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Why do registries exist?

Federal Law
Cancer Registries Amendment Act

Public Law 102-515
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Arkansas State Law

20-15-201. Reporting requirements.

The Arkansas Department of Health shall accumulate such data
concerning cancer InNkansasandlsrsidemsasisdeemed
al for the purpose of describing the frequency
furnishi to health pmlesslonals and the publlc, and 'or
‘gwenﬁ ion and control programs.
be collected under the authority of regulations
promulgated by the Arkansas State Board of Health.

20-15-202. State Cancer Plan.

A task force consisting of publlc and private entities will be
established hylhe Director of the rtment of Health to

the department to develop a strategic plan for a cmnrmted
comprehensve, statewide netwark of cancer resources, services,
and programs.

Arkansas State Law

cont...

20-15-203. Confidentiality.

Information accumulated and malntalled in the Cancer Re%?y of
Arkansas shall nnt be iv:li?ed statistical informai

which does nat id viduals and for purpuses ol such
research as appmved the Arkansas State Board of

20-15-204. Agreements with other states.

The Arkansas Department of Health is hereby autharized to enter

into agreement wlth other states and federal organizations

authorized to ex ge registry data. d . Such agreements shall
rohibit divul l\%emforrnahon to entities without prior approval of
e Arkansas Department of Health.

Arkansas State Law

cont...

20-15-205. Gifts, grants, and donations.

The Department of Health is authorized to receive gifts,
grants, and donations for the purpose of this subchapter.
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ACCR Rules and Regulations

Section 1. Autharity
The following rules and regulations pertainii Arkansas
Cancer Reﬁ:y re dul q.¥ n':ie “?gaed by the
Arkansas Board of Heal pursuant to the authority
expressly conferred by the laws of the State of Arkansas.

SectionII.  Pu
Since cancer is one of the leading causes of death in Arkansas
it is essential that the i inf tion concernil
gnup of disease be coll , analyzed and mfn
ansans will benefit from the epidemiological smllance of

ACCR Rules and Regulations
Cont..

Section III.  Definitions

means the system for the reporting, collection, and
;:Elas'l'zofmrcaseswmemkansggbe%a %{?

B. Reparﬁng— means the natification furnished to the Arkansas
e T R e
sm's iman mous cel
and basal cell carcinoma of the ski A

Section IV.  General Requirements
A. Each hospital or other rnedical facilly hg screening,

diagnostic or therapeu ians, including
surgeons, and all other health care ctitioners or their
designees shall report wing:
~ Personal Information ~ Treatment
= Name = Diagnostic
= Address Confirmation
= Date of Birth . Glade
= Place of Birth %:lr&(l\menran
= Race and Spanish/Hispanic 0 mmittee for
Origin Repo
= Sex .
= Social Security Number ;ﬁgﬁgﬂggﬂe
= County of Residence %)
= Marital Status ~ Summary of Treatment
= Maiden Name, if applicable = Date first course
= Alia started
= Occupation History, if = Name of Physician
available = First course of
- Diagnosis ment, i.e.,
= Class of case sul::rgefy radiation,
chematherapy,
j Deteicf| Diagnosts hormane therapy.
= Primary Site ~ Follow-up
= Laterality - Recurrence

= Histology
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Section IV. General Requirements
Cont...

. In order to insure the accur: H:Xh ofme-nmreg&shy

‘within the Department of be permitted
‘access to records of hospitals, oéher medn:al acullhs

(mdudng surgeans), nursing homes and other individuals or gnnes

providing services wherein records concerning patients in whi of

cancer are identified are located.

C. All reporting shall be made m\ lnms or inan ble manner in
oo ber\ce \irecmns the Denamnenl ol Ilh All cancer cases
'99

diagnusislsmadeorwlmlnskma«msmracanmrcase
lfdlagmsed Isevmere 'Where appropriate cancer data wﬂlbem

" format recognized by the American Association of Central Cancer

eg

Each nomal Ikzﬂsed by the Department of Health shall’ﬁgate a

m:m to ﬂ'lIS rule Such hospital shall alsu adom";egzllcy that ensns
dﬂgna(lm of such person and the hospital's reporting to

.U

ACCR Rules and Regulations
Cont..

