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Data Holes and Gaps
California Sickle Cell Data Collection Program



Identified Gaps in California Data

 Don’t assume the data has what you think it has

– Ask and then

– Trust but verify

 Why was the data set created?

– Hospital discharge: Health planning and development

• Lack of granularity

• Errors in identifiers

– Medicaid claims: billing/reimbursement

• Dual eligible claims missing

• Things that don’t get billed

• MCO bundled/capitated encounters

– NBS: preventative care for newborns

• No or limited follow up information

• Limited genotyping
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Identified Gaps in California Data

 How complete is the data set?

– The variables are there, but not the data

 How linkable are the data?

– Missing identifiers

– Clinical data – no more SSNs

 How complicated?

– Medicaid plan codes

 How consistent?

– NDC coding
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Dual Eligibility
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 893 meeting case definition in 2018 with Medicare as payer, under age 65

– Some may qualify for ESRD, but most likely dual eligible

 Data stewards/analysts often do not have program information



Dual Eligible – LATE BREAKING
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Data Gaps: Children and Older Adults
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Data Gaps: Children and Older Adults
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Data Gaps: Children and Older Adults
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Medicaid Plan Codes (868 of them)
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Missing SSNs in Administrative Data

Hispanic Ethnicity All Ethnicities

Pediatric Adult Pediatric Adult 

Total Admissions 181 187 1,740 1,212

Mean Admissions/Year 60.3 62.3 580 404

Total ED Encounters 244 228 1,978 1,966

Mean ED 

Encounters/Year 
81.3 76 659.3 655.3
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Table 7. Count of SCD Related Hospitalizations without Social Security Number 2016Table 7. Count of SCD Related Hospitalizations without Social Security Number 2016Table 7. Count of SCD Related Hospitalizations without Social Security Number 2016Table 7. Count of SCD Related Hospitalizations without Social Security Number 2016----2018201820182018
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Measuring Preventive Care

• Studied 125 children age 2 years

• Forty-five (36.0%) children had 

documentation of both interventions, 

whereas 19 (15.2%) had no 

documentation of either intervention.

• Sixty-one (48.8%) children obtained 

only one intervention. Of these, more 

were likely to have had PPV than TCD 

(77.0% vs 23.0%)



Validating TCD and PPV
Table 4. Measures of Agreement Between Data Sources for Documentation of PPV and TCD 

 

Prophylactic measure Data source comparisons 
 

Overall agreement, % Kappa 

PPV Medicaid and CHIP compared to clinical chart 77.6 0.552 

 Medicaid and CHIP compared to GRITS  72.8 0.463 

 
Clinical chart compared to GRITS 

  
63.2 0.263 

TCD Medicaid and CHIP compared to clinical chart 87.2 0.735 

CHIP, Children’s Health Insurance Program; GRITS, Georgia Registry of Immunization Transactions and Services; PPV, pneumococcal polysaccharide 
vaccine; TCD, transcranial Doppler ultrasonography. 

• Agreement between claims data and medical record review was moderate for 

PPV (κ=0.55) and substantial for TCD (κ=0.74).

• Validation data from a TN study found procedure claims for TCD to be 90.5% 

sensitive with a positive predictive value of 100% compared to medical records. 

• GRITS provided comprehensive information to document PPV.



Sensitivity of Transfusion Codes



From the Literature…

• Sensitivity of transfusion coding is variable--some don’t get coded; 

however PPV are high (if billed for almost always received); if REV codes 

included sensitivities are higher.

• Hospitals with poor sensitivity also had lower claims-based transfusion 

rates

• Segal (2001): The 61 patients without a billing record who did receive a 

transfusion were older and less likely to have commercial insurance.

• Algorithm from CMS report on Standardized Transfusion Ratio 



Report for the Standardized Transfusion Ratio 
Submitted to CMS by UM-KECC-June 13, 2014



Transfusion Reactions

**Little research 

characterizing the utility 

of administrative data 

for conducting 

transfusion safety 

research



Validating Transfusion Reactions

• Started with a set of known transfusion reaction cases in SCD from 3 

blood banks and examined how they were coded in Medicaid billing 

data

• CHOA:  45 encounters matched; Augusta:  4 encounters matched; 

Grady:  24 encounters matched (10 peds/14 adults)—69/118 possible 

patients were found in Medicaid data

• 1 child at CHOA and 1 adult at Grady had a reported DHTR from Blood 

Bank data both were coded as Transfusion Reaction 999.8, child also 

had a CPT code 86078 for Investigation



Validating Transfusion Reactions cont.

• Other  reactions included: allergic, FNHTR, ruled underlying disease/not transfusion 

related, and Infection

– CHOA:  27 coded 999.8, 22 coded 86078 out of 44 additional events

– Augusta:  1 coded 999.8, 2 coded 86078 out of 4 events

– Grady:  3 coded 999.8, 0 coded 86078 out of 23 events

• Coding for transfusion reactions even in highly transfused SCD patients is not 

accurate enough to use in safety studies; unclear what events are preventable

• During the period 2004-2008 no reports of TRALI or TACO in these patients



For more information, contact CDC

1-800-CDC-INFO (232-4636)

TTY:  1-888-232-6348    www.cdc.gov

The findings and conclusions in this report are those of the authors and do not necessarily represent the 

official position of the Centers for Disease Control and Prevention.

Mary Hulihan (CDC): ibx5@cdc.gov

Susan Paulukonis (CA): Susan.Paulukonis@cdph.ca.gov

Angie Snyder (GA): angiesnyder@gsu.edu


