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Part 1: Abstract 

Palliative and end-of-life care for people with advanced liver disease (ALD) is often 
poor (Cox-North et al, 2013)1. 
 
Following a successful pilot in 2013 between St. Luke’s Hospice and Basildon & 
Thurrock University Hospital (BTUH), the Shared Care Liver Project (SCLP) was 
established to explore the impact of a collaborative approach to the care of patients 
with ALD and their carers. Thirty six patients were recruited using inclusion criteria 
and their progress measured using a comprehensive set of qualitative and validated 
quantitative outcome measures.   
 
This innovative approach crossed traditional boundaries, giving patients and their 
carers access to supportive care services of the hospice. 
  
A significant unmet need was highlighted and with additional support many patients 
began to improve compliance with associated improved outcomes. Those who 
deteriorated or died on the project had improved end of life care with all having an 
opportunity to discuss their end of life care wishes 
 
Significant challenges included the initial time constraint for project completion in 
order to capture the complex needs of the cohort.  The Health Foundation supported 
a project extension enabling demonstration of the full impact of the intervention. 
  
A successful partnership between Marie Curie Palliative Care Research Department 
(MCPCRD) and the hospice project team resulted in a comprehensive evaluation of 
the project. 
 
Patients and carer’s embraced being part of the project, with significant learning 
gained from their shared experiences. 
 
ALD patients and their carers will continue to be supported by the hospice through 
the shared care pathway.  Funding is being sought to establish a Clinical Nurse 
Practitioner to work with the Advanced Nurse Practitioner (ANP) to further develop 
the non-malignant work provided by St. Luke’s. 
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Part 2: Progress and outcomes  

Our innovative intervention 

Our intervention was designed to address the nationally acknowledged gap in 

palliative care service provision for patients with ALD.  Our innovative solution was to 

implement a co-ordinated, shared care 

pathway between the local hospital and 

hospice to enable early, timely access to a 

range of supportive services.  As a result of 

the success of our project, this innovation can be replicated across the country and 

adopted into the care of other patient groups, such as those with heart failure. 

Figure 1 illustrates our intervention, highlighting the patient pathway prior to the 

project and how patients and carers now move through the shared care pathway. 

 

 
 

Figure 1: The existing acute care pathway and the shared care pathway 
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“The hospice has given me a future.” 

Patient quote 
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Adjustments to our original plan 

1. Hospice-based vs BTUH in-patient paracentesis 

We made a decision to exclude paracentesis from the project because BTUH 

began offering the procedure in ambulatory care before the project began. 

2. Timeframe 

We were originally part of the Round 2 cohort.   However, as our data was 

complex and we realised the importance of gathering in-depth information on an 

adequate cohort size, we transferred to Round 3, granting us an extra six 

months to collect data.  

3. Social media 

We had hoped to use social media to communicate with health professionals 

and patients.  However, our use of Twitter was limited due to time constraints.  

This did not impact our communications as we have stayed in contact with health 

professionals via email, telephone, visits and conferences. 

 

The closed Facebook page is currently being established and it is foreseen that 

it will be opened in the near future. 

 

Sources of data 

Our primary quantitative data consisted of scores from the below validated 

measures. 

 
Measures were completed at patient assessments with the ANP, every four-to-eight 

weeks. 

Carers completed the validated Carers Support Needs Assessment Tool (CSNAT) 

and discussed their needs with the hospice’s carers support co-ordinator (HSCS).  

For an overview and copy of all measures, see 

Appendix 4a. 

We collected qualitative data, including patient 

comments, focus groups and staff surveys (see 

question templates in Appendix 4b). 

The project steering group met regularly to monitor quality and progress.  The 

“You were the support that I 

needed to make me realise 

what I did to myself.” 

Patient quote 
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operational subgroup comprising the project co-leads and project support officer met 

weekly to examine issues in greater detail.  

Data analysis 

MCPCRD at University College London has independently analysed our data.  We 

provided them with patient demographics and anonymised raw data from every 

assessment (see Appendix 5). 

Impact 

Thirty eight patients who met the inclusion criteria (see Figure 1) were registered for 

entry onto the pathway.  Table 1 shows the demographics for the 36 patients who 

completed at least one assessment.  Our sample is white British, predominantly 

male with a mean age of 57 years and predominantly with a diagnosis of ALD.  

