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There are more than 15 million people with a long
term condition in England alone.1 Healthcare
providers around the globe are facing the challenge
of providing high quality services for these
individuals and constantly evaluating whether these
services are effective andoffer value formoney. There
is a need to make the evaluation easier, in real time,
and interactive between individuals, clinicians, and
care providers. Digital Patient Reported Outcome
Measures (PROMs) enable individuals' outcomes to
be captured on their smart devices, relaying the
information to their clinicians, and linking the
outcomes directly to the healthcare records. In our
view, there is a need to adopt this approach within
all services for long term conditions.

Long term conditions for which this would be helpful
include cardiovascular problems, chronic respiratory
conditions, arthritis, neurological conditions or long
covid. Countries spend up to 70% of their health and
social care expenditure on caring for individualswith
long termconditions.1 PROMsare questionnaire tools
to ascertain individuals’ views of their symptoms,
their functional status, and their quality of life.2 The
use of PROMs in the routine clinical management of
long term conditions engages individuals in their
care; allows healthcare professionals to monitor
condition progression and tailor care to individuals’
needs; and enables healthcare providers to assess
the cost-effectiveness of services to treat long term
conditions.3 4 A nationally agreed standardised core
set of PROMs enables the comparison of outcomes
between different interventions and different service
providers.

The use of digital PROMs is gaining acceptance and
popularity due to their ease of administration.
Individuals can complete the questionnaire tools on
their smart devices in their own time thereby reducing
the burden of the conventional practice of filling
paper forms and services manually uploading these
ontohealthcare records. There is substantial evidence
on the use of digital PROMs in research studies
involving long term conditions such as diabetes,
cancer, arthritis, COPD and mental health
problems.5 -7 There is a compelling case for the use
of digital PROMsat anational level to gather uniform
routine PROM data from services for treating long
term conditions.

Digital PROMs allow individuals to self monitor and
have a record of their assessments at various time
points, to understand the trajectories of conditions,
and to monitor responses to any treatment they
receive. Real time assessment of symptoms allows
clinicians to understand patients’ changing needs
better and direct appropriate treatments (sometimes
even remotely). The collected information can be

viewedbymultiple teams saving the patient time and
energy and avoiding duplication of work. The PROM
data allow services to self evaluate their programmes
and healthcare providers to justify the allocation of
resources to improve services. Most digital platforms
will also auto analyse the collected data and provide
individual level or service level summary reports,
reducing the resources needed for traditional data
collection and analysis methods.8

There are however some limitations to this approach.
The effective and timely rollout of anydigital platform
or registry requires complex regulatory hurdles
aroundgovernanceandprocurement tobemetwithin
the healthcare system. The service information
governance around the handling of data will need
non-standardised Data Protection Impact
Assessments (DPIA) approvals. Conformity to various
data and healthcare-related national standards and
certifications, such as the Data Security Protection
Toolkit andCyberEssentials, is essential for all parties
involved in the handling of patient data to prevent
data breaches and meet standards to protect patient
data from falling into the wrong hands. Response
rate and completeness of digital PROM data can be
limited by responders’ digital accessibility and
engagement issues, potentially increasinghealthcare
inequality.9

Modern healthcare systems need to invest in digital
PROM platforms to empower individuals with long
term conditions and their families and carers;
personalise treatments and make the gathering of
standardised PROMs across services easier and less
burdensome. Such a uniform approach also helps
evaluate andcompare services, benchmark standards
of care, and foster research to improve care and
outcomes for individuals with long term conditions.

Competing interests: MS, RRL and PB led the development of the Digital Patient
Reported Outcome Measure – Long Covid (DPRM-LC). RRL is the director of
research and development, ELAROS 24/7 Limited, a commercial digital company.
MS led the development of the COVID-19 Yorkshire Rehabilitation Scale (C19-YRS),
a validated condition-specific measure for LC. The views expressed in this article
are those of the author(s) and not necessarily those of the NIHR, UKRI or
Department of Health and Social Care.

