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Personal health & care 
records:

what do we really need?



A personal health record

“is a representation of information regarding, or 
relevant to, the health, including wellness, 
development and welfare of that individual, 
which may be stand-alone or may integrate health 
information from multiple sources, and for which 
the individual, or the representative to whom the 
individual delegated his or her rights, manages and 
controls the PHR content and grants permissions 
for access by, and/or sharing with, other parties.” 

ISO Technical Report: ISO/TR 14292. 1st edition, 
Mar 2012



Landscape review (2016): explored current 
status of PHR activity and best practice across the 
NHS, evidence of PHR benefits and learning about 
how to address barriers to adoption.

User insights (2017): explored the experiences, 
needs and aspirations of citizens in relation to 
personal health records as well as how these shape 
views and expectations for PHRs, and actions in 
relation to PHRs.

Methods



PHR types and components

Category Description

Patient- or citizen 
group-specific 

Focus on specific patient or citizen group, eg.  
Patient View, e-red book

Organisation-specific Based on an organisational record eg. GP practice, 
local authority, Trusts

Pan-organisational
integration tools

Platforms / services drawing together information 
from multiple EPRs etc. eg PKB, Health Vault

Personal health record 
apps

Apps enabling patients/citizens to record health 
information and link to medical/care records, eg.
Apple Healthkit, EMIS

Sensors and monitoring 
devices linked to PHR

Devices which can supply information to a PHR,
eg. blood pressure, glucose monitoring



PHR functions

Functions Study findings

Access to care provider 
records 

• Some ‘portals’ are view only
• Mainly organisation-specific 
• Those allowing patients to add information often 

do so under clinician control
Communicating with 
care team

• Generally secure email type messaging
• Some e-consultations

Information and 
education

• Most provide access to context-specific 
information, training materials, etc. 

Health management • Recording information on health state, mood etc.
• Self monitoring (test results, blood pressure, 

weight)
On-line transactions • Booking appointments, repeat prescriptions, etc.



Patients’ motivations to adopt a PHR

Take control of health and to improve 

health

Advocate for change in current service 

or treatment

Share information

Convenience 

Save time and resources

“See what is said about them”

Hold professionals to account

An aid to person centred care and 

communication

Support and memory aid

• Motivations for adopting were 
varied and multi-faceted

• Motivations cut across three core 
areas: better health and well-
being, enhanced experience of 
health and social care services, and 
greater control over health and 
well-being

• Motivations closely aligned with 
user goals, ie. PHRs seen by users 
as a tool to support them to meet 
a predefined goal, such as change 
in treatment



Benefits from having a PHR

Self-manage and monitor health and 

well-being, take control of health

Convenience

Access to up-to-date information

Record and celebrate progress

Supported communication with health 

and social care services

Better and more appropriate care and 

support

Realised person centredness

Reduced the need for repetition

Reassurance and reduction in anxiety

• Benefits are closely aligned with 
motivations

• Benefits related to realised 
empowerment, greater control 
over health and well-being, 
successful partnership working 
with care providers and 
reduction in (or elimination of) 
‘problems’ associated with 
traditional service delivery





Unmet needs and negative experiences
Lack of historic records

Overwriting of previously entered 

information

Records not being updated and no 

access to full records

Unable to interpret data

Lack of portability

Health information not relevant to 

user

Not realising what a PHR can do and 

how it works

Functions and login not working

Lack of professional engagement and 

use

• Negative experiences with PHRs 
were frequently related to unmet 
expectations, underdevelopment, 
lack of clinical engagement or 
incomplete functions

“I think because it was such an early 
stage, it was still quite bare in places. 
There were things that obviously 
they’d set up that they were intending 
to add to it at a later date that didn’t 
have functionality at the time. For 
example, there was a tab that said 
‘send us your feedback’ but there was 
nothing there”.





Recommendations
• Understand better what patients and clinicians need from 

PHRs

• More efficient and reliable methods of patient identification

• Use records standards to promote information sharing

• Monitor and evaluate PHRs to build our evidence base

• Explore new ways of working and models of care facilitated 
by PHRs - and the benefits derived from these

• Explore the impact on NHS workload

Final thought: are PHRs the future, or part of a suite of digital 
tools to help patients self-manage ?



A future self management toolkit based 
on data from the PHR

Patient / citizen

Data in PHR Official records

Appointments
Prescription 

& dose 

adjustment

Care plan
Self assessment 

& monitoring

Reminders & 

messaging

Self management toolkit

Health & care professionals

Knowledge base of facts, 

rules, advice, videos…



Further information
Landscape review:

www.rcplondon.ac.uk/projects/outputs/personal-health-
record-phr-final-report

• Report

• Six case-studies

User insights study:

www.rcplondon.ac.uk/projects/new-technologies

• Report

• User journeys

http://www.rcplondon.ac.uk/projects/outputs/personal-health-record-phr-final-report
http://www.rcplondon.ac.uk/projects/new-technologies
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