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la Commission nationale de I'informatique et des libertes CNIL
Comite National des Registres

1978
1978 relative a l'informatique, aux fichiers et aux libertes, J.O. 7 janvier 1978

1 6 Loi no78-17 du 6 janvier

L'Arrete du 6 Novembre 1995 relatif au
Comite National des Registres( CNR
), J.0.11 Novembre 1995, Art.2

Comite
national des registres-Rapport d'activite
1992-1997

JIntroduction.(http://www.sante.gouv.fr

Rapport

/amiante/connaitre/sciences/epidemio/regis
tres.html)

1986 2 10

30

Comite National des Registres
14

11 personnalites

I'Institut de veille sanitaire
Institut National de la Sante et

de la Recherche Medicale

2
1978 1
6 1994 Loi
Nno94-548 du ler juillet 1994
CNR 4 4



CNIL
CNIL
4
3
avis favorable 4
Comite consultatif
2
1
CNIL
attester
competence
CNIL
la Commission 1978 1 6
nationale de I'informatique et des libertes Loi no78-17 du 6 janvier 1978 relative
CNIL a linformatique, aux fichiers et aux
libertes, J.0. 7 janvier 1978 1978
1978 1 6 6 8
CNIL
2
CNIL 4 2
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2 2
5
5
CNIL
1978

Une recommandation du 27
novembre 2003 relative aux traitments de
226 13 données a caractére personnel mis en

ceuvre par les registres du cancer.

recommandation 55

1978
226 —13
la vie privee
fonctions
donnees enregistrees
(53 )
55
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6 5
36
56
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40
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30
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CNIL
39
aréte Reglement
()
Loi
decret
(directeur
general)
CNIL
CNR
8
CNR
(40 ) 4
1978 1994 7 1
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Loi no94 548 du ler Juillet 1994
relative au traitement des donnees
nominatives ayant pour fin la recherché
dans le domaine de la sante, J.O. 2 Juillet
1994 1994

1994 40 2

2004 8 6
la protection des personnes physiquews a

Loi relative a
I'egard des traitements de donnees a
caractere personnel du 6 aout 2004

40 —2 54

1978 54

CNIL

biostatistique
competence

CNIL
CNIL 25

CNIL
méthodologies de référence

les
organisms publics et prives representatifs

1 4
30
CNIL
seul
un engagement  CNIL CNIL
CNIL
Rapport, op.cit. p.11.
1978 25 26 27
CNIL
<8 <,
infractions condamnations
mesures de
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personnes concernées
leurs finalités
CNIL
CNIL
CNIL 2

CNIL
21
226 13
226 14
1978 1 6 55
226 13
226 14
226 13
15
1995
4
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Loi no88-227 du 11 mars 1988, Loi
Nn092-1336 du 16 decembre 1992, Loi
n099-641 du 27 juillet 1999, Loi
no2000-321 du 12 avril 2000

2004
1978
1978 53
23 26 32 38
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2
1978 55 <
53
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60
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30
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1995 10 24 8
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1978 60
3 10
CNIL 54
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11 2 verification
1978 11 2 CNIL
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1978 36
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formalités préalables
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1970 30
13 15
CepiDC
SEER 2005 2
INVS /CNR
(1) Dr. Laurence CHERIE-CHALLINE
CNIL
Dr. Jeanne Bossi
Registre National du Lucemie des Enfants
Cancer Dr. Jacqueline
Incidence in Five Continents CLAVEL
IARC 2 FRANCIM Dr.

Pascale GROSCLAUDE
Registre des Cancers du Tarn
Dr. Martine SAUVAGE
Université Toulouse 1 Sciences Sociales
1 —
Dr. Anne-Marie DUGUET
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Institut de Veille
Sanitaire, InVS

55 kmz2 6000
15 1/2
8
99
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1901 Association
1975
Bas-Rhin INSERM
5
4 2 DIM
2003 8 13 4
8 5 INSERM
1999 Comité
Nationale de Registre, CNR
37 37 CNR 1995 11
21 21 6
13 9
8 4
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Commission nationale de
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4 1973 CNIL
24 CNR CNIL
3 1984 35
5
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1
1
1
2
1
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CNR 1986 2 10
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CNIL
INSERM
DGS 1999 InVS 1978 1 6 loi no 78-17 1994
7 1 loi N0 94-548 2004 8 6
1999 37
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59 2003
21
CNR
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1
2 2
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livret d'accueil

