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Overview 

• Collecting information 

• Data Linkage in WA  

• Information preceding an adverse event 

• Example of a study 

•  Benefits and limitations of data linkage 
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Collecting information 
• Information about individuals stored is in 

registries 
 

•  Confidential information 
 

• Eg: Hospitalisations & diagnoses, 
incarcerations 
 

• Issue of privacy 
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Creating linked data 
1.  Professionals 
record  patient data. 
                   
 

2. Patient data fed 
into standardised 
databases. 

 

3. Demographic 
information 
extracted & sent to 
Data Linkage Unit 
(DLU).  

 

6. Researcher 
receives population 
data. 

5. Using links, DLU 
extracts de-identified 
data for an approved                    
project. 

4. DLU assigns demo- 
graphic 'matches' the 
same linkage key. 
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Databases available for linkage 
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Accessing data 
Researchers need: 

• Approval from Data Custodians  

• Ethical approval separate committee 
 

Restrictions include: 

• No transferring or combining data-sets 

• Data de-identified 

• Only approved persons can access 

• At least one WA investigator  

• Data files password protected 
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Pre-existing maternal psychiatric 
disorders & child disability 

  

 Cases: mothers of children born    
from 1983-99 and later diagnosed 

with ID &/or autism 

 Comparisons: mothers of children 
born from 1983-99 with no ID or 

autism  

 Psychiatric measures: from 
details of all maternal public 

outpatient contacts (1969-1999) 

Intellectual Disability 
Exploring Answers 
(IDEA) database 

Midwives Notification 
System database 

Mental Health 
Information System 
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Information preceding the birth 
COB Diag 1 Diag 2 Diag 3 D O B Diag 4 Diag 5 Child diag  

Mum 1 Aus … … … 5/92 Psych-
iatric 

… 
 

… 

Mum 2 Aus Gastro. 
Disorder 

… 
 

… 12/99 … … 
 

ID 

Mum 3 NZ Immune 
Disorder  

Cancer … 2/84 … 
 

… 
 

ASD 

Mum 4 Chad Psych-
iatric 

… … 7/07 Cancer … 
 

… 
 

Mum 5 UK … … … 2/14 Organic Psych-
iatric 

… 

Mum 6 Aus Psych-
iatric 

Self-harm … 1/92 … 
 

… 
 

… 
 

Mum 7 Aus Immune 
Disorder 

… … 10/89 … 
 

… 
 

ASD 
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Odds of a psychiatric disorder before the birth 

Maternal 
group 

No. of 
mothers 

Odds 
ratio 

Confidence 
interval 

Probability 

No ID or 
autism 

213,656  1 … … 

 
Any ID 

 
4,866 

 
2.07 

 
(1.9,  2.3) 

 
< 0.0001 

 
Any autism 

 
1,043 

 
2.11 

 
(1.7,  2.6) 

 
< 0.0001 

9 



Studies using linked data 

Strengths Limitations 

• Large population 
cohorts 
 

• Reliable measurement 
 

• Retrospective data 
 

• Relatively cheap 
 

• Research in public 
interest 

• Errors in matching 

 
 

• Privacy & security   
     need consistent  
     vigilance (Sibthorpe et   
      al., 1995) 
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Any questions? 
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