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Full Gen | Gener | There remains a huge amount of sensitivity around Thank you for your comment. We believe that we

Age UK eral | al the topic of end of life care, as shown by the media have provided clear guidance to users of this
reporting when this draft guidance was first guideline regarding information sharing and effective
published. We believe there should be clearer communication in the last days of life which is the
references to, and promotion of, high quality patient- | scope of this work. NICE guidelines do not promote
facing information on this guidance and end of life publications but we will make the NICE
care generally. Age UK has recently published a implementation team aware of the availability of the
booklet on planning at the end of life (Before you go, | publications you refer to.
Age UK, 2015) which could be promoted alongside
this guidance. The Dying Matters Coalition and the
National Council for Palliative Care also have a
range of publications which could help people to
understand the role of healthcare professionals and
the decision-making process during the dying
process. The guidance should recommend making
such materials available, and NICE should highlight
them as part of dissemination of this guidance.

Full Gen | Gener | We are concerned the guideline is making generic Thank you for your comment. The Committee feels

Age UK eral | al recommendations across a highly disparate number | that all of its recommendations should be relevant to
of settings. Though the clinical factors may be the the care of people in the last days of life regardless
same, there are very different practical barriers to of setting. We do note that there is variability in
delivering effective end of life care in hospital, a care | relation to service provision however, service
home, and a person’s own home, for example. delivery, including skills mix and service
Availability of nursing support, particularly out of organization, is beyond the remit and scope of this
hours in the community is frequently cited as a factor | guideline. NICE is currently developing guidance in
in poor end of life care as is availability of pain relief. | palliative care service delivery and these topics may
Poor skills in some care home staff, often the result | covered by that work. Please note that more detalil
of low wages and high staff turnover, means there about the development of this guideline can be
may be an unreasonable expectation that certain found at the following link:
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tasks can be carried out. We therefore believe there
should also be recommendations aimed at
commissioners and providers. These should include
guidance on appropriate skills mix and staff numbers
as well as the amount and type of commissioned
services relevant to a local area, particularly where
there are large concentrations of older people or
care and nursing homes. Guaranteeing seven day
palliative care services, regardless of setting, would
be essential and is recommended by a number of
recent reports (see for example, House of Common
Health Select Committee (2015), PHSO Dying
without Dignity (2015), National care of the dying
audit for hospitals, England (2014).

http://www.nice.org.uk/guidance/indevelopment/gid-
cgwave0799

Age UK

Full

Gen
eral

Gener

The guidance has an underlying assumption that the
skills and training to carry out the recommendations
exist in the range of settings described. The lack of
education and training is cited not only in the reports
mentioned above, but also in the Neuberger Review,
the Francis Report (2013) and many others, in
relation to poor standards of care at the end of life.
This is equally the case with care of older people, a
group for whom end of life care is most relevant as it
represents 90% of all deaths. A significant skills gap
also exists in recognising the transition from, for
example, severe frailty to dying (see for example,
Gardiner, C., et al, Barriers to providing palliative
care for older people in acute hospitals, Age and
Ageing, 2011). Indeed, there may be a long period

Thank you for your comment. Service Delivery,
including education and training, is beyond the remit
and scope of this guideline. NICE is currently
developing guidance in palliative care service
delivery and these topics may covered by that work.
Please note that more detail about the development
of this guideline can be found at the following link:
http://www.nice.org.uk/guidance/indevelopment/qgid-

cgwave0799
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where someone is living with multiple conditions and
frailty for whom a sudden change can lead very
quickly to entering the dying phase. This is even
more challenging to recognise when their needs are
non-specific, i.e. relating to general declining health
rather than the symptoms of a condition, and an
event like a fall is just as likely to precipitate dying as
a stroke (an event this guidance appears to exclude
under “major trauma”). Skills and training relating to
end of life care and older people in general are still
very poor and the recommendations to providers
and commissioners (see above) must include having
sufficient professionals with appropriate levels of
training and ensuring that care of the dying is fully
incorporated into the operations and pathways of

any setting.
Full Gen | Gener | The guidance does not sufficiently capture the need | Thank you for your comment. We believe that we
Age UK eral | al to record information, both clinical and relating to have made a number of recommendations in the
patient/family wishes, and to do so clearly and areas you raise, (see recommendations1.2.6 and
accurately. Handover of information about dying 1.3.6).

patients was cited in the Neuberger review as a
factor in poor care, meaning a change of work shift
could undermine the quality of care someone is
receiving. The guidelines should place specific
emphasis on accurately capturing and recording
patient wishes, the outcomes of clinical assessment
and any changes observed during reviews in a way
that can be handed over to staff at the end of a shift
or to out of hours staff. They should also include how

Comments received in the course of consultations carried out by NICE are published in the interests of openness and transparency, and to promote understanding of how
recommendations are developed. The comments are published as a record of the submissions that NICE has received, and are not endorsed by NICE, its officers or
advisory committees

3 of 897



Comments forms with attachments such as research articles, letters or leaflets cannot be accepted.