1 27
loi e 94-548
710
1994 7

1

1

CNIL

1994

1
2

CNIL 2003
7 1
5
loi n° 94-548

V - Du consentement spécifique pour
certains actes

En plus du principe général du
consentement préalable, des dispositions
particulieres  s'appliquent notamment
pour les actes ci-aprés. Préalablement a
la réalisation d'une recherche
biomédicale sur une personne, le
consentement libre, éclairé et exprés doit
étre recueilli dans le strict respect des
articles L. 209-1 et suivants du code de la
santé  publiqgue. Des  dispositions
particulieres sont applicables
respectivement aux femmes enceintes ou
qui allaitent, aux personnes privées de
liberté par une décision judiciaire ou
administrative, aux mineurs, majeurs
sous tutelle, personnes séjournant dans
un établissement sanitaire ou social et
malades en situation d'urgence.

Le traitement de données nominatives
ayant pour fin la recherche a lieu dans
les conditions prévues par la loi n°
94-548 du 1er juillet 1994.

Le consentement, dans le domaine du
don et de I'utilisation des éléments et des
produits du corps humain, de l'assistance
médicale a la procréation et du diagnostic
prénatal, est recueilli dans les conditions
prévues par la loi n° 94-654 du 29 juillet
1994. Le prélévement d'éléments du
corps humain et la collecte de ses
produits ne peuvent étre pratiqués sans le
consentement du donneur. Le
consentement est révocable a tout
moment et sans condition de forme.
Aucun prélevement d'organe, de tissus,
de cellules, aucune collecte de produits
du corps humain en vue de dons ne peut
avoir lieu sur une personne vivante
mineure ou Sur une personne vivante
majeure faisant l'objet d'une mesure de
protection  légale.  Toutefois, un
prélevement de moelle osseuse peut étre
effectué sur une personne mineure au
bénéfice de son frére ou de sa sur avec
les garanties et dans les conditions
définies par la loi.

20
88-1138

1994 7

loi no 94-548

1994

7

1988 12

1

loi no

29

loi no 94-654
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ONCOMIP 50 1 1600
ARC* 1
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2
100 1 2700
ARC* 1
InVS HIV 1
1998 loi no 98-535 2

*ARC Assistant de Recherche Clinique
*x 20-30
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contre le cancer
(8) Fondation de France
Association pour la Recherche sur le
Cancer ARC
1999 CNR
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2003 2007 5

Programme de médicalisation des systemes
d’'information, PMSI 9

Caisse d’Assurance Maladie

30
ALD30
ACP 3 InVS
FOIN
1
DIM PMSI
ALD30
2004
InVS
CNIL
InVS
PMSI
DIM

Philippe Douste-Blazy

Canceropol
Institut National du Cancer, INCa
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ALD30 (Affection de Longues Durée 30) 30

ACP (Anatomo-Cyto-Pathologie)

Caisse d’Assurance Maladie
CepiDC (Centre d'epidemiologie sur les
causes medicales de deces)

CNR (Comité National des Registres)

CNIL (Commission Nationale de
I'informatique et des Libertés)

DHOSS Direction des hopitaux et de
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DIM (Département d’'Information Médicale)

DREES Direction de la recherche, des
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de la Recherche Médicale
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La LIGUE contre le cancer
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du mésothéliome

