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General Updates



NCI Texas SEER Registry 
Overview



Background

• The DSHS Texas Cancer Registry (also known as the Cancer 
Epidemiology and Surveillance Branch) has participated in the CDC 
- National Program of Cancer Registries (NPCR) since 1994.

• Effective May 1, 2021, the Texas Cancer Registry is also an NCI 
SEER-designated registry! This has been a TCR goal since the 
1980s.

• The NCI’s Surveillance, Epidemiology, and End Results (SEER) 
Program provides information on cancer statistics to reduce the 
cancer burden among the U.S. population. It is supported by the 
Surveillance Research Program in NCI's Division of Cancer Control 
and Population Sciences.



SEER Registry Proposal 
Overview

• Additional Funding — $8,887,705 (over 7 years)
• Funding will support:

• Migration to SEER*DMS software
• 10 new TCR staff positions to meet SEER new data 

collection and project requirements

• Potential Future Funding

• Participation in ancillary studies and additional projects
• Patterns of Care Studies, National Childhood Cancer 

Registry
• Participation in a Virtual Tissue Repository



SEER History and Research Use

Mission:  Monitor cancer trends and support research on the 
diagnosis, treatment and outcomes of cancer.

SEER Utilization Metrics (2020)

Publications to date
17,000+ SEER Data for the Primary Analysis
86,000+ Referencing SEER Data
2,200+ Using SEER-Medicare

Grants 2020  ($55.3 M)

SEER primary focus (61/ $37.3M)
SEER as reference data Source (13/ $4.6M)
SEER Intramural grant Support (10/ 
$12.9M)

>4,500 Annual Data Downloads 

SEER Growth Over Time
SEER 

Version
Year 

Initiated
Coverage

SEER-9 1975 9.4%
SEER-13 1992 13.4% 
SEER-18 2000 27.8%
SEER-21 2017 36.7%

2021 2021 48%



Enhancing SEER to Meet Real 
World Data Needs

• How cancer patients are diagnosed and managed is changing so rapidly 
it is challenging even for clinicians to keep up to date

• There are no data outside clinical trials that provide information on:
• How new diagnostic methods and treatment are used and 
• Their impact on outcomes in the general cancer population

• Guidelines for treatment are based on clinical trials but…
• These capture <5% of the cancer population 
• Are non-representative - largely white, younger and no 

comorbidities
• We need population level data to understand the use and effect of 

these new treatments in patients outside clinical trials in the real world



Methods for Increasing SEER 
Relevance

• Expanding the data and methods for data capture through:
• Linkages with external partners holding key clinical data for 

understanding cancer care/outcomes
• Developing automated methods for data capture through 

deep learning and NLP
• Expanding the breadth of patients covered in SEER



Reasons for
SEER Expansion 2021

• Expansion is required so SEER represents real world data at the 
population level. Expansion increased data coverage to:

• Enable reporting of trends in more refined, clinical categories 
such as:

• histologic subtype
• biomarkers status
• treatment categories

• Represent important population subgroups 
• As of June 1, 2021, SEER covers   ̴50% of the US population.

• Represents more than 850,000 incident cancers reported 
annually



 Total 
Populatoin

White Black AI/AN Asian3
Native 
HI/PI

2 or More 
Races

Chinese Filipino Japanese Hispanic

13.3% 12.5% 14.6% 6.5% 14.6% 5.0% 12.3% 11.3% 12.5% 6.1% 25.2%
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Subgroups


Table1

		Number of Person by Race and Hispanic Ethnicity for SEER Participants (2010 Census Data1)

				Total Population2		White3		Black3		American Indian/ Alaska Native3		Asian3		Native Hawaiian/ Pacific Islander3		Other       Race3		2 or More Races		Chinese3,4		Filipino3,4		Japanese 3, 4		Hispanic5







		Total U.S.		308,745,538		223,553,265		38,929,319		2,932,248		14,674,252		540,013		19,107,368		9,009,073		3,347,229		2,555,923		763,325		50,477,594

		Total SEER (Old)6		106,879,966		71,314,862		11,673,430		1,444,452		8,444,500		370,168		9,705,245		3,927,309		2,237,768		1,659,575		567,607		22,211,710

		SEER - % of U.S.6		34.6%		31.9%		30.0%		49.3%		57.5%		68.5%		50.8%		43.6%		66.9%		64.9%		74.4%		44.0%

		Total SEER (New)		188,959,383		132,682,472		21,611,209		1,932,401		11,494,080		437,698		14,804,404		5,997,119		2,782,859		2,066,654		659,848		37,905,743

		SEER - % of U.S.		61.2%		59.4%		55.5%		65.9%		78.3%		81.1%		77.5%		66.6%		83.1%		80.9%		86.4%		75.1%

		SEER - 9 % of U.S.7		9.4%		8.7%		8.8%		12.5%		17.7%		43.3%		8.3%		14.1%		20.3%		22.2%		36.6%		7.9%

		SEER - 13 % of U.S.7		13.4%		11.5%		11.3%		19.3%		31.0%		49.9%		21.6%		20.4%		36.8%		38.8%		53.9%		18.8%

		SEER - 18 % of U.S.7		27.8%		24.9%		25.6%		30.6%		50.4%		66.5%		43.7%		37.2%		49.9%		64.9%		70.1%		38.4%

		SEER - 21 % of U.S.7		36.7%		33.6%		34.7%		35.7%		62.6%		68.9%		53.3%		46.1%		71.0%		69.5%		76.6%		46.7%

		NORTHEAST

		  Connecticut		3,574,097		2,772,410		362,296		11,256		135,565		1,428		198,466		92,676		31,404		11,998		3,574		479,087

		  Massachusetts		6,547,629		5,265,236		434,398		18,850		349,768		2,223		305,151		172,003		122,957		12,309		9,224		627,654

		  New Jersey		8,791,894		6,029,248		1,204,826		29,026		725,726		3,043		559,722		240,303		134,442		110,650		13,146		1,555,144

		  New York		19,378,102		12,740,974		3,073,800		106,906		1,420,244		8,766		1,441,563		585,849		576,952		104,287		37,780		3,416,922

		  New Hamphire		1,316,470		1,236,050		15,035		3,150		28,407		384		12,062		21,382		6,356		2,177		841		36,704

		SOUTH

		  Kentucky		4,339,367		3,809,537		337,520		10,120		48,930		2,501		55,551		75,208		9,051		5,188		4,124		132,836

		  Louisiana		4,533,372		2,836,192		1,452,396		30,579		70,132		1,963		69,227		72,883		10,017		6,416		1,464		192,560

		  Atlanta		3,365,297		1,546,399		1,314,721		12,055		215,881		1,639		187,289		87,313		32,980		6,996		4,322		422,202

