat or another statistical package, | will not share my logon name or password with any other
individuals. | will alzo not allow any other individuals to use my computer account after | have logged on with my
logon name and password.

2. For all software provided by the SEER Program, | will not copy it, distribute it, reverse engineer it, profit from its
sale oruse, orincorporate it in any other software system.

9. | will cite the source of information in all publications. The appropriate citation is associated with the data file
used. (Flease see either Suggested Citations on the SEER*Stat Help menu or the Readme td associated with
the ASCIl text version of the SEER data.)

My signature indicates that | agree to comply with the above stated provisions.

Signature

Date
Please print, sign, and date the agreement. Send the form to The SEER Program:

= By fax to 301-680-9571
« Or, e-mail a scanned form to seerfax@imsweb.com

Last Name: Hori | SEER 1D: 11505-Nov2016 | Request Type: Internet Access
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%1 RS

ﬁ SEER*Stat 8.3.4 - [Frequency Session-3 Matrix-2]
ﬁ File Edit Matrix Window Profile Help

#E% P00 @ @ E 1A “r | &

O0years | 01-04years | 05-09years | 10-14years | 15-19years | 20-24years | 25-29
8000/0: Neoplasm, benign 0 0
8000/1: Neoplasm, uncertain whether benign or malignant 0
8000/2: Neoplasm, in situ 0|
B8000/3: Neoplasm, malignant 1
8001/0: Tumor cells, benign 0
8001/1: Tumor cells, uncertain whether benign or malignant 0
8001/3: Tumor cells, malignant 0
8002/3: Malignant tumor, small cell type 0
B8003/3: Malignant tumor, giant cell type 0
8004/3: Malignant tumor, spindle cell type 0
8005/3: Malignant tumor, clear cell type 0
8010/0: Epithelial tumor, benign 0
0
0
0
0
0
0
0

X| 4

o o

N
=

o o0 0 o0 o0 oo oo

8010/2: Carcinoma in situ, NOS

8010/3: Carcinoma, NOS

8011/2: Epithelioma, in situ

8011/3: Epithelioma, malignant

8012/2: Large cell carcinoma in situ

8012/3: Large cell carcinoma, NOS

8013/3: Large cell neuroendocrine carcinoma

=
N

o0 o0 o0 00 000000 o0 No oo
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X 5 1-1 Mz
Age recode with <1 year olds Race recode (White, Black, Other) ICD-0-3 Hist/behav
1 85+ years White §732/3: Plasma cell myeloma
2 55-59 years White 8500/3: Infittrating duct carcinoma, NOS
3 65-69 years Other (American Indian/AK Native, Asian/Pacific Islander)  8140/3: Adenocarcinoma, NOS
4 |6569 years | Black | 8041/3: Small cell carcinoma, NOS
5 55-59 years | White 8144/3: Adenocarcinoma, intestinal type
6 25-29 years White | 9401/3: Astrocytoma, anaplastic
7 85+ years White 8140/3: Adenocarcinoma, NOS
3 45-49 years _Whte 8050/3: Papillary carcinoma, NOS
9 85+ years White 8410/3: Sebaceous adenocarcinoma
10 55-59 years White 9823/3: Chronic lymphocytic leukemial: Il lymphocytic lymph
" 60-64 years Black 8041/3: Small cell carcinoma, NOS
12 85+ years [ Other (American Indian/AK Native, Asian/Pacific Islander) 8140/3: Adenocarcinoma, NOS
13 | 75-79 years White 8720/3: Malignant melanoma, NOS
14 50-54 years White | 8310/3: Clear cell adenocarcinoma, NOS
15 |85+ years | White 8500/3: Infitrating duct carcinoma, NOS
16 |85+ years White 8070/3: Squamous cell carcinoma, NOS
17 |85+ years White 8720/3: Malignant melanoma, NOS
18 |65-69 years Black | 8560/3: Adenosguamous carcinoma
19 |65-69 years White 8041/3: Small cell carcinoma, NOS
20 |85+ years | Black | 8140/3: Adenocarcinoma, NOS
2 45.49 vears 'Whia A500/3 Infitratina duct carcinoma NOS
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SEER-Medicare: Cost of Acquiring Data

The SEER-Medicare data files are created by Information Management Services, Inc. (IMS), the information technology contractor
for NCI. Outside researchers are asked to reimburse IMS for the cost of producing the data, as listed below.

The quoted costs are for files containing cancer cases that are newly diagnosed in each year. Other analyses, such as identifying all
persons who died of a selected cancer in a year, may require special programming at additional cost. Flease note that IMS cannaot
undertake extensive special programming. Additional cleaning and data modification are the responsibility of the investigator. IMS will
begin processing a data request upon receipt of payment. Completed datasets will be shipped by UPS ground.

All charges will be periodically reviewed to determine whether they are fairly recovering IMS's costs and may be changed without
notice.

Cost of Cancer Data File (including Cost of Non-cancer Data File (including
Data Production & DVD Media Charges) Data Production & DVD Media Charges)

Entitlement Data

Cancer Cases: Patient Entitlement and

Diagnosis Summary File (PEDSF)’ S11o NIA
Denomiaior e {SUMDENOM)? A s60
Claims Files

g:j::ﬁfé;\;:; Analysis and $110 $60
Carrier Claims (NCH) $85/year 5210
Qutpatient (OUTRAT) S60/year 5210
Home Health Agencies (HHA) $5260 5110
Hospice 5260 3110
Durable Medical Equipment {DME) $260 $110
Part D Event (PDE) $60/year 5210
Chronic Conditions Flags 5110 560

1: The PEDSF file must be ordered.
2 The SUMDENOM file must be ordered when ordering any non-cancer claim files.

These estimates are for creating data files for one cancer site, such as lung. Use the charges in the above table to estimate the total
cost of your request. The estimated costs for the data files can also be calculated on this Web site.
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Dear Investigator

Thank you for your interest in the SEER-Medicare data. Please use this application form to request
SEER-Medicare files from the SEER-Medicare 2016 linkage. In order to facilitate the review process,
you must complete and provide all items on this form. Do not say “see attached”. Be sure to
review and include all required elements as listed in the application checklist. Incomplete
applications will be delayed. You must submit this completed form electronically to the SEER-
Medicare contact along a completed and signed Data Use Agreement (DUA), documentation of IRB
approval and, if necessary the request for restricted variable form. Instructions for submitting a
request can be found at http://healthservices.cancer.gov/seermedicare/obtain/requests.html .

Thank you
NCI SEER-Medicare Staff
Questions should be sent to the SEER Medicare contact:

Elaine Yanisko
yaniskoe@imsweb.com
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Application Checklist (for your use only)

To be sent by email attachment to the SEER-Medicare contact:

[ ] Application:

|:| Your description of the project must include:

(@)
(@)
(@)

O O O O

statement of main hypothesis / specific research question

description of study subjects and cancer sites/phases to be included in the analysis
brief explanation of how key components of the study will be obtained/identified within
the PEDSF and/or claims data— specifically:

o cohort selection criteria

o covariates

o outcomes

a list of requested files and how each will be used, (for example: MEDPAR will be used
.... NCH will be used....).

how the 5% population (non-cancer and/or other cancer) will be used, if requested
description of the personnel involved

timeline for completion

references can be included, if relevant.

