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Utah Cancer Registry Recurrence Project Purpose

•National Cancer Institute funded R01 
grant (R01CA260891-04)

• Overarching objec tive : establish a scalable approach to accurately 
identify recurrence using cancer registry data and administrative 
data streams. 

Collabora tion with Cancer Surve illance  Sys tem at Fred Hutchins on 
Cancer Cente r 
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Recurrence Project Des ign



Data sources for identifying recurrences

Available  within the  
Utah Cancer Regis try  

• Abstracts
• CoC Recurrence variables
• Pathology reports  
• Death certificates  

Acces s ible  to Utah Cancer Regis try ODS-C 
(with IRB approval for research use)

• Electronic medical record (EMR) from 3 
health care systems (manual chart review)

Adminis tra tive  data  linked to the  Utah Cancer 
Regis try through Utah Population Database  
(UPDB) 
(exte rna l da ta  sources )

• All Payer Claims Database (APCD)
• Electronic medical record (EMR) data from 2 

large health care systems
• Statewide Healthcare Facilities  Data (SHFD; 

Inpatient, Ambulatory Surgery and 
Emergency Dept)

• Medicare  
• Medicaid



Eligibility criteria for Utah Cohort

1) Utah residents  age ≥18 years at cancer diagnosis

2) Diagnosed from 2017 – 2022

3) First primary cancer of AJCC stage II-III breast or prostate

Exclusion: Prostate cancer patients  who are under active surveillance 
only.  Since they did not receive treatment, they would never be disease-
free.

About 6,000 records  inc luded for chart review



Documents to review for this project

• Abstraction Manual
• Procedures for Abstraction
• Physician guidance document
• QC Procedures 
• Flag Complex Records Procedure – for monthly group 

discussions



Basic steps for chart review

1. Log in to chart review data collection tool
2. Select the cases to be reviewed
3. Review cancer registry records in SEER*DMS 
4. Review hospital EMRs for all information available 
5. Monthly QC checks



Chart review data elements

• Firs t cours e  therapy (3): status of completion, date, sources of info
• Dis eas e-free  s ta tus  (6): ever disease free, date, sources of info
• Recurrence  (13): details  on next s lide
• Dis eas e  progres s ion/res idual dis eas e  (11): status, date, sources
• Subs equent treatment of the  original primary (6)
• Subs equent primary (3)
• Date  of las t phys ic ian/health care  contac t (1)



Recurrence

• Source(s ) of information in the  medical record 
• Location evidence of recurrence would be 

documented (if applicable)
• Imaging
• Medical notes, 
• PSA (prostate only) 
• Pathology report
• Additional cancer treatment

• Firs t date  where  there  is  evidence  of 
recurrence  

• After documented disease-free period 
• Date should correspond with one of the sources of 

recurrence information
• Type  of recurrence  

• in s itu, local, regional, distant, unknown
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Examples



Examples

Patient #1 – Patient w/breas t cancer diagnos is . Comple ted 
firs t cours e  the rapy including s urgery (lumpectomy w/clos e  
margins  and pos itive  lymph nodes ), chemotherapy, 
radia tion. Mos t recent MD note  s ta tes  “patient doing well”.



Examples

Patient #2 – Pros ta te  bx s howed adenocarc inoma. PSA @ 
time  of diagnos is  was  6.7. Treated with combination of 
exte rna l beam and brachytherapy. PSA 6 months  a fte r tx 
dropped to 2.79. Pt then moved out of s ta te  & no further 
information ava ilable. 



Examples

Patient #3 – Breas t cancer dx & s urgery a t a  fac ility we  were  
unable  to ge t approval for EMR acces s . Abs trac t and 
pathology s ubmitted by that fac ility s howed pos itive  nodal 
involvement. Sys temic  trea tment a t s tand a lone  oncology 
c linic  with only information ava ilable  to centra l regis try 
be ing c la ims  data . Afte r comple tion of firs t cours e  the rapy 
pt trans fe rred care  to another provider a t a  diffe rent s tand-
a lone  oncology c linic. No acces s  to tha t c linic’s  records .
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Preliminary Findings



Preliminary results

Breast 
cancer

Prostate 
cancer

N % N %

Total 953 507

Recurrence, all time
No 859 90.1 430 84.8

Yes 94 9.9 77 15.2

Recurrence, 5 years
No 881 92.4 450 88.8

Yes 72 7.6 57 11.2

Table 1. Recurrence identified in records reviewed as of March 2, 2026



Preliminary results

Table 2.  Five-year breast cancer recurrence identified by age and stage, as  of March 2, 2026 
Five years recurrence 

for breast cancer 
N %

Total Recurrence 72 7.6%

Age at Diagnosis
20 – 39 7 10.8%
40 – 49 14 9.3%
50 – 59 12 5.9%
60 – 69 16 6.0%
70 – 79 16 8.0%
80 – 101 7 10.4%

AJCC
I 18 3.6%
II 38 11.0%
III 16 15.5%
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Lessons  Learned



Lessons learned

• Identifying recurrence is  tricky!
• Central registry has access to incomplete clinical information. 
• An ODS cannot do this  on their own with existing knowledge/training
• QA/QC checks: double abstractions necessary to arrive at reasonable 

agreement between abstractors  coding recurrence
• Agreement on finding recurrence is  complicated!

• Decided to reduce the number of data items because of the time spent 
per record and complexity of the task 



Lessons learned: Physician collaborators

• Vita l to have  collaboration with c linic ians
• Guidance  on inte rpre ting the notes  in the records 

(rules)
• Example: PSA documented but recurrence status not 

mentioned.  What does that PSA level indicate?
• Physician documentation is  not a lways  c lear-cut

• Example: Patient has completed radiation. PSA has leveled 
out. Continues to do well.

• Physician documentation does n’t meet ODS 
standard setter rules

• Example: Patient with history of right breast cancer. Now has 
a recurrent cancer in left breast. 
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