PMSI Programme de médicalisation des
systémes d’'information



, 2000.
Comite National des Registres. Comite
National des Registres - Rgpport d'activite
1996-1999. Paris: Inserm, 2000.
Stefani F. Recueil des donnees par les
registres du cancer - Situation au regard de
la loi informatique et libertes. Rapport
adopte par le Conseil national de I'Ordre des
medecins lors de la session de decembre
2003: Ordre National des Medecins Conseil
National de I'Ordre, 2003.
Remontet L, Esteve J, Bouvier AM,
Grosclaude P, Launoy G, Menegoz F,
Exbrayat C, Tretare B, Carli PM, Guizard AV,
Troussard X, Bercelli P, Colonna M, Halna
JM, Hedelin G, Mace-Lesec'h J, Peng J,
Buemi A, Velten M, Jougla E, Arveux P, Le
Bodic L, Michel E, Sauvage M, Schvartz C,
Faivre J. Cancer incidence and mortality in
France over the period 1978-2000. Rev
Epidemiol Sante Publique 2003;51:3-30.
Parkin DM, Whelan SL, Ferlay J, Teppo L,
Thomas DB. Cancer Incidence in Five
Continents. Lyon: IARC Press, 2003.
Menegoz F, Black RJ, Arveux P, Magne V,
Ferlay J, Buemi A, Carli PM, Chapelain G,
Faivre J, Gignoux M, Grosclaude P,
Mace-Lesec’h J, Raverdy N, Schaffer P.
Cancer incidence and mortality in France in
1975-95. Eur J Cancer Prev 1997;6:442-66.
Colonna M, Hedelin G, Esteve J, Grosclaude
P, Launoy G, Buemi A, Arveux P, Tretarre B,
Chaplain G, Lesec’h JM, Raverdy N, Carli
PM, Menegoz F, Faivre J. National cancer
prevalence estimation in France. Int J
Cancer 2000;87:301-4.
Reseau FRANCIM. Incidence du Cancer en
France - Estimations regionales 1985-1995.
Paris: AstraZeneca, 2000.
Reseau FRANCIM. Le Cancer en France:
Incidence et Mortalite - Situation en 1995
Evolution entre 1975 et 1995. Paris:
Ministere de I'Emploi et de la Solidarite,
Secretariat d'Etat a la Sante, Direction
Generale de la Sante, 1999.

10. Verger P, Cherie-Challine L. Evaluation des

11.

12.

13.

14.

conséguences sanitaires de l'accident de
Tchernobyl en France - Dispositif de
surveillance épidémiologique, état des
connaissances, évaluation des risques et
perspectives. St. Maurice: InVS Unité
Maladies chroniques et Traumatismes, 2001.
Micheli A, Baili P, Quinn M, Mugno E,
Capocaccia R, Grosclaude P. Life expectancy
and cancer survival in the EUROCARE-3
cancer registry areas. Ann Oncol 2003;14
Suppl 5:v28-40.

Sant M, Aareleid T, Berrino F, Bielska
Lasota M, Carli PM, Faivre J, Grosclaude P,
Hedelin G, Matsuda T, Moller H, Moller T,
Verdecchia A, Capocaccia R, Gatta G,
Micheli A, Santaquilani M, Roazzi P, Lisi D.
EUROCARE-3: survival of cancer patients
diagnosed 1990-94--results and commentary.
Ann Oncol 2003;14 Suppl 5:v61-118.

Sant M, Allemani C, Berrino F, Coleman MP,
Aareleid T, Chaplain G, Coebergh JW,
Colonna M, Crosignani P, Danzon A,
Federico M, Gafa L, Grosclaude P, Hedelin G,
Mace-Lesech J, Garcia CM, Moller H, Paci E,
Raverdy N, Tretarre B, Williams EM. Breast
carcinoma survival in Europe and the
United States. Cancer 2004;100:715-22.
Sant M, Allemani C, Capocaccia R,
Hakulinen T, Aareleid T, Coebergh JW,
Coleman MP, Grosclaude P, Martinez C, Bell
J, Youngson J, Berrino F. Stage at diagnosis
is a key explanation of differences in breast
cancer survival across Europe. Int J Cancer
2003;106:416-22.

15.Phelip JM, Milan C, Herbert C, Grosclaude P,

16.

17.

Arveux P, Raverdy N, Daures JP, Faivre J.
Evaluation of the management of rectal
cancers before and after the consensus
conference in France. Eur J Gastroenterol
Hepatol 2004;16:1003-9.

Grosclaude P, Galat JP, Mace-Lesech J,
Roumagnac-Machelard M, Mercier M,
Robillard J. Differences in treatment and
survival rates of non-small-cell lung cancer
in three regions of France. Br J Cancer
1995;72:1278-82.

Bauvin E, Soulie M, Menegoz F,



18.

19.

20.

21.

22.

23.

24.

25.

Mace-Lesec'h J, Buemi A, Velten M, Villers A,
Grosclaude P. Medical and non-medical
determinants of prostate cancer
management: a population-based study. Eur
J Cancer 2003;39:2364-71.