[ ] You mustinclude an explanation of data storage and protection. Please be specific as to the

[

0O 0O o

location of all files and media and all protections that will be in place.
Completed and signed Data Use Agreement (DUA)
Documentation of IRB approval
Completed and signed Request form for restricted variables (if applicable)

Letter from funder (if applicable)

Please send any questions to the SEER-Medicare contact at yaniskoe@imsweb.com

Application form — Page 1
Revised January 2017
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. Contact information

APPLICATION FOR SEER-MEDICARE DATA
(Please complete all information in this form)

Project Title: < enter project title >

Principal Investigator: (students or fellows may NOT be listed as the Pl)

2-1

Name:

Institution:

Address:

City, State Zip

Email:

Phone

Alternate contact: Student / fellow contact / assistant / Co-PI: (indicate type)

Name:

Institution:

Address:

City, State Zip

Email:

Phone:

Application form — Page 2
Revised January 2017
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Il. Project Description:

A

Title

Brief overview of your project (one or two sentences)

Cancer sites being requested (e.g.Lung):

Description of the Project (between 1-5 pages). This description must include:
e statement of main hypothesis/research question
e description of study subjects and cancer sites/phases to be included in the analysis
e brief explanation of how key components of the study will be obtained/identified within
the PEDSF and/or claims data— specifically:
e cohort selection criteria
. covariates
e  outcomes
e alist of requested files and how each will be used, (for example: MEDPAR will be used ....
NCH will be used....)
e how the 5% population (non-cancer and/or other cancer) will be used, if requested
e description of the personnel involved
e timeline for completion
e references can be included, if relevant.

Data Storage and Protection:

The preferred method of data storage is on an institutional server with all the protections that
provides. If you are choosing an alternate data storage method, please provide the rationale as
to why you made that choice. Please be aware that Cloud Storage of data does NOT meet
privacy rules and will not be approved for storing SEER-Medicare data.

This section must include the following items:

¢ the specific location of the data and where/how the data will be stored

e details on how the data will be protected from unauthorized access.

¢ information on the storage/protection of the media you receive containing the original files.

e assurances that no attempt will be made to identify individual patients, hospitals or
physicians

e assurances that publications and presentations of the data will not allow identification of
patients, hospitals or physicians.

Funding Source: If your organization is a consulting firm, contractor, or pharmaceutical
company, then your application must include a letter from the funder indicating that you are
free to work and publish your findings without limitations by the funder. This letter must come
from a person in authority on company letterhead.

Restricted Variables: Selected variables are not released without the permission of the Principal
Investigator of each of the SEER Registries. These variables include census tract of the patient,
zip code of the patient, physician or hospital, and unencrypted provider numbers. If you are
requesting access to any of these variables, you must include the justification in your
description of the project and also submit the completed request form for restricted variables.
Please see http://healthservices.cancer.gov/seermedicare/privacy/variables.html for
information. NCI will provide a researcher with contact information for each of these registries;
however it is the responsibility of the researcher to obtain permission from each registry.

Application form — Page 3
Revised January 2017
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Ill. Data Files Requested: Please list specific SEER-Medicare data files and years of data required.

Project description must describe how each file will be used.

Years
Name of file available Years requested
Patient Entitlement and Diagnosis Summary File (PEDSF)
(SEER cases) 1973-2013
Summarized Denominator File (SUMDENOM)
5% non-cancer sample 1991-2013
5% PEDSF **
5% cancer sample (Medicare enrollment data only) 1991-2013
MEDPAR 1991-2014
NCH - Carrier (physician/supplier) 1991-2014
Outpatient 1991-2014
Home Health (HHA) 1991-2014
Hospice 1991-2014
Durable Medical Equipment (DME) 1994-2014
Part D Event (PDE) 2007-2014
Chronic Conditions Flag 1999-2014

1996, 1998,
Hospital File 2000-2014

(** To receive the 5%PEDSF, you must also be approved to receive the SUMDENOM file. In this case,
your SUMDENOM file will include persons in the 5% sample who never had any cancer (SUMSTAT =
1) and patients in the 5% sample reported to have cancer, but no additional information (SUMSTAT

=2).

Note: Medicare claims prior to 1998 are available only for cases diagnosed with cancer before 2003.
Cases diagnosed 2003-2005 have claims from 1998+; cases diagnosed 2006 -2007 have claims
from 2000+; cases diagnosed 2008-2009 have claims from 2002+; cases diagnosed 2010-2011have

claims 2004+; Cases diagnosed 2012-2013 have claims 2006+

Application form — Page 4

Revised January 2017
73



2-2
Investigator:

Date

Project title:

SEER-MEDICARE DATA USE AGREEMENT (DUA)
PRINCIPAL INVESTIGATOR

Information pertaining to an individual’s health status and medical treatment is sensitive. Therefore,
specific laws, including the Privacy Act of 1974 and the Health Insurance Portability and
Accountability Act of 1996, have been enacted to ensure the confidentiality of health information. In
utilizing health data for research purposes, it is absolutely necessary to ensure, to the extent possible,
that uses of such data will be limited to research. Uses for any other reason, particularly those
resulting in personal disclosures, will be prosecuted to the full extent of the law. In addition, release
of information about providers, i.e., the physicians and hospitals that provide care for cancer patients,
may compromise the willingness of these providers to cooperate with the activities of the cancer
registries. Therefore, considerations regarding the privacy of providers are also of great importance

In order for the National Cancer Institute to provide the linked SEER-Surveillance, Epidemiology
and End Results (SEER)-Medicare data to you, it is necessary that you agree to the following
provisions:

1. You agree that the statements and methods made in your attached research proposal are
complete and accurate.

2. You will not use the data for purposes other than described in your research proposal.

3. You will not permit others to use the data except for collaborators at your institution involved
with the research as described in your proposal. Access to the SEER-Medicare data shall be
limited to the minimum number of individuals necessary to achieve the purpose stated in your
proposal. The number of locations where the data are located shall also be minimized and
specific location details must be provided in your proposal’s data storage and management plan.
If you plan to move the data to a new location at your institute you must contact NCl in writing
prior to moving the data for instruction on how to handle the SEER-Medicare data.

4. You will establish and maintain the appropriate administrative, technical, and physical safeguards
to protect the confidentiality of the data and to prevent unauthorized use or access to it, as
described in your proposal. The safeguards shall provide a level and scope of security that is not
less than the level and scope of security established by the Office of Management and Budget
(OMB) in OMB Circular No. A—130, Appendix lll—Security of Federal Automated Information
Systems http://csrc.nist.qov/drivers/documents/appendix_iii.pdf ), which sets forth guidelines for
security plans for automated information systems in Federal agencies.

5. You agree not to place the SEER-Medicare data on personal computers, portable devices and
removable media without permission. Portable devices include any non-fixed equipment that
contains an operating system which may be used to create, access or store SEER-Medicare data.
This includes but is not limited to laptops, personal digital assistants (PDAs), and smart phones.

Revised May 2017 — Page 1 24


http://csrc.nist.gov/drivers/documents/appendix_iii.pdf

10.

11.

12.

2-2
Removable media include, but are not limited to: CDs, DVDs, MP3 players, removable memory,
and USB drives (thumb drives). If approved, all data stored on any of these devices must be
password protected AND encrypted. Approved encryption standards must be FIPS-140 compliant
and include Advanced Encryption Algorithm (AES) that uses a 128, 192, or 256-bit key size. In the
event that the data are lost or stolen, you agree to report the loss to the SEER-Medicare contact
within 24-hours/first business day of discovering the loss. Cloud storage does not meet privacy
rules and is not acceptable for storing SEER-Medicare data.

You may use an institutionally provided VPN to link to a time sharing system for data access. In
this case, the remote PC may support the VPN but the SEER-Medicare data must remain on the
institution’s server.

You will store all media on which the SEER-Medicare data are delivered in a secure location, such
as a locked file cabinet in a locked office, only accessible by you or appropriate designated staff.

You must maintain all datasets containing restricted variables physically separate from any other
SEER-Medicare files. Separate access controls with strong user authentication
(username/password, digital certifications, etc.) must be established to allow limited access to
these files. You should be able to track all access to these files.

