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PhD STUDENTSHIP: IMPACT OF A POPULATION HEALTH MANAGEMENT APPROACH TO 
END-OF-LIFE CARE (RD22/001) 

Rationale for a funded doctorate: As people move toward end-of-life, it is important that they 
receive appropriate, timely and integrated care that delivers their preferences around e.g., the type 
and extent of communication, treatment plans, pain relief and preferred place of death. To ensure 
that these wishes and needs of patients, carers and the wider family can be met, a Population Health 
Management (PHM) approach is being applied in North East Essex. This allows existing health and 
care inequalities to be highlighted and addressed, as well as map those system, service and practice 
improvements necessary to deliver asset-based, patient-centred outcomes in the last 12 months life. 

In the last decades, nationally as well as internationally, PHM has emerged as a core mechanism to: 
understand current health and care need; predict future care need; tailor better care; deliver 
integrated and sustainable provision ‘driving a culture of collaboration across organisations’; [1] and, 
act as a ‘lever’ in improving the quality of care for all patients and users as well as across those 
population and disease groups at risk of poor outcomes.[2-4] That is, a core function of PHM is to 
identify and mitigate health inequalities.[5]  To deliver and implement these aims across organisations 
within the UK, a range of administrative data can be brought together at the individual patient 
record level. For example, using the electronic patient GP record (e.g., held in SystmOne), this data is 
then linked with the patient’s activity at hospital (e.g., the number of admissions and lengths of 
stay), the NHS provided mental health provision they may have received, support from social care 
(e.g., the type and extent of domiciliary provision) and, in some cases those housing and/ or 
employment-benefits received. Using analytic methods (e.g., segmentation to explore different 
experiences of population groups and risk stratification), these data can then be used across the 
health and social care environment to understand what systemic service provision or practice 
changes are required to deliver improved outcomes across the whole population.   

The development and use of PHM has recently been mandated in England-based statutes and 
guidance. For example, the recent NHS Long Term Care Plan (2019) highlighted that the new 
Integrated Care Systems (ICS) will strengthen preventative care, identifying where early intervention 
would be of most value through ‘active population health management’.[6] Similarly, the deployment 
of PHM by ICSs is perceived as essential to map those areas of greatest need, enabling a focus on 
local services and practice; improving population health and reducing health inequalities. It is 
expected that by 2022, systems that support PHM will be in place in every ICS.[7]  

In North East Essex, initially through the Health and Wellbeing Alliance, an integrated end of life 
model has been introduced and implemented to support holistic care. Bringing together a range of 
organisational representatives, multidisciplinary clinicians and practitioners as well as ‘experts-by-
experience’, an integrated end of life care model was approved in October 2017, with an End of Life 
Care Programme Board established in 2018. A range of systems (e.g., tailored education and training 
to care homes, domiciliary care agencies, dementia wards and community mental health teams) 
services (e.g., virtual ward pilot as an extension of the SinglePoint service) and research (e.g., an in-
depth audit of acute and community hospital deaths over two years) has been put in place to 
support the development of integrated end-of-life care across the locality.  

Alongside this activity, a central part of the work of the North East Essex End of Life Care Programme 
Board, has been to explore how PHM can be applied to reduce inequality and improve end-of-life 
care outcomes. As such, the Board has been developing a prior programme that emerged from the 
Department of Health End of Life Care Strategy (2008)[8] and subsequent palliative care guidance;[9] 
the Electronic Palliative Care Coordination Systems (EPaCCs). These were developed: ‘to improve 
communication and coordination’, ensuring that all organisations ‘involved in patient’s care are 
aware of their wishes, preferences and advanced care plan’.[10]  
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In this earlier development across North East Essex Clinical Commissioning Group (CCG), St Helena 
Hospice (https://www.sthelena.org.uk/) was commissioned to implement EPaCCS, recording data 
from across the locality and making this available to clinicians and professionals from the different 
health and care organisations. To capture the preferences of the end-of-life patient, the ‘My Care 
Choices Register’ (MCCR) was launched in 2013. The MCCR (https://mycarechoices.online/) is used 
as a focus to discuss with patients, (as well as their carers and wider family), how they want their 
care and treatment to be delivered in their last years of life. The MCCR asks patients to indicate their 
responses to several questions including, for example: who or what is important to their treatment; 
what they would like to happen should they become unwell (e.g., treatment at home); where they 
would like to be cared for at the end-of-life; and their decisions to refuse treatment. 

