
Dr Liliana Risi / GP Clinical Lead Last Years of Life/ Tower Hamlets / Tower Hamlets Position Statement on Last Years of Life: Ethical Commissioning 

Considerations and Solutions to deliver a Quality Change in service delivery/ January 2014  

 

Page 1 of 4 

 

Tower Hamlets Clinical Commissioning Group (CCG) Position Statement  

Delivery of a Quality Change in Service Delivery for People in the Last Years of Life 

Ethical Commissioning Considerations and Solutions 2013-14 
 

‘Naer-gaetni’ – Icelandic term for ‘the care you need to take when you get close to someone’ 

 

PRINCIPLES 
1. Last Years, Months and Days replace1 the terms ‘Palliative’ and ‘End of Life’ and Allow Natural Death2 to 

replace DNR (Do Not Resuscitate) in Tower Hamlets, to frame a context for managing uncertainty and 
professional anxiety as there is a lack of consensus and confusion over definitions3  4 which has contributed to 
delays in care5 

2. Equitable access to dignified care, independent of diagnosis, in last years, months and days of life and  
‘improving the care for people at the end of their lives’ (NHS Outcomes Framework 2013/14)6 

3. Goals of Care7 8 which are transparent and negotiated with consideration to personal, spiritual, religious, and 
cultural beliefs whilst maintaining autonomy, self-worth, and social participation9 10 and communicated well 
across provider boundaries. Goal setting; shared agenda setting and goal follow up are the basis of 
‘coproduction’11 

4. Delivery of dignified care which encompasses12 13: 
a. Choice over – ‘Where I die; Who is with me when I die; When my treatment is stopped’  
b. Access to – ‘Expert information on my choices for end-of-life care; Good quality palliative care that is tailored 

to my needs ; Support for my carers and family’ 
c. Control over – ‘How I die; My symptoms and pain relief; Planning the end of my life’ 

5. Care  for Carers14 – their recognition, status, support and respite 
6. Integration 15– vertical (primary/secondary care), horizontal (health /social care), internal/external  provider (GP 

teams, secondary care teams) and  virtual (IT systems, patient held records) 
7. Delivery of care must be 24/7/365 
8. Healthy Dying- Promoting health in the face of death16 and enabling age-friendly communities17 

 
CONTEXT  
Considerations 
- Tower Hamlets has a population of 280 000 people and is the third most disadvantaged borough nationally18. 
- More than half of the 36 practices in Tower Hamlets have a patient list of greater than 6000 with over 340 GPs 

working across the Borough of which more than 65 work in the soon to be 111 service (GP Out of Hours).  >67% 
of  of all GPs in Tower Hamlets (>340)  are employed in sessional contracts and  35% of all Tower Hamlets GPs 
are not FTE (full time equivalents)19. 

- Elective admissions increase as being able to consult a particular GP declines 20  
- Patients in deprived areas with complex problems feel less enabled and their doctors feel more stressed after 

consultations21   
- Approximately 750 of the 1000 people who die each year in Tower Hamlets have a natural and predictable 

progression 22 23through their last years, months and days but data on where and how people die  is limited and 
of poor quality 

- In England and Wales, a fifth of people aged over 65 will die in care homes and over 50% of residents will die 
within two years of admission to a nursing care home. For many their last years months and days will be spent in 
a  culture dominated by a ‘failure of death’ rather than a ‘celebration of a life lived’. 

- Bereavement is associated with significant morbidity and mortality24 
- Last years of life is the neglected core business of medicine.25 Neglect has manifest in the absence of  health 

intelligence and systematic analysis of local needs and trend, limited service improvement, no health promotion 
of healthy dying in the community or within the health profession  

- Both people from ethnic minorities and the elderly (paradoxically) tend to be excluded from both specialist and 
generic ‘palliative’ care 26 and are more likely to die in hospital27 

- Lack of partnership working between specialist and generalist palliative care teams i.e. unclear separation of 
responsibility is identified as a significant barrier to collaborative working28 29. 
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- The number of consultant grade specialists in the NHS has overtaken the number of GP principals. In 2010, all 
GPs, including those still in training represented only 27% of all doctors working in the NHS30.  This is will be 
worsened by a large cohort of GPs choosing to retire early and less of all qualified doctors electing to choose 
general practice31.  In the USA, this professional shift has manifest in ‘unnecessary care’32, iatrogenic harm 
through overtreatment, under-treatment and mistreatment33 and the deskilling of generalists34. 