All SEER-Medicare data must reside at your institution under your purview. If you plan to move
to a different institution, you must contact NCl in writing prior to moving for instructions on how
to handle the SEER-Medicare data. You may not duplicate any SEER-Medicare files prior to
moving nor can you take SEER-Medicare data with you without written permission from NCI. If
you chose not to take the data with you, you must destroy the files or designate a new PI prior to
moving.

You will not attempt to link nor permit others to link the SEER-Medicare data with individually
identified records in another database without the written consent from the applicable SEER
registries.

No one having access to the data will attempt to learn the identity of any persons with cancer in
these data and/or their physicians or treating hospitals. In the event that you discover or are able
to deduce the identity of a specific patient or provider (individual or institution), you agree that
you will not attempt to contact these individuals or institutions.

No findings or information derived from the SEER-Medicare data may be released if such findings
contain any combination of data elements that might allow the deduction of a patient’s or
providers’ (individual or institution) identity. Numbers less than 11 (eleven) must be suppressed.
Also, no use of percentages or other mathematical formulas may be used if they allow the
derivation of patient, facility, or provider counts less than 11. Mapping of data related to reflect
incidence, treatment, or survival at the registry-specific level or at other small areas is not
permitted without prior approval from NCI and the involved registries. Although it is permissible
to report registry names with registry-specific cancer rates (e.g., incidence, complications,
mortality), registry names must be anonymized when reporting the quality or completeness of
registry-specific data (e.g., case or treatment ascertainment). You agree that NCl shall be the sole
judge as to whether the anonymization sufficiently precludes one from identifying or deducing
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the identity of a specific patient, provider (individual or institution) or registry with a reasonable
degree of certainty.

13. You agree to provide NCI with a copy of all manuscripts to be submitted for publication prior to
submission. You further agree not to submit such findings to any third party until receiving NCI’s
approval to do so. NCI agrees to make a determination about approval and to notify you within 4
weeks of receiving any manuscript. NCI’s review of the manuscript is for the sole purpose of
assuring that data confidentiality is maintained (e.g., individual patients and/or providers cannot
be identified) and that the focus of the manuscript was outlined in the approved SEER-Medicare
proposal. NClI may withhold approval for publication only if it determines that the format in
which data are presented may result in identification of individual patients and/or providers or if
the scope of the manuscript is not consistent with the approved proposal.

14. You agree that in the event NCI determines or has a reasonable belief that you have violated any
terms of this agreement, NCl may request that you return the data and all derivative files to NCI.
You understand that as a result of NCI's determination or reasonable belief that a violation of this
agreement has taken place, NCI may refuse to release further SEER-Medicare data to you for a
period of time to be determined by NCI.

15. All files received may be retained for a maximum of five years. At the completion of the project
or five years from receipt all files including all back-up files and original media must be destroyed
and notification of destruction must be sent to NCI. Investigators who need to retain files beyond
that period must contact NCI.

Please indicate the SEER-Medicare files you will use:

[ ] | patient Entitlement and Diagnosis Summary File) (PEDSF) Years
[ ] | Summarized Denominator File (SUMDENOM) Years
[ ] | MEDPAR Years
[ ] | NCH - Carrier (physician/supplier) Years
|:| Outpatient Years
[ ] | Home Health Agency Years
[ ] | Hospice Years
[ ] | burable medical equipment Years
L1 | part D Event (PDE) Years
[] Chronic Conditions Flags Years

These files will include:

[] cancer cases [] Non-cancer cases

Revised May 2017 — Page 3 6
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Signature of Principal Investigator (In the case of students and fellows, the department chair or advisor from
the student's academic institution must sign the data request)

Your signature indicates that you agree to comply with the above stated provisions. Deliberately making a
false statement regarding any matter within the jurisdiction of any department or agency of the Federal
Government violates 18 USC 1001 and is punishable by a fine up to $10,000 or up to five years in prison.

Name — (printed or typed)

Institution/Organization

Street Address

City/State/ZIP code

Phone number — including Area Code

Email address

Signature

Date

Revised May 2017 — Page 4 77
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Request for restricted or unencrypted variables on the SEER-Medicare file

Investigator Name:

Organization:

Telephone:

Email

Project title:

Project Abstract:

Check the variable(s) requested. Please be aware that:

e Unencrypted Census tracts and ZIP Codes are NOT needed to link the Census data to the
PEDSF or SUMDENOM information. All Census tracts and ZIP Codes on SEER-Medicare
data are encrypted in a uniform manner so Census data can be merged using the encrypted
variables. Selected Census data from 1990, 2000 and ACS 2008-2012 by ZIP code and Census
tract are provided with every data request.

e Unencrypted hospital numbers are NOT needed for volume outcomes studies. All provider
numbers on SEER-Medicare data are encrypted in a uniform manner so volume can be
calculated from the encrypted numbers.

[ ]| patient ZIP Code [ ] | patient Census tract

[ ] | Provider/ Hospital ZIP Code [ ] | unencrypted hospital provider numbers (NPIs)

Please describe how the requested variables will be used in your project (ex. unencrypted patient
and hospital Zip code will be used to determine distance to care)

This project is funded by: | [] NCI | [] DOD | [] Other (please specify):

[] Iagree that if these variables are released to me that they will not be used to identify any
individual cancer patient, hospital or physician. | will publish findings from this analysis at a
sufficient level of aggregation to make it impossible to identify individual patients and providers,
and | will not make public any information that may result in the identification by others of
individual patients, hospitals or physicians. | understand that | can only access the SEER-Medicare
data to work on the project as described in my application. Furthermore, the dataset with restricted
variables can be used only for this particular project and cannot be used for any subsequent analysis.

Date Investigator’s printed name Investigator’s signature

February 2017
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A#E 1

KEIT I T B HRINGE L RGOS (2 Z I ABFRBRERER)

1 Oversight and Relationship to US Federal and State Agencies
(1) KREICIZ2200BABERT 07T L0H 5

X1970 i 9 M H R % —
L. 22 1973 4 550
KU IR O & Y

BIT National Cancer Institute Centers for Disease Control and
Prevention
(NCID) (CDC)
DAEEK | Surveillance, Epidemiology, and | National Program of Cancer
7'v "7 2| End Results Registries
(SEER) (NPCR)
HE R NCI SEER CDC NPCR
S | 15 46

XE5HE 6 A b 2Nz
46 iz - 7=

£E MR CEFO LY PR | - BELAEFED N LY IR
KA 7 HAR X survival
* BABIGE ~0 7 — 2R * BPAKR ~D 7 — 2R
URL https://seer.cancer.gov/ https://www.cdc.gov/cancer/

npcr/index.htm

(2) BB v 75 L~DShIN

. o
: Sy
i »' g nr D

U.S. Cancer Registry Programs: Participating States Q

* Effective 2017 Utah participates n bath SEER and NPCR. Although not indieated on map, reglstries
ing parts of Alacky Arizony Michigan Oklahoma and 2l oartl ingFEs

K
th CDC NPCR
[ nai seer

< () SEER and NPCR**,

(3) SEER & NPCR & ZRFNDMN D 5 A% D%

CDC NPCR 20
% < MBS
Q NCI SEER 12 &1
BNICIRS %
¥ 2z 6 A5 NPCR ICS/0
L7zDOTRICEY B Y
m SEER J% U* NPCR i £l
BNICIRS %

O SEER i3 NCI & o##), NPCR iZ CDC & o i@ icko%, SMLBAE
FRIcEeREEZITToT 05,
X ZOBESEMIC X 5T, Registrars DEHZ[REL 7o o T %,