Unless otherwise stated, the number of patients in each category is given with the 

percentage in parentheses, with all figures rounded up.  Table 1 shows that there is 

little difference in the characteristics of the patients who completed their follow up 

assessments and those who were withdrawn or died. 

 

Patients were followed up for a mean of 224 days, with a mean of 6.6 assessments 

(Median, IQR = 7 (4,9)) each lasting on 

average 55 minutes.  There are no significant 

differences in the demographics or aetiologies 

of ALD between those who completed follow 

ups and those who withdrew or died.   

Completers’ mean AKPS final assessment scores (Figure 2) significantly increased 

by a mean of 12 points (95% CI 5.79, 18.56) compared to the initial assessment; the 

equivalent of moving from the upper end of the band defined as ‘able to care for 

most needs, but requires occasional assistance’ to the lower end of the band ‘normal 

activity with effort, some signs or symptoms of disease.’ 

“I have a sense of pride in what I 

have achieved and I look forward 

to returning to normal life.” 

Patient quote 
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Figure 2: Completers’ mean total AKPS scores at each month after initial                                              

assessment 

Completers’ mean IPOS scores significantly reduced by a mean of 9 points (95% CI 

-14.9, -3.89), the equivalent of a reduction of three points on three questions, eg 

moving from ‘overwhelmingly’ to ‘slightly’ to describe how much symptoms were 

affecting them. 

 

 

Figure 3: Completers’ mean total IPOS scores at each month after initial 
assessment 
 
Overall, patients were stabilised and three patients were recommended for 
transplant.  One patient died pre-transplant, one has now been taken off the 
transplant list due to stability and one has been successfully transplanted.  These 
numbers, although small, represent a great success.  We also observed a reduction 
in acute hospital admissions and lengths of stay for patients during the project 
compared to the same time period prior to the project.  
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All patients (n=36) were offered the opportunity to discuss advance care planning, 
which included Preferred Priorities for Care/Death (PPC/D) and Do Not Attempt 
Resuscitation (DNACPR).  Sixty nine per cent took up this opportunity with many 
discussing their wishes completing the necessary documentation. 
 
The evaluation has demonstrated that the pathway maintained the quality of life for 

patients who would be expected to deteriorate over this trajectory and enhanced 

their wellbeing.   Regular contact with the ANP offered patients continuity of care and 

dedicated time and space to discuss their concerns.  Similar benefits were observed 

from the carers contact with the HCSC. The 

pathway allowed continued acute management 

and follow ups whilst providing access to 

hospice services such as counselling, day 

hospice and social work.  This ensured that 

holistically, patient needs were discussed and 

addressed early and proactively. 

Sixteen carers were referred to the HCSC.  Those completing the CSNAT (n=8) 
stated they needed support with at least three items. On average, carers wanted 
support on eight items (SD=3.2, range 3 -13) requiring ‘quite a bit’ / ‘very much’ 
support on three items (SD=4, range 0-13). Table 2 shows the needs most 
commonly identified.   

 
 
The HSCS offered interventions, including:  

 
 

 

 

  

“Outside of the Hospice, I had 

not been involved in any 

conversations and my needs 

had not been acknowledged.” 

Carer quote 



Innovating for Improvement Round 3: final report  9 

Part 3: Cost impact 

How our service is commissioned and paid for 
Core hospice services receive approximately 40 per cent of their funding from the 
two CCGs that it serves.  The remaining funding is from charitable donations, trust 
and grant applications and income generated by our charity shops. 
 
Our aim in this project was to improve the 
quality of care for people with ALD and our 
proposal did not include a formal economic 
evaluation.  
 
However, despite the complexity of the patient group in terms of pathology and 
associated health service utilisation, we were keen to carry out some form of 
analysis of the cost implications of our intervention.   
 
Cost of Existing Pathway vs Cost of New Pathway  
The primary costs stem from delivering the supportive care services at the hospice 
and savings are associated with A&E avoidance and a reduction in in-patient activity.  
Although we have no definitive data on comparative GP attendance before and 

whilst on the project, qualitative feedback from 
patients highlights that attendance at 
appointments at the hospice actively prevented 
GP attendance. This was established by asking 
patients in crisis, what they would have done 
had they not attended the hospice.    
 

Existing Pathway 
The existing pathway (Figure 1) had the costs as per Table 3.  However, we know 
from patient and professional feedback that there were gaps in provision of care and 
support resulting in hospital admissions, more GP attendances, absence of end of 
life care planning and greater numbers of deaths in hospital prior to the project. 