Matsuda T, Aptel I, Exbrayat C, Grosclaude
P. Determinants of quality of life of bladder
cancer survivors five years after treatment
in France. Int J Urol 2003;10:423-9.
Grosclaude P, Colonna M, Hedelin G,
Tretarre B, Arveux P, Lesec'h JM, Raverdy N,
Sauvage-Machelard M. Survival of women
with breast cancer in france: variation with
age, stage and treatment. Breast Cancer Res
Treat 2001,70:137-43.

Ancelle-Park R, Nicolau J, Paty AC.
Depistage du cancer du sein - Evaluation du
suivi epidemiologique Situation au 31
decembre 2000. Paris: Institut de Veille
Sanitaire, 2002.

Yankaskas BC, Klabunde CN, Ancelle-Park
R, Renner G, Wang H, Fracheboud J, Pou G,
Bulliard JL. International comparison of
performance measures for screening
mammography: can it be done? J Med Screen
2004;11:187-93.

DESCLAUX A. Facteurs de participation au
d istage des cancers: pr entationetr
ultats d'une enqu e en entreprise. Pr

enir, Alternative sant Atouts et Perspectives
1990;Hors S ie:53-58.

DESCLAUX A, GROSCLAUDE P,
ROUMAGNAC M, DUCHENE Y. Les facteurs
culturels et sociaux de participation  un
programme de d  istage des cancers - La
perception des facteurs de risque. Comportements
et Sant : questions pour lapr  ention: AIACH P,
BON N, DESCHAMPS J P. NANCY, 1992:43-47.
Fabre D, Faliu B, Grosclaude P,
Gaston-Jeanzac F, Couaillac JP,
Machelard-Sauvage M. [Participation factors
in a occupational health colorectal cancer
screening program]. Sante Publique
1999;11:527-38.

Esteve J, Reseau FRANCIM, La Section
Technigue du CNR. Le Role des Registres de
Morbidite dans la Recherche sur le Cancer et

53

26.

dans la Surveillance et le Controle de la
Maladie - Propositions pour un Encadrement
de I'Enregistrement du Cancer, 1999.
Cherie-Challine L, Bloch J. Propositions
pour la mise en place du systeme de
surveillance epidemiologique nationale des
cancers. BEH 2003;41-42:194-7.



66T ANIp SAUlo> 13IUOWSY q 1661 66T e
’'u ’'U e'u oomr_” ooo:_”._” e'u 0661 Juejua,| 9P SapI|0S Sinswn] Sap [euoleN w.zm_mwm
1UeJUS,| 9p SawoydwAT
'u eu 055 00G'T 000'TT eu 0661 $8p 18 SaIWBONT S8 [euoneN ansifay
gl 'y 'y e pl8Z'T 1002 6661 (orewigH) apuoas
e'u ’'u ’'u e'u uwom,m 9UWOIIBYI0S9IN w:_ﬁ_:g.\
00T GZ 1L eT/L G95/062 4 G/6T (8p10JAy 1)¢dUreN-BUUBPIY
'u 'y 058 eu 0v8 6661 86T ol (nsabiq) asaisiul4
'u 'eu 00T'T 'u 000'T 0002 9/6T (nsabiq) suBofiunog
'88 £ 296/ vz pGYS 0002 9/61 (nsafiq) 81107-18-8U0RS
00T 0 012 qT 10§ 1661 0861 (orewgH) J0,p-8100
888 e 0. qT 10§ 0002 9/6T (nsabi) 10.p-8100
L'v8 T¢ 0zL T 99 6661 8161 (1nsabiq) sopenred
e'u e'u e'u e'u e'u e'u e'u aslejuel) w_mwc>_on_
e'u eu oor eu 96T eu eu aIUopaeD-3||9ANON
e'u eu 006 eu 00v eu e'u anbiunep
£'G6 € 00L'T 01 ozy 8661 7861 wel
6'G6 12 056'T €1 058 8661 7861 awwos
'y 'y 00£'2 T 8y 6661 66T ayoue
6'86/7'86 0 10T 2968'V/V8C'T  62/LT o729'T 6661 1661 anbiueyy-a1107 18 83pUBA
7’76 12 yIe'Y e G80'T 8661 6.6T au8s|
§'G6 0€ 00L' 6T 068 8661 9861 )nesaH
796 A 00£'e L€ 00L 6661 8161 uiy-iney
0'86 0C 0002 T S8y 6661 8161 sgnoq
8.6 67 00£'2 T 0v9 8661 8161 sopenfeD
G'96 8¢ 00g'y Ge 020'T 8661 G/6T uiys-seq
z 4 z S66T