SectionV.  Confidentiality

All information reported to the Department of Health shall be
confidential and shall not be disclosed under any
circumstances except (1) to other state cancer registries with
which the Department of Health has agreements that insure
confidentiality; (2) to other state health officials who are
obligated to keep such information confidential; and (3) to
approved cancer research centers under specific conditions
where names and identities of the individuals are
appropriately protected, and when such research is conducted
for the purpose of cancer prevention, control and treatment.

ACCR Rules and Regulations
Cont..

Section VI.  Severability
I any provision of these rules and regulations, or the
application thereof to any person or circumstances is held
invalid, such mvalbdlty shall not affect other provisions or
pplicaﬂons of these ruls and regulatlons which can give
effect wi the invalid provisions or applications, and to
this end the provisions hereto are declared to be severable.

Section VII. Repeal
All regulations and parts of regulations in conflict herewith are
hereby repealed.
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What are the different types
of registries or data sources?

-HCE ital registries provide complex data for the evaluation of care
and they are the primary source of data for state

.Populaﬁon-based Registries record and consolidate
information from multiple reporting facilities within a geographic area.

uCentral or state cancer registries collect and consolidate data
from both and, ion based registrie

as well as physician’s
All states have “::armg agmm(smalwmﬂ track patients that
cross state boarders for diagnosis and treatmer

What diseases are
reportable?

140.0 - 208.9 Malignant neoplasm's (solid tumors)
225.0 - 225.9 Benl n neoplasm of brain and
227.3-227.4 Benl n neoplasm of pituitat
glang pineal bady, a':n‘.l o\h'gr
intracranial endocrine-related
structures

230.0 - 2349 Carcinoma in situ

= 237.0-237.9 Neoplasm of uncertain behavior
[boroerlme] of mdocnne glands
and nervous

= 2384 Polycythemia vera (9950/‘3)

= 2386 Solitary plasmacytoma (9731/3)

= 2386 Extramedullary plasmacytoma (9734/3)

= 238.71* Essential thrombocythemia (9962/3)

.

238.72¢ Low grade m ic syndrome
lgegsbsr%)uncu}'f's BT i
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What diseases are reportable?

Cont...
238.71* Essential thrombocythemia (9962/3)

238.72¢ Low grade m lastic syndrome lesions
(csdies 550075, YRa73 ook

238.73* High grade m ic syndrome lesions
(ir?du%es sssgﬂw o

238.74* l%elo?splasﬁc syndrome with 5q deletion
(9986/3)

238.75* Myelodysplastic syndrome, unspecified (9985/3)

238.76* Myelofibrosis with myeloid metaplasia (9961/3)
238.79* Other Iymgshaﬁc and hemamgl%ileﬁc tissues
1, 9931/3)

(includes 9960/3, 9961/3, 99
= 2732 Gamma heavy chain disease (9762/3); Franklin's
disease (976%3)
2733 Waldenstrom's macroglobulinemia (9761/3)

288.3 Hypereosinophilic syndrome (9964/3)
289.83* Myelofibrosis (NOS) (9961/3)
795.06* Pa%animlg?u st;)ear of cervix with cytologic
evidence of malignancy (without histologic
canfirmation) (pasitive

smear)

WHAT IS AN ABSTRACT?

= Abstract — An abstract is a list of
required and critical data fields that
include demographics, clinical
presentation, diagnostic studies,
staging information, treatment
information, disease status and vital
status of a patient diagnosed or
treated with cancer.

What is collected in an
abstract?

A sample of an abstract includes:

. Demographics: name, DOB, SS#, address

- Diagnasis: site and type of cancer with
date

- Workup: how cancer was found (scopes, x-
rays, clinical presentation)

. Staging: how far the cancer progressed

« Treatment: all the modalities (surgery,
chemo, etc) used to treat and hopefully cure
the patient’s cancer
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What do we use to
identify cancer cases?

4 CASEFINDING METHODS

= PATHOLOGY REPORTS

= DISEASE INDEX

= DISCHARGE SUMMARY REVIEW
= DEATH CERTIFICATES

What resources are
available?