Care of the Dying Adult

N I c E National Institute for
Health and Care Excellence

Consultation on draft guideline - Stakeholder comments table

29/07/2015—9/09/2015

Stakehol | Docu | Pag Line | Comments Developer’s response

der ment | e No No Please insert each new comment in a new row Please respond to each comment
this information should be communicated to family
and carers if changes occur while they are not there
—there is a general assumption in the guidance that
there will always be a family member or carer
available to discuss the care needs of a dying
patient, which is unrealistic. Furthermore, the
Neuberger review specifically highlighted the
distress caused by family members arriving in a
setting to learn that someone had been placed on an
end of life pathway.

Age UK Full 12 1 This recommendation suggests reviewing patients at | Thank you for your comment. The recommendation
least every 24 hours. Though this may be states ‘at least every 24 hours’ and does not
appropriate with regards to a full review, the National | preclude more frequent monitoring. Please also note
care of the dying audit for hospitals, England, RCP, that the reference you state is for hospitals and this
2014, recommends that a person’s pain and guideline also covers community settings, where
symptoms be reviewed every four hours. This should | monitoring every 4 hours may be challenging.
be referenced here.

Age UK 1. Fu 2. 3. 4. After “information”, add: “involving a multi- Thank you for your comment. We consider that this

I professional team”. We believe the current recommendation is for whoever is delivering care
guidance risks giving the impression that a and that information from the multiprofessional team
single professional can undertake this is captured under recommendation 1.1.3. This is
assessment. discussed in the ‘Linking evidence to

recommendations’ section.

Age UK Full 11 18 Additional bullet point: “Ensure this information is Thank you for your comment. We have amended the
accurately recorded and can be easily found and recommendation to read “gather and document
understood by other professionals involved in their information on...”
care’.
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Age UK Full 12 7 At the end of this line, we recommend including: “For | Thank you for your comment. Further detail is
some older people, it may be appropriate to initiate provided in the full guideline ‘Linking evidence to
comprehensive geriatric assessment or other similar | recommendations’ section to note that further advice
evidence based intervention”. may be sought from geriatricians.

Age UK Full 13 11 At the end of this line, we recommend including: Thank you for your comment. After careful

“Any support and information they may need to consideration, the committee did not choose to add

engage in shared decision-making should be made your suggested text. We have already provided a

available, including emotional and psychological cross reference to the NICE guideline on patient

support”. experience in adult NHS services where
recommendations already exist to support your
suggestion (please see section 1.5 of that
guidance).

Age UK Full 13 19 After “encouraging”, add: “and supporting”. Thank you for your comment. After careful
consideration, the committee have chosen not to
make the amendment that you have suggested.

Age UK Full 13 40 After “care team”, add: “ensuring this can be easily Thank you for your comment. Additional text has

communicated to professionals who may be involved | been added to the full guideline ‘Linking evidence to

in care at a future point and to out of hours teams”. recommendations’ section to state to emphasise
communication with all members of the
multiprofessional care team, including those that
may be working on different shifts throughout the
day or week (please see 7.6).
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Age UK Full 12 24 At the end of the line, we recommend including: Thank you for your comment. Service Delivery,
“Staff should be confident to carry out these including training, is outside the remit of the
discussions sensitively and training should be made | guideline. NICE is currently developing guidance on
available for those that are not”. palliative care service delivery and this topic may be

included in that guideline. More details can be found
at the following link:
https://www.nice.org.uk/quidance/indevelopment/gid
-cgwave0799. The recommendations ask that
healthcare professionals ensure that the shared
decision making can be supported by experienced
staff at all times. Further, the multiprofessional team
is asked to respectfully consider the needs, goals
and wishes of the dying person and encouraged to
maintain an individualised approach during the
delivery of end of life care.

Age UK Full 12 28 Additional bullet point: “while recognising that all Thank you for your comment. The Committee
staff should have basic competence in end of life considers end of life discussions to be a very
discussions”. sensitive issue and have drafted a recommendation

to ensure that shared decision-making can be
supported by experienced staff at all times and that
further specialist advice can be sought by the
multiprofessional team if required.

Age UK Full Gen | Gener | There is no guidance around the nature of consent Thank you for your comment. The committee agrees
eral | al and application of the Mental Capacity Act. We that mental capacity at end of life is an important
believe this should be included as a headline issue when considering the ability to communicate

recommendation, potentially after recommendation and participate in decision-making. Further
10 (page 13) with sign-posting to relevant guidance discussion is already provided in the ‘Linking
included in the full document. evidence to recommendations’ section of the
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relevant chapters in the full guideline on these
issues and we have made further additions to the
guideline to provide clarity and to direct
professionals to additional guidance in this
area. Additionally, the social care team at NICE is
currently developing a guideline entitled: Supporting
decision making for people with limited mental
capacity, details on this guideline are available
at: www.nice.org.uk/guidance/indevelopment/gid-