		  Rural Georgia		127,159		71,315		51,120		294		550		36		2,436		1,408		66		72		10		4,429

		  Greater Georgia8		6,195,197		4,169,726		1,584,594		19,802		98,036		5,124		199,147		118,768		12,803		10,855		3,326		427,058

		  Arkansas		2,915,918		2,245,229		449,895		22,248		36,102		5,863		99,571		57,010		5,158		3,937		1,111		186,050

		  Tennessee		6,346,105		4,921,948		1,057,315		19,994		91,242		3,642		141,955		110,009		15,415		9,247		3,962		290,059

		  Texas		25,145,561		17,701,552		2,979,598		170,972		964,596		21,656		2,628,186		679,001		156,820		103,074		18,360		9,460,921

		NORTH CENTRAL

		  Detroit		3,863,924		2,598,821		974,744		13,013		138,806		837		49,885		87,818		20,911		14,866		6,604		156,275

		  Greater Michigan9		6,019,716		5,204,299		425,618		48,994		99,393		1,767		97,144		142,501		23,585		7,181		4,307		280,083

		  Iowa		3,046,355		2,781,561		89,148		11,084		53,094		2,003		56,132		53,333		9,834		3,558		1,332		151,544

		  Wisconsin		5,686,986		4,902,067		359,148		54,526		129,234		1,827		135,867		104,317		17,558		7,930		2,729		336,056

		  Illinois		12,830,632		9,177,877		1,866,414		43,963		586,934		4,050		861,412		289,982		104,166		114,724		17,542		2,027,578

		  Missouri		5,988,927		4,958,770		693,391		27,376		98,083		6,261		80,457		124,589		22,104		10,914		3,186		212,470

		WEST

		  Hawaii		1,360,301		336,599		21,424		4,164		525,078		135,422		16,985		320,629		54,955		197,497		185,502		120,842

		  New Mexico		2,059,179		1,407,876		42,550		193,222		28,208		1,810		308,503		77,010		5,729		4,963		2,208		953,403

		  Seattle-Puget Sound		4,590,294		3,444,989		212,146		63,217		434,419		34,169		165,279		236,075		85,135		83,304		30,777		399,157

		  Utah		2,763,885		2,379,560		29,287		32,927		55,285		24,554		166,754		75,518		11,186		5,600		6,087		358,340

		  San Francisco-Oakalnd		4,335,391		2,239,519		363,905		24,774		1,005,823		31,832		429,754		239,784		428,403		239,232		39,310		938,794

		  San Jose-Monterey		2,514,350		1,292,722		62,462		21,572		608,337		9,574		396,058		123,625		158,494		102,589		29,576		824,491

		  Los Angeles		9,818,605		4,936,599		856,874		72,828		1,346,865		26,094		2,140,632		438,713		393,488		322,110		102,287		4,687,889

		  Greater California10		20,585,610		12,985,094		1,015,831		243,627		1,899,982		76,886		3,350,928		1,013,262		272,717		531,649		101,355		7,562,545

		  Idaho		1,567,582		1,396,487		9,810		21,441		19,069		2,317		79,523		38,935		4,039		3,022		2,620		175,901

		  Colorado		5,029,196		4,089,202		201,737		56,010		139,028		6,623		364,140		172,456		25,215		14,448		11,097		1,038,687

		  Oregon		3,831,074		3,204,614		69,206		53,203		141,263		13,404		204,625		144,759		30,919		15,861		12,085		450,062

		  Arizona11		296,529						296,529

		  Alaska11		104,871						104,871

		  Cherokee Nation11		89,808						89,808



		1. Source: U.S. Bureau of Census, Census 2010, Summary File 1, Table DP-1.

		2. Total Population equals the sum of the White, Black, American Indian/Alaska Native, Asian, Native Hawaiian/Pacific Islander, Other Race, and Two or 

		    More Races columns. Note that only the American Indian/Alaska Native populations are covered in the SEER areas of Arizona and Alaska.

		3. Since each person could report multiple races in the 2000 Census, race-specific counts and percentages in this table are based on persons self-reporting only one race.

		4. The Chinese, Filipino, and Japanese populations are also included within the "Asian" population.

		5. Hispanic ethnicity is tabulated independently of race, so Hispanic persons may be of any race.

		6. New Jersey and Detriot are excluded from SEER (Old) and SEER (Old) %.

		7.  SEER 9 and SEER 13 include Detroit, and SEER 18 and SEER 21 includes Detroit and New Jersey.

		8. Greater Georgia calculated by subtracting the number for Atlanta and Rural Georgia from the Georgia state totals.

		9. Greater Michigan calculated by subtraction the number for Detroit from Michigan state totals.

		10. Greater California calculated by subtracting the number for San Francisco-Oakland, San Jose-Monterey and Los Angeles from the California state totals.

		11. Only the American Indian/Alaska Native populations within these states/areas are covered by SEER.





SEER growth

		SEER Growth Over Time

		SERE Version		Year Initiated		% US Population Coverage

		SEER 9		1975		9.4%

		SEER - 13 		1992		13.4%

		SEER - 18 		2000		27.8%

		SEER - 21 		2017		36.7%

		SEER 2021		2021		48%

		SEER 2021 Core + Research Support		2021		61.2%







Subpops

				Total Population2		White3		Black3		American Indian/ Alaska Native3		Asian3		Native Hawaiian/ Pacific Islander3		Other       Race3		2 or More Races		Chinese3,4		Filipino3,4		Japanese 3, 4		Hispanic5







		Total U.S.		308,745,538		223,553,265		38,929,319		2,932,248		14,674,252		540,013		19,107,368		9,009,073		3,347,229		2,555,923		763,325		50,477,594

		Total SEER (Old)6		106,879,966		71,314,862		11,673,430		1,444,452		8,444,500		370,168		9,705,245		3,927,309		2,237,768		1,659,575		567,607		22,211,710

		SEER - % of U.S.6		34.6%		31.9%		30.0%		49.3%		57.5%		68.5%		50.8%		43.6%		66.9%		64.9%		74.4%		44.0%

		Total SEER (New)		147,961,067		99,321,472		17,365,120		1,633,887		10,592,522		397,090		13,618,698		5,032,278		2,615,638		1,980,093		613,926		34,919,297



				Total Population		White		Black		AI/AN		Asian3		Native HI/PI		Other Race		2 or More Races		Chinese		Filipino		Japanese		Hispanic

		Percent Population Pre-2021		47.9%		44.4%		44.6%		55.7%		72.2%		73.5%		71.3%		55.9%		78.1%		77.5%		80.4%		69.2%

		Percent Population 2021+		34.6%		31.9%		30.0%		49.3%		57.5%		68.5%		50.8%		43.6%		66.9%		64.9%		74.4%		44.0%