= Manuals

MP/H, Collaborative Staging Manual,
ICD-0-3, FORDS

= Training
ACCR Staff
Outside CTRs/Data Reporters
Nationally

= Websites
NPCR, SEER, NAACCR, WHO, AJCC

What software is
available?

= Software Vendors
Oncolog
Precise
ERS

u Registry Plus
Web Plus
Created by CDC
Free
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What software does the
Central Registry use?

n CancerCore

Created by Chris Fisher, Systems
Programmer

What happens to the case
after it is submitted?

Quality Assurance Activities
» Patient de-duplication
= Case consolidation

Extensive review of coding rules
Maintain list of common errors
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S Extension

Coce | Descrption |~
] I siha: reeinfiratng; piraegsthell Intradctal WITHOUT il abon Lobudy necplasia

05 Paget Dsease of npple (WITHOUT underlying fumer)

07 Paget Disease of ripple (WITHOUT underlying nvasive carcnoma pathologicall)

0] Cenfned to breast ssue and fit iudng rigple andor areola Localzed, b0S

Eil Invazon of subcutaneous tisue Loca nfitration of dermal lymphatcs adjacent topr...

£l Attachad cx freation to pectoral muscie(s) or Lndery Bseue Dedp fxation Invison..

Ld Invason of e eatonto): - Chestwal  Intercostal ce SrTatls antiir musc(s),

51 g kin vch cidng: i) n skin of primary breast LK.

52 Ay of the folowing condtions described i invebvng more than 0% of the breast .

61 () + (s1)

g2 (a0)+ (52)

n Diagnoss of rflammatcey carcnoma WITH a drical deseription of nfammation, ...

n OBSOLETE - Desception: Diagross of rflammatery WITH 3 dnica dagnoss of .,

i Diagnosts of nflammatory carcnoma WITH a drical deseription of ndammation, ery..
(¥)CodeRange Desrpton |y Qcanel

What does this mean for
Registries in the state?

= New Procedure

= Training

What other activities are
performed in the Central
Registry?

Quality Assurance Activities

= Audits
Casefinding
Text
Re-Abstracting

Data Fields — Not a formal process;

» Data Edits
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What are expectations for
audits?

= Preparation
» Schedule Adjustments

= Time, Time, Time

What other activities are
performed using the data

= Data Utilization Activities
u Research

= Publications — Arkansas Cancer Facts
and Figures

= External Data Linkage
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Who should do the
abstracting?

» Certified Tumor Registrars (CTRs)
Permanent position(s)
Contract position(s)
Outsourcing company

= Data Reporters
Do not have CTR credential
Key in minimal text data to be compliant
with the law

Who uses our data?

» Citizens

» Epidemiologist

= Researchers

= Doctors

= Administrators

= American Cancer Society
= NCI

= Policy Makers

Who are the standard
setters?

= National Program of Cancer Registries
(NPCR)

= National Association of Central Cancer
Registries (NAACCR)

= Surveillance, Epidemiology and End
Results (SEER)

= Commission on Cancer (COC)
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WHERE ?

Slide 35
ae Where can you find cancer

data or comparison data?

Reports — Arkansas Cancer Facts and Figures

American Cancer Society

Journal articles

Cancer in North America

National Cancer Data Base

The SEER Public Use File and SEER*Stat

United States Cancer Statistics

Data Requests - State Registry database
http://cancer-rates.info/ar/

Slide 36 Where to

focus attention?

= Data Quality and Completeness
= Data Utilization

= Registry Image
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When to submit
abstracted cases?

= All Hospitals - Monthly Submissions
= Facilities — Monthly or Quarterly
= Physician Offices — Case by case
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How to submit abstracted
cases

= Web-Plus

—Secure on-line web based
application needed to import

abstracts
CERTIFIED?
North American Association of Central Cancer Registries — NAACCR
GOLDYY
= Case ascertainment - 97.5% (>95%)
= Completeness of information recorded - 0.0-0.9% (<3%)
(age at diagnasis, sex, race, state/county)

= Death certificate only cases - 24% (<3%)
= Duplicate primary cases - 0.8 per 1000 (<1)
= Passing EDITS - 100% (100%)
= Timeliness - 23 months

NAACCR
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