 
Solutions 
- Primacy of  Primary Care  -  a strong system of primary care produces better health outcomes at lower cost and 

with less health inequity 35  36 
- Social Care can reduce demand on hospitals for end of life care37 38 and needs attention and investment. 
- Specialist home nursing reduces hospital treatment39  
- Continuity of care40 41needs to be re-established innovatively and urgently  in General Practice 

 
APPROACH 
1. LIFE COURSE42 43 approach to care from ‘cradle to grave’ which recognises needs around death and dying  in 

each life stage from and within the early years to the later years. “There should be a through life service” 
44 

2. POPULATION BASED 45– Evidence from Australia has shown that the needs of more than 60% of people in the 
last years/months/days of life can be met in primary care with episodes in intermediate and or specialist care 
but there may be in a increase in complexity in the last months/days from people with multi-morbidity46. The 
needs of person dying, primary carer and family balanced with an assessment of their individual and collective 
strengths and limitations are the criteria used there to determine the appropriate levels of care. To improve the 
quality delivered by Primary Care, all domains47  need to be subject to review.  (i.e. domains include leadership, 
information, patient and population engagement, regulation and standards, organisational capacity, models of 
care i.e. cross boundary) and sustainability of interventions of skills transfer to primary care 

3. PERSON CENTRED48 49 AND EXPERIENCE LED 50 

 Focus on high-quality care for people with progressive, incurable conditions and support families and carers 
of people in these groups.51 

 Analyse and plan - local  needs assessment, identification of those in  the last years of life, identify gaps in 
knowledge and services, agree outcomes and ensure the views of users are included 

 Design pathways - complexity and intensity of need requires management of transitions and co-ordination 
between pathways  

 Specify and procure -  local and national benchmarks of good practice 

 Deliver and improve – Centralised register or Electronic Care Co-ordination Systems (EPaCCS), measuring 
performance, setting key performance indicators and monitoring population needs, including the targeting 
of hard to reach groups. 

4. SOLUTION FOCUSED52 -  the assumption that people in their last years/months/days are capable of moving 
forward and growing in spite of incomplete understanding, insight, or resolution of deep, underlying problems 
and they will determine the pace of discovery and relevance to the current solution. 

5. WHOLE SYSTEM PARTNERSHIP53  - an approach to population needs and predictive modelling in the last years 
of life to aid the redesign of services  

6. LIFE SPAN APPROACH TO COSTS - Based on economic modelling in the USA, the last years for many are 
characterised by disability and ‘frailty’54 such that help will be needed with routine activities of daily living 
because of chronic illness and multi-morbidity. The total burden of a person’s health expenditure over their 
lifespan will be concentrated in their last years of life55.56 Social disadvantage/complexity increases the 
workload in care of people in their last months and days and double the resources are needed to achieve the 
same levels of care as in non- deprived areas. 57 

                                                           
1
 Change made in consultation with the National End of Life Care Programme June 2012 

2
 The death of DNR. 2009 http://www.bmj.com/content/338/bmj.b1723 

3
 Factors supporting a good partnership between Generalist and Specialist Palliative Care Services BJGP 2012 

http://www.ncbi.nlm.nih.gov/pubmed/22546595 

http://www.ncbi.nlm.nih.gov/pubmed/22546595
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4
 Improving generalist end of life care: national consultation with practitioners, commissioners, academics, and service user 

groups 
BMJ 2008 http://www.bmj.com/content/337/bmj.a1720 
5
 Transitions to palliative care for older people in acute hospitals Gott et al 2013  full report 

http://www.journalslibrary.nihr.ac.uk/__data/assets/pdf_file/0011/94277/FullReport-hsdr01110.pdf 
6
 The NHS Outcomes Framework 2013/14 

https://www.wp.dh.gov.uk/publications/files/2012/11/121109-NHS-Outcomes-Framework-2013-14.pdf  
Annex A: Ensuring that people have a positive experience of care - Improving the experience of care for people at the end of 
their lives. Metric: Bereaved carers’ views on the quality of care in the last 3 months of life 
7
 Managing co-morbidities in patients at the end of life. BMJ 2004 http://www.ncbi.nlm.nih.gov/pubmed/15485977 

