We need timely access to mental health data: implications of the Goldacre review

The Goldacre review, published in April, 20222, is a landmark evaluation of the use, availability, and
safety of National Health Service (NHS) data across all four nations of the UK. The review underscores
the necessary role of data in driving health-care improvement and innovation, and the potential risks
inherent in using data routinely contributed by health service users. The review recommends a radical
overhaul in NHS data curation, access, and analysis, and, crucially, argues that substantial new
resources must be marshalled to make this aspiration a reality.

As experts in child and adolescent mental health, we support many of the review’s recommendations.
With regard to mental health data, many international systems struggle with inconsistent case
definitions, fragmented record keeping, breaches in confidentiality, and the frequency and format of
dissemination?. For example, in the USA the monitoring of child and adolescent mental health is
spread across multiple different agencies operating at both state and federal levels, with entirely
different reporting systems for different sets of symptoms and conditions?3. In contrast, in some
European nations, universal health-care systems combined with routine registration of health and life
events and enhanced individual-level linkage provide a powerful and relatively user-friendly resource
for informing public policy, basic science, and health-care provision*. Despite the UK’s universal
health-care system, as the Goldacre review outlines, there are substantial problems with the
management, curation, processing, and overall use of NHS data. We agree that use of NHS data needs
to be brought in line with best practice in contemporary data science, including online open source
code, reproducible pipelines, accessible data dictionaries, standardised formatting, and strong
information governance. Similarly, we agree that long-term investment in the training of data analysts
and stronger public and patient participation in research governance are essential. However, based
on our experience, we also see pitfalls of some potential interpretations of the review’s
recommendations. If not carefully managed, these interpretations could seriously undermine the use
of many valuable data.

The Goldacre review focuses on analytics to drive NHS operational decision making and service
planning, particularly using data from general practitioners. These data contain patient-level
information, including demographics, any conditions, medications, and test results. Many of the
recommendations flow from this focus on general practitioner data. For example, a recurring theme
is an enhanced role for data analysts within the NHS in accessing and analysing data, reducing the
need for these sensitive data to be accessed from outside the NHS. While this change will make highly
sensitive data more secure, will the same approach be applied to all NHS-controlled data and all
applications? Access for analysts outside of the NHS is mentioned in the review, but the potential
implication is that external access to all NHS data will face additional constraints and delays. Many
uses of health-related data extend well beyond the planning of service provision. For example, such
data can be used to identify unknown antecedents to clinical symptoms as potential therapeutic
targets, or new constellations of symptoms that enhance existing clinical classification frameworks.
This kind of innovation is particularly crucial within child and adolescent mental health, where shifting
to an active model of prevention is an urgent priority. Timely discovery science would continue to be
impeded if most analyses were run by NHS analysts, or if data sharing were tailored to the types of
analyses typically run by NHS analysts.

Maximising the potential of health-care data requires collaborative innovation, flexible and time-
sensitive data processing, teams of scientists trying alternative approaches, and early career
researchers using tools and techniques from other fields. All these activities necessitate direct access
to data, which might be at risk with some interpretations of the Goldacre review. Beyond the



incorporation of some of these elements within a new NHS analyst service, there is little mention in
the review of how this access would be enabled and afforded to other, appropriate, stakeholders,
such as those working in university settings. Relatedly, the review’s recommendation of enhanced
training and professional recognition for NHS analysts is welcome, but this is no replacement for
experienced multidisciplinary teams working together on datasets, all of whom would derive benefit.

Identifiable, routinely collected patient data do require tight control, but our fear is that the same
model will be applied to all data. What constraints will extend to data that have been anonymised,
and to data specifically designed and obtained with informed consent for research (such as the
national mental health surveys, longer-term follow-ups of clinical trials, and cohort studies)? The
Goldacre review suggests that data with explicit consent can be treated differently, but our experience
is that the most restrictive practice quickly becomes the default for all health-related data. This
restriction in practice was shown by the substantial reduction in downloads and uses of the Adult
Psychiatry Morbidity Study 2014, relative to its 2007 counterpart, following the imposition of
restrictions despite the data being obtained with explicit consent for research purposes:® 4 years after
the 2007 release, data had been accessed 165 times, producing 30 published papers. By the equivalent
time point following the 2014 release there were only two publications.

Different populations hold different attitudes about the use of their data, but a UK survey of nearly
30,000 people suggests net support for researchers’ access to de-identified data®. Special
consideration is required for engagement with vulnerable groups, especially those who might
experience barriers to conventional consent procedures, not least because they might be more readily
identifiable. We regularly work with datasets collected for the explicit purpose of tracking mental
health. A recent preprint across different global contexts has shown that when young people trust the
environment in which their data are used, they actively want their mental health data to be used for
public good’. We can increase this trust by involving them in decision making and priority setting with
regard to their data. These context-dependent attitudes to data sharing highlight both the temporal
and longitudinal sensitivity of any data concerning children and adolescents; a good understanding of
the societal and developmental context in which the data were collected, as well as the developmental
plasticity of any child and adolescent clinical data, is essential in making this approach work for this
population.

A key recommendation of the Goldacre review is the centralisation of trusted research environments
such that a small number of these centres would curate all NHS data. Our experience over the past
decade is of substantial delays in accessing NHS-controlled data, with trusted research environments
imposing additional restrictions on data access, even when explicit consent for data sharing has been
given. For example, the Mental Health Survey of Children and Young People 2017 data were available
only in late 2020, while the COVID-19 pandemic follow-up data collected in 2020 and 2021, are still
not available in January 2023. Almost 3 years into the COVID-19 pandemic and associated social
restrictions, we still do not know their full effect on children and young people’s mental health. We
fear that the proposed centralisation of data curation and analysis will further constrain data access
and delay policy and practice-relevant discovery science.

Centralisation also raises practical challenges. If all analysis must be done within trusted research
environments, who will bear this cost and how will access be prioritised? The research environments
will need sufficient capacity (personnel and processing) to undertake different analyses, using a range
of different coding languages. What will happen to existing trusted research environments? What will
the waiting time be before the trusted research environments and application process are ready?
What happens in the meantime to NHS-controlled datasets that are barely accessed?



In summary, we welcome many of the Goldacre review’s recommendations, but are concerned about
potential interpretations. Child and adolescent mental health is particularly dynamic, complex, and
context dependent, as has been amply shown during the COVID-19 pandemic®°. Timely access to
current data is essential, if we are to answer the most urgent questions about mental health and
provide responsive, evidence-based care for children and adolescents.
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