				Total Population		White		Black		AI/AN		Asian3		Native HI/PI		Other Race		2 or More Races		Chinese		Filipino		Japanese		Hispanic

		Percent Increase 		13.3%		12.5%		14.6%		6.5%		14.6%		5.0%		20.5%		12.3%		11.3%		12.5%		6.1%		25.2%



Percent Increase 	Total Population	White	Black	AI/AN	Asian3	Native HI/PI	2 or More Races	Chinese	Filipino	Japanese	Hispanic	0.13305812050310506	0.12527936015606839	0.14620574277191956	6.4604017122699087E-2	0.14638034020405266	4.9854355358111668E-2	0.12265068781216454	0.11289039381530208	0.12540205632172796	6.0680575115448887E-2	0.25174708208160634	Census -Based Population Subgroup





Percent Increase







Increase in Population Subgroups Covered with SEER Expansion 



Percent Population Pre-2021	Total Population	White	Black	AI/AN	Asian3	Native HI/PI	2 or More Races	Chinese	Filipino	Japanese	Hispanic	0.47923305372594566	0.44428549052951655	0.44606791092338399	0.55721310066542806	0.72184408445486692	0.73533414936307084	0.55857889041414144	0.78143383676467904	0.77470761051878323	0.80427864933023285	0.69177815804770726	Percent Population 2021+	Total Population	White	Black	AI/AN	Asian3	Native HI/PI	2 or More Races	Chinese	Filipino	Japanese	Hispanic	0.3461749332228406	0.31900613037344816	0.29986216815146444	0.49260908354272898	0.57546374425081426	0.68547979400495918	0.4359282026019769	0.66854344294937695	0.64930555419705527	0.74359807421478397	0.44003107596610092	US Population Subgroup





Percent of Population Covered by SEER











Table2

		Number of Person by Race and Hispanic Ethnicity for SEER Participants (2010 Census Data1)

				Total Population2		White3		Black3		American Indian/ Alaska Native3		Asian3		Native Hawaiian/ Pacific Islander3		Other       Race3		2 or More Races		Chinese3,4		Filipino3,4		Japanese 3, 4		Hispanic5







		Total U.S.		308,745,538		223,553,265		38,929,319		2,932,248		14,674,252		540,013		19,107,368		9,009,073		3,347,229		2,555,923		763,325		50,477,594

		Total SEER (Old)6		106,879,966		71,314,862		11,673,430		1,444,452		8,444,500		370,168		9,705,245		3,927,309		2,237,768		1,659,575		567,607		22,211,710

		SEER - % of U.S.6		34.6%		31.9%		30.0%		49.3%		57.5%		68.5%		50.8%		43.6%		66.9%		64.9%		74.4%		44.0%

		Total SEER (New)		147,961,067		99,321,472		17,365,120		1,633,887		10,592,522		397,090		13,618,698		5,032,278		2,615,638		1,980,093		613,926		34,919,297

		SEER - % of U.S.		47.9%		44.4%		44.6%		55.7%		72.2%		73.5%		71.3%		55.9%		78.1%		77.5%		80.4%		69.2%

		SEER - 9 % of U.S.7		9.4%		8.7%		8.8%		12.5%		17.7%		43.3%		8.3%		14.1%		20.3%		22.2%		36.6%		7.9%

		SEER - 13 % of U.S.7		13.4%		11.5%		11.3%		19.3%		31.0%		49.9%		21.6%		20.4%		36.8%		38.8%		53.9%		18.8%

		SEER - 18 % of U.S.7		27.8%		24.9%		25.6%		30.6%		50.4%		66.5%		43.7%		37.2%		49.9%		64.9%		70.1%		38.4%

		SEER - 21 % of U.S.7		36.7%		33.6%		34.7%		35.7%		62.6%		68.9%		53.3%		46.1%		71.0%		69.5%		76.6%		46.7%

		NORTHEAST

		  Connecticut		3,574,097		2,772,410		362,296		11,256		135,565		1,428		198,466		92,676		31,404		11,998		3,574		479,087

		  Massachusetts		6,547,629		5,265,236		434,398		18,850		349,768		2,223		305,151		172,003		122,957		12,309		9,224		627,654

		  New Jersey		8,791,894		6,029,248		1,204,826		29,026		725,726		3,043		559,722		240,303		134,442		110,650		13,146		1,555,144

		  New York		19,378,102		12,740,974		3,073,800		106,906		1,420,244		8,766		1,441,563		585,849		576,952		104,287		37,780		3,416,922

		  New Hamphire		1,316,470		1,236,050		15,035		3,150		28,407		384		12,062		21,382		6,356		2,177		841		36,704

		SOUTH

		  Kentucky		4,339,367		3,809,537		337,520		10,120		48,930		2,501		55,551		75,208		9,051		5,188		4,124		132,836

		  Louisiana		4,533,372		2,836,192		1,452,396		30,579		70,132		1,963		69,227		72,883		10,017		6,416		1,464		192,560

		  Atlanta		3,365,297		1,546,399		1,314,721		12,055		215,881		1,639		187,289		87,313		32,980		6,996		4,322		422,202

		  Rural Georgia		127,159		71,315		51,120		294		550		36		2,436		1,408		66		72		10		4,429

		  Greater Georgia8		6,195,197		4,169,726		1,584,594		19,802		98,036		5,124		199,147		118,768		12,803		10,855		3,326		427,058

		  Arkansas		2,915,918		2,245,229		449,895		22,248		36,102		5,863		99,571		57,010		5,158		3,937		1,111		186,050

		  Tennessee		6,346,105		4,921,948		1,057,315		19,994		91,242		3,642		141,955		110,009		15,415		9,247		3,962		290,059

		  Texas		25,145,561		17,701,552		2,979,598		170,972		964,596		21,656		2,628,186		679,001		156,820		103,074		18,360		9,460,921

		NORTH CENTRAL

		  Detroit		3,863,924		2,598,821		974,744		13,013		138,806		837		49,885		87,818		20,911		14,866		6,604		156,275

		  Greater Michigan9		6,019,716		5,204,299		425,618		48,994		99,393		1,767		97,144		142,501		23,585		7,181		4,307		280,083

		  Iowa		3,046,355		2,781,561		89,148		11,084		53,094		2,003		56,132		53,333		9,834		3,558		1,332		151,544

		  Wisconsin		5,686,986		4,902,067		359,148		54,526		129,234		1,827		135,867		104,317		17,558		7,930		2,729		336,056

		  Illinois		12,830,632		9,177,877		1,866,414		43,963		586,934		4,050		861,412		289,982		104,166		114,724		17,542		2,027,578