Q znzhoA&ikii, SEER KU,/ Xt NPCR I ARETE BT —
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2 &R 5,
Q SEER & NPCR ik, BAERIPLDOT —2%EDTRERT X2y FicL, 28
AT D L v FEHlie 23 ATFZEICFIFRTRE S LT\ 5,
(4) SEER % NPCR TOZERITEDHKE 7 vy =7 + O]
Q ZML 7R8I, B EORE L MERIEO - DRI 7ay = 7 b (%)
ICSNREZ T a3/ oN 5,
K A— A CofFHiRfte b —=v s oanl
O UCRIBFIHEDTuY =7 b O
QO SEER Virtual Tissue Repository
O 15-month Resubmission to Improve Completeness
O UCR Data Linkage with Utah All-Payer Claims
X OKETIEHAR L RIRFIER R ) RESZEDE LD H 2 7-0HEE
¥ 7—%21 v =3 UCR Cff o> TWwT, Social Security Number 23 %
7=, Vv —=YikEmuwiER T3 L T3, Social Security Number %3
REELTh o2 E XX, Vv r— B4l L ARz A3 2 25,
TFAMNA—LHBEDoTY = 73— LW ERDH 570, W%z
o end 2,
O Pilot to Collect Screening Information for Breast Cervical Cancer Cases
(5) TEkT — 2 DL L W ICX 35 SEER  NPCR D% H]
O NCI:oEH., CDC Lo htmEIc X V. mENR L T 2034, ZNZ L DEW]
LB BHEA, 72 OREHIRAHL 2 IC T T 5,
O SEER & NPCR &, @i -7 — 2258l ) LECHiiL T2,
¥ EetREEoT—20Lva—DfERICEVITONTW S,
(6) KRENCH T 2 fthop3 A B 5D
NCI & CDC & W 5@ BUM O EIT I A, W < 22 OGN 7 — % DN
REERDOERE, PL—= v AL OWTOEHEICEb > T3, (KnTh
DOHIRIZELBIEO S DTH B,)
O North American Association of Central Cancer Registries (NAACCR)
¥ Central registries(population-based registries) 2851 L, B 7% E % 1%
7ZLTw3,
O American College of Surgeons Commission on Cancer (CoC)
X HEHE DO HHIfA T, "Cancer Hospital” DFZAEZ T > T %, 23AEFRIT
Z DFBAE% 32} 7= Cancer Hospital 2> 6 7 — Z Dt #Z 1 T\ 3,
O National Cancer Registrars Association(NCRA)
% Cancer Registrar BZEHAAN TSN, P L—=v 7O (BRD ik L .
Certified Tumor Registrar (CTR) DFZAE#fT> T\ 5%, b L —=v 7T
KODDIA—=ANRH Y, WEDEZER 2, W, 2 FE RGO %I
2
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AR TR T 5,
¥ OMIC Lo TEVIEH 25D Lk, CTR ORGEA2 %25 C & i3
ICEHEL 2o T, EEHCART 201ICY FL—=v 27 2R Tw5,
O American Joint Commission on Cancer(A]CC)

X pathologist 28% < | Staging O RE ICFH 5,

(7) DABRITHT 2 IR OHER

KETE, BB OERELHRAUH Y ¥y —~4 7V ZAHNTO@FET — X D

HEIWCOWTHELTW3,

(8) #ABEIHT 5 MEOHER R

R 3, BT O X5 idiic e > T 3,
Q Wbk Oftho 7 7RI, BADMES KD LN T W5,
Q FoBREE, BMAFRESRERBADT — X 2R TS,
X EEBOMREZZ L RA—0BEEL 1 NICFES 5 72011, %4Hi, social
security number, Hi4E H 23405,

Q PREEER, T4 EEERRET S kv onTw S,

(9) Utah Cancer Registry (UCR)

Q

x 0 0O 0

2 2PNk % R & L 72 population-based D 25 A% §x

1966 F2> b 2 X K¥Ci i

1973 42> & SEER 7’1 2" 7 LTS

2017 25 CDC @ NPCR e

2 ZMIFIAKR T, KEBTDOANLZIZR O N7z ) 7 TH 5 EE 7 miEER A OHS
TEICFE R, ~NVRATT~DT 72 RAb Lwp, Zoftii/hEmzxy v, 247
4T TAVAVREBMEATH S, GARL AT, FNFERH Y F 3% -
A VT4 TVBMEATHE,

Ethnicity ic2WClid, #lz2iX, =% 21072 2004-2013 OWEHFD 7 =T D
table3 (C Hispanic or Latino & L C, fEH, WER, FHTHOLH LD 528, +
AT 47 - TA)AYOEIID TR\,
HHELAANATEAAV AT T ~DT 72 ZFBT LD XL Bl A4 T4 7T XY
71V CIHEMERREZ D, TRTBY AV LA 72T 4 e EOERTHHERD MR % 3%
ZTobiFTciEe, a7 P, ZARTR, 2NZWE EDIMN~DZZL D%
W,

(10) 22 MICH T 2 A EFRITH T 2 1DV TOHERN 5

Q

2 AT, BAF Mk & TEURA 45 3,

JMi% @ Utah Code Title 26 Utah Health Code, Chapter 5 Chronic Disease Control,
Section3,
System for detecting and monitoring diseases established by department
FTBGHAN @ Utah Administrative Code Rule R384-100, Cancer Reporting Rule
3
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(https://rules.utah.gov/publicat/code/r384/r384-100.htm)
(11) 1 @ Utah Code Title 26-5-3
System for Detecting and Monitoring Diseases Established by Department

O “The department (of health) shall develop and maintain a system for detecting
and monitoring chronic diseases within the state and shall investigate and
determine the epidemiology of those conditions which contributed to preventable
and premature sickness, or both, and to death and disability.”

(12) 1T7BUHAID key language: Reporting

QO “All hospitals, radiation therapy centers, pathology laboratories licensed to
provide services in the state, nursing homes, and other facilities and health care
providers involved in the diagnosis or treatment of cancer patients shall report or
provide information related to a cancer or reportable benign tumor to the Registry.”

(13) 1T7BUHAID key language: Responsibilities

O “Cancer records are managed by the Utah Cancer Registry (Registry) on behalf of
the Utah Department of Health.”

QO “The Utah Department of Health retains ownership and all rights to the records.”

(W]

“All reports required by this rule are confidential under the provisions of Title 26,
Chapter 3 and are not open to inspection except as allowed by Title 26, Chapter
3. The Registry shall maintain all reports according to the provisions of Title 26,
Chapter 3.”
(14) UCR D#%8%72> 5 Reporting Rule iIZ D\ TdD 2 A ¥ b

Q Zor—nid, 7—2OERCELD L5 ZEMAICETIIELLTHRn,

Q SwvlLUBEERPTlEZRnw7z%, SEER, NPCR, NAACCR 7 U 23 EFkICEH T 5

BT — 2 BRICAEE TR TETH, V=V OEHEEZQBEL Lixl,

(15) MHDIRBEICHT S % Reporting Rule D5)H

O UCR ~D#E D70 il 4 DFEFIC > W CF 2R EZINET 2 2 L 2 AL L
T. Wbl cancer registrar ZJEH 3 2. 20 id, 2O X5 ¥ — v A e
LRAEEHKLTws, Wik o [ F—xofhil] o&MZihba T i
[

Q = XIHDJEEEC~ VR 7 THREHER . RRICHREICFLTE T HINTH
%, UCR IZFHFEMICHBER ~ V27 TRt R L B L. 24 2 ) — e+ 5
X% LT3, UCR &2 X2 g CEFRMIANOER 72586 247 L 7=
T iR,

(16) UCR e B 2 M#HRFFE T — 2 DN + 2 2N0kED D
O Title 26, Utah Health Code
Q 26-3-7. Disclosure of health data -- Limitations.
(https://le.utah.gov/xcode/Title26/Chapter3/26-3-S7.html)
4
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https://rules.utah.gov/publicat/code/r384/r384-100.htm
https://le.utah.gov/xcode/Title26/Chapter3/26-3-S7.html?v=C26-3-S7_1800010118000101