54



DOM-TOM

Nouvelle Caledonie \

s B Polynesie Francaise

Martinique
) q

- /

Région Aquitaine

PNSM  (Programme
national de surveillance
du mésothéliome)

55



Registre des Cancers du Haui-Rhin

T L e e L BEXE....cosssrmmssarssren

20

1 1
MNAISSANCE : Data ..o dsiianvins inpassainsiasssmnsiann L R | ) S |
Dépl. ou pays - COmmuneg § ... | T
RS EIE T4 cunpnscnns v o nksonss s gy s L P 3 S e A AT F BN (R L
ST S Y NS C i o o LR Er P P ISR o o gt T el | b S B e |
DATE DFINCGIDEMNCE = ..l Ll L1 ¥l I
A PRI s S R R s e 5 =L Ll
HISTO PRIMITIF © coirieieninmimmsssssinn s snrasssnsrissmssssnsmssenssnnsassssssnsssssise | ! J
SEIN SR MSBR | Recepleurs ___ || COLON Grade | Dukes/G.5 | |
PROSTATE Gleason | L l#l MELANOME Clark | Breskow - |
TE— |- N "] pT L | pML_| pML_1
DECOUVERTE : 1 dépistage  2fortun Asympttma  4auopsie 5.CDC 8 autre Sinconmu [l
BASE DU DIAGNOSTIC : 0.00C 1.clinique 2 imageria 3.chir. cxplo. 4 biglogie
S.gylo-hémalo Bhistomeéla Thisloprimitl Bauldpsie Suinconnu I
METASTASE ; 199l 208 Jkcie 4poumceplevie S.cerveau B ovaire
Tovau Boutre Wincomnu  D.rmudtiples L
CANCER MULTIPLE : i}
Labo ACP-T  orrrerenermrnrrssranarenrrnensenrs e
NP BERITIEIY - iy nimns s b s o Type | 1 biopsie  Zexdrése Faulopsis |
d.oyiologle B.awire Sdnconnu
- B0 e e St e | B
IR BB st st st h R o he bl Type: [—
] 5 B i | e A e LK e L R % B R |
1ot T | O S —— L S T
FIGPITALY  ccoiiameinismors s G i o e ¥ st |
SOURCES A L L S N RN R R s B ek gy
e L4 0 N
L s e e A AR B TR ER S A SR A R s RS - | 1
R e L e S s Al ST [ | N VI (S
B e e R R U L = Ll
e e e e | 1
DECES : DB eivosinirisspmssiopsonesos poreasssnsnnss L Il 1|
CAUSE ! 1évolulion ¥ J.affection imercurents. B.autre  9.inconnue S
o © 1.dossier Zmddecin  Ajoumal 4.4t vl Banre  Binconnue L=

Gars

Haut-Rhin

56



ﬁ

L]
InVS
(Anatomo DMCT Departement des Maladies
-cytopathol DHOSS DREES Chroniques et des
ogique) DIM Traumatismes
A . A
. Caisse :
= d assuranc . CNR
- e maladie .
. . . -
. ALD30 . : 2
. s 2
CepiDc
A
INSERM
Universite CNIL
v
IARC ENCR La LIGUE contre le cancer

57




Current status of Cancer Registry in France

- Practical Aspect

Tomohiro Matsuda
(Division of Epidemiology, National Institute of Public Health)

The regional cancer registration in France was launched at middle of 1970's, and has contributed to
the public health policy for 30 years. It is necessary to obtain authorization of CNIL and the
registration qualification by CNR respectively to begin disease registration. The regional cancer
registries which passed such procedure are, 13 as general cancer registries (including those in the
DOM-TOM) and 8 as specific cancer registries. They cover about 15% of the French population.
Registration is mainly done by the investigators visiting regularly medical institutions and
anatomopathological laboratories. In France, their missions are not only mere counting the cases but
also the research activities; descriptive epidemiology, analytic epidemiology, verification of the
effectiveness of mass-screening, evaluation of medical practice etc.. The increase of the financial aid
from the government are indispensable. It is planned to improve the quality of registration and the
database by requesting a regular transmission from several sources, such as DIM and the health
insurance. Legalization of the access to the nominative death certificates at CepiDC for the cancer
registries is another problem to be solved. In future, cancer research should be promoted in
cooperation with the InVS.