ng10009

Age UK Full 14 6 The Neuberger Review was clear that with regards Thank you for your comment. The Committee agree
to hydration and comfort, the “default course of that drinking should be supported and is preferable
action should be that patients be supported with to clinically assisted hydration as reflected by the
hydration and nutrition unless there is a strong order of the recommendations.
reason not to do so”. The Priorities of Care for the
Dying Person (2014) also recommends “If a dying The wording of recommendation 1.4.8 has been
person makes an informed choice to eat or drink, amended to state "Consider a therapeutic trial of
even if they are deemed to be at risk of aspiration, clinically assisted hydration if the person has
this must be respected”. We do not believe the distressing symptoms or signs that could be

current wording on this point makes this sufficiently associated with dehydration, such as thirst or
clear. After “are able to” on this line we recommend delirium and if oral hydration is inadequate.®
including: “recognising the default action should be
that a person is helped to drink”. Nutrition is beyond the remit and scope of this
guideline.
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mortality, and therefore guidance on the
management of end of life is welcomed. | strongly
agree with the authors in the second paragraph in
the Introduction (page 23, lines 10-21) that the
Liverpool Care Pathway was a valuable contribution
to patient care, but any failings were more due to
implementation of the care pathway than of the care
pathway itself.

With this in mind, | furthermore strongly welcome the
emphasis throughout the guidance on the
importance of communication between the caring
team and the patient and those close to them, plus
the regular review of the appropriateness of the care
plan.

Despite broadly welcoming the document | do have
a few specific comments relating to its use by our
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Age UK Full 14 31 Additional bullet point: “This conversation must be Thank you for your comment. After careful
handled sensitively, fully recognising this could be a | consideration the Committee felt that this level of
particularly distressing moment for the individual, detail was not required.
their family and carers”.

Age UK Full 15 7 Additional bullet point: “if there is any uncertainty, Thank you for your comment. We have carefully
consider seeking advice from palliative care considered the recommendation and feel that no
specialists”. change is required.

Full Gen | welcome the publication of this document. As a Guidance regarding withdrawal of life saving

Andrew eral practising Renal Physician | recognise that my treatment. Thank you for your comment. The

Mooney specialty is one which regrettably carries a high Committee has drafted a recommendation

encouraging clinicians: when it is recognised that a
person may be entering the last days of life, to
review their current medication and, after discussion
and agreement with the dying person and those
important to them, stop any previously prescribed
medicines that are not providing symptomatic
benefit.

Guidance around prescribing in organ failure (caveat
needed in the prescribing tables)

Thank you for your comment. The preamble in the
prescribing section, includes a list of principles used
by the Committee when drafting this guidance. This
list of principles includes the following: Specialist
advice should be sought if there are uncertainties
about how to prescribe for individual patients (for
example renal impairment, concerns about lack of
response when titrating medications). We believe
this addresses your concern.
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specialty. These are listed below

1) Guidance regarding withdrawal of life-
sustaining treatment

Firstly, a great deal of the document is concerned
with managing new end of life symptoms with
pharmacological and non-pharmacological
interventions. In paragraph 54 of the summary
(page 17, lines 24-17) mention is made of
changing/stopping medications. It is my view that
the guidelines would be improved by addition of a
section providing guidance regarding the
continuation or discontinuation of existing physical
life-sustaining treatments.

In our specialty a very significant consideration is
whether dialysis should be continued or not. |
expect other specialties might have similar
challenges (eg motor neurone disease treatment
and assisted ventilation). | believe that many renal
physicians will have experienced continuing dialysis
for patients whose prognosis is terminal even up to
the last few days, where our judgment would have
been that continuation would not have been
extending life, and might have had very questionable
impact on quality of life. Guidance around this might
be very helpful for us in future practice.

Improved clarity around timing of end of life care
planning and advance care planning

Thank you for your comment. The evidence looked
at for this review covered a time frame of
hours/days, thus accounting for the range of
symptoms listed in the draft recommendation.

Regardless of the timing of prognosis, the
Committee felt it important that health care
professionals are encouraged to explore the
possibility that an Advance Care Plan may exist, in
an effort to ensure that the articulated needs and
wishes of the dying person are met.
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2) Guidance around prescribing in organ failure

I note a large amount of the guidance relates to
using pharmacological treatments to alleviate end of
life symptoms, and balancing their use against side
effects. Obviously, drug pharmacodynamics are
significantly altered in organ failure including renal
failure. | believe it might be helpful to acknowledge
this as a caveat regarding all prescribing. | know
that in my own area we developed a local
prescribing pathway for end of life care specifically
for renal patients and | suspect many other areas will
have done likewise. | would welcome a section in
the guidance acknowledging the issue and
promoting or supporting such initiatives.

3) Improved clarity around timing of end of life
care planning and advance care planning

In my view the second section of the guidance
regarding assessing for signs and symptoms
suggesting a person is entering the last days of life
are a little confusing. In my view some of the
symptoms cited are associated with death within
hours (eg mottled skin) and others associated with
death within weeks (eg fatigue). | would welcome
some clarification regarding those associated with
imminent death and those associated with death
soon. | would also welcome advice that those which
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could still indicate a prognosis of days to weeks
would represent an opportunity to discuss and
create an Advance Care Plan, prior to development
of symptoms which would suggest an even shorter
prognosis.