8
 Withdrawing medication. Managing medical co-morbidities near the end of life. Canadian Fam Phys 2011 

http://www.ncbi.nlm.nih.gov/pubmed/21402966  
9
 Rehabilitation in end of life management. Curr Opin Support Palliat Care 2010 www.ncbi.nlm.nih.gov/pubmed/20479642  

10
 Cumulative complexity: a functional, patient-centered model of patient complexity can improve research and practice. J Clin 

Epidemiol. 2012. http://www.ncbi.nlm.nih.gov/pubmed/22910536 
11

 Coproduction of health and wellbeing outcomes: the new paradigm for effective health and social care. March 2013 

http://www.opm.co.uk/resources/coproduction-of-health-and-wellbeing-outcomes-the-new-paradigm-for-effective-health-and-

social-care/ 
12

  A narrative for person-centred coordinated (‘integrated’) care 2012 
http://www.nationalvoices.org.uk/sites/www.nationalvoices.org.uk/files/narrative-coordinated-care.pdf 
13

 Dignity in Dying. A charter for dignity at the End of Life 

http://www.dignityindying.org.uk/includes/spaw2/uploads/files/Charter for Dignity at the End of Life.pdf 
14

 There are more than half a million carers of terminally ill people in the UK. Nationally it is estimated that unpaid carers save 

the economy an average of £10,000 per carer, a total of almost £60 billion per year. Help the Hospices, 

www.helpthehospices.org.uk - Carers’ services guide – Setting up support services for carers of the terminally ill, 2006 
15

 The Evidence Base for Integrated Care. Nuffield Trust 2011 http://www.nuffieldtrust.org.uk/sites/files/nuffield/evidence-base-

for-integrated-care-251011.pdf 
16

 Health promoting palliative care arrives in Scotland. Eu J of Pall Care 2010 

http://www.cphs.mvm.ed.ac.uk/groups/ppcrg/images/pdf/Haraldsdottir%20E%20et%20al%202010%20EJPC%2017%283%2913

0-132.pdf  
17

 Compassionate Communities. http://www.compassionatecommunities.org.uk/our-mission 
18

 http://www.endchildpoverty.org.uk/london/child-poverty-in-london-the-facts/tower-hamlets-43/#_ftn1 
19

 General practice in London. Supporting improvements in quality Kingsfund 2012 

http://www.kingsfund.org.uk/sites/files/kf/field/field_publication_file/general-practice-in-london-dec12.pdf 
20

 Characteristics of general practices associated with numbers of elective admissions. JPublic Health (Oxf). 2012 

http://www.ncbi.nlm.nih.gov/pubmed/22448040 
21

 Multi-morbidity and the inverse care law in primary care. BMJ 2012 http://www.bmj.com/content/344/bmj.e4152 
22

 Role of Gait Speed in the Assessment of Older Patients 2011 http://jama.jamanetwork.com/article.aspx?articleid=644504 
23

 Supportive and Palliative Care Indicators Tool - SPICT 
http://www.palliativecareguidelines.scot.nhs.uk/documents/SPICT_July2012.pdf 
24

 Bereavement in Primary Care. BJGP 2011 http://www.ncbi.nlm.nih.gov/pubmed/21401990 
25

 End of Life Care: the neglected core business of medicine. The Lancet 2012 http://www.ncbi.nlm.nih.gov/pubmed/22464369 
26

 Living with Aging and Dying. Koffman in Gott and Ingleton. 2011 ukcatalogue.oup.com 
27

 Models in Variation of Home Death. Gomes and Higginson BMJ 2006 http://www.ncbi.nlm.nih.gov/pubmed/16467346 
28