 
 
New Pathway  
Patients referred to the SCLP were not previously known to the hospice therefore the 
interventions offered were in addition to the routine hepatology and liver CNS 
contacts.   
 
Hospital data on the cohort (n=23) to establish hospital activity (A&E attendance, 
inpatient stays and outpatient activity) was examined for the year before each 
individual commenced on the project and then compared with the period that they 
were on the project. 
 

“This is why this works – you’ve 

picked up something that would 

have landed me in hospital.” 

Patient quote 

“I feel rushed when I’m seeing 
the GP; they often use language 
which is too clinical or technical.” 

Patient quote 
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A random sample of anonymised patient activity (n=10) was analysed and results 
(Figure 4) highlighted a significant reduction in A&E attendance and acute hospital 
in-patient number of admissions and length of stay. An 18 per cent reduction in 
hospital out-patient attendance was also noted. 
 

 
 

 

 

Figure 4: Patient (n=10) hospital activity 12 months before and during the project 
 
The comparative costs for this patient activity (n=10) were analysed and resulted in 
in a saving of £53,747 based on national tariff costs2 in Table 4. 
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If extrapolated to the entire cohort of 36, there is the potential to have realised a 
saving of £193,489. 
 
The new pathway has been a time-limited project and we have used two 
representative case studies to highlight the individualised, holistic hospice support 
provided. 
 
Case 1 – Patient A 

 

  
 
This case highlights the diversity of supportive services accessed at St Luke’s in the 
year prior to death and outlines a proactive and pre-emptive approach offering 
support to a patient approaching the end of life and their carer, which previously 
would have been unmet needs. 
 
Case 2 – Patient B 
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The patient died at home supported by St Luke’s Hospice at Home and 
OneResponse teams.  The patient achieved his PPD despite numerous barriers to 
facilitating choice.  The likely outcome of this case would have been death in hospital 
if the patient had not been on the project. 
 
For the two case studies, the GP/crisis avoidance is below. 

 
 
Although marginal cost savings were demonstrated through GP avoidance in the 
above cases, the qualitative benefits of 
patients receiving a holistic needs assessment 
lasting 55 minutes enabled their needs in a 
crisis to be addressed promptly, providing 
continuity and additional support from the 
hospice teams.    
 
Implementation & calculation of costs  
We have referred to Unit Costs of Health and Social Care 20163 for GP costs and 
the National Tariff document2 for hospital activity data. 
 
Hospice service costs have been calculated using hospice salary information with an 
additional margin for on-costs. 
 

 

  

“Patients have felt supported, 

listened to and some have 

made very positive changes.” 

Hospice social worker quote 
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Part 4: Learning from your project 

Did you achieve all of what you hoped to achieve at the start of the project? 
The majority of the initial objectives set for the project have been met and evidence 
to support this is highlighted throughout this report. This includes: 
 

• Improved patient experience (demonstrated by IPOS (see Section 2), service 
user feedback via focus groups, stakeholder quotes and feedback 

• Improved access to services (demonstrated through the range of hospice 
services accessed (IPOS scores, service user and stakeholder feedback) 

• Reduction in acute hospital admissions and length of stays (collation of 
activity data and case studies) 

• Improved emotional wellbeing (IPOS scores, AKPS, SFLDQOL wellbeing tool 
analysis) 

• Improved carer/family support (service user feedback, CSNAT analysis).  
 
Enablers 
Hospice management have been supportive of the project since its inception; the 
support and encouragement from non-clinical and nursing staff has ensured that we 
have been able to access the resources needed to offer an enhanced patient 
experience. 
 
The project steering group has 
representation from hospice 
services, BTUH staff, a CCG 
representative, patients and a 
carer. This maintained the direction 
and progress and acted as a 
‘critical friend’ to the project team. 
Insight gained from service users 
on the steering group, the focus 
groups and the targeted support group (complete programme in Appendix 4c) were 
invaluable in ensuring that our pathway was firmly grounded in the expressed 
priorities and needs of patients and carers. Their open and honest feedback and 
contribution was encouraged and utilised to inform the project throughout.   
 
Support gained through telephone contact and visits from Springfield Consultancy 
(Richard Edgeworth) was invaluable in providing regular opportunities to discuss the 
project progress and the challenges and opportunities around this.  
 
External interest generated in the project early on confirmed that this innovative 
approach would address an area of recognised unmet need which in turn added 
credence to the work and enhanced our confidence that our results could influence 
care on a national level. 
 
