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Issue…

• Randomised trials are getting increasingly expensive

• Selection bias of participants

• Burden of data collection on staff in a stretched health service

• Co-intervention effects from data collection

• Loss to follow-up is reasonably large in most trials

• Challenge with modelling real life impact of interventions

• Challenge with very long term follow-up



Promise…

• Single patient electronic record
– Accessible wherever they need care

– Accessible by whoever is delivering care

– Complete and accurate data on the whole health of a patient

– Accessible to researchers

– Linkable to research data collected

– Potential to be patient held



Reality… 10 years ago



Reality… 10 years ago
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Reality… 10 years ago

Practice systems
Consultation coding

Reconsultation

• Wrote a program to interrogate their system to produce summary information
• Could only integrate into Vision & Ganymede systems (n = 37)
• Practices could not manage to undertake this themselves so we sent staff into 

the practice
• Only data to leave the practice was the summary table (no individual level data)
• Challenge to separate out contacts from face to face consultations



Reality… 10 years ago

• Randomised trials are getting increasingly 
expensive

• Selection bias of participants
• Burden of data collection on staff in a 

stretched health service
• Co-intervention effects from data collection
• Loss to follow-up is reasonably large in most 

trials
• Challenge with modelling real life impact of 

interventions
• Challenge with very long term follow-up

But
• data were relatively limited and 

potentially over simplified
• Still challenging to do long term follow 

up in resource terms
• Need to consider intervention effects 

on coding behaviour
• Could only get a proportion of practices



Reality…5 years ago

Participants: N=1,645 first time mothers aged ≤19 years from 18 PCTs in England
Intervention: Family Nurse Partnership (FNP) Programme (+ usual care)
Comparison: Usual Care (midwives, GP, health visitor)
Outcomes: Maternal: Subsequent pregnancy within 2yrs, Smoking in pregnancy, 

Child: Birthweight, Emergency attendances /admissions by 2yrs



Abortions

HSCIC: 
Inpatients, 

Outpatients

At least one
pregnancy 2 years 

post partum

Example: Subsequent pregnancies

Health & Social Care Information Centre  HSCIC
Accident and Emergency A&E 

Self-report 
data

6, 12, 18, 24m 
post-partum

GP records

Currently pregnant, miscarriage, termination,
live or still births in previous 6 months

Any antenatal appts
Live/still births
Hospitalised miscarriages

Reality…5 years ago



Reality…5 years ago



Results by data source

Reality…5 years ago



	