Dr Andrew Mooney, Renal Physician, Leeds
Teaching Hospitals, 25 August 2015 for the Renal

Association
Anscomb Gen | Gener | Email sent to XXXX Thank you for your comment. The RCP undertakes
e eral | al an annual audit of end of life care and we would
Bioethics hope that that audit If funded further would measure
Centre Dear XXXX, implementation against our recommendations.

Please find attached a response from the
Department for Christian Responsibility and
Citizenship of the Catholic Bishops’ Conference of
England and Wales to the National Institute for
Health and Care Excellence’s (NICE) draft
guidelines for consultation on care of the dying adult.
The response has been prepared at the request of
the department by the Anscombe Centre for
Bioethics, and | understand that the Centre has
formally registered with NICE. We would be grateful
if you would regard the Anscombe Centre response
along with this letter as a response from the
department of the Bishops' Conference.

We very much welcome the opportunity to respond
to this consultation on such an important subject.
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You will note that in our submission we draw
particular attention among other matters to the
difficulty of the diagnosis of dying. The draft
guidelines rightly highlight this issue, and we have
some thoughts about how the language in the
guidance could be strengthened to underline what is
often a tentative diagnosis in need of regular review.
We also draw attention to the importance of
developing high quality professional judgement in
conditions of uncertainty, and the recognition that
this has a moral character to it: the development of
the virtue of prudence or wisdom through experience
is a distinct aspect of what is involved in the making
of good decisions in this area and we believe this
should be made more explicit.
Finally, we believe it is important there should be a
review of implementation of these guidelines in
practice to ensure that if there were to be any
significant mis-interpretation it is identified and
corrected at an early stage.

The Anscombe Bioethics Centre welcomes the
opportunity to contribute to the shaping of a
guideline that has the potential to improve the care
of people who are dying, but which also carries the
risk of unintended adverse effects, a possibility
exemplified by the failures of implementation of the
Liverpool Care Pathway that were highlighted by the
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Independent Review.

Anscomb Gen | Gener | The Anscombe Bioethics Centre is a research centre | Thank you for your comment.
e eral | al in ethics and its response is thus at the level of
Bioethics ethical principles and not on the basis of particular
Centre clinical expertise, (though it has been reviewed by
medical members of the board of Governors of the
Centre).
Anscomb Gen | Gener | The fundamental starting point of the current Thank you for submitting these references for
e eral | al submission is the previous Anscombe Bioethics consideration. Unfortunately we were unable to
Bioethics Centre Response to The Independent Review of The | include them within any of our evidence reviews as
Centre Liverpool Care Pathway (LCP), a response these did not meet our inclusion criteria.

endorsed by the board of the Centre, including four
Roman Catholic bishops.

http://bioethics.org.uk/anscombestatementonicpandn
euberger.pdf

This should be read in conjunction with the
accompanying statement on the Ethics of Care of
the Dying Person.

http://www.bioethics.org.uk/images/user/TheEthicsof
CareoftheDyingPersonwebsite.pdf

Another important reference point of this submission
is the guide produced by the Catholic Bishops’
Conference of England and Wales on The Spiritual

Comments received in the course of consultations carried out by NICE are published in the interests of openness and transparency, and to promote understanding of how
recommendations are developed. The comments are published as a record of the submissions that NICE has received, and are not endorsed by NICE, its officers or
advisory committees

13 of 897


http://bioethics.org.uk/anscombestatementonlcpandneuberger.pdf
http://bioethics.org.uk/anscombestatementonlcpandneuberger.pdf
http://www.bioethics.org.uk/images/user/TheEthicsofCareoftheDyingPersonwebsite.pdf
http://www.bioethics.org.uk/images/user/TheEthicsofCareoftheDyingPersonwebsite.pdf

Comments forms with attachments such as research articles, letters or leaflets cannot be accepted.

Care of the Dying Adult

N I c E National Institute for
Health and Care Excellence

Consultation on draft guideline - Stakeholder comments table

29/07/2015—9/09/2015

comparing these pathways with other forms of care’.
It is also important therefore that, if new ‘end of life
care plans’ linked to ‘condition-specific guidance’ are
introduced, this be done in such a way as to include
assessment of their effectiveness in a robust manner
(both in comparison to the LCP and analogous
pathways, and in comparison to deaths managed
without the support of any care plan or pathway).”
(Anscombe Bioethics Centre Response to The
Independent Review of The LCP, para 51 citing
Independent Review page 17).

Thought should be given not only to when and how
to revise the NICE guideline in the light of future
evidence of best practice, but also into
recommending research into the impact of the
guideline itself, and whether the guideline, in the way
that it is phrased and promulgated is actually
effective in improving care, and whether it might fail
to improve care, or even have an adverse effect on
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Care of the Dying Person.

http://www.bioethics.org.uk/images/user/guide-

spiritual-care-dying-person.pdf
Anscomb Gen | Gener | Inthe Anscombe Centre Response to the Review of | Thank you for your comment. NICE guidelines are
e eral | al the LCP we stated that “The Review noted a updated in accordance with the NICE guidelines
Bioethics remarkable evidence gap in relation to the LCP: ‘No | manual which can be found at the following link:
Centre research has yet produced evidence by robustly http://www.nice.org.uk/article/pmg20/chapter/1%20I

ntroduction%20and%20overview.