Helpful aspects of culture, technology or policy 
The literature search conducted prior to commencement and updated throughout the 
project offered a contextual backdrop for the development of the pathway.  This was 
coupled with a number of emerging studies beginning to examine the concept of 
palliative care for this patient group, such as Low et al (2016)4.  This proved helpful 
in gaining interest and recognition from the British Liver Trust and MCPCRD, with 

‘The hospice has always been very keen on 

partnership working and making sure we can 

provide as seamless a service as is possible.’  

Hospice Director of Care and Clinical 

Development 
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both organisations seeking active engagement and specific support from the latter to 
ensure statistical analysis and national dissemination of the project findings.   

The hospice electronic medical records system (SystmOne) enhanced our ability to 
input and extrapolate activity data and generate analysis of the outcome measures 
used. 

Predictable risks, unexpected challenges and barriers 
Challenges and risks to the project were standing agenda items for steering group 
meetings (Appendix 4d) including: 
 

 
 
Weekly project group meetings allowed pre-emptive discussion of problems and risk 
mitigation.   
 
An unanticipated challenge proved to be the liver team’s workload, rendering it 
difficult for them to attend steering group meetings regularly.  
 
Interest generated from the project resulted in many enquiries from other service 
providers and calls for dissemination, proving time consuming.  Whilst we delivered 
on these challenges, it highlighted the need to stage a showcase event once the 
project ends (Appendix 4e). 
 
An aim of the project was for the ANP to undertake joint clinics with the hepatology 
team in the hospital. This resulted in reciprocal learning, with the ANP expanding her 
knowledge of ALD and the hepatology team increasing their knowledge of a 
palliative care approach. 
  
Our aim of increasing access to paracentesis was influenced by the opening of 
ambulatory care, and increased patient compliance with medication whilst on the 
pathway which may have contributed to the reduction in the need for this 
intervention. 

Surprising feedback 
The team underestimated the psychological impact for patients of being on the 
project, many explaining this in 
terms of what a lifeline it had been.  
 
Use of the SFLDQOL tool 
highlighted unmet needs in relation 
to sexual dysfunction which was not 

“Without this project I would not have made 

it. My children and wife remained calm as 

they knew they could talk to you.” 

Patient quote 



Innovating for Improvement Round 3: final report  15 

anticipated. This was addressed as part of the targeted support programme. 
 
Carers were less likely to identify themselves as carers in comparison to the general 
hospice carers but many were very receptive to the offer of support available to 
them.  
 
Patients described appreciating the calming environment of the hospice in 

comparison to the busy hospital out-patient 
clinic. 
 
Despite numerous outcome measures to 
complete as part of the data collection, 
patients were happy to complete these with 

the support of a health care assistant who proved invaluable.   
 
What we will take away from this project 
This project was the first time the hospice had employed a project support officer to 
assist in implementing and embedding a project. This proved critical to its success 
and is an element for future projects that will be sought. Dedicated focus on ensuring 
milestones were tracked and timely reports produced allowed the clinical leads to 
focus on project delivery. 

The project highlighted the specific 
needs of people with ALD and 
confirmed much of the national evidence 
around them being a marginalised group 
in relation to access to palliative and 
end of life care. Their reactions to being 
offered supportive care within a hospice setting were sometimes dramatic, with a 
sense of gratitude and of not wanting to let everyone down who had offered them 
support.  

 
What we would have valued knowing at the start 
The administration team role was underestimated in terms of contacting patients for 
appointments and maintaining contact with patients who did not attend (DNAs). A 
positive rapport was established with patients which helped to encourage attendance 

for appointments. 

Although liver specific, the SFLDQOL tool proved 
difficult to analyse and lengthy for patients to 
complete. On reflection the OACC measures could 
have been used alone to effectively measure patient 
outcomes. 

The key things to know for others looking to implement our project 

• Develop a robust steering group with wide representation from the outset and 
meet regularly. In addition, project group meetings should be regular to discuss 
operational issues and challenges.  

• Include a number of different measures to gain service user feedback eg focus 
groups. Keeping a field notes account of issues for discussion and narratives of 

“I don’t want to let down the people that 

helped me, so I won’t have a drink.” 

Patient quote 

“Everyone wants to help; you want 

to come as it is a nice atmosphere.” 

Patient quote 

“Now I feel that I have some 

hope for the future and I am 

trying to fight to stay alive.” 