		  Missouri		5,988,927		4,958,770		693,391		27,376		98,083		6,261		80,457		124,589		22,104		10,914		3,186		212,470

		WEST

		  Hawaii		1,360,301		336,599		21,424		4,164		525,078		135,422		16,985		320,629		54,955		197,497		185,502		120,842

		  New Mexico		2,059,179		1,407,876		42,550		193,222		28,208		1,810		308,503		77,010		5,729		4,963		2,208		953,403

		  Seattle-Puget Sound		4,590,294		3,444,989		212,146		63,217		434,419		34,169		165,279		236,075		85,135		83,304		30,777		399,157

		  Utah		2,763,885		2,379,560		29,287		32,927		55,285		24,554		166,754		75,518		11,186		5,600		6,087		358,340

		  San Francisco-Oakalnd		4,335,391		2,239,519		363,905		24,774		1,005,823		31,832		429,754		239,784		428,403		239,232		39,310		938,794

		  San Jose-Monterey		2,514,350		1,292,722		62,462		21,572		608,337		9,574		396,058		123,625		158,494		102,589		29,576		824,491

		  Los Angeles		9,818,605		4,936,599		856,874		72,828		1,346,865		26,094		2,140,632		438,713		393,488		322,110		102,287		4,687,889

		  Greater California10		20,585,610		12,985,094		1,015,831		243,627		1,899,982		76,886		3,350,928		1,013,262		272,717		531,649		101,355		7,562,545

		  Idaho		1,567,582		1,396,487		9,810		21,441		19,069		2,317		79,523		38,935		4,039		3,022		2,620		175,901

		  Colorado		5,029,196		4,089,202		201,737		56,010		139,028		6,623		364,140		172,456		25,215		14,448		11,097		1,038,687

		  Oregon		3,831,074		3,204,614		69,206		53,203		141,263		13,404		204,625		144,759		30,919		15,861		12,085		450,062

		  Arizona11		296,529						296,529

		  Alaska11		104,871						104,871

		  Cherokee Nation11		89,808						89,808



		1. Source: U.S. Bureau of Census, Census 2010, Summary File 1, Table DP-1.

		2. Total Population equals the sum of the White, Black, American Indian/Alaska Native, Asian, Native Hawaiian/Pacific Islander, Other Race, and Two or 

		    More Races columns. Note that only the American Indian/Alaska Native populations are covered in the SEER areas of Arizona and Alaska.

		3. Since each person could report multiple races in the 2000 Census, race-specific counts and percentages in this table are based on persons self-reporting only one race.

		4. The Chinese, Filipino, and Japanese populations are also included within the "Asian" population.

		5. Hispanic ethnicity is tabulated independently of race, so Hispanic persons may be of any race.

		6. New Jersey and Detriot are excluded from SEER (Old) and SEER (Old) %.

		7.  SEER 9 and SEER 13 include Detroit, and SEER 18 and SEER 21 includes Detroit and New Jersey.

		8. Greater Georgia calculated by subtracting the number for Atlanta and Rural Georgia from the Georgia state totals.

		9. Greater Michigan calculated by subtraction the number for Detroit from Michigan state totals.

		10. Greater California calculated by subtracting the number for San Francisco-Oakland, San Jose-Monterey and Los Angeles from the California state totals.

		11. Only the American Indian/Alaska Native populations within these states/areas are covered by SEER.





Sheet2

				Total Population2		White3		Black3		American Indian/ Alaska Native3		Asian3		Native Hawaiian/ Pacific Islander3		Other       Race3		2 or More Races		Chinese3,4		Filipino3,4		Japanese 3, 4		Hispanic5







		Total SEER (New)		188,959,383		132,682,472		21,611,209		1,932,401		11,494,080		437,698		14,804,404		5,997,119		2,782,859		2,066,654		659,848		37,905,743

		SEER - % of U.S.6 <2021		34.6%		31.9%		30.0%		49.3%		57.5%		68.5%		50.8%		43.6%		66.9%		64.9%		74.4%		44.0%

		 % US Population  Jnue 2021		61.2%		59.4%		55.5%		65.9%		78.3%		81.1%		77.5%		66.6%		83.1%		80.9%		86.4%		75.1%
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		Percent Increase for US Population Subgroups with SEER Expansion May 2021

		 Total Populatoin		White		Black		AI/AN		Asian3		Native HI/PI		Other Race		2 or More Races		Chinese		Filipino		Japanese		Hispanic

		13.3%		12.5%		14.6%		6.5%		14.6%		5.0%		20.5%		12.3%		11.3%		12.5%		6.1%		25.2%
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Increase in Population Subgroups Covered with SEER Expansion 



Percent Population 2021+	Total Population	White	Black	AI/AN	Asian3	Native HI/PI	2 or More Races	Chinese	Filipino	Japanese	Hispanic	0.47923305372594566	0.44428549052951655	0.44606791092338399	0.55721310066542806	0.72184408445486692	0.73533414936307084	0.55857889041414144	0.78143383676467904	0.77470761051878323	0.80427864933023285	0.69177815804770726	Percent Population 	<	 2021	Total Population	White	Black	AI/AN	Asian3	Native HI/PI	2 or More Races	Chinese	Filipino	Japanese	Hispanic	0.3461749332228406	0.31900613037344816	0.29986216815146444	0.49260908354272898	0.57546374425081426	0.68547979400495918	0.4359282026019769	0.66854344294937695	0.64930555419705527	0.74359807421478397	0.44003107596610092	US Population Subgroup
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Table1

		Number of Person by Race and Hispanic Ethnicity for SEER Participants (2010 Census Data1)

				Total Population2		White3		Black3		American Indian/ Alaska Native3		Asian3		Native Hawaiian/ Pacific Islander3		Other       Race3		2 or More Races		Chinese3,4		Filipino3,4		Japanese 3, 4		Hispanic5







		Total U.S.		308,745,538		223,553,265		38,929,319		2,932,248		14,674,252		540,013		19,107,368		9,009,073		3,347,229		2,555,923		763,325		50,477,594

		Total SEER (Old)6		106,879,966		71,314,862		11,673,430		1,444,452		8,444,500		370,168		9,705,245		3,927,309		2,237,768		1,659,575		567,607		22,211,710

		SEER - % of U.S.6		34.6%		31.9%		30.0%		49.3%		57.5%		68.5%		50.8%		43.6%		66.9%		64.9%		74.4%		44.0%

		Total SEER (New)		188,959,383		132,682,472		21,611,209		1,932,401		11,494,080		437,698		14,804,404		5,997,119		2,782,859		2,066,654		659,848		37,905,743

		SEER - % of U.S.		61.2%		59.4%		55.5%		65.9%		78.3%		81.1%		77.5%		66.6%		83.1%		80.9%		86.4%		75.1%