Q (HEEWRAFIILAT 2%
With consent of the individual or NOK 3NOK: next-of-kin #T##
To a government entity if consistent with purpose for which data were collected,
or
“for a specified period, solely for bona fide research and statistical purposes”,
(17) UCR ® 7 — 2 ANFRITD T Dl
Utah Department of Health(UDOH)
Q &7 — %1k, UDOH 25
O UCRIZ1HE5H5DT7T—%% UDOH Icikh ., MEEMEZRE L, AREEOH D
720 UDOH b D7 =2 ) v 7 =V %47 5,
O UDOH ¢t a2 K¥LDAEREFICLY, OERMNEG INT -2 DRKICON
THIEfL T T 2,
O UCRDfEEEIZH 18 UDOH & &£G5%{To T,
(18) &EfnHIH
UCR @ Advisory Research Committee 3.
Q F2H2E52{ToTw5,
Q UDOH, k. W7E# s 6 oRKRASML T 5,
(19) UCR o7 —xn#k (EF)
Q UDOH
O NCI SEER Program
> SEERZ#L T, fhoHd—~4 7 v ZLHETOMMHD
CDC NPCR
Utah Population Database
e v & D EGES
WH9EE LA s & D EEGE
(20) UCR icHF 237 — 2 UH BN

RR—=Y

0O 00D

T
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Utah Cancer Registry Data Flow

Patient Care and Lab Facilities Patient Care Facilities
+ Hospitals, radiation centers, + Training of cancer registrars
pathology labs, nursing homes + Quality control and feedback of all
* |dentify new cases —»  submitted cancer information
* Provide information on initial « Survival data as requested
diagnosis and treatment + Special reports as requested
» Provide data on follow-up
tfreatment
* Provide survival data o
" ysicians
'Utgg"(elztr;c:r:dReglstry + Letters to_remind physicians to
Physicians _ma_gages Ca?icer . ;?'l(;:g[;artlents not seen for one year
+ identify new cases incidence an e : ;
. nyrovide information on initial mortality data = Reportnlisting a‘ll information for
diagnosis and treatment + Coordinates all data . gachrpryslclatr;s panentst X
» Provide data on follow-up sources pEClELieparts asequeste
e treatment + Merges duplicate
* Provide survival data documents
+ Follows hard-to- SEER, NAACCR, and NPCR
locate cases Programs
Other State Registries + Uniformly codes all | s + Diagnostic, _treatment, survi\(al, and
» Identify Utah residents diagnosed in data demographic data on all patients
other states * Quality controls all || (names are not submitted)
+ Provide diagnostic, freatment, data » Publications and newsletters
and survival data « Submits annual data
tapes {without
confidential Research Studies
Passive Follow-Up information) to the + Descriptive statistics of cancer in
+ Utah Department of Vital Statistics, National Cancer genn
National Death Index, Social Institute's SEER + Diagnostic, trea@ment, and survival,
Security Administration, Centers for Program and and demographic information for
Medicare and Medicaid Services, NAACCR for use in patients under specal study for
Utah Voter Registration national data bases " etiolegyiotdisease ;
+ Provide survival data + Graphically presents + Data to link pedigrees fpr genetic
+ Identify deaths from cancer %atat ; rDeas;il:‘.:e()Utah Population
s i i + Creates reports
-l Fravide demegrpnidda : + Facilitate patient contact for
approved research studies
Emerging Data Scurces
+ |nsurance Claims Processing
Companies, Pharmacies, Utah State Health Agencies
CancerLing, Genetic Testing *Data to for planning chronic disease
Companies Ly prevention and control programs
* Provide treatment data +Data regarding cancer clusters
+ Provide genetic test data *Publications and reports
+ Other data items not yet
specified

HARPI NS,
Q i

Q EFEROWITETE

O Oncology
QR

(21) Utah Cancer Registry People and Organization
UCR T, HRBAGEREL L THRICHKEET 2720, W 2p 0t 7z 25K TD

X LLEo PhD, MD o &KX, UCRICN—F X4 LTRTED, D DI

% R¥EcoWtgE, #HE. HENREICTETTR 5,

Q fhoF&EKE

d
d

Certified Tumor Registrar (CTR)
Master Science in Public Health(MSPH)
6
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QO Master of Statistics(MStat)
Q Bachelor of Information Science(BS)

(22) Utah Cancer Registry

Utah Cancer Registry

Wallace Aberiey MDY Carcd Swaeney PRDH
Madce Derecton ) Durector
Pridessce Frofessor

Trda Seeeney BS"
Adiregtrative Dvector

Taresa Moss §5°
Almyratratove Coordinator

Informatics Dissemiration,

Coging, Editing, &
Cisality Asturance
Salnn Mol pdden AA CTR
Cperations Manager

Evatuation, L Retearch

Jenwifer Garvim PROFY

Associate Polevior Aasiiate Produnaor

1
|
7
2

Pamology Coding Corrie Bateman B3 Morgan Millar PhD?
informatics Specialise, Sz Nirackor
1
reors crder s Coniad T 55 i
Patholopy Coder Lead Contfad Tumos Regatrar Informatscr Spaciatint
Melonie Thoma® Hesther Cheney BS, CTR® e Marjein Carter BISIH
Fatrology Coder Cetified Tumor Regstrar Information Coordinator Raraarch Manages

Lowl Burke*
Research Assistant

Marla Wright®

Jacue Oark CTR*
Pathology Coder % b

_-I Cetified Tumot Regatrat

Cralg Davla CTRY

Loretts Muston BS, CTAR"
Fiald Abstractor

Cantified Tumor Registrar ;nrg

* OO MR Corn. FRATTT devoted ta
SEEN contracy, Cove Infrartructure

Sandra Reay B3, CTR'
Catifed Tumor Registrar
Dettne Romney AA, CTR"
Cotifiad Tumor Regatrar

Bethany Spencer B3, CTR®
Cortfied Tumer Reputrar

* Porrai SEEA Core. Partod FTE oa SEER
Contnct, Core lefrpetryctyre

8 Othes Partal or ol sa'nry from resasnch
Bropcts and sther wowrcen. Fartalefont
avedaie for SLEN ancllary etudmi and
P38 e sl proqecty sy rended

: iy
iollit ir
Hi 3
I

u'umm o i

- i

CTR 13#%4 8 A

Top % Director(Professor, PhD) ., Medical Director(Professor, MD) 23 %K —

% @ Director @ FiC, Administrative Director(BS) & Administrative Coordinator(BS)

DILIE

FEEM & L T, @OCoding, Editing & Quality Assurance, (2 Informatics, (3

Dissemination, Evaluation & Research ® 3 -2 D EF233% &

Coding, Editing & Quality Assurance ¥ iZ&EF 11 A2 ECE & 41, Operations

Manager (CTR) 2% Top T, % ® Fic Coding & Pathology Coding @ 2 #1235 b |

7 A® CTR % Coding #fH24 L (Lead CTR 281 A), Pathology ® Coding % 3 A®

Pathology Coder 7234H,

Informatics #fIC I3 &G 4 ADELE X . & FJ&5 1% Associate Professor(PhD) T, X

i1 > =7 @ Informatics Specialist(BS) 235 & . % @ Informatics Specialist @ T IZ

Informatics Specialist(BS)1 A & Information Coordinator 23 FiJE .

Dissemination, Evaluation & Research #1213 &5 9 ADECE X o, & FJF 1% Associate

Professor(PhD) T, X & i Instructor(PhD) . Evaluator/Analyst(PhD). Research

Manager (MSPH) 235t %, % @ Research Manager ® [IZ Research Assistant, Field
7
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Abstractor(CTR) . Research Associate ( MA ) . Study Coordinator(BS) .
Biostatistician(MStat) ® 5 A2EE .