 Factors supporting a good partnership between Generalist and Specialist Palliative Care Services BJGP 2012 
http://www.ncbi.nlm.nih.gov/pubmed/22546595 
29

 NEJM 2013 Generalist plus Specialist Palliative Care — Creating a More Sustainable Model. 
http://www.nejm.org/doi/full/10.1056/NEJMp1215620 
30

 NHS Staff 2000- 2010 www.ic.nhs.uk/statistics-and-data-collections/workforce/nhs-staff-numbers/nhs-staff-2000--2010-
medical-and-dental 
31

 http://www.onmedica.com/newsArticle.aspx?id=28203ab0-9ca3-4277-b567-790f6105da31 

https://www.wp.dh.gov.uk/publications/files/2012/11/121109-NHS-Outcomes-Framework-2013-14.pdf
http://www.ncbi.nlm.nih.gov/pubmed/15485977
http://www.ncbi.nlm.nih.gov/pubmed/21402966
http://europepmc.org/search/?page=1&query=ISSN:%221751-4266%22&restrict=All+results
https://web.nhs.net/owa/redir.aspx?C=2ARiRB7L5kyHmPps94Uehx_xS7B6MdBIwORrQA-rsY7-fAcaXfo-wX4LeVTtE79z4fTdNf5iLls.&URL=http%3a%2f%2fwww.ncbi.nlm.nih.gov%2fpubmed%2f22910536
http://www.helpthehospices.org.uk/
http://www.cphs.mvm.ed.ac.uk/groups/ppcrg/images/pdf/Haraldsdottir%20E%20et%20al%202010%20EJPC%2017%283%29130-132.pdf
http://www.cphs.mvm.ed.ac.uk/groups/ppcrg/images/pdf/Haraldsdottir%20E%20et%20al%202010%20EJPC%2017%283%29130-132.pdf
http://www.ncbi.nlm.nih.gov/pubmed/22448040
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32

 Unnecessary care: are doctors in denial and is profit driven healthcare to blame? BMJ 2012 The harms of overtreatment are 
not restricted to dying patients. Overly aggressive treatment is estimated to cause 30 000 deaths among Medicare recipients 
alone each year. Overall, unnecessary interventions are estimated to account for 10-30% of spending on healthcare in the USA. 
http://www.bmj.com/content/345/bmj.e6230 
33

 The End of the Disease Era. Am J Med 2004 http://www.commed.vcu.edu/IntroPH/ChronicDiseases/cdeendofera.pdf 
34

 Divided we fail. The Harveian Oration 2011 Heath 2011 http://www.rcplondon.ac.uk/sites/default/files/harveian-oration-

2011-web-navigable.pdf 
35

 Starfield B, Shi L, Macinko J. Contribution of primary care to health systems and health. Milbank Q 2005;83(3):457–502. 
36

 Flattening the trajectory of health care spending  2012 

http://www.rand.org/content/dam/rand/pubs/research_briefs/2012/RAND_RB9690z2.pdf 
37

 Understanding patterns of health and social care at the end of life. 2012 Nuffield trust 

http://www.nuffieldtrust.org.uk/publications/health-social-care-end-life 
38

 http://www.endoflifecare.nhs.uk/search-resources/resources-search/publications/imported-publications/supporting-people-

to-live-and-die-well.aspx 
39

 The impact of the Marie Curie Nursing service on place of death and hospital use at the end of life. 2012 NuffieldTrust 

http://www.nuffieldtrust.org.uk/sites/files/nuffield/marie_curie_full_report_final.pdf 
40

 Promoting continuity of care in general Practice. Hill and Freeman 2011 http://www.rcgp.org.uk/policy/rcgp-policy-

areas/~/media/Files/Policy/A-Z%20policy/RCGP_Continuity_of_Care.ash 
41

Progress with relationship continuity 2012, a British perspective. http://www.ncbi.nlm.nih.gov/pmc/articles/PMC3440251/ 
42

 Aging and Life Course.  World Health Organisation 2012  http://www.who.int/ageing/about/ageing_life_course/en/index.html 
43