		SEER - 9 % of U.S.7		9.4%		8.7%		8.8%		12.5%		17.7%		43.3%		8.3%		14.1%		20.3%		22.2%		36.6%		7.9%

		SEER - 13 % of U.S.7		13.4%		11.5%		11.3%		19.3%		31.0%		49.9%		21.6%		20.4%		36.8%		38.8%		53.9%		18.8%

		SEER - 18 % of U.S.7		27.8%		24.9%		25.6%		30.6%		50.4%		66.5%		43.7%		37.2%		49.9%		64.9%		70.1%		38.4%

		SEER - 21 % of U.S.7		36.7%		33.6%		34.7%		35.7%		62.6%		68.9%		53.3%		46.1%		71.0%		69.5%		76.6%		46.7%

		NORTHEAST

		  Connecticut		3,574,097		2,772,410		362,296		11,256		135,565		1,428		198,466		92,676		31,404		11,998		3,574		479,087

		  Massachusetts		6,547,629		5,265,236		434,398		18,850		349,768		2,223		305,151		172,003		122,957		12,309		9,224		627,654

		  New Jersey		8,791,894		6,029,248		1,204,826		29,026		725,726		3,043		559,722		240,303		134,442		110,650		13,146		1,555,144

		  New York		19,378,102		12,740,974		3,073,800		106,906		1,420,244		8,766		1,441,563		585,849		576,952		104,287		37,780		3,416,922

		  New Hamphire		1,316,470		1,236,050		15,035		3,150		28,407		384		12,062		21,382		6,356		2,177		841		36,704

		SOUTH

		  Kentucky		4,339,367		3,809,537		337,520		10,120		48,930		2,501		55,551		75,208		9,051		5,188		4,124		132,836

		  Louisiana		4,533,372		2,836,192		1,452,396		30,579		70,132		1,963		69,227		72,883		10,017		6,416		1,464		192,560

		  Atlanta		3,365,297		1,546,399		1,314,721		12,055		215,881		1,639		187,289		87,313		32,980		6,996		4,322		422,202

		  Rural Georgia		127,159		71,315		51,120		294		550		36		2,436		1,408		66		72		10		4,429

		  Greater Georgia8		6,195,197		4,169,726		1,584,594		19,802		98,036		5,124		199,147		118,768		12,803		10,855		3,326		427,058

		  Arkansas		2,915,918		2,245,229		449,895		22,248		36,102		5,863		99,571		57,010		5,158		3,937		1,111		186,050

		  Tennessee		6,346,105		4,921,948		1,057,315		19,994		91,242		3,642		141,955		110,009		15,415		9,247		3,962		290,059

		  Texas		25,145,561		17,701,552		2,979,598		170,972		964,596		21,656		2,628,186		679,001		156,820		103,074		18,360		9,460,921

		NORTH CENTRAL

		  Detroit		3,863,924		2,598,821		974,744		13,013		138,806		837		49,885		87,818		20,911		14,866		6,604		156,275

		  Greater Michigan9		6,019,716		5,204,299		425,618		48,994		99,393		1,767		97,144		142,501		23,585		7,181		4,307		280,083

		  Iowa		3,046,355		2,781,561		89,148		11,084		53,094		2,003		56,132		53,333		9,834		3,558		1,332		151,544

		  Wisconsin		5,686,986		4,902,067		359,148		54,526		129,234		1,827		135,867		104,317		17,558		7,930		2,729		336,056

		  Illinois		12,830,632		9,177,877		1,866,414		43,963		586,934		4,050		861,412		289,982		104,166		114,724		17,542		2,027,578

		  Missouri		5,988,927		4,958,770		693,391		27,376		98,083		6,261		80,457		124,589		22,104		10,914		3,186		212,470

		WEST

		  Hawaii		1,360,301		336,599		21,424		4,164		525,078		135,422		16,985		320,629		54,955		197,497		185,502		120,842

		  New Mexico		2,059,179		1,407,876		42,550		193,222		28,208		1,810		308,503		77,010		5,729		4,963		2,208		953,403

		  Seattle-Puget Sound		4,590,294		3,444,989		212,146		63,217		434,419		34,169		165,279		236,075		85,135		83,304		30,777		399,157

		  Utah		2,763,885		2,379,560		29,287		32,927		55,285		24,554		166,754		75,518		11,186		5,600		6,087		358,340

		  San Francisco-Oakalnd		4,335,391		2,239,519		363,905		24,774		1,005,823		31,832		429,754		239,784		428,403		239,232		39,310		938,794

		  San Jose-Monterey		2,514,350		1,292,722		62,462		21,572		608,337		9,574		396,058		123,625		158,494		102,589		29,576		824,491

		  Los Angeles		9,818,605		4,936,599		856,874		72,828		1,346,865		26,094		2,140,632		438,713		393,488		322,110		102,287		4,687,889

		  Greater California10		20,585,610		12,985,094		1,015,831		243,627		1,899,982		76,886		3,350,928		1,013,262		272,717		531,649		101,355		7,562,545

		  Idaho		1,567,582		1,396,487		9,810		21,441		19,069		2,317		79,523		38,935		4,039		3,022		2,620		175,901

		  Colorado		5,029,196		4,089,202		201,737		56,010		139,028		6,623		364,140		172,456		25,215		14,448		11,097		1,038,687

		  Oregon		3,831,074		3,204,614		69,206		53,203		141,263		13,404		204,625		144,759		30,919		15,861		12,085		450,062

		  Arizona11		296,529						296,529

		  Alaska11		104,871						104,871

		  Cherokee Nation11		89,808						89,808



		1. Source: U.S. Bureau of Census, Census 2010, Summary File 1, Table DP-1.

		2. Total Population equals the sum of the White, Black, American Indian/Alaska Native, Asian, Native Hawaiian/Pacific Islander, Other Race, and Two or 

		    More Races columns. Note that only the American Indian/Alaska Native populations are covered in the SEER areas of Arizona and Alaska.

		3. Since each person could report multiple races in the 2000 Census, race-specific counts and percentages in this table are based on persons self-reporting only one race.

		4. The Chinese, Filipino, and Japanese populations are also included within the "Asian" population.

		5. Hispanic ethnicity is tabulated independently of race, so Hispanic persons may be of any race.

		6. New Jersey and Detriot are excluded from SEER (Old) and SEER (Old) %.

		7.  SEER 9 and SEER 13 include Detroit, and SEER 18 and SEER 21 includes Detroit and New Jersey.

		8. Greater Georgia calculated by subtracting the number for Atlanta and Rural Georgia from the Georgia state totals.

		9. Greater Michigan calculated by subtraction the number for Detroit from Michigan state totals.

		10. Greater California calculated by subtracting the number for San Francisco-Oakland, San Jose-Monterey and Los Angeles from the California state totals.