Keywords: Cancer registry, France
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69-139 O - 92 (515)

Public Law 102-515
102d Congress

An Act

Entitled the “Cancer Registries Amendment Act”.

Be it enacted by the Senate and House of Representatives of the
United States of America in Congress assembled,

SECTION 1. SHORT TITLE.

This Act may be cited as the “Cancer Registries Amendment
Act”.
SEC. 2. FINDINGS AND PURPOSE.

(a) FiNnDINGs.—Congress finds that—

(1) cancer control efforts, including prevention and early
detection, are best addressed locally by State health depart-
ments that can identify unique needs;

(2) cancer control programs and existing statewide popu-
lation-based cancer registries have identified cancer incidence
and cancer mortality rates that indicate the burden of cancer for
Americans is substantial and varies widely by geographic loca-
tion and by ethnicity;

(3) statewide cancer incidence and cancer mortality data,
can be used to identify cancer trends, patterns, and variation for
directing cancer control intervention;

(4) the American Association of Central Cancer Registries
(AACCR) cites that of the 50 States, approximately 38 have
established cancer registries, many are not statewide and 10
have no cancer registry; and

(5) AACCR also cites that of the 50 States, 39 collect data on
less than 100 percent of their population, and less than half
have adequate resources for insuring minimum standards for
guality and for completeness of case information.

(b) Purpose.—It is the purpose of this Act to establish a national
program of cancer registries.

SEC. 3. NATIONAL PROGRAM OF CANCER REGISTRIES.

Title 111 of the Public Health Service Act (42 U.S.C. 241 et seq.)

is amended by adding at the end the following new part:
“PART M—NATIONAL PROGRAM OF CANCER REGISTRIES
“SEC. 399H. NATIONAL PROGRAM OF CANCER REGISTRIES.

“(a) IN GENERAL.—The Secretary, acting through the Director of
the Centers for Disease Control, may make grants to States, or may
make grants or enter into contracts with academic or nonprofit
organizations designated by the State to operate the State’s cancer
registry in lieu of making a grant directly to the State, to support
the operation of population-based, statewide cancer registries in
order to collect, for each form of in-situ and invasive cancer (with
the exception of basal cell and squamous cell carcinoma of the skin),
data concerning—
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“(1) demographic information about each case of cancer;

“(2) information on the industrial or occupational history of
the individuals with the cancers, to the extent such information
is available from the same record;

“(3) administrative information, including date of diagnosis
and source of information;

“(4) pathological data characterizing the cancer, including
the cancer site, stage of disease (pursuant to Staging Guide),
incidence, and type of treatment; and

“(5) other elements determined appropriate by the
Secretary.

“(b) MATCHING FUNDS.—

“(1) IN GENERAL.—The Secretary may make a grant under
subsection (a) only if the State, or the academic or nonprofit pri-
vate organization designated by the State to operate the cancer
registry of the State, involved agrees, with respect to the costs
of the program, to make available (directly or through donations
from public or private entities) non-Federal contributions
toward such costs in an amount that is not less than 25 percent
of such costs or $1 for every $3 of Federal funds provided in the
grant.

“(2) DETERMINATION OF AMOUNT OF NON-FEDERAL CONTRIBU-
TION; MAINTENANCE OF EFFORT.—

“(A) Non-Federal contributions required in paragraph
(1) may be in cash or in kind, fairly evaluated, including
plant, equipment, or services. Amounts provided by the
Federal Government, or services assisted or subsidized to
any significant extent by the Federal Government, may not
be included in determining the amount of such non-Federal
contributions.

“(B) With respect to a State in which the purpose
described in subsection (a) is to be carried out, the Secretary,
in making a determination of the amount of non-Federal
contributions provided under paragraph (1), may include
only such contributions as are in excess of the amount of
such contributions made by the State toward the collection
of data on cancer for the fiscal year preceding the first year
for which a grant under subsection (a) is made with respect
to the State. The Secretary may decrease the amount of non-
Federal contributions that otherwise would have been
required by this subsection in those cases in which the State
can demonstrate that decreasing such amount is appropriate
because of financial hardship.