Provenance and peer review: not commissioned, not peer reviewed.

Acknowledgement: Thank you to Paul O’Brien, chief executive, ELAROS 24/7
Limited, for his help with this piece.

1 DOH. Long-term conditions compendium of information: 3rd edition2012
20-05-2023. Available from: https://www.gov.uk/government/publica-
tions/long-term-conditions-compendium-of-information-third-edition.

2 Black N. Patient reported outcome measures could help transform
healthcare. BMJ 2013;346:. doi: 10.1136/bmj.f167 pmid: 23358487

3 Snyder CF, Aaronson NK, Choucair AK, etal. Implementing patient-reported
outcomes assessment in clinical practice: a review of the options and
considerations. Qual Life Res 2012;21:-14.
doi: 10.1007/s11136-011-0054-x pmid: 22048932

1the bmj | BMJ 2023;382:p1816 | doi: 10.1136/bmj.p1816

OPINION

1 Leeds Institute of Rheumatic and
Musculoskeletal Medicine, University
of Leeds

2 Leeds Teaching Hospitals NHS Trust
and Leeds Community Healthcare
NHS Long Covid service

3 Patient author

Cite this as: BMJ 2023;382:p1816

http://dx.doi.org/10.1136/bmj.p1816

Published: 10 August 2023

 on 19 A
pril 2024 by guest. P

rotected by copyright.
http://w

w
w

.bm
j.com

/
B

M
J: first published as 10.1136/bm

j.p1816 on 10 A
ugust 2023. D

ow
nloaded from

 

https://www.gov.uk/government/publications/long-term-conditions-compendium-of-information-third-edition
https://www.gov.uk/government/publications/long-term-conditions-compendium-of-information-third-edition
https://crossmark.crossref.org/dialog/?doi=10.1136/bmj.p1816&domain=pdf&date_stamp=10-08-2023
http://dx.doi.org/10.1136/bmj.p1816
http://www.bmj.com/


4 Calvert M, Kyte D, Price G, Valderas JM, Hjollund NH. Maximising the impact of patient reported
outcome assessment for patients and society. BMJ 2019;364:.
doi: 10.1136/bmj.k5267 pmid: 30679170

5 Bakker D, Rickard N. Engagement inmobile phone app for self-monitoring of emotional wellbeing
predicts changes in mental health: MoodPrism. J Affect Disord 2018;227:-42.
doi: 10.1016/j.jad.2017.11.016 pmid: 29154165

6 Benze G, Nauck F, Alt-Epping B, etal. PROutine: a feasibility study assessing surveillance of
electronic patient reported outcomes and adherence via smartphone app in advanced cancer.
Ann Palliat Med 2019;8:-11. doi: 10.21037/apm.2017.07.05 pmid: 29156896

7 Torbjørnsen A, Småstuen MC, Jenum AK, Årsand E, Ribu L. Acceptability of an mHealth App
Intervention for PersonsWith Type 2 Diabetes and its AssociationsWith Initial Self-Management:
Randomized Controlled Trial. JMIR Mhealth Uhealth 2018;6:e125.
doi: 10.2196/mhealth.8824 pmid: 29784635

8 Sivan M, Lawrence R, O’Brien P. A Digital Patient Reported OutcomeMeasures platform for Long
Covid (DPROM-LC): user-centred development and technical description.JMIR Preprints . 2023;
48632doi: 10.2196/preprints.48632 .

9 Nielsen AS, Kidholm K, Kayser L. Patients’ reasons for non-use of digital patient-reported outcome
concepts: A scoping review. Health Informatics J 2020;26:-33.
doi: 10.1177/1460458220942649 pmid: 32731773

the bmj | BMJ 2023;382:p1816 | doi: 10.1136/bmj.p18162

OPINION

 on 19 A
pril 2024 by guest. P

rotected by copyright.
http://w

w
w

.bm
j.com

/
B

M
J: first published as 10.1136/bm

j.p1816 on 10 A
ugust 2023. D

ow
nloaded from

 

http://www.bmj.com/