2 Data Standards, Standard Setters & Supporting Organizations
(1) 7—2oiFEE
Q Hhokr/r—7Hic—EExiRE
O KRECTK2ZEZ THRE
QO ROFHZRIET S
- fz%D 205
- YO XSILT - 2B EIT S D
- EoXsiT—x2%MHT 5 0H
QO 7—4%&7—2EHICHT2EMICER 2 0Ic—FEER L
(2) »ox%
Q HfFHInEE
- alazr—vavoEWELREECTS
- HEINET xRl T 205 S
- DPADTT - BAKNKO FE A I ER 2R S
(3) -ox
Q avba—LINABHT X - VAT LIHT—2OHHEREL T3S
- T2t D NAACCROL ATV b« 74—}
¥ SEER$ NCPRH ZD 74—y FEFHL TV,
(4) HFHRORE
Q MoK, BEKCERZICHET 2FEa—
- World Health Organization(WHO)
ICD-O-3 #Bf7 - #f%k= — F "Purple Book”
a— FiEIRoL— L
—  American Cancer Society(ACS)
Bila—5 4 v 27 v 257 24; WHO @ ICD-O 12547
- American Joint Committee on Cancer(AJCC)
Tumor-Node-Metastasis(TNM) prognostic system (3¢ TNM system)
International Union against Cancer(UICC) & D177
(5) »>oO%
O MExHZ2VIE 22T 4 == ROFRICE T 5 FHE
- Commission on Cancer of the American College of Surgeons (CoC)
28 AR RIT 31T 5 fitiax DI E] D WAL
3 Cancer Hospital DFEFRE%#{T> T\ 5%,
National Cancer Data Base(NCDB)
8
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- National Cancer Institute’s Surveillance, Epidemiology & End Results
Program(SEER)
BADE=RXY V7 D70 O FREERE O Fii &
- National Program of Cancer Registries(NPCR)-Centers for Disease Control &
Prevention(CDC)
K2l —vaVR—ROEFRDDDHA F 74 v
¥ EEofEHEDEL L 13, NCI @ national cancer center(NCI-Designated
Cancer Centers) %* cancer center program Db & TIFE I N TH H | 2K T 69
MEEX e E TN T 5,
(6) A
O The National Cancer Registrars Association(NCRA)
- Cancer Registrars DX XL —=v 7 lL)
O The North American Association of Central Registries(NAACCR)
- FRHEORRE
- BRHEDRE O 3HE
% data exchange program *° training webinar O {7z &
O Utah Cancer Registrars Association
- OB L BN DS A BB R SRS B 72 30 D TR
¥ BHWICHERMY ¢, cidFE Lt & 25T 10 FEUEHCTW IR Avd v
T, BEVIEZIFELTW 200524 > TeT, Bid&->Tw3,
X BHVLOEIEICIE, e-mail, BEEAEDLOI T3,
¥ 10 HIFICIED I =T 4 v 7B I D,
X ORERIMOME L 13572 0 . 3L D A\ “Shoestring organization” TH %,
(7) WEDT0 D LI
Q fxROEEETICEDSL
Q XRIEFIOHEE
- Utah Department of Health/Utah Cancer Registry
- Utah CoC approved facilities
- Hospital Cancer Committees
- ‘Reportable by Agreement’ cases
- #kEld UCR 0 ZERICIG A 2 i & 7w
- UCR {Z SEER IR I N TR WEER S Z 1T AN T3
¥ gastrointestinal stromal tumor(GIST) 7x &

3 Data Collection, Training & Hospital Collaboration: What We Collect
(1) F—2DIE
Q 7—x2oUEHIT 2 IMoeFEREZED
9

91



QO BREAToBRIC X > TREIANE, MHDREGNIZT — 2 X—RIcEEN 2
Q BhOBRVEROZDIHNRINLT —R - 774 VT 4 v I p¥MfTbhTn?
- RIAOFISIERB A, KED X T 7 —~=, [FEREER CML
- X% Z T, urologist ¥ dermatologist # N RICFHEZ TV, T/, MEEICD
HEZIT> T 5,
(2) SEER DXIRAEH]
Q REMEAD in situ DFTEY)
- 1996/1/1 % & FHESA A D in situ (TG RIMC
Q 2004/1/1 LARRICRZHT S 7 id - i eiie % o RS
Q ORI A &R LR IR CREG ICIRIRI N, NS BAL T ¥
570)
(3) DA DREHI DIEERIR
Q =)D 48 b
- “NAACCR Abstract’® 7 + —< v F (%) TRHL T2 2RAEREOH 2
T
- 74— FRRE R CENOILERIC B B /NIRRT R & T, registrar 2
BEHF, registry b 7\>)
Q 720 L U R v & —

Q ElioA7 4 2RV 27 )=y 7 (Kpaperform TOHH (FAX), Form | Web 2>
LAY va—Fufg, 7 —RA 774 VT 4 VT OEKRE W TE, EBROEHIE
TNIEES 3L #10~1,000 FHFEEE)

O JREREE Rkl 0hT)

Q s C2hrE

Q F—vvr-F—2

Q foIe o7 — x5
(4) B DINE
Q ®|BT7— & CORBEEHE
- 88%7t e-Path (3X) ZiEL T
(3¥NPCR-AERRO ePath Reporting Initiatives ® & &, CDC 28&& & igfit L
T3, ZXMIMEELR L OMTNCIICXE v AT LREL Tk
¥, CDCIC X % e-Path BEANENLT,)
48 et 36 Ml
5 DDA L =
AIM t:Z R L T 2 ot E=E ot
- Artificial Intelligence in Medicine (AIM #:)
Q &7 — xS X RS
(5) »o%
10
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Q kR EE
- JREREE L D O 28 JEkt
W O DREE I DBED path ZHc A5 & & A3 A]HE
Q a7 L7z RBREE
- 45 o a2 NI D BEE
- 21 flEER I E W ICRER] & fRHY
- fRIFEFEIC TR
Q HEREZEOE2NE
- MEELZEmD 57201, MEBZIGE L. KERE. WRERHE, BEENE
Bt L Calis
(6) JHEMAEDOL 21—
Q ZNZTHOFRELF—FRPENR2E ) PRET 572® UCR OfBICX 5L
va—%%l)5
(7) JRIBRAEDOIR VIR Y FEFNE
Q JREERE B S A, Fbi b it s T —x &V v o7 Lrh o AT,
[follow back] L % —73 path report ICHg#{ & L7z [ER CKHiEbE) kb b,
CRERICHEM, BAMFIZE)
O FHlZRESIC OV T ORE
- path report IZFCH S N2 DB AN D WTABEL 722> & 9 2 DR
- it
- IR
(8) Wikt & DfHIEHR D INE
Q F_ToOMEOMBERIZETHICRI TS CKNAACCR © 7 4+ —= v }T)
- FAORIEE N7 FTP ¥4 b il L C o
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3 NCRA Webinar---https://www.ncra.org/Certifications/content.cfm?Item
Number=8631&navlitemNumber=11709
» SEER*Educate ---https://educate.fredhutch.org/LandingPage.aspx
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investigate and determine the epidemiology of those conditions which
contributed to preventable and premature sickness, or both, and to death

and disability.

101



7B A : Utah Administrative Code Rule R384-100 (Cancer Reporting Rule)

a

a

a

All hospitals, radiation therapy centers, pathology laboratories licensed to
provide services in the state, nursing homes, and other facilities and health
care providers involved in the diagnosis or treatment of cancer patients
shall report or provide information related to a cancer or reportable benign
tumor to the Registry.

Cancer records are managed by the Utah Cancer Registry (Registry) on
behalf of the Utah Department of Health.

The Utah Department of Health retains ownership and all rights to the
records.