NICE also provides implementation support on
publication of the guideline but is not in a position to
commission the research you outline. The RCP
undertakes an annual audit of end of life care and
we would hope that that audit, if funded further,
would measure implementation against our
recommendations.
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religious support is an aspect of care that is not only
relevant to dying people, but it is particularly relevant
to this context. This reflects the received
understanding of the scope of palliative care. For
this reason the LCP included an assessment of
spiritual need. However, national audits of use of
the LCP suggested that this aspect of care was
rarely accomplished.

Directly relevant to NICE is the evaluation of the
benefit of providing spiritual or religious care, for
example through chaplaincy services, as an aspect
of holistic care of the dying person. There is an
insufficient evidence base for those forms of spiritual
support that are both beneficial and cost effective
and NICE could have helped to identify available
evidence and make recommendations for further
research.
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care in some aspects. Given the role of NICE such
evaluation cannot be done by a controlled trial but
low level evidence may at least be gleaned from
before-after comparison, audit and qualitative
research on its implementation.
Anscomb | Short |1 A second notable omission from the list of topics Thank you for your comment. Spiritual care was
e considered by the guideline is any reference to beyond the remit and scope of the guideline. The
Bioethics assessment of spiritual or religious needs or to Committee chose to co-opt a spiritual advisor to
Centre access to spiritual or religious care. Spiritual and consider the spiritual needs of the dying person

when considered against the topics that were in
included in the scope. However, we would also
comment that the Committee ensured that as far as
possible the dying person’s spiritual needs were
acknowledged and considered in our ‘Linking
evidence to recommendations’ in the relevant
sections of the guideline.
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In addition to the assessment of the effectiveness of
spiritual care, access to religious services, reflective
of a person’s beliefs and adherence through life, is a
human rights issue. This right concerns access,
rather than cost-effective care, but it is relevant to
the NICE guideline in that, were the guideline not to
refer to it, such an omission might have a negative
impact on practice generally and might also
disproportionately impact on religious minorities.

Anscomb
e
Bioethics
Centre

Short

The scope of the guide is described as those “who
are in the last few days of life”. In the light of
uncertainty about the recognition of this state (see
more below) it would be better to describe it as
covering those “who are thought to be in the last few
days of life”. This will include people who were
wrongly thought to be dying and also people who
were close to death and might have died but who
subsequently recover. Assessment of whether the
person may be entering the last days of life is, and
ought to be, included in the guideline. The guideline
should include and not simply presuppose such an
assessment. Those covered by the guideline will
therefore include people who may be entering the
last few days.

Thank you for your comment. We are content with
our definition of the last few days of life. A number
of our recommendations acknowledge the difficulty
of being certain that this is the case and recognize
that people thought to be in the last days of life may
stabilize or recover. An assessment is implicit in our
recommendation (1.1.4) that people should be
monitored for change at least every 24 hours.

Anscomb
e
Bioethics

One of the causes of concern raised in relation to
the LCP was its reliance on recognition of death,
with some critics objecting to any care based on

Thank you for your comment. The Committee agree
that recognising dying is difficult and that clinical
judgment is important. We have amended the title to
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Centre prognosis or on the premise that a person is dying. ‘recognising when a person may be in the last days

The Anscombe Bioethics Centre characterised this of life’, as this reflects uncertainty and matches our
objection as “vitalist” but agreed with the Review that | review question.

there needed to be a greater recognition of
uncertainty in relation to the diagnosis of dying. We feel we have acknowledged the uncertainty, and
have rewritten our recommendation and separated
“In relation to diagnosis of imminent dying, and the out the list into signs, symptoms and functional
decision to initiate a plan of care appropriate to the observations to provide clarity. Further detail has
last hours or days of life, the Review again sets out a | been added to the ‘Linking evidence to

sound via media. The Review recognises the recommendations’ section of the full guideline.
uncertainty of such diagnoses, and makes

recommendations aimed both at improving their We have also emphasized the importance of clinical
accuracy and at acknowledging their uncertainty (in judgement in the NICE version of the guideline in
relation to decision-making and in relation to section 1.1 and made a separate recommendation

communication). However, it rightly does not regard | on seeking expert advice.
this uncertainty as reason to abandon the very idea
of care specifically directed to patients who are The Committee purposefully drafted

dying. Care for the dying requires the virtue of good | recommendations that advocate an individualised
sense (prudentia, principled but with an element that | approach to assessment and management and care
is experience-, circumstance-, and case-relative) if it | avoiding the suggestion of a ‘tick box, pathway’

is to work well in practice. Acknowledging the need approach as you have outlined.

for virtue here is ethically sounder, we think, than
implicitly adopting the vitalist rule ‘treat dying
patients as though they are always curable’.”(
Anscombe Bioethics Centre Response to The
Independent Review of The LCP, para 23)

