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McGill Maxillofacial 
Oncology Registry 

• Purpose: 

• To create a standardized high quality hospital 
based cancer registry for all patients with oral 
and maxillofacial cancers treated in our 
department. 
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Patient Data 1. Data collection and Sorting

2. Standardized prospective and 
retrospective data entry

3. Creation of a web-based (HTML) 
database to collect and store data

4. Data entry, validation and statistical 
analysis



1. Tertiary Care Centre (Major referral Centre) 

2. Out-Patient visits:                       >2000/year 

• New Patient Assessment:        >250/year 

• Patient Follow Ups:                  >1750/year 

• New Cancer Assessment:       50-70/year 

• Major Cancer Surgery:            40-60/year 

• Major Microvascular Surgery: 40-50/year
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MGH ORAL AND MAXILLOFACIAL SURGERY 
MAXILLOFACIAL ONCOLOGY CONSULT FORM 
 
Date: ____________ 
Age:  ____________   Sex:     M        F 
Referral:   General Dentist:____________      OMFS:____________      Others:______________ 
Reason for Referral:_________________________________________________________________ 
Patient’s complaint and History of present illness: 
Date symptoms started/Lesion noticed for first time: ____________________________________ 
Date of First time patient sought medical consultation: ___________Consult done by: __________ 
If patient notified about the diagnosis, give date:__________________________________________ 
Other pertinent history:______________________________________________________________ 
___________________________________________________________________________________
__________________________________________________________________________________ 
Constitutional Symptoms:  
Loss of Appetite:    No     Yes                              Change of weight:  No     Yes 
Nausea/Vomiting:  No     Yes                              Night Sweats:         No     Yes 
Other symptoms:    No     Yes:      
If yes,     Pain          Paresthesia          Dyspnea            Dysphasia           Difficulty chewing 

 Other :________________________________________________________________ __________ 
 
Medical History: 

 CVS: __________________________________    Gastro: ______________________________      
 Respiratory:_____________________________    Neurology: ___________________________          
 Endocrinology: __________________________    Other: _______________________________ 

Medications:     None    List Attached      B-Blocker:  No     Yes 
List: ______________________________________________________________________________ 
Allergies:          None(NKDA)            Yes:___________________________ 
Surgical History:____________________________________________________________________                                                             
Social History:                    
Smoker:                  No            Yes: Number of years:____  Type:_______Amount(Cig)/day______ 
                                Former smoker: Year of quitting:_____  Type:_______Amount(Cig)/day______                                        
Alcohol use:           No           Yes (if yes then):   Social      Habitual(>= 4glasses/day)  
If Habitual:             Amount/day:___   Type     Beer     Wine  Hard Liquor (select all that apply) 
Sexual activity:      Current     Previous     Unknown     
History of Oral sex:  No           Yes                                 
Marital status:         Single       Married      Others:____________________ 

     

  

  

 
 
 
 
 
 
 
 
 
patient’s contact # 
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1. Defining a minimum data set 

• Investigate available data sets 

• Consider the need for specific additions 

• Level 1:  General Demographics 

• Level 2:  General Health Items 

• Level 3:  General Cancer Items 

• Level 4:  Specific Cancer Items 

• Level 5:  Follow up (Survival)
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• REDCap (Research Electronic Data Capture) is a web-
based application used to create forms and manage 
databases in order to support data capture and 
surveys for research studies.

Data Registry



• Authenticated access 

• Secure hosting, back ups and maintenance automatic 

• Allows multi-site access (Multi-Centred Studies) 

• Can share projects with other institutions  

• Research teams can input data simultaneously, data 
can be collected at one site. 

• Branching logic is supported

Data Registry



• Databases or surveys can be built rapidly 

• Form creation and data entry are easy in the web interface

Data Registry
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Patient 
Intake

Patient consented 
Given Study ID 

Std. Intake Sheet

Surgery

Operative Report 
Final Pathology

Adjunct 
Tx

Details on Chemo 
and/or Radiation

Follow  
Up

5 year Follow Up 
Data entered 2x/Year

Longitudinal Prospective Oral Oncology Registry



Data Registry

•Data collection (2013) 

•De-Identified Data Set 

•Approximately 300 patients 

•Each patent ~250 data points 

•Follow up for up to 5 years



Data Registry

• Time 0 

• 5 data sheets 

• Follow Up 

• One data sheet 

• If recurrence or new primary 

• New full set of data



• Data Comparison Tool 

• Used to compare two records in a project 

• Data Quality Tool 

• Missing Values  

• Validation Errors (incorrect or out of range) 

• Outliers  

• Hidden fields with values 

• Multiple choice fields with invalid data 

Data 
Analysis 



• Double Data Entry 

• Two persons perform data entry 

• Assigned to different individuals 

• A reviewer reconciles differences 

• Export data to a variety of statistical analysis packages 

• Exports are customizable, including all or some of the 
data forms and fields

Data 
Analysis 
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Conclusion

• Ultimately: 

• Improve quality of care, quality control and 
quality assurance 

• Adding more centres to our database 

• Establishing randomized clinical trials



• Observational registries 

• High quality registries - standardized data  

• Identify possible causal links between treatment 
and outcomes 

• Pointed and effective way to structure a trial
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