“(c) ELIGIBILITY FOR GRANTS.—

“(1) IN GeNERAL.—No grant shall be made by the Secretary
under subsection (a) unless an application has been submitted
to, and approved by, the Secretary. Such application shall be in
such form, submitted in such a manner, and be accompanied by
such information, as the Secretary may specify. No such applica-
tion may be approved unless it contains assurances that the
applicant will use the funds provided only for the purposes spec-
ified in the approved application and in accordance with the
requirements of this section, that the application will establish
such fiscal control and fund accounting procedures as may be
necessary to assure proper disbursement and accounting of
Federal funds paid to the applicant under subsection (a) of this
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section, and that the applicant will comply with the peer review
requirements under sections 491 and 492.

“(2) AssuraNcEs.—Each applicant, prior to receiving Federal
funds under subsection (a), shall provide assurances satisfactory
to the Secretary that the applicant will—

“(A) provide for the establishment of a registry in accor-
dance with subsection (a);

“(B) comply with appropriate standards of completeness,
timeliness, and quality of population-based cancer registry
data;

“(C) provide for the annual publication of reports of can-
cer data under subsection (a); and

“(D) provide for the authorization under State law of the
statewide cancer registry, including promulgation of regula-
tions providing—

“(i) a means to assure complete reporting of cancer
cases (as described in subsection (a)) to the statewide
cancer registry by hospitals or other facilities providing
screening, diagnostic or therapeutic services to patients
with respect to cancer;

“(ii) a means to assure the complete reporting of can-
cer cases (as defined in subsection (a)) to the statewide
cancer registry by physicians, surgeons, and all other
health care practitioners diagnosing or providing treat-
ment for cancer patients, except for cases directly
referred to or previously admitted to a hospital or other
facility providing screening, diagnostic or therapeutic
services to patients in that State and reported by those
facilities;

“(iti) a means for the statewide cancer registry to
access all records of physicians and surgeons, hospitals,
outpatient clinics, nursing homes, and all other facilities,
individuals, or agencies providing such services to
patients which would identify cases of cancer or would
establish characteristics of the cancer, treatment of the
cancer, or medical status of any identified patient;

“(iv) for the reporting of cancer case data to the
statewide cancer registry in such a format, with such
data elements, and in accordance with such standards of
quality timeliness and completeness, as may be estab-
lished by the Secretary;

“(v) for the protection of the confidentiality of all can-
cer case data reported to the statewide cancer registry,
including a prohibition on disclosure to any person of
information reported to the statewide cancer registry
that identifies, or could lead to the identification of, an
individual cancer patient, except for disclosure to other
State cancer registries and local and State health offi-
cers;

“(vi) for a means by which confidential case data may
in accordance with State law be disclosed to cancer
researchers for the purposes of cancer prevention, control
and research;

“(vii) for the authorization or the conduct, by the
statewide cancer registry or other persons and organiza-
tions, of studies utilizing statewide cancer registry data,
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including studies of the sources and causes of cancer,
evaluations of the cost, quality, efficacy, and appropriate-
ness of diagnostic, therapeutic, rehabilitative, and pre-
ventative services and programs relating to cancer, and
any other clinical, epidemiological, or other cancer
research; and

“(viii) for protection for individuals complying with
the law, including provisions specifying that no person
shall be held liable in any civil action with respect to a
cancer case report provided to the statewide cancer reg-
istry, or with respect to access to cancer case information
provided to the statewide cancer registry.

“(d) RELATIONSHIP TO CERTAIN PROGRAMS.—

“(1) IN GENERAL.—This section may not be construed to act as
a replacement for or diminishment of the program carried out
by the Director of the National Cancer Institute and designated
by such Director as the Surveillance, Epidemiology, and End
Results Program (SEER).

“(2) SUPPLANTING OF ACTIVITIES.—INn areas where both such
programs exist, the Secretary shall ensure that SEER support is
not supplanted and that any additional activities are consistent
with the guidelines provided for in subsection (c)(2) (C) and (D)
and are appropriately coordinated with the existing SEER pro-
gram.

“(3) TRANSFER OF RESPONSIBILITY.—The Secretary may not
transfer administration responsibility for such SEER program
from such Director.

“(4) CooRDINATION.—T0 encourage the greatest possible effi-
ciency and effectiveness of Federally supported efforts with
respect to the activities described in this subsection, the
Secretary shall take steps to assure the appropriate coordina-
tion of programs supported under this part with existing
Federally supported cancer registry programs.

