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Response to the Neuberger review by the 

International LCP Reference Group 
 
Introduction 

 
An international meeting was held in Liverpool, UK, 26-28 November 2013, attended by leading 
thinkers, practitioners and researchers in care for the dying from 12 countries. 

 
The group has been working together for a number of years with a shared focus on the Liverpool Care 
Pathway for the Dying Patient (LCP) under the name the International LCP Reference Group. 

 
The LCP was developed in Liverpool by the Marie Curie Palliative Care Institute Liverpool, a 
partnership between the Royal Liverpool and Broadgreen University Hospitals NHS Trust, the 

University of Liverpool and Marie Curie Cancer Care, 
(1)

. It has been used extensively in English 

Hospitals 
(2) 

and has also been implemented by colleagues from the 12 countries represented on the 
International LCP Reference Group and in thousands of healthcare settings – including hospitals, hospices, 
care homes and in the community – in 23 countries in total. 

 
From 2009, the LCP became the focus of media attention surrounding end of life care in England, 
culminating in an independent national review of the implementation of the LCP being established in late 

2012, and reporting in July 2013 
(3)

. 

 
In this context the international partners aimed to review the current situation in England and 
establish the best way forward for international collaboration aiming to improve the care for dying patients 
and their families. 

 
The English Media, Neuberger Review and the LCP in England 

 
In December 2009 the Daily Telegraph published, as a front-page lead, a letter from a retired 

geriatrician to the effect that the LCP was being used by hospitals to hasten death 
(4)

. This led to a 
significant amount of media attention surrounding the LCP. 

 
Media coverage subsequently followed surrounding round two of the National Care for the Dying Audit 

Hospitals (NCDAH) 
(5) 

that misrepresented key elements of its findings relating to the LCP and the care 
being provided for dying patients. The LCP became the focus of sustained negative media coverage in 

some sections of the media 
(6, 7, 8)

, which continued despite the challenging of the misrepresentation and 

inaccuracy 
(9)

, more balanced coverage in other media 
(10) 

and the extensive support of clinicians and 

end of life care charities and other orgnaisations 
(11,12)

. This culminated in late 2012 in the establishment 

of the Neuberger Review 
(3)

. 

 
The Neuberger Review examined complaints about care from bereaved relatives, conducted a 

literature review 
(13) 

and conducted public meetings involving over 300 families and professionals. 

 
Publishing in July 2013, it made over 40 useful recommendations, including covering key issues relevant 
to the ability of the NHS to provide best quality care for dying patients – importantly the need to address: 
 

- Education and Training 

- Research and Development funding 

- Access to specialist palliative care services, and 

- The need to ensure care and compassion from all involved in caring for dying patients 

- A National Debate about death and dying. 
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It also identified some key challenges in relation to the LCP and its profile and misrepresentation in the 
media. Crucially, the review found that the LCP is based on the sound ethical principles that provide the 

basis of good quality care for patients and families when implemented properly 
(3)

. 
 

Despite this, the review found that terminology, in particular the word ‘pathway’, were problematic and it 
was recommended the terms be discontinued. The Review also recommended that the LCP be replaced in 
the clinical environment in England within 6 to 12 months and be replaced by, as yet undefined, 
individualised end of life care plans. 

 

Since the Review publication, NHS England has issued interim guidance 
(14) 

advising that Trusts 
successfully using the LCP should continue its use rather than abruptly stop. A strategic Leadership 
Alliance for the Care of Dying People has been formed supported by a clinical advisory group, to develop 

an approach to assist clinicians when the LCP is withdrawn 
(15)

. Interim guiding principles have now been 

issued, with a consultation period to the 31
st 

January 2014. The Chair of the Leadership Alliance has 
indicated that it is not intended to release any national tool to replace the LCP, rather guidelines, with 

supporting education and training 
(16)

. 

 
Whilst the publication of the Neuberger Review has resulted in a reduction in media coverage of the 
LCP, and care for the dying more generally, a debate does continue in the English media and will likely 
continue for the foreseeable future. Recent coverage has included a number of perspectives, including 
the risk of a lack of clarity for organisations and clinical teams. It has been suggested that the lack of 
clarity in the current situation, with some areas withdrawing the LCP with immediate effect, has led to 

reduced quality of care for dying patients. 
(17, 18)

 
 

There have also been accusations that the LCP is simply being ‘rebranded’ 
(19)

, raising challenges about 
the understanding of key issues within established international evidence on the care of dying patients, 

such as anticipatory prescribing, hydration and nutrition 
(20)

. However at the same time it is being 

highlighted that whatever might replace the LCP is likely to look similar to it 
(21)

, reflecting that the LCP 

does indeed reflect the key elements required to provide good care for dying patients 
(20)

. Indeed the 
Lancet Oncology has now warned of the danger at this time of a triumph of politics over evidence in 

England 
(22)

. 

 
The International Collaborative for Best Care for the Dying Person 

 
As identified in the Neuberger Review, the LCP itself is ethically sound and provides good care when 

implemented well 
(3)

. The International Group reaffirmed its commitment to working collaboratively to 
achieve best care for dying people in the last hours and days of life. 

 

In doing so the group resolved that the Integrated Care Pathway methodology 
(23) 

must remain central 
to international collaborative work, supported by International Model Integrated Care Pathway 
Documentation and an International Model of Implementation. 
 