Patient quote 
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patients can add to the richness of data collected.  

• Engage with potential external interested parties early as part of the PR 
strategy for the project. This allows for a pre-emptive approach rather than a 
reactive one. 

• Establish baseline data as early as possible – developing a relationship with the 
appropriate personnel who will be able to offer data and explanation throughout 
the project. 
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Part 5: Sustainability and spread 

Sustaining our intervention 

The hospice has maintained the shared care approach to ALD patients and their 
carers since the end of the project.  Patients are being referred to the ANP from the 
hepatology team using the set project criteria.  Following referral, patients and their 
carers are invited to the hospice’s outpatients department for holistic needs 
assessment allowing for bespoke care planning.  We continue to offer the wide 
range of services available at the hospice, including Day Hospice, physiotherapy, 
counselling, social work, complementary therapies etc.  
 
Close professional relationships have remained between the hospice and the 
hepatology team with future MDT dates being planned. 
 
Outcomes are measured using the IPOS score and the ANP reviews interventions 
and progress at regular intervals.   The focus of the work remains on stabilizing 
patients through holistic interventions, however, if this is not possible then specialist 
palliative care is in place to ensure gold standard end of life care.   
 
The project has been widely acknowledged as successful due to significant improved 
patient outcomes and as such St Luke’s has continued to fund and support the work 
as part of their commitment to provide equitable care to all in their community with 
life limiting illness.  
 
Basildon and Brentwood CCG have continually supported the project and we are 
currently analysing data collaboratively with them to identify on-going funding for a 
CNP for non-malignant conditions to continue to develop the shared care ethos.  
 
External interest and recognition 

MCPCRD approached the project leads at an early point as they recognized the 
‘uniqueness’ and ‘importance’ of the project and the significant part it will play in  
informing the national picture.  MCPCRD were keen to be affiliated with the project, 
working with the leads during project development and have assisted in data 
analysis.  
 
Other national interested parties: 

 
 
Our project won the prestigious Hospice UK (HUK) Innovation in Care award in 
November 2016.  The judges were particularly impressed by the depth of patient 
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outcome measurement.  This award shone a spotlight on our work and helped 
cement its significance.  
 
An article on the pilot of the SCLP has just been published in Gastrointestinal 
Nursing (June 2017) and has received positive feedback and fuelled anticipation 
around the final results (Appendix 4f). 
 
In September 2017, the findings of the project are being presented at the British 
Association of the Study of the Liver (BASL).  An abstract has been accepted and a 
poster and oral presentation will be delivered by the ANP.  It is a significant 
achievement for a hospice to be presenting at this prestigious hepatology conference 
and helps to highlight the important role that palliative care has to play in the care of 
those with ALD. 
 
Completed findings from the project will be presented at Hospice UK 2017 promoting 
the on-going development of non-malignant care pathways. 
 
Many local groups have shown interest in the project, ranging from other local 
hospices to hospital palliative care teams.   In November 2017 the ANP will present 
the project at the regional audit meeting allowing other service providers to have the 
opportunity to discuss its replication.  
 
Spreading our innovation 
As a result of the success of our innovative project and its suitability for wider spread 
and adoption, we intend to seek opportunities to support dissemination, including 
applying for a Spreading Improvement grant.  Our project has shown that there are 
significant unmet needs for this group and we therefore feel compelled to progress 
this work with wide dissemination.  
 
The project team are in continued discussions with the local CCGs and have 
highlighted the A&E and GP avoidance figures as a basis for future funding.  We are 
continuing to examine a paracentesis pathway which will enable patients with ALD to 
have this disabling condition dealt with in a timely, sensitive and efficient manner.  
 
The exploration of the shared care model has allowed us to feel confident in 
transferring and implementing it with other non-malignant groups.  To this end the 
hospice has recently been awarded funding by St James Place Foundation to 
develop a similar model for patients and their carers with heart failure.    
 
 
 
 
 
 
 

 
 

 

  

“The shared care approach was fantastic and if we all work together 

across organisations, the best outcomes for the patients will prevail” 

CCG quote 
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Appendix 1: Resources and appendices 

Please see associated files labelled as Appendix 1 
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Additional appendices 

4a Overview and copies of validated measures 

4b Focus group and staff survey questions 

4c Targeted support group programme 

4d Sample steering group agenda 

4e Plan for showcase event 

4f Article published in Gastrointestinal Nursing 

5 MCPCRD statistical analysis report 
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