		11. Only the American Indian/Alaska Native populations within these states/areas are covered by SEER.





SEER growth

		SEER Growth Over Time

		SERE Version		Year Initiated		% US Population Coverage

		SEER 9		1975		9.4%

		SEER - 13 		1992		13.4%

		SEER - 18 		2000		27.8%

		SEER - 21 		2017		36.7%

		SEER 2021		2021		48%

		SEER 2021 Core + Research Support		2021		61.2%







Subpops

				Total Population2		White3		Black3		American Indian/ Alaska Native3		Asian3		Native Hawaiian/ Pacific Islander3		Other       Race3		2 or More Races		Chinese3,4		Filipino3,4		Japanese 3, 4		Hispanic5







		Total U.S.		308,745,538		223,553,265		38,929,319		2,932,248		14,674,252		540,013		19,107,368		9,009,073		3,347,229		2,555,923		763,325		50,477,594

		Total SEER (Old)6		106,879,966		71,314,862		11,673,430		1,444,452		8,444,500		370,168		9,705,245		3,927,309		2,237,768		1,659,575		567,607		22,211,710

		SEER - % of U.S.6		34.6%		31.9%		30.0%		49.3%		57.5%		68.5%		50.8%		43.6%		66.9%		64.9%		74.4%		44.0%

		Total SEER (New)		147,961,067		99,321,472		17,365,120		1,633,887		10,592,522		397,090		13,618,698		5,032,278		2,615,638		1,980,093		613,926		34,919,297



				Total Population		White		Black		AI/AN		Asian3		Native HI/PI		Other Race		2 or More Races		Chinese		Filipino		Japanese		Hispanic

		Percent Population 2021+		47.9%		44.4%		44.6%		55.7%		72.2%		73.5%		71.3%		55.9%		78.1%		77.5%		80.4%		69.2%

		Percent Population < 2021		34.6%		31.9%		30.0%		49.3%		57.5%		68.5%		50.8%		43.6%		66.9%		64.9%		74.4%		44.0%





				Total Population		White		Black		AI/AN		Asian3		Native HI/PI		Other Race		2 or More Races		Chinese		Filipino		Japanese		Hispanic

		Percent Increase 		13.3%		12.5%		14.6%		6.5%		14.6%		5.0%		20.5%		12.3%		11.3%		12.5%		6.1%		25.2%



Percent Increase 	Total Population	White	Black	AI/AN	Asian3	Native HI/PI	2 or More Races	Chinese	Filipino	Japanese	Hispanic	0.13305812050310506	0.12527936015606839	0.14620574277191956	6.4604017122699087E-2	0.14638034020405266	4.9854355358111668E-2	0.12265068781216454	0.11289039381530208	0.12540205632172796	6.0680575115448887E-2	0.25174708208160634	Census -Based Population Subgroup





Percent Increase







Increase in Population Subgroups Covered with SEER Expansion 



Percent Population 2021+	Total Population	White	Black	AI/AN	Asian3	Native HI/PI	2 or More Races	Chinese	Filipino	Japanese	Hispanic	0.47923305372594566	0.44428549052951655	0.44606791092338399	0.55721310066542806	0.72184408445486692	0.73533414936307084	0.55857889041414144	0.78143383676467904	0.77470761051878323	0.80427864933023285	0.69177815804770726	Percent Population 	<	 2021	Total Population	White	Black	AI/AN	Asian3	Native HI/PI	2 or More Races	Chinese	Filipino	Japanese	Hispanic	0.3461749332228406	0.31900613037344816	0.29986216815146444	0.49260908354272898	0.57546374425081426	0.68547979400495918	0.4359282026019769	0.66854344294937695	0.64930555419705527	0.74359807421478397	0.44003107596610092	US Population Subgroup





Percent of Population Covered by SEER











Table2

		Number of Person by Race and Hispanic Ethnicity for SEER Participants (2010 Census Data1)

				Total Population2		White3		Black3		American Indian/ Alaska Native3		Asian3		Native Hawaiian/ Pacific Islander3		Other       Race3		2 or More Races		Chinese3,4		Filipino3,4		Japanese 3, 4		Hispanic5







		Total U.S.		308,745,538		223,553,265		38,929,319		2,932,248		14,674,252		540,013		19,107,368		9,009,073		3,347,229		2,555,923		763,325		50,477,594

		Total SEER (Old)6		106,879,966		71,314,862		11,673,430		1,444,452		8,444,500		370,168		9,705,245		3,927,309		2,237,768		1,659,575		567,607		22,211,710

		SEER - % of U.S.6		34.6%		31.9%		30.0%		49.3%		57.5%		68.5%		50.8%		43.6%		66.9%		64.9%		74.4%		44.0%

		Total SEER (New)		147,961,067		99,321,472		17,365,120		1,633,887		10,592,522		397,090		13,618,698		5,032,278		2,615,638		1,980,093		613,926		34,919,297

		SEER - % of U.S.		47.9%		44.4%		44.6%		55.7%		72.2%		73.5%		71.3%		55.9%		78.1%		77.5%		80.4%		69.2%

		SEER - 9 % of U.S.7		9.4%		8.7%		8.8%		12.5%		17.7%		43.3%		8.3%		14.1%		20.3%		22.2%		36.6%		7.9%

		SEER - 13 % of U.S.7		13.4%		11.5%		11.3%		19.3%		31.0%		49.9%		21.6%		20.4%		36.8%		38.8%		53.9%		18.8%

		SEER - 18 % of U.S.7		27.8%		24.9%		25.6%		30.6%		50.4%		66.5%		43.7%		37.2%		49.9%		64.9%		70.1%		38.4%

		SEER - 21 % of U.S.7		36.7%		33.6%		34.7%		35.7%		62.6%		68.9%		53.3%		46.1%		71.0%		69.5%		76.6%		46.7%

		NORTHEAST

		  Connecticut		3,574,097		2,772,410		362,296		11,256		135,565		1,428		198,466		92,676		31,404		11,998		3,574		479,087

		  Massachusetts		6,547,629		5,265,236		434,398		18,850		349,768		2,223		305,151		172,003		122,957		12,309		9,224		627,654

		  New Jersey		8,791,894		6,029,248		1,204,826		29,026		725,726		3,043		559,722		240,303		134,442		110,650		13,146		1,555,144

		  New York		19,378,102		12,740,974		3,073,800		106,906		1,420,244		8,766		1,441,563		585,849		576,952		104,287		37,780		3,416,922

		  New Hamphire		1,316,470		1,236,050		15,035		3,150		28,407		384		12,062		21,382		6,356		2,177		841		36,704

