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“The Last 24-hour study” – building a platform for data driven quality improvement for care of the dying person.
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Background
We know that the quality of life and quality of dying is often suboptimal, and that pain, anxiety and loneliness is common. However, the experience of the last 24 hours of life differs between individuals, families, diseases, healthcare setting and conceivably also between countries and cultures. The quality of dying may be influenced by personal, psychological, existential and physical aspects as well as by diagnosis, disease burden and healthcare setting. We also know that symptom control is relatively good in specialised palliative care settings, but we know only little about symptom control and the use of essential medications for symptom control in other care settings, i.e. in settings delivering general (i.e. non-specialized) palliative care such as nursing homes, hospitals and in primary care. Different other contexts such as countries and cultures and national or regional level of palliative care provision and competency may influence the last hours of life, and we know little about these differences.
Despite systematic assessment and registration of quality indicators and parameters during the last days and weeks of life there is a lack of detailed knowledge about symptoms, medication, suffering and illness experience during the last 24 hours of life. (NACEL and Swedish register of palliative care).
Benchmarking is a process of comparing services with the ultimate purpose of quality improvement. It is also of interest to explore international and national differences that may display differences in strategies, cultures, and habits.  Benchmarking initiatives and comparisons in palliative care have been part of our EU-Horizon supported projects OPCARE9 and iLIVE, and members of the project group have been instrumental in developing the Swedish Register of Palliative Care and the UK national audit (NACEL). Within iLIVE one initiative has been to develop a Core outcome set (COS) for care of the dying person. There is a growing interest in developing an international palliative care register among the members and organizations of the International collaborative for best care of the dying person. 
Pain, hydration during the last 24 hours of life, the level of consciousness and whether patients die alone or with someone present, are aspects of the dying phase where there is a lack of international comparisons, insight and knowledge. (3, 4) There is a general wish in society to not let anyone die in pain and alone. Yet patients do suffer and die alone either because they explicitly wish to do so, they “chose” to die when left alone, or lack of family or staff attendance.  Different disease trajectories may increase the risk of a sudden death even in last phase of life, e.g. heart failure. (5, 6)
General aim
Our aim is to build and test the feasibility of a platform for data driven quality improvement for care of the dying person. We will explore some important aspects of quality of life and quality of dying - during the last 24 hours of life. We will both benchmark results from different care units and countries and feedback the individual results and comparison to the participating units.
General methods
This project is a large-scale feasibility study with several perspectives and methodological questions, e.g.  finding palliative care services in different countries and settings wanting to participate in the project, practical aspects of data collection, issues around ethical and legal aspects, sending digital data to other countries and receiving returning analysed data. 
Design: This is a retrospective, multinational, multicentre, observational cross-sectional study that is planned to take place in several rounds of data collection of different outcomes. The first step includes pain, hydration and dying alone.
Study sites: Study sites care for patients at the end of life and may include hospice, home care, nursing home, acute care hospitals and palliative care units. Within and outside EU and Europe. Studie sites will primarily be invited through members of the International Collaborative for best care of the dying person.
Patients: Data will be collected through a retrospective patient record review of 50 consecutive deaths during the past last year at the respective unit. Or the number of deaths during the last year if less than 50. The date of the last death needs to be stated, i.e. the starting date for the collection of patient related data (backwards in time). Demographics will be described as sex, age, disease that led to death, and place of death.
Data handling: Data will be collected through an online questionnaire and saved in a database at Lund University. Patient ID will not be collected and patients, once registered, will not be traceable. 
Ethics: The need for ethics review and permission may differ between countries but considering that the patients are diseased at the time of the study and no personal data will be documented in many countries the requirement of ethical permit will be waived. 
Study variables: Study parameters will vary between rounds of the study and cover different aspects of the last 24 hours of life from the perspectives of the patient, family and professional care givers. Variables should cover different aspects of care.
The questions and sub questions related to the variables will be agreed on by the study team, should be “easy” to find in the patient ecords or other documentation. The study parameters for the first round will be: 
1. Pain 
2. Hydration
3. Dying alone

Expected outcomes and learning
We will encounter and identify challenges, and potential solutions, in collecting data in an international multicentre project, and from this experience facilitate the design of an international quality register for care of the dying.  The results may inform the present quality registers in Sweden and in the UK. Another outcome will be to learn how the feedback of unit specific and benchmarking quality data may facilitate quality improvement in the participating services. 
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