Between 2013 and 2018, these choices were then incorporated into the EPaCCS software that had 
been adopted by North East Essex CCG. However, it was recognised that there were limitations with 
the existing system and, following consultation, a bespoke solution was developed alongside Care IS 
(https://care-is.co.uk/my-care-choices-register). In September 2018, the ‘Valida My Care Choices 
Register’ (Valida MCCR) was launched, delivering an integrated system across the locality.  

Crucially for PHM, the preference data recorded in the MCCR is now linked with other databases 
including: their hospital activity (through the Hospital Episode Statistics database); and mortality 
data (drawing on the ONS mortality records). Over the next months, further work will also be 
undertaken to link the Valida MCCR with the patients GP record and social care data.[11] The Valida 
MCCR is available to staff in a range of care settings including hospital, 111, out of hours, ambulance 
and hospice care. In addition, the Valida MCCR allows these linked data to be bought together in a 
‘End-of-life Dashboard’, providing a ‘snapshot’ of easy-to-understand information that is available to 
all staff and details, e.g., patterns of patient engagement with the MCCR across GP practices and/or 
care homes, and the percentage who had an emergency hospital admission 90 days prior to their 
death. Through the additional linkage of the Index of Multiple Deprivation with these data, the 
dashboard also enables an assessment of the impact of health inequalities on treatment outcomes 
and preferred place of death.  

An evaluation of the first five years (2013 – 2018) of developing and implementing the MCCR across 
North East Essex CCG, identified that 70% of those patients that recorded their preferred place of 
care, achieved that choice.[12] Similarly, it was found that higher usage of the MCCR by a general 
practice resulted in a greater likelihood of patients dying out of hospital. However, despite the 
recent implementation of the Valida MCCR, there are still several challenges to integrating end-of-
life care. For example, the registration of eligible end-of-life patients onto the Valida MCCR is hugely 
variable, ranging from 14 – 80 per cent across GP practices. In addition, drawing on data from the 
dashboard, existing health determinants would seem to be impacting on patients experiences of 
care, with e.g., those in the least deprived areas more likely to die out of hospital than those in the 
most deprived areas. It was also recognised that it has not, as yet, been possible to carry out a 
systematic evaluation of the Valida MCCR to understand how it can be appropriately applied to 
support and drive health and care improvement.[13]  

This differential implementation experience has been reflected in other localities across England. 
Prior research studies have identified the seeming effectiveness of EPaCCS, finding that of those 
registered, between 70% - 78% die in their preferred place of care.[14,15] However, the findings also 
mirror those highlighted challenges and gaps in delivery. For example, nationally, 29% of CCGs have 
not implemented EPaCCS,[16] few eligible palliative patients have an electronic palliative care 
record,[17] and staff access to these electronic records has been limited.[18] In addition, within the 
available research studies, there has been minimal exploration of patients’ perceptions and 
experiences of EPaCCS, the economic impact (with only one early evaluation available[19]), and no 
information on patient quality of life outcomes. [20]  

https://www.sthelena.org.uk/
https://mycarechoices.online/
https://care-is.co.uk/my-care-choices-register
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Despite this local and national research highlighting effective outcomes as well as extant gaps in the 
evidence-base, one central question has yet to be assessed. That is, no research programme has 
explored whether EPaCCS can be applied effectively and cost-effectively as an end-of-life population 
health management system,[21] highlighting those factors that may be driving poor outcomes in 
different population groups, informing better care and support, and supporting the delivery of 
integrated provision.  

The funded doctorate: To support the systematic evaluation identified as necessary by the End of 
Life Care Programme Board and, to take forward the evidence base in exploring the implementation 
of a population health management approach to end-of-life care through the Valida MCCR, it is 
recommended that a doctorate position is funded.  