Fig. 1 
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To take forward this work, it was agreed to establish ‘The International Collaborative for Best Care for the 
Dying Person’. 

 
The vision of the International Collaborative for Best Care for the Dying Person is for a world where 
all people experience a good death as an integral part of their individual life, supported by the very best 
personalised care. 

 
The Marie Curie Palliative Care Institute Liverpool (MCPCIL), University of Liverpool, UK will be the 
coordinating centre for the International Collaborative. 

 
A Collaborative Response to the Neuberger Review 

 
We are confident that the issues identified in the Neuberger Review reflect challenges in societies and 
their healthcare systems regarding attitudes towards death and dying and care for dying patients, 
rather than inherent problems with the LCP itself or Integrated Care Pathway methodology. 

 
The LCP has proved to be transferrable across national, cultural and religious boundaries through the work 

of colleagues represented on the International Collaborative 
(20)

. 

 
Recent English newspaper reports may choose their words carefully regarding “many instances of 

suspected hastening of death” 
(24)

, however the only randomized control trial evidence available with 
regards to the LCP in practice found no differences in survival times between patients cared for in wards 

where care is supported by the LCP and those in control wards where the LCP was not used 
(25)

, 
contradicting the un-evidenced claims that the LCP is used to hasten death. Although underpowered, the 
study also found significant benefits to patients in terms of respect, dignity, kindness and control of 
breathlessness. 

 
Whilst noting the issues with the term ‘pathway’ in English, this term is not generally problematic in other 
partner countries. However given the challenges in England, more transparent terminology has been 
established for the International Collaborative, focusing on Best Care for the Dying Person – our 
overall shared aim – in the naming of the International Collaborative, the Model Documentation and 
the Model of Implementation. 

 
What is clear, as recognised in the Neuberger Review, is that a sensible societal debate is required 
regarding death and dying, so that individuals and their loved ones can discuss and prepare for their 
own death and we as caring professionals can achieve with them an holistic approach to their end of 
life care as a whole. 

 
The Way Forward 

 
The International Collaborative will now take forward a programme of work to achieve our vision. We are 
establishing a constitution to support this, developing our core principles based on those established 

during our previous OPCARE9 collaborative work 
(26) 

and bringing forward a programme of 
collaborative work packages encompassing research and development, quality assurance and learning 
and teaching work streams. 

 
We remain committed to Integrated Care Pathway methodology supported by robust implementation 
grounded in organisational and system-wide quality governance. 

 
Quality and safety are key, and we reiterate our view that accreditation is needed in some countries to 

strengthen the implementation process 
(27)

, and the education and training of professionals caring for  
patients in their last days and hours, so as to more formally embed this care within the core business of 

and quality governance structure of organisations 
(27)

. 
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For the sake of the patients and families we care for, it is our duty to not allow politics, driven by the 

media, to triumph over evidence 
(22) 

in England or in any other country. Rather we as a group will 
continue to rigorously pursue work in support of our vision for a world where all people experience 
a good death as an integral part of their individual life, supported by the very best personalised care. 

 
Professor John Ellershaw - MA FRCP 
Professor of Palliative Medicine, University of Liverpool 
Director, Marie Curie Palliative Care Institute Liverpool (MCPCIL) Liverpool, UK 

 
Professor Carl Johan Furst Palliative 
Centre, Lund University Lund, Sweden 

 
Deborah Murphy 

Associate Director, Marie Curie Palliative Care Institute Liverpool (MCPCIL) 
Liverpool, UK 

 
Dr Simon G. Allan Director 
of Palliative Care Arohanui 
Hospice Palmerston North 
New Zealand 

 
Associate Professor Mark Boughey 
Director of Palliative Medicine, St Vincent’s Hospital Melbourne, Melbourne, Australia Associate 
Professor and Co-Deputy Director, The Centre of Palliative Care, University of Melbourne, Australia 
President, the Australian and New Zealand Society of Palliative Medicine 

 
Massimo Costantini - Physician, MD 
Palliative Care Unit 
IRCCS Arcispedale S. Maria Nuova 
Italy 

 
Professor Gustavo De Simone 
Pallium Latinoamerica Buenos 
Aires, Argentina 

 
Steffen Eychmueller - MD, MME Center 
for Palliative Care, SWAN House University 
Hospital, Inselspital Berne Bern, 
Switzerland 

 
Dagny Faksvåg Haugen 
Lead Consultant, Head of Centre 
Regional Centre of Excellence for Palliative Care, Western Norway 
Haukeland University Hospital 
Bergen, Norway 
 
Urska Lunder - MD 
Palliative Care Unit Lead 
University Clinic for Respiratory and Allergic Diseases 
Golnik, Slovenia 
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Marisa Martin-Rosello CEO 
and Medical Director Cudeca 
Hospice Foundation Centro 
Cudeca 

Spain 
 
Professor Raymond Voltz Department of 
Palliative Medicine University Hospital of 
Cologne Cologne, Germany 

 
Helen Walker 
Program Manager – Palliative Care, Western Australia (WA) Cancer & Palliative Care Network 
Department of Health WA 
Perth, Australia 

 
Dr. Lia van Zuylen 
Erasmus MC 
Dept of Medical Oncology Rotterdam, 
The Netherlands 
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