From this perspective the current draft NICE
guideline Care of the Dying Adult needs revision.
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In the section on the need for further research the
guideline rightly states that “The Committee are
aware that predicting the end of life is often
inaccurate and that predictive tools and models are
limited. The Committee consensus was that some
level of uncertainty in recognising death is inevitable
and that it is an on-going challenge” (page 19 lines
18-21). Similarly the first sentence accurately
expresses the proper aim of the guideline by stating
that “These recommendations are intended to help
healthcare professionals recognise when a person
might be entering the last days of their life, or if they
may be stabilising or recovering.” (page 3 line 3-5)
The title of the section is therefore misleading, and
should not read “Recognising when a person is in
the last days of life” but “Recognising when a
person may be in the last days of life”. The
difference though subtle is important throughout the
guideline.

Further thought should also be given about how to
highlight the need for professionals to cultivate
responsible prudential judgements based on the
needs of the particular patient. The guidelines
should remind professionals of the inadequacy of a
rule-based “tick box” approach to clinical and ethical
judgments. This was a failing repeatedly mentioned
in the Independent Review of the LCP (Independent
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weight loss may be due to other factors. In this
regard the GMC guidance on Treatment and Care
towards the End of Life is very helpful in
emphasising the need to assess whether there may
be treatable causes that are inhibiting someone from
eating, as the Centre noted in its response to the
Independent Review.

“Healthcare professionals have an obligation to
assess and address any underlying physical or
psychological causes that could inhibit someone
from eating or drinking; ‘for example, some patients
stop eating because of depression, or pain caused
by mouth ulcers or dentures, or for other reasons
that can be addressed’.” (Anscombe Bioethics
Centre Response to The Independent Review of The

LCP, para 32 quoting GMC guidance para 110).

If reference is to be made to the relevance of loss of
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Review, page 29 and elsewhere). Such a reminder
might usefully be inserted at the beginning after
paragraph 1.1 (page 3 lines 3-8) but also throughout
the document wherever there may be a danger that
guidelines could be misinterpreted as blanket rules.
Anscomb 4 11 As noted above (comment No. 4) the danger with Thank you for your comment. After careful
e taking “loss of appetite or and “progressive weight consideration the Committee have rewritten this
Bioethics loss” (page 4 line 14) as a potential sign for entering | recommendation and separated out the list into
Centre the last days of life is that the decline in oral intake to | signs, symptoms and functional observations to

provide clarity. Some examples based on the
evidence review are included here, but we
acknowledge that these are examples only and
clinical judgement should be used.

Further detail has been added to the ‘Linking
evidence to recommendations’ section of the full
guideline, and your example of treatable causes that
are inhibiting someone from eating and reference to
GMC guidance has been added.