 Fair society Healthy Lives – the Marmot Review . A Tower Hamlets perspective. 2010  
http://www.towerhamlets.nhs.uk/about-us/public-health/our-priorities/health-inequalities-fair-society-healthy-lives/ Although 
rare in the early years e.g. there will be premature and neonatal deaths, stillbirths, life limiting childhood 
developmental/neurological conditions, childhood cancers  and bereavement needs of parents and children who have lost 
parents. 
44

http://www.thecareforum.org/assets/files/Volunatry%20Sector/Reports%20/Bristol%20Adults/Square%20Table%20National%

20report.%20FINAL.pdf 
45

 A guide to palliative care service development – a population based approach. Australia Palliative Care. 2005 

http://www.palliativecare.org.au/Portals/46/resources/PalliativeCareServiceDevelopment.pdf 
46

 Commissioning Guidance for Specialist Palliative Care 2012 http://www.apmonline.org/documents/135764105191600.pdf 
47

 Quality of Care. A process for making strategic choices in health systems. World Health Organisation 2006 

http://www.who.int/management/quality/assurance/QualityCare_B.Def.pdf 
48

 Commissioning person centred end of life care. National End of Life Care Programme 2012 

http://www.endoflifecareforadults.nhs.uk/publications/commissioning-person-centred-end-of-life-care-toolkit 
49

 NICE Guidelines  2011. End of life care for adults (QS13) http://guidance.nice.org.uk/QS13 
50

 Experience led commissioning for End of Life care 2012 http://www.networks.nhs.uk/news/westminster-reports-on-

2018experience-led-commissioning2019-of-end-of-life-care 
51

 http://publications.nice.org.uk/quality-standard-for-end-of-life-care-for-adults-qs13 
52

 Solution Focused Therapy Canadian Family Physician 2001 http://171.66.125.180/content/47/11/2289.full.pdf+html 
53

 http://www.thewholesystem.co.uk/networks/eolc/eolc.aspx 
54

 Frailty: an emerging concept for general practice Br J Gen Pract. 2009  
http://www.ncbi.nlm.nih.gov/pmc/articles/PMC2673187/ 
55

 Living well at the End of Life. Adapting Health Care to serious chronic illness in old Age. Lynn and Adamson RAND 2003 

http://www.rand.org/content/dam/rand/pubs/white_papers/2005/WP137.pdf 
56 http://www.nuffieldtrust.org.uk/data-and-charts/average-care-costs-age-band-last-year-life  
57

 Social deprivation increases workload in palliative care of terminally ill patients BMJ 1997; 314 doi: 

10.1136/bmj.314.7088.1202 http://www.bmj.com/content/314/7088/1202.1 

http://www.bmj.com/content/345/bmj.e6230
https://web.nhs.net/owa/redir.aspx?C=cKj8Yrip6ke9U8jokB9NI6Ov_COQhM9IrvXJ6rCbGzOklW3SOhv8Ji6WJDymxXSiaMt6x7n714c.&URL=http%3a%2f%2fwww.nuffieldtrust.org.uk%2fpublications%2fhealth-social-care-end-life
https://web.nhs.net/owa/redir.aspx?C=WCedRhY0yUSN9IoMyaO1ZBTLRyesoc9ILc3QG5IodtMlKBBQcD9KABN0ibF9Xc7bM-g9AiaU6cs.&URL=http%3a%2f%2fwww.nuffieldtrust.org.uk%2fsites%2ffiles%2fnuffield%2fmarie_curie_full_report_final.pdf
http://www.rcgp.org.uk/policy/rcgp-policy-areas/~/media/Files/Policy/A-Z%20policy/RCGP_Continuity_of_Care.ash
http://www.rcgp.org.uk/policy/rcgp-policy-areas/~/media/Files/Policy/A-Z%20policy/RCGP_Continuity_of_Care.ash
http://www.towerhamlets.nhs.uk/about-us/public-health/our-priorities/health-inequalities-fair-society-healthy-lives/
http://www.nuffieldtrust.org.uk/data-and-charts/average-care-costs-age-band-last-year-life