“(e) REQUIREMENT REGARDING CERTAIN STUDY ON BREAST
CaNcer.—In the case of a grant under subsection (a) to any State
specified in section 399K(b), the Secretary may establish such
conditions regarding the receipt of the grant as the Secretary deter-
mines are necessary to facilitate the collection of data for the study
carried out under section 399C.

“SEC. 3991. PLANNING GRANTS REGARDING REGISTRIES.

“(a) IN GENERAL.—

“(1) StaTes.—The Secretary, acting through the Director of
the Centers for Disease Control, may make grants to States for
the purpose of developing plans that meet the assurances
required by the Secretary under section 399B(c)(2).

“(2) OTHER ENTITIES.—For the purpose described in para-
graph (1), the Secretary may make grants to public entities
other than States and to nonprofit private entities. Such a grant
may be made to an entity only if the State in which the purpose
is to be carried out has certified that the State approves the
entity as qualified to carry out the purpose.

“(b) AppLIcATION.—The Secretary may make a grant under sub-
section (a) only if an application for the grant is submitted to the
Secretary, the application contains the certification required in sub-
section (a)(2) (if the application is for a grant under such subsec-
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tion), and the application is in such form, is made in such manner,
and contains such agreements, assurances, and information as the
Secretary determines to be necessary to carry out this section.

“SEC. 399J. TECHNICAL ASSISTANCE IN OPERATIONS OF STATEWIDE
CANCER REGISTRIES.

“The Secretary, acting through the Director of the Centers for
Disease Control, may, directly or through grants and contracts, or
both, provide technical assistance to the States in the establish-
ment and operation of statewide registries, including assistance in
the development of model legislation for statewide cancer registries
and assistance in establishing a computerized reporting and data
processing system.

“SEC. 399K. STUDY IN CERTAIN STATES TO DETERMINE THE FAC

TORS CONTRIBUTING TO THE ELEVATED BREAST CANCER MOR-
TALITY RATES.

“(a) IN GENERAL.—Subject to subsections (¢) and (d), the Sec-
retary, acting through the Director of the National Cancer Institute,
shall conduct a study for the purpose of determining the factors
contributing to the fact that breast cancer mortality rates in the
States specified in subsection (b) are elevated compared to rates in
other States.

“(b) RELEVANT STATES.—The States referred to in subsection (a)
are Connecticut, Delaware, Maryland, Massachusetts, New
Hampshire, New Jersey, New York, Rhode Island, Vermont, and the
District of Columbia.

“(c) CooPERATION OF STATE.—The Secretary may conduct the
study required in subsection (a) in a State only if the State agrees
to cooperate with the Secretary in the conduct of the study, includ-
ing providing information from any registry operated by the State
pursuant to section 399H(a).

“(d) PLANNING, COMMENCEMENT, AND DURATION.—The Secretary
shall, during each of the fiscal years 1993 and 1994, develop a plan
for conducting the study required in subsection (a). The study shall
be initiated by the Secretary not later than fiscal year 1994, and
the collection of data under the study may continue through fiscal
year 1998.

“(e) REPORT.—Not later than September 30, 1999, the Secretary
shall complete the study required in subsection (a) and submit to
the Committee on Energy and Commerce of the House of Rep-
resentatives, and to the Committee on Labor and Human Resources
of the Senate, a report describing the findings and recommenda-
tions made as a result of the study.

“SEC. 399L. AUTHORIZATION OF APPROPRIATIONS.

“(a) RecIsTRIES.—For the purpose of carrying out this part, the
Secretary may use $30,000,000 for each of the fiscal years 1993
through 1997. Out of any amounts used for any such fiscal year, the
Secretary may obligate not more than 25 percent for carrying out
section 3991, and not more than 10 percent may be expended for
assessing the accuracy, completeness and quality of data collected,
and not more than 10 percent of which is to be expended under sub-
section 399J.
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“(b) BREAST CANCER STuDY.—Of the amounts appropriated for
the National Cancer Institute under subpart 1 of part C of title IV
for any fiscal year in which the study required in section 399K is
being carried out, the Secretary shall expend not less than
$1,000,000 for the study.”.

Approved October 24, 1992.
Authorization extended through 1998.
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