All reports required by this rule are confidential under the provisions of
Title 26, Chapter 3 and are not open to inspection except as allowed by
Title 26, Chapter 3. The Registry shall maintain all reports according to
the provisions of Title 26, Chapter 3.”
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a

a
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@ KR CTofADER (77— % offdE k., MREE. A4 F 74 V)
ICD-0O-3(American Cancer Society(ACS) & WHO)
TNM system (American Joint Committee on Cancer(AJCC) & UICC)
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SEER Virtual Tissue Repository

15-month Resubmission to Improve Completeness

Pilot to Collect Screening Information for Breast Cervical Cancer Cases
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iR
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Utah Cancer Registry Data Flow

Patient Care and Lab Facilities
+ Hospitals, radiation centers,
pathology labs, nursing homes
+ Identify new cases
* Provide information on initial
diagnosis and treatment
* Provide data on follow-up
treatment
* Provide survival data

A

Physicians
* Identify new cases
* Provide information on initial
diagnosis and treatment
 Provide data on follow-up
treatment
* Provide survival data

Other State Registries
« Identify Utah residents diagnosed in
other states
+ Provide diagnostic, treatment,
and survival data

Passive Follow-Up
+ Utah Department of Vital Statistics,
National Death Index, Social
Security Administration, Centers for
Medicare and Medicaid Services,
Utah Voter Registration
 Provide survival data
+ |dentify deaths from cancer
* Provide demographic data

Utah Cancer Registry

» Collects and
manages cancer
incidence and
mortality data

» Coordinates all data
sources

+ Merges duplicate
documents

* Follows hard-to-
locate cases

+ Uniformly codes all
data

* Quality controls all
data

+ Submits annual data
tapes (without
confidential
information) to the
National Cancer
Institute’s SEER
Program and
NAACCR for use in
national data bases

* Graphically presents
data

+ Creates reports

v

Patient Care Facilities

 Training of cancer registrars

+ Quality control and feedback of all
submitted cancer information

+ Survival data as requested

+ Special reports as requested

Physicians

* Letters to remind physicians to
follow patients not seen for one year
or longer

* Reports listing all information for
each physicians’ patients

+ Special reports as requested

v

SEER, NAACCR, and NPCR

Programs

+ Diagnostic, treatment, survival, and
demographic data on all patients
(names are not submitted)

» Publications and newsletters

Emerging Data Sources
* Insurance Claims Processing
Companies, Pharmacies,
CancerlLing, Genetic Testing
Companies
+ Provide treatment data
» Provide genetic test data
* Other data items not yet
specified

10

v

Research Studies

+ Descriptive statistics of cancer in
Utah

+ Diagnostic, treatment, and survival,
and demographic information for
patients under special study for
etiology of disease

» Data to link pedigrees for genetic
research (Utah Population
Database)

+ Facilitate patient contact for
approved research studies

v

Utah State Health Agencies

*Data to for planning chronic disease
prevention and control programs
*Data regarding cancer clusters
*Publications and reports
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Utah Cancer Registry Data Dissemination Chart

— EPHT™

Utah Cancer
Control Program®

-r.

| Individual
Requests*™

L

- CBTRUS™

= IARC™#

J

= NAACCR™ -

L

t Surveillance, % Research, * Identifiable data, **May contain identifiable data
Red=Initial UCR Data Release, Blue=Publically Available Queries, Green=Query systems that require approval

11
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UDOH - Utah Department of Health. Governed by a memorandum of agreement, UDOH receives a full dataset, which is used
for surveillance and research. (Identifiability: full dates and addresses, but no names.)

e  EPHT - Environmental Public Health Tracking. This UDOH program uses UCR data for cancer cluster investigations and to
provide reports to various CDC programs, including the national EPHT program. (http://epht.health.utah.gov/epht-
view/)

e  Utah Cancer Control Program — information on cancer screenings performed in Utah are linked to UCR data for public
health surveillance purposes. (http://cancerutah.org/)

e |BIS-PH — Indicator-Based Information System for Public Health (http://ibis.health.utah.gov/). This UDOH Bureau of
Health Promotion program provides a query system for cancer, and other health topics, available to the public.

o IBIS Public: de-identified, queriable by cancer site, diagnosis year, demographic variables
o IBIS Secure: Includes zip code and census tract. Users must go through a review process similar to an IRB to
gain access

UPDB - Utah Population Database. Governed by a memorandum of understanding, UPDB receives a full dataset
https://healthcare.utah.edu/huntsmancancerinstitute/research/updb/

(Identifiability: They receive full identifying information (Name, DOB, SSN, etc.))

e Individual requests — Data released to individual researchers after approval by IRB and RGE. May or may not contain
identifiable data. o~

e UPDB-L - this data is public, de-identified, and queriable (https://hci-updblapp.hci.utah.edu/updbl/) &’

e FURTHeR - U of U Query Tool, same data as UPDB-L, limited to U of U patients (http://www.further.utah.edu/)

SEER - The Surveillance Epidemiology and End Results program. Governed by a contract, primary source of UCR funding, part
of National Cancer Institute (Identifiability: They receive full dates for DOB/DOD/DODX, but no other identifiers.)
https://seer.cancer.gov/

e  CBTRUS — Central Brain Tumor Registry of the US — They receive benign brain tumor cases (http://www.cbtrus.org/)

e |ARC - International Agency for Research on Cancer - this data is used for surveillance and research
(https://www.iarc.fr/)

o lICC - International Incidence of Childhood Cancer, Publication (http://iicc.iarc.fr/)

o ClIV-5 - Cancer Incidence in Five Continents, Public and queriable (http://ci5.iarc.fr/)

e NAACCR - North American Association of Central Cancer Registries

o Cancer in North America Public (CiNA) data sets
= CiNA Public - limited variables, requires DUA (https://www.naaccr.org/cina-public-use-data-set/)
=  CiNAin SEER*Stat — needs NAACCR approval to access (https://www.naaccr.org/cina-in-seerstat/)
= CiNA Deluxe —used for research, requires full application/review for access

(https://www.naaccr.org/cina-deluxe-for-researchers/)

e SEER*Stat —data set is public and queriable after signing a confidentiality form (https://seer.cancer.gov/seerstat/) \as’/

e State Cancer Profiles —data set is public and queriable, very limited query options
(https://seer.cancer.gov/statistics/scp.html)

e CI*Rank— Cancer incidence and mortality, queriable by county, cancer site, diagnosis year, demographics
(https://surveillance.cancer.gov/cirank/)

e  Cancer Rates Info —data set is public and queriable. Data through 2009 only (http://www.cancer-rates.info/)

e Centers for Disease Control and Prevention — cancer data collected by SEER registries and CDC’s National Program of
Cancer Registries are combined to produce the official federal statistics on cancer incidence. Deidentified data sets can
be downloaded for analysis. (https://nccd.cdc.gov/uscs/)

IMS - Information Management Systems. IMS contracts with NCI to develop and manage the Database Management System
(SEER*DMS) for SEER registry data. IMS hosts Utah Cancer Registry data. UCR staff add, edit, and update cancer case
information in SEER*DMS, working on the IMS-hosted data set via an encrypted virtual private network (VPN) in real
time (Identifiability: UCR sends identifiers to IMS) https://www.imsweb.com/products/

e SEER Medicare —this data is used for research and is restricted. IMS links and sends Medicare data to SEER, who can
link using a SEER Medicare ID (https://healthcaredelivery.cancer.gov/seermedicare/)

Individual Requests - Data released to individual researchers as requested and approved by UCR, IRB, RGE, and/or ARC
committees (committee review depends on nature of request). May or may not contain identifiable data.
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E-Path Monitoring Console

The E-Path Monitoring Console provides submitting sites
with several important functions to assist in the management
of an automated E-Path system. These include:

e Process Monitoring
e Pathology Report Review
e  HIPAA Disclosure Reporting

The following descriptions of these functions assume some
familiarity with the E-Path technology provided by AIM. The
E-Path Monitoring Console incorporates the functionality of
AIM’s ISIS Registrar, Coding Edition product. Information
about E-Path can be made available to you at your request.