This short proposal is likely to be refined following appointment to the studentship. For example, 
as the successful individual works alongside North East Essex End of Life Care Programme Board, 
different priorities may be identified leading to changes in the research questions and approach. In 
addition, the student may wish to apply specific methods in responding to the research questions 
and, these too may be modified as the full proposal is developed.  

Aim: To explore, assess and measure if an end-of-life population health management approach 
has an impact on people’s care outcomes and perceived experiences. 

Proposed research questions: 

1. How is population health management nationally and locally organised in end-of-life care? 
2. Does a population health management approach to end-of-life care result in better value care 

across systems, practice and patients? 
3. How do policy and strategic staff, commissioners, clinicians and professionals across North East 

Essex CCG apply the Valida MCCR within their delivery of end-of-life care (e.g., consulting 
dashboard outputs to inform service planning/ commissioning, consulting individual patient 
records to inform end-of-life treatment)? 

4. Why do patients, their carers and wider family choose to engage/ not engage with the Valida 
MCCR?  

5. What (if any) differences in care are seen for those patients with a Valida MCCR record as 
compared with those without (e.g.., place of death, type and extent of treatment, number of 
and extent of hospital admissions in the last year, perceived experiences of end-of-life care)? 

6. What (if any) differences in patient engagement and care outcomes are seen across sub-groups 
(i.e., deprivation, sex, geographical locality, ethnicity). 

7. Does a population health management approach to end-of-life care result in better outcomes for 
people and their families? 

Methods: A mixed methods design across four workstreams will be designed and delivered within 
the overarching framework of realist evaluation.[22] The programme will first develop a logic model, 
underpinned through policy and documentary analysis, a rapid evidence review and in-depth 
qualitative interviews with stakeholders. Applying this model through the research, the use of the 
Valida MCCR by strategic and policy staff, commissioners and clinicians will be understood through 
in-depth qualitative interviews and mapped through a process mapping exercise. Patient’s 
engagement will be understood through qualitative face-to-face interviews, while the differences in 
care and impact of health determinants will be explored through secondary analysis. A limited cost-
effective analysis will also be carried out to assess value across the system. In providing a snapshot 
of each (see below), we highlight the relevant research questions (RQs) to be addressed in each 
workstream along with suggested methods.  
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Methods (summary):  

 

 

Support from the Integrated Care Academy: Working alongside staff in North East Essex, the 
University of Suffolk (UoS) will provide extensive support to this proposed doctoral student through 
a comprehensive programme of supervision, mentoring and training in research methods, ethics and 
research conduct. 

The candidate will have full access to the UoS Researcher Development Programme that provides 
online training sessions, interactive discussions and workshops throughout the year. Networking 
opportunities are facilitated between fellow doctoral researchers, early career researchers (i.e., 
post-doctoral researchers), experienced academic staff from across the university, as well as 
external expert speakers from policy and practice. The programme provides students with 
supervision from highly experienced, knowledgeable research active staff who are leading experts in 
their field. UoS remains the only higher education provider within Suffolk offering provision at this 
level. The Ph.D. candidate will be supervised by Dr’s Karen Windle, Karen Chumbley and Professor 
Helen Langton.  

Proposed outputs: We would aim that this doctoral study produces academic and non-academic 
impact. For example: 

• Dissemination of written outputs/ webinars and/or presentations to local and national end-of-
life organisations (e.g., Hospice UK, Age UK, Care UK), government policy departments (e.g., NHS 
England, Royal College of General Practitioners, NHS Health Education England) as well as a 
range of national key stakeholders (e.g., SCIE, NIHCE).  

• Publication of up to four peer-reviewed journal articles focused toward outputs from each 
workstream (e.g., Health Expectations, BMJ Supportive and Palliative Care). 

 
Costs: The total cost of supporting the four programmes of work over three years, including 
academic fees, doctoral stipend and research expenses (e.g., equipment, software, specific courses, 
conference attendance) is £75,523 (a total per annum funding of £25,174.33). 
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