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INTRODUCTION

In NHS Lothian (NHSL; population ~900,000), the respiratory registry within ‘Dataloch’ includes data on
approximately 35,000 COPD patients. This enables the co-development of an innovative, data-driven
population-level dashboard with stakeholders and public contributors, aiming to transform COPD care
through personalised, tailored treatment (Figure 1).

COPD incidence and adverse outcomes are associated with socioeconomic deprivation, lower
educational attainment, and childhood disadvantage [1,2]. Engaging service users, particularly from
underserved communities, is therefore essential in developing effective digital and data solutions.

OBJECTIVES METHODOLOGY

. Identify real-world needs, care We engaged 30 COPD patients, carers, and family members from underserved
communities, none of whom had prior experience with research, innovation, or
data, to co-design digital projects.

« Five discussion-based workshops in deprived areas fostered trust and

gathered insights to inform the co-design phase.

Initial workshops explored key questions such as:

« Which aspects of your COPD care work well, and which do not work so
- Foster trust and transparency well? How do you manage your COPD?

through meaningful collaboration. We also asked participants to share their thoughts and attitudes toward digital
technology, and the use of data in healthcare innovation.

gaps, barriers, and preferences.
- Ensure inclusive digital design by
engaging underserved populations.
« Co-design tailored solutions that
reflect lived experiences.

Key points reported by underserved communities (Figure 2) include: Digital and Data Innovations
« Long waits, diagnostic delays, and limited specialist access. . Participants identified poor data
« Lack of support and feelings of abandonment post-diagnosis. integration causing issues with
« Lack of understanding about COPD progression and inconsistent medical medication management, referrals,

information from healthcare professionals.

« Barriers to self-management due to poor housing, isolation, and financial
stress.

« Patients expressed appreciation for robust NHSL Community Respiratory
Teams (CRTs) available to them. An ongoing priority is to ensure that all
NHSL patients have equitable and timely access to CRTs, maximising the
impact of this valuable service across the population.

« Patients highly recommend Pulmonary Rehabilitation services and request
more regular access, and for it to be available for all patients in a timely way.

result sharing, and coordinated care.

» They supported using data to
personalise care, emphasising safe
data practices.

= Participants showed interest in digital
information sharing platforms.

» They stressed the need to improve
digital inclusion to ensure equitable
access.

DELAYS IN ACUTE ACCESS TO LACK OF MENTAL
DIAGNOSIS EPISODES INFORMATION SUPPORT HEALTH

Figure 2.

We will incorporate insights and feedback from public contributors, particularly their perspectives on digital technology and
data, into the design, content, and implementation of digital and data-driven innovations designed for the NHSL COPD
population. Emphasising their lived experiences, we will prioritise understanding the day-to-day challenges they face in
managing COPD, to guide the development of innovations that are relevant, impactful, and grounded in real-world needs.

Our experience to date demonstrates that participants with little prior exposure to research, innovation, and healthcare data
systems were able to engage meaningfully in discussions about data and digital systems. This was facilitated by a gradual
introduction of concepts, delivered in clear, manageable stages throughout the process. Such an approach supported
comprehension, fostered participation, and represents a promising practice for broader adoption in healthcare innovation.
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