The guideline has not been able to address all
issues relevant to the care of the dying adult.
Assisted nutrition was not prioritised as part of the
scope as other review areas were considered more
likely, during scope development, to have a wider
impact on clinical practice.
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appetite this must be in conjunction with assessment
of nutritional need and identification of possible
causes of reduced intake that may be treatable.
Anscomb 4 27 The phrase “if there is uncertainty about whether | Thank you for your comment. We have amended the
e a person is entering the last days of life” may recommendation for greater clarity. The level of
Bioethics suggest that this situation is exceptional uncertainty is also discussed in the introduction and
Centre whereas some level of uncertainty seems ‘Linking evidence to recommendations’ section of
inevitable (see comments 6 and 7 above). the full guideline.
Hence this would be better phased “where there
is uncertainty about...”
Anscomb 7 2 The phrase “cultural, religious, social or spiritual Thank you for your comment. The committee agree
e preferences” underestimates the importance of that religious and spiritual commitments are
Bioethics religious commitments and spiritual need. For important. “..any cultural, religious, social or spiritual
Centre example, access to a chaplain of the person’s own needs or preferences that should be considered.”
faith community is more than a preference. Itis has also been added to recommendation 1.2.1 to
curious that the guideline refers to “needs for care allow exploration of the issues you outline Reference
after death, if any are specified” (page 7 line 26), to the NHS Chaplaincy Guidelines has also been
presumably referring to religious rituals of respect for | added to the ‘Linking evidence to recommendations’
the body but makes no reference to needs of section of the full guideline.
spiritual care for those who are still alive.
Anscomb 5-6 Gener | Within the context of communication there should be | Thank you for your comment. We agree and have
e al assessment of spiritual need. This is acknowledged | added in “any cultural, religious, social or spiritual
Bioethics in the GMC guidance on Treatment and Care needs or preferences that should be considered” in
Centre towards the End of Life which states that discussion | recommendation 1.2.1
with patients who may be dying should cover “the
patient’s needs for religious, spiritual or other
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personal support” (paragraph 53(f)).
The potential religious or spiritual needs of the dying
adult should be mentioned in the list of
communication needs (page 5 lines 6-12) and in
what opportunities or contact details to provide to the
dying person and those important to them (page 5
line 23 to page 6 line 2).
Anscomb 19 9 Given the controversy that continues to surround Thank you for your comment. The Committee
e clinically assisted hydration, and the limited recognise the limited evidence in this area, but
Bioethics character of the current evidence base as expressed consider other areas greater priorities for research to
Centre in the appendix, thought should be given to drive improvements in practice in caring for people
recommendations for further research in this area. at end of life. We believe the recommendations we
This research might also usefully consider the have drafted will minimise any current controversy
assessment and support of hydration across a range | by ensuring that appropriate information is given to
of care settings and across a range of conditions. people regarding the findings of the evidence,
discussing the risks and benefits of the intervention
and tailoring a trial of benefit based on individualized
assessment.
Anscomb 8 13 The guideline is correct to begin with the injunction Thank you for your comment. Nutrition is beyond the
e “Support the dying person to drink if they wish to and | remit and scope of this guideline.
Bioethics are able to.” However, there is no justification to
Centre omit the similar injunction “Support the dying person
to eat if they wish to and are able to.” The inclusion
of the former without the latter could easily have the
unintended consequence that the offer and provision
of adequate nutrition in a suitable form was optional.
This was the experience of earlier iterations of the
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LCP which omitted mention of oral nutrition and
hydration.
Anscomb 9 4 Similarly, if there is a requirement to “discuss the Thank you for your comment. Nutrition is beyond the
e risks and benefits of clinically assisted hydration” remit and scope of this guideline.
Bioethics then there will be a requirement, at least in some
Centre cases, “to discuss the risks and benefits of clinically
assisted nutrition”. The failure even to assess this
possible need, let alone discuss it with the patient,
could result in unnecessary distress and, in some
(albeit rare) cases, failure of care. The value of such
interventions (for example PEG tubes) is often
misunderstood and the failure of the NICE guideline
to examine this evidence is a missed opportunity.
5. A 6. 7. 8. In this context the phrase “the dying patient” | Thank you for your comment. We have stated in the
n may be misleading for it includes no first chapter on recognising dying that there is
S acknowledgement of the uncertainty of this uncertainty in the diagnosis and the possibility of
c status. For this reason the reassurance that | recovery needs to be considered all stages.
0 “death is unlikely to be hastened by not
m having clinically assisted hydration” (page 9 | The Committee has amended the wording of its
b line 13-14) may be overstated, as it relies on | recommendation (now 2.4.5) to state that giving
e the accuracy of the prognosis. If as clinically assisted hydration may relieve distressing
B acknowledged below “recovery from dying symptoms or signs related to dehydration, but may
io [may be] possible” (page 9 line 25) then introduce other problems associated with giving
e failure to provide hydration could be fluids. The Committee also wanted to highlight the
t detrimental. The guideline does encourage | lack of evidence around survival and the fact that it
hi monitoring and openness to the possibility of | is uncertain whether providing clinically assisted
c recovery, but this should also be reflected in | hydration will prolong life or the dying process or
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OSSO OW

the language of “the dying patient”. It can
be quite appropriate to discuss “the dying
patient” while later acknowledging that

prognosis of death in more or less uncertain.

However, where uncertainty affects the
possible harm or benefit of an intervention
(as for example in weighing the risks and
potential benefits of clinically assisted
hydration), then the fact of uncertainty
should be explicit in the description of the
patient who “may be dying”.

hasten death if it is not given.

Anscomb
e
Bioethics
Centre

Short

While agreeing with the list of elements to be
included in this guideline (also evident in the
contents list page 2 line 3-8) there seem to be some
notable omissions.

In the first place while need for hydration is a
separate issue from nutrition, and to be assessed
separately, and while need for hydration is of more
general relevance to people who are within the last
days of life, the assessment of need for nutritional
support should also have been covered. This is
especially so because the guideline lists “loss of
appetite” (page 4 line 11) and “progressive weight
loss” (page 4 line 14) among the possible signs that
a person is entering the last days of life (and
similarly the long document lists “reduced oral
intake”, page 54 line 11 and elsewhere).

Thank you for your comment. The guideline has not
been able to address all issues relevant to the care
of the dying adult. Nutrition is beyond the remit and
scope of this guideline.

The GMC guidance on Treatment and Care towards
the End of Life has now been referenced in the full
guideline section under Recognising dying.
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There are clear dangers in a guideline which
includes reduction in oral intake as a possible sign
that someone is dying and which does not include
assessment of nutritional need as an aspect of care
of people who may be dying. There is nothing in the
NICE guideline that prevents assessment and
provision of nutrition, and this is required already by
the GMC guidance on Treatment and Care towards
the End of Life (paragraphs 109-127). However,
despite the presence of clear GMC guidance the
Independent Review of the LCP found evidence of
failures of adequate end of life care in relation both
to nutrition and hydration, and both when given
orally and when clinically assisted (Independent
Review 1.52-1.64). If practitioners sometimes did
not advert to the GMC guidance while following the
LCP then there is a danger that the same pattern
could emerge when professionals seek to follow the
NICE guideline. The NICE guideline should
therefore itself and overtly include support of oral
nutrition, assessment of the reasons for decline in
oral intake, when this occurs, and assessment of the
need for some form of clinically assisted nutrition,
when oral intake is reduced or is judged unsafe.
There is an evidence base for this, especially in
relation to clinically assisted nutrition for people with
progressive conditions. NICE could and should
have examined this evidence to help shape the
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Hence there is clearly a value in allowing
anticipatory prescribing.