		SOUTH

		  Kentucky		4,339,367		3,809,537		337,520		10,120		48,930		2,501		55,551		75,208		9,051		5,188		4,124		132,836

		  Louisiana		4,533,372		2,836,192		1,452,396		30,579		70,132		1,963		69,227		72,883		10,017		6,416		1,464		192,560

		  Atlanta		3,365,297		1,546,399		1,314,721		12,055		215,881		1,639		187,289		87,313		32,980		6,996		4,322		422,202

		  Rural Georgia		127,159		71,315		51,120		294		550		36		2,436		1,408		66		72		10		4,429

		  Greater Georgia8		6,195,197		4,169,726		1,584,594		19,802		98,036		5,124		199,147		118,768		12,803		10,855		3,326		427,058

		  Arkansas		2,915,918		2,245,229		449,895		22,248		36,102		5,863		99,571		57,010		5,158		3,937		1,111		186,050

		  Tennessee		6,346,105		4,921,948		1,057,315		19,994		91,242		3,642		141,955		110,009		15,415		9,247		3,962		290,059

		  Texas		25,145,561		17,701,552		2,979,598		170,972		964,596		21,656		2,628,186		679,001		156,820		103,074		18,360		9,460,921

		NORTH CENTRAL

		  Detroit		3,863,924		2,598,821		974,744		13,013		138,806		837		49,885		87,818		20,911		14,866		6,604		156,275

		  Greater Michigan9		6,019,716		5,204,299		425,618		48,994		99,393		1,767		97,144		142,501		23,585		7,181		4,307		280,083

		  Iowa		3,046,355		2,781,561		89,148		11,084		53,094		2,003		56,132		53,333		9,834		3,558		1,332		151,544

		  Wisconsin		5,686,986		4,902,067		359,148		54,526		129,234		1,827		135,867		104,317		17,558		7,930		2,729		336,056

		  Illinois		12,830,632		9,177,877		1,866,414		43,963		586,934		4,050		861,412		289,982		104,166		114,724		17,542		2,027,578

		  Missouri		5,988,927		4,958,770		693,391		27,376		98,083		6,261		80,457		124,589		22,104		10,914		3,186		212,470

		WEST

		  Hawaii		1,360,301		336,599		21,424		4,164		525,078		135,422		16,985		320,629		54,955		197,497		185,502		120,842

		  New Mexico		2,059,179		1,407,876		42,550		193,222		28,208		1,810		308,503		77,010		5,729		4,963		2,208		953,403

		  Seattle-Puget Sound		4,590,294		3,444,989		212,146		63,217		434,419		34,169		165,279		236,075		85,135		83,304		30,777		399,157

		  Utah		2,763,885		2,379,560		29,287		32,927		55,285		24,554		166,754		75,518		11,186		5,600		6,087		358,340

		  San Francisco-Oakalnd		4,335,391		2,239,519		363,905		24,774		1,005,823		31,832		429,754		239,784		428,403		239,232		39,310		938,794

		  San Jose-Monterey		2,514,350		1,292,722		62,462		21,572		608,337		9,574		396,058		123,625		158,494		102,589		29,576		824,491

		  Los Angeles		9,818,605		4,936,599		856,874		72,828		1,346,865		26,094		2,140,632		438,713		393,488		322,110		102,287		4,687,889

		  Greater California10		20,585,610		12,985,094		1,015,831		243,627		1,899,982		76,886		3,350,928		1,013,262		272,717		531,649		101,355		7,562,545

		  Idaho		1,567,582		1,396,487		9,810		21,441		19,069		2,317		79,523		38,935		4,039		3,022		2,620		175,901

		  Colorado		5,029,196		4,089,202		201,737		56,010		139,028		6,623		364,140		172,456		25,215		14,448		11,097		1,038,687

		  Oregon		3,831,074		3,204,614		69,206		53,203		141,263		13,404		204,625		144,759		30,919		15,861		12,085		450,062

		  Arizona11		296,529						296,529

		  Alaska11		104,871						104,871

		  Cherokee Nation11		89,808						89,808



		1. Source: U.S. Bureau of Census, Census 2010, Summary File 1, Table DP-1.

		2. Total Population equals the sum of the White, Black, American Indian/Alaska Native, Asian, Native Hawaiian/Pacific Islander, Other Race, and Two or 

		    More Races columns. Note that only the American Indian/Alaska Native populations are covered in the SEER areas of Arizona and Alaska.

		3. Since each person could report multiple races in the 2000 Census, race-specific counts and percentages in this table are based on persons self-reporting only one race.

		4. The Chinese, Filipino, and Japanese populations are also included within the "Asian" population.

		5. Hispanic ethnicity is tabulated independently of race, so Hispanic persons may be of any race.

		6. New Jersey and Detriot are excluded from SEER (Old) and SEER (Old) %.

		7.  SEER 9 and SEER 13 include Detroit, and SEER 18 and SEER 21 includes Detroit and New Jersey.

		8. Greater Georgia calculated by subtracting the number for Atlanta and Rural Georgia from the Georgia state totals.

		9. Greater Michigan calculated by subtraction the number for Detroit from Michigan state totals.

		10. Greater California calculated by subtracting the number for San Francisco-Oakland, San Jose-Monterey and Los Angeles from the California state totals.

		11. Only the American Indian/Alaska Native populations within these states/areas are covered by SEER.





Sheet2

				Total Population2		White3		Black3		American Indian/ Alaska Native3		Asian3		Native Hawaiian/ Pacific Islander3		Other       Race3		2 or More Races		Chinese3,4		Filipino3,4		Japanese 3, 4		Hispanic5







		Total SEER (New)		188,959,383		132,682,472		21,611,209		1,932,401		11,494,080		437,698		14,804,404		5,997,119		2,782,859		2,066,654		659,848		37,905,743

		SEER - % of U.S.6 <2021		34.6%		31.9%		30.0%		49.3%		57.5%		68.5%		50.8%		43.6%		66.9%		64.9%		74.4%		44.0%

		 % US Population  Jnue 2021		61.2%		59.4%		55.5%		65.9%		78.3%		81.1%		77.5%		66.6%		83.1%		80.9%		86.4%		75.1%





tab subpop

		Percent Increase for US Population Subgroups with SEER Expansion May 2021

		 Total Populatoin		White		Black		AI/AN		Asian3		Native HI/PI		Other Race		2 or More Races		Chinese		Filipino		Japanese		Hispanic

		13.3%		12.5%		14.6%		6.5%		14.6%		5.0%		20.5%		12.3%		11.3%		12.5%		6.1%		25.2%
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		SEER Utilization Metrics 2020

		Pubications to date:

