Summary of academic research to date on Care Opinion and narrative patient feedback
James Munro, Director of Research, Care Opinion
13 August 2025
Research to date
There are now almost 50 independent, peer-reviewed academic papers on Care Opinion, or using Care Opinion data. There is also a growing body of research on the impacts on healthcare of narrative patient feedback in general. Most, but not all, studies are from the UK.
This short document aims to distil some of the key findings of the research to date. All the papers referenced here can be found on the Care Opinion research outputs page:
https://www.careopinion.org.uk/info/research-outputs 
Why do people post feedback online?
The Inquire UK study published both qual and quant findings exploring why people share online feedback for the NHS.
A survey of 2,036 people found that the main reasons given for posting feedback were to inform other patients; praise a service; or improve standards of services (van Velthoven et al , 2018).
An interview study alongside this found that people wish to express “care for care”, to support and encourage staff, yet at the same time nudge them towards improvement. People framed their feedback as  ‘care’ and ‘conversation’, rather than ‘choice’ and ‘voice’. (Mazanderani et al, 2021). 
More recent work has shown how patients using Care Opinion will express support for the NHS, even while expressing dissatisfaction with aspects of their own episode of care (Stewart et al, 2025).
What do patients know about healthcare quality and safety?
There has long been interest in “harnessing the cloud of patient experience… to detect poor quality healthcare” (Greaves et al, 2013).
An automated analysis of 146,000 stories on Care Opinion showed that patients raised safety concerns which were unrecognised or unaddressed by staff, and correlated with hospital mortality. By contrast, staff safety reports did not correlate with hospital mortality. (Gillespie and Reader, 2022).
Likewise, an automated analysis of narrative feedback from NHS.UK, Care Opinion and social media showed that a “collective judgement score can successfully identify a high-risk group of organisations for inspection” by regulators. (Griffiths and Leaver, 2017).
A new PhD at the Yorkshire and Humber PRSC (Leeds) has recently started, looking at whether the “soft intelligence” on patient safety shared though Care Opinion might help to foster a “Safety-II” culture.
A recent commentary by patient safety researchers argued that the “early warning signals” provided by online narrative feedback might help identify “drift towards boundaries of acceptable performance”. (Wiig et al, 2024).
A project to enable healthcare staff to identify such early warning signals from Care Opinion data, using automated analysis, is currently underway at Queens University Belfast.
What matters to patients in a feedback system?
There has been limited work on what patients want in an online feedback system. 
One important finding from many studies of patient feedback (in person or online) is that patients fear adverse consequences from raising concerns about their care. (This is also true of NHS staff feedback, as noted in annual staff surveys.)
For example, Speed et al (2016) note: “patients clearly demonstrate a perception that anonymity is a prerequisite for effective use of these feedback processes... Patients concerns around anonymity were not motivated by a general concern about a loss of privacy, but more that a positive identification might compromise future care.”
Similarly in a mental health care context: “A fear of reprisals, fear of impact on clinical care and fear of sometimes petty and sometimes more serious retaliation from staff members were cited by both patients and carers as some of the main reasons why feedback would not be shared outside a trusting relationship with staff and only under certain conditions.” (Weich et al, 2020).
Other research with mental health service users has shown that in giving online feedback, authors value responses from staff which are personal, specific and informative, including an apology or signposting where appropriate (Baines et al, 2018).
How do staff feel about online patient feedback?
We have a lot of research on staff attitudes to online patient feedback. Many studies have looked at online feedback in general, including both unmoderated (social media) and moderated platforms, and this tends to depict staff as wary and uncertain of the value and safety of patient feedback.
Some studies have focused specifically on staff experience of Care Opinion, and these give a much more encouraging picture (Locock et al, 2020, Baines et al 2021, Ramsey et al, 2022).
Although staff may find the anonymity of the feedback uncomfortable, they appreciate the direct (unmediated) patient voice, the safety offered by moderation, and the ability to respond directly to seek further information or resolve the issue. 
Baines et al (2021) studied the first year of Care Opinion in an English NHS trust (then in special measures) and found staff  “overwhelmingly positive about the value of online feedback, with 24 impacts identified at an individual and organisational level, including the ability to boost staff morale, resilience and pride.”
But Baines also notes: “staff members need to be engaged and feel supported, with opportunities to provide, respond and invite patient feedback frequently promoted to both patients and staff members.”
In a non-academic context, an independent report commissioned by the Specialist Cancer Charities Group assessed staff views of Care Opinion in Scotland, where it is centrally funded and used by all health boards. The report quotes the national improvement advisor for the Scottish Government: “People want to hear from the teams that provide their care, not some faceless corporate vacuum. How comfortable organisations are with that can be a good indicator of their own organisational culture.”
How is the NHS responding to online feedback?
There is a significant and growing body of research on the quality of staff responses to feedback. Ramsey et al (2019, 2022, 2023) studied English NHS trust responses and found the quality varied widely by trust, and reflected underlying assumptions within the trust about what patients wanted, or about the value (or lack of value) of patient feedback.
In a recent study, Gillespie and Reader (2025) studied the defensive strategies displayed in staff responses to stories on Care Opinion. They conclude: “although defensive responding by front-line staff is associated with less organisational learning, it might be a consequence rather than a cause of failures in organisational learning. In short, defensiveness might be a reasonable response to an unreasonable situation unwittingly created by organisations.”
What are the impacts of positive patient feedback?
A recent paper reviewed 68 studies worldwide on the impact of positive patient feedback (of all kinds) on staff. The review found evidence for improved motivation and wellbeing, benefits to work and home relationships, reduced burnout and improved staff retention (Lloyd et al, 2023).
These findings are consistent with Baines (2021) study of Care Opinion in a single trust, which noted benefits for “staff morale, resilience and pride”.
Do patient stories help improve patient experience?
A recent study of 9 primary care clinics in a US health system examined the relationship between staff regularly seeing narrative patient feedback, and patient experience scores. It  concluded that “sharing narratives with staff frequently is associated with better patient experience survey scores.” (Nembhard et al, 2024).
In a related study, the same research group interviewed 20 middle managers of outpatient clinics about how they used patient narratives. The study found that managers consciously used the patient narratives to “deepen understanding of and relationships with patients; provide insight about operational issues; identify areas for needed improvement and potential solutions; and facilitate strategic work.” (Grob et al, 2024).
What is the relationship with formal complaints?
There is significant interest in how informal online feedback might relate to (or impact on) formal complaints to NHS bodies. Currently we are not aware of specific research on this issue. A new PhD project at Edinburgh University is getting underway and will examine this over the next few years.
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