Process monitoring

E-Path is an automated process, designed to operate in
an unattended manner. The process monitoring function
provides, on demand, process reports on the operation of
the system along with summary information about reports
that have been processed or failed to process.

Summaries may be obtained for daily, monthly and annual
periods.

Summaries tabulate the following:
e Total number of reports processed

e Total number of reports selected (as being
reportable to the registry)

e Total number of reports that could not be
processed

e Breakdown of the reports processed by report
type (e.g. Pathology, Gynecological Cytology, Bone
Marrow, Autopsy, etc.)

The count of pathology reports on summaries is not unique.
Thus, if a report is sent to the system twice, for example,
because of an amendment, it will be counted each time.

All pathology reports that could not be processed are
placed in an error log. The E-Path Monitoring Console does
not provide any function to retrieve these from the error log
(they may be viewed using any text editor).

Processing summaries may be viewed on screen, printed or
saved to text files.

Pathology report review and forwarding

The functionality of ISIS Registrar, Coding Edition, has been
incorporated into the Console to provide it with the means to
search for, view, forward and review the coding of pathology
reports that have been selected by the E-Path filter.

Selected pathology reports are loaded into the Console’s
database. Individual reports may then be viewed by
selecting them from a list of available reports.

-Path Monitoring Console

Alternatively a search function is provided to find reports by
various criteria, including diagnosis. Pathology reports are
displayed in their entirety and in a standard format. They
may not be edited. Pathology reports may be coded with the
system’s AutoCode function. The assigned topography and
morphology codes are displayed and may be edited. The
user may also select the codes, in the event there are several,
under which the report is to be classified.

The coding system normally used by AutoCode is ICD-0-3.
Other coding systems may be used, but this will require the
system to be reconfigured by AIM.

Although E-Path is generally configured to automatically
forward selected pathology reports to the designated
central cancer registry, they may also be forwarded to other
destinations determined by the users. In many cases, other
destinations include the local (e.g. hospital or laboratory)
cancer registry system and researchers within and external
to the institution.

Pathology Reports may be exported in the following formats:
e NAACCR Abstract v9.1 or 10.1**
e NAACCR HL7
e NAACCR Flat File

Exported pathology reports may be:
e Forwarded in patient identified or de-identified format
e Directed to a file
e Emailed

The selected pathology reports are stored in the Console’s
database and are available until the data are purged from the
system. The design of the system assumes that pathology
reports from several years will be on file at any one time.

HIPAA Disclosure Reports

The HIPAA Disclosure Report lists those pathology reports
that have been automatically selected and forwarded from
the institution to the central registry by the E-Path system.
It will not include any pathology reports that are sent using
the ISIS Registrar function to forward reports.

HIPAA Disclosure Reports may be viewed and printed for
daily, monthly or annual periods. The user may select any
or all of the following data elements to include in the report,
provided they are available in the source records:

e MRN

e Accession Number

e Patient Name

e Patient Sex

e Patient Date of Birth

e Patient Account Number

14
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E-Path HIPAA Patient Information Disclosure Report
Pleasant Valley Hospital

Report for the Period 2004-May-01 to 2004-May-31

MRN Accession No. Patient Name SexDate of Birth Date Disclosed Disclosed To
MRN123456788 GP-10336 Jones, Kathryn F 1970-12-21 2004-05-01 13:37:01 State Cancer Registry
MRN123456789 GP-10334 Kirk, Cameron M 1963-08-10 2004-05-01 16:58:24 State Cancer Registry
MRNO012234567 GP-11155 Armstrong, Michael M 1955-02-15 2004-05-02 16:58:30 State Cancer Registry
MRN990123456 GP-90123 McDonald, Alley F 1975==—"== 2 E—
MRN123456789 GP-10334 Frasier, Derek M 1969 E-Path Processing Summary
MRNO012234567 GP-11155 Baird, John M 1970 Pleasant Valley Hospital
MRN990123456 GP-90123 Smart, Susan F 1972 Report for the Period of 2004-March-01 to 2004-March-31
MRN123456789 GP-10334 Croft, Teresa F 1966 Process Summary
MRNO012234567 GP-1115 Appleton, William M 1959
MRN990123456 GP-90123 Whitley, Anthony M 1958 Category Total
MRN123456788 GP-10336 Sean, Cynthia E 1976 Number of Reports Received from LIS: ...........cccccunnn. 702
MRN123456789 GP-10334 Brian, David M 1977 Number of Reports Processed: ........cccoeveveieiiiiieicecieennn. 702
MRNO012234567 GP-11155 Chow, Melanie F 1980 Number of Warnings: .......ccoooovoiiieieieeeeeeeeeeeee e 0
MRN990123456 GP-90123 DeCruz, Grace F 1976 Number of Reports Transmitted: ............ccccccereiiiiiiee. 121

Number of Reports not Transmitted ..............cccceeeennnnnn. 581
Number of Reports not Processed: .........cccooevvieiiiiieienecnnn. 0

e Social Security Number
e Date Disclosed

The recipient and reason for disclosure may also be
specified and included in the report

Hardware Requirements and Installation

It is recommended that the E-Path Monitoring Console be
installed on a different computer from the one on which
E-Path itself is deployed. The two computers need to be
connected to the same network.

The system is intended to run on a standard desktop PC
running any recent version of Microsoft Windows.

Recommended specifications include:
e |ntel Pentium Il Processor
e 300 MHz or greater
e 64 MB RAM
e 2 GB available disc space

Note: The abstract record will contain only the
components available in the pathology report.

Report Type Summary

Report Type Number of Reports
PatholOgy ...cccoooiiiieeee s 311
CYLOIOGY -t 91
Gynecological Cytology (Pap).......cccceeveviiiiiiiineeiiiiiees 270
Bone Marrow

# E-Path Monitoring Console 1.1 !El

File Edit ‘window Help

[fawsE &8 NS

#i._HIPAA Report

[_ (]
E-Path HIPAA Patient Information Disclosure Report Open
Pleasant Valley Hospital e
Report for 2004-Bugust-10 Dptions |
MRH AccessionNo  Patient Hame Brint :

256761 S036356
1211705 S036378

Date of Birth  Date Disclosed

192101 01 2004-08-1013:41:19
1922-08-01 2004-08-1013:41:19
296013 5036399 1925-01-01 2004-08-10 13:41:21
S036622 C03B8822 BisNDI, FLORENCE 162101 01 2004-08-1013:41:23

051240 # Select Columns for HIPAA Reports 2040810 13,4123

5019756 2004-08-1013:41:23
1256761 Please select the columns to be included on HIPAA report 2004-08-10 13:42:48

4211705 [ MR 2004-08-10 13:42:45

bt 7 Acesssion Humber I Patient Aecount Hurber 24T 136243
09796 g 2004-08-10 13:42:49

7 Patient Name I Social Secury Number
J296013 2004-08-10 13:42:49

J211705 (o Pttt P Date Disclosed 2004-08-10 13:4336
1295013 2004-08-10 13:43:38
1256781
s0s1290
5036622
5019798

ALBERT, ROMNALD
TULLMAN, PETER
ARABLA, MARTINA

Tz =g

[¥ Patient Date of Bith

[~ Disclosed To [

2004-08-1013:43%36
I Reason for Disclosure |

2004-08-10 13:43:39
2004-08-10 13:43:39
| 2004-08-10 13:43:39

Save Seflings | Apply to Report Close

NT Login: OSKAR

[Gvstem Account [575] GISI5-Fegistar Head Office | 65 ME Pageiic avalebk

E-Path Monitoring Console | 2
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Trend in age-adjusted incidence rates for Japanese American 1990-2014: All: 0 Joinpoints
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