Personal Electronic Health Records -
From Research to People’s Health

Recollections and Reflections
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CURRENT SITUATION - UK
A —

Web-based Access Smart Cards

Operational system available to 50%-+ of PHC market
Patients trained to look at their records — open and transparent
Practice website - responsive to additional information

Linked to ‘best’ health information sources and personal HealthSpace PEHR.. PHR
Environment is a ‘Partnership of Trust’ - .
Need HI professionals to create infrastructure — robust, secure, flexible EHR..

Social networking used by special interest / clinical condition groups

Smart cards — held by ‘worried well’ with disposable income — cost for each access and update

— Challenge is to ‘harness commercial contributions without compromise to clinical outcomes and patient
confidentiality’

Overall - NHSCFH NPAIT :
— Some successes but some aspects very late
— opening to new solution providers
— Establishing standards for interworking not standardised products
— Cross-roads in November 2009
— Detailed Care Record and Summary Care Record accessible through the Spine
— Focus on local implementation with central support

Other home countries — same objectives, different development and delivery models
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Example — Electronic Health Record — individual
Personal Health Record (ref. www.emis-online.com)
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TENSIONS EXIST

‘NHS must be prepared to partner with commercial
development .. without compromise to clinical outcomes
and patient confidentiality’ (BCSHIF Thought Leadership Debate, 2009)

4

4% said looking at personal health records made them more anxious
60% GPs can give patient access, but few do .... yet
Strategic fluidity tends to generates ‘blight’

Web-based generic informative health content is of variable quality
Self-diagnosis : ‘cyber-condria’ or empowerment?

Prediction : 2 years to on-line push of personal recommendations re
lifestyle management

PARTNERSHIP OF TRUST necessary between clinicians and patients
Areas of liability unclear — records sharing, contextualisation, data quality
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ROLE OF THE HEALTH .
INFORMATICS UKC‘pr
PROFESSIONAL

e Build the infrastructure and robust solutions that are fit for
purpose; breaking down the ‘digital divide’

« Accredit new applications, functionality and tools
 Handle sensitive data ethically, legally and monitor quality

 Work to Code of Conduct and stay street-sharp and ‘fit to
practice’

e Position solutions to facilitate :
— NHS which helps people to stay healthy
— Health and social welfare (and lifestyle management) convergence
— Ownership and use
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PATIENT INVOLVEMENT

‘Democratisation of Healthcare’ — will need changes in
attitudes and dialogue in common language

Be sensitive to pace of change

Learn to evaluate quality not just cyber-forage

Understand implications of consent and power of patient data
Expert patients — self-testing, idiosyncratic observations

LTC need ‘choice of greater support, information and advice,
allowing them to play a a far more active role in managing
their own condition in partnership with their clinicians’ (Darzi)
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ADDITIONAL CLINICIAN
CONTRIBUTIONS

« Recognising change to dr : patient paradigm

e Generation of Patient Information : e.g.
www.patient.co.uk and www.mapofmedicine.com

« Position for shared treatment planning and more
partnerships — improving adherence

 Recognise the complex duty of care re ‘discoverable
data’

« Work to maintain quality when multiple agencies are
Inputting, interpreting PEHR content
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NEXT STEPS

Greater roll-out of operational solutions

Birth to Death record goal - more data capture sources
Incorporate measurement of preventative medicine
Shift from target driven scenario to quality environment
Demonstrate more TRUST

Work on ‘Health Dashboards’ for patients

Harness more Web 2.0 solutions

Develop a mature professional brand for ‘HEALTH
INFORMATICS’

Listen to each other ... and speak clearly!
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