				17,000+ SEER Data for the Primary Analysis

				86,000+ Referencing SEER Data

				2,200+ Using SEER-Medicare



		Grants   2020 ($55.3 M)

				SEER Primary Data: (61/$37.3M)

				SEER as referenc Data Source (13/ $4.6M)														37.8

				SEER Intramral Grant Support (10/$12.9M)														4.6



		>4,500 data downloads annually																12.9

																		55.3



				Grants Using SEER Data Establishing Background: N=56/$21.5M

				Intramural: N=10/$12.9M



				Online statistical tools: Joinpoint (5,318 downloads), SEER*Stat (304,856 analyses), CI Rank, Cancer Query systems







SEER Expansion

Two categories of Registries were added to SEER.
• Core Registries- these submit data annually to the SEER 

program and  data accessible to the research community   
(  ̴50% of US Population)

• Research Support Registries –12 additional registries eligible 
to participate in specific activities such as

• Virtual Pooled Registry (VPR)
• Virtual SEER-Linked Biorepository
• National Childhood Cancer Registry (NCCR) 
• Special Research Projects and Pilots
• Participation in linkages with external data partners 

(Pharmacies, genomic laboratories, claims data etc.)



New SEER Registries in 2021

New Core Registries
• Illinois
• New Jersey
• Texas

Research Support Registries
• Colorado
• Missouri
• Oregon
• Tennessee
• Michigan
• Detroit Metro
• Arkansas
• Dartmouth 
• Wisconsin



Map of SEER Program as of 
June 1, 2021



SEER Traditional and 
Enhanced (New) Data
Data Traditionally Collected

• Demographics
• Geospatial data
• Characterization of the tumor at 

diagnosis
• Stage
• Tumor characteristics 

(including 32 biomarkers)
• Treatment (first course)

• Surgery, radiation, 
Chemo/hormonal  (y/n)

• Survival and Cause of death

New Data Being Integrated into SEER
• Treatment

• Detailed  & longitudinal Treatment
• Infusion and oral medication 

(chemo/hormone/immuno)
• Radiation

• Both Initial & subsequent Rx courses
• Expanded tumor characteristics

• Genomics/Biomarkers (EGFR, ALK, BRAF 
MSI etc.)

• Multigene panels for specific cancers 
(Oncotype, Decipher, Castle LS)

• Capturing Metastatic Recurrence
• Leveraging multiple data sources 

(pathology, radiology, claims, hospital 
reports)

• Longitudinal Residential History



Recent Additions to the 
SEER Data

• Pharmacy Data—oral antineoplastic agents (2013–2021)
• CVS, Walgreens/RiteAid
• United Health Care Pharmacy Data Management (PBM) Data 

• Medical Insurance Claims – detailed longitudinal treatment, 
comorbidities, tests, hospitalizations

• Unlimited Systems—claims processor for community oncology 
practice claims (2013–2021)

• 17% of cases to date
• United Health Care Claims (2000-2020)

• 1,615,174 Patients
• Covers between 6%- 25% of patients by registry (Mean 14.5% 

coverage)
• In discussions with other large commercial insurers and Medicare



Recent Additions to the 
SEER Data 

• Genomic data linkages
• Oncotype DX Breast 2010+

• 21gene assay 239,178 patients
• 16 gene assay 5,734 patients

• Oncotype DX Prostate MultiGene Panel - 13,502 patients
• Decipher MultiGene Panel - 15,309 patients
• Castle Life Sciences – Cutaneous & Uveal Melanoma MultiGene Panel - 7,372 

cases

• Residential History 
• SEER has captured each patient’s residential history back to 2000
• Purpose

• Enable linkages longitudinally as cancer patients move – address 
information is essential

• Enable linkages with exposure data pre-diagnosis when exposure most 
relevant
• Registries capture address at the time of diagnosis only



Automation in SEER: 
DOE-NCI Collaboration

• API for auto-extraction of key elements (site, histology, behavior, laterality, 
grade) developed and under refinement

• Implementing to optimize work-flow in 6 SEER registries
• Automated process 18,000X faster than manual extraction
• Full automated extraction of 20% of all path reports + 50% partial auto-

extraction
• Initial test in GA registry- automated 24,000 report backlog in <2 minutes!

• Developing Privacy Preserving version for sharing with CDC, VA and others.
• Ultimate Goal: support near real time incidence reporting
• API for reportability of cancer pathology reports developed 

• modifying for radiology reports (to capture missed cases- CNS tumors and 
HCC)

• API for recurrent metastatic disease developed for pathology reports
• modifying for radiology reports 



SEER Data Access

• SEER data collected by registries under state public health reporting authority
• SEER Receives only a limited data set for dissemination

• SEER traditionally broadly available (>4,500 downloads per year) 
• Increasingly detailed data increases risk of re-identifiability of individuals
• Therefore, a new Multi-tiered Authentication and Authorization Process is in 

development with increasing requirements by tier
• Tier 1- De-identified – no dates or geographic variables- available to all with minimal 

Data Use Agreement (DUA) (live)
• Tier 2 – Limited Data set with minimal detailed characterization variables (live)
• Tier 3 – Limited Data set with special variables (biomarkers, multi-gene panels etc.) 

(live)
• Tier 4 – Limited Dataset with longitudinal treatment, dates etc., (May require IRB 

review) (in dev)



Virtual Pooled Registry (VPR)

• Centralized process for linking cohorts/other studies to all registries in 
US to
• Capture information on cancers and outcomes (Survival)
• Currently 45 US registries are participating (87% US pop)

• Central website for data submission and linkages

• Templated IRB and DUA forms
• Accepted by   ̴50% of participating registries to date

• cIRB contract for SRP May 2021
• Enables central IRB submission and approval through reliance 

agreements with registries
• Available to support other data access processes in SRP for SEER data 

(Tier 4 requests)



The National Childhood Cancer Registry 
(NCCR)

Centralized data system from 23 registries across the US (77% of all childhood cancers to date)
Base Data

• Complete abstracts from participating state registries  (1995+)
• National Death Index (NDI)/State vital records
• Lexis Nexis - Residential History
• Virtual Pooled Registry (VPR) linkage – de-duplication/subsequent cancers

Planned Linkages
• Pharmacy Data (Oral Therapies)
• Longitudinal Radiation oncology data
• Claims data (Comorbidity and treatment)
• Radiology reports + images (case finding/ recurrence)
• Genomic Data 
• COG Clinical Trials and Project Every Child DB – evaluate coverage and under 

representation for COG
Data Access
• Creation of Data platform and data products to enable controlled access by investigators



Feedback and Suggestions



Member Updates/
New Business
Group Discussion



Member Updates



Next Meeting

• Spring 2022 
• 11:30 a.m. – 1:30 p.m.
• Via teleconference
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