On the other hand a recurrent criticism of care
supported by the LCP was that it was associated
with over-sedation or over use of analgesia and,
more generally, automatic anticipatory use of
mediation unrelated to a patient need
(Independent Review 1.65-1.67). Such practice
did not reflect best use of the LCP but it seems
that support for anticipatory prescription was, at
least in some cases, confused with routine or
automatic provision of medication not related to
symptom control.
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guideline.
These comments should also be read in conjunction
with comments below relating to uncertainty in
recognition of dying. In those patients who live
longer than expected (days or weeks rather than
hours), the neglect of assessment of nutrition could
have serious adverse consequences.
Ansc S 1 G Without anticipatory prescription there is a Thank you for your comment. The Committee
ombe ho 6 en danger that distressing symptoms associated recognised the complexities surrounding anticipatory
Bioet rt er with death, which could have been anticipated, prescribing, but do recommend that anticipatory
hics al will not be addressed in a timely fashion, prescribing be individualised for patients.
Centr especially if someone is dying at home and/or in | Administration of medications prescribed in
e a setting where a doctor is not easily available. anticipation by a clinician involved in the dying

person’s care should be reviewed before
administration in light of the current symptoms and
treatment efficacy fed back to the lead health care
professional as recommended in 1.6.5 and 1.6.6.
The Committee discussion is captured in the ‘Linking
evidence to recommendations’ section for this
review area. We recognize that this is a balance
between timely administration to avoid distress and
the need for a tailored and individualised approach
to anticipatory prescribing that avoids a blanket and
repeated approach to prescribing. We hope that our
recommendations build in a process for review
before administration in the case of prescribing in
advance of an event and make explicit the need to
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monitor the efficacy of this treatment before
The NICE guideline should therefore give more continuing to administer. NICE is currently
care to distinguishing between anticipatory developing guidance in palliative care service
prescription and the administration or not of the | delivery and the issue of multiprofessional team
prescribed medication, who should make this structures may be covered by that work. Please note
decision, and under what circumstances. that more detail about the development of this
guideline can be found at the following link:
http://www.nice.org.uk/guidance/indevelopment/qgid-
cgwave0799
Anscomb 22 Gener | In regard to anticipatory prescribing. The NICE Thank you for your comment. The Committee chose
e al guideline recommends suggests future research on to make a research recommendation surrounding
Bioethics cost effectiveness but research also needs be done | anticipatory prescribing. A cost effectiveness
Centre on the impact of anticipatory prescribing in relation to | evaluation would include also the risk of
the dangers of overtreatment or undertreatment (see | overtreatment and under treatment. It is hoped that
above comment 16), and how these dangers are to patient and carer symptom ratings, and quality of life
be ameliorated. scales will provide information on under or over
treatment if this piece of research is undertaken.
Arthu S Recommendations for Research 1. Recognising | Thank you for your comment. We have edited this
r ho 1 18 Dying text.
Rank rt 9 =
Hospi - 25 The guidance implies that there is always some
ce 2 uncertainty in recognising death. If this were
Chari 0 correct then virtually the whole guideline would
ty, be null and void (how is inevitable dying
Cam determined on ITU?). Rather it is better put that
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bridg frequently effective MDT working can define the
e last days of life and the certainty of this, but that
in some circumstances e.g. the frail elderly it is
much more difficult to define.
Arthur Short 6-7 In terms of Shared Decision Making, the Leadership | Thank you for your comment. NICE do not refer to
Rank Gener | Alliance for the Care of Dying People in 2014 other non-NICE guidelines in its publications.
Hospice al produced very helpful guidance. They confirm that However, the Committee agrees that the issues you
Charity, the creation of a care plan should involve the person | mention are very important when delivering
Cambridg as much as they wanted to be coupled with the supportive, individualised care to dying people, and
e identification of key people whom the dying person so have drafted recommendations that support
would wish to be involved in their care. In this way, these ideals. The guideline encourages healthcare
as well as recognising such key people, it also professionals to establish the level of involvement
recognised that some person may have family that the dying person wishes to have in shared
members who they do NOT wish to be involved in decision making, and in establishing the
their end of life care decision making. This was communication needs and expectations of people
excellent guidance and would be very valuable to be | who may be entering their last days of life, take into
incorporated. account whether they would like a person important
to them to be present when making decisions about
their care.
Arthur Short 9 Presented is that clinically assisted hydration is Thank you for your comment. The Committee have
Rank 1.4.6 beneficial or at least neutral in effect. This is not a amended the wording of the recommendation to
Hospice reflection of the (albeit limited available) evidence state that giving clinically assisted hydration may
Charity, which rather shows that patients receiving artificial relieve distressing symptoms or signs related to
Cambridg fluid not only may not benefit from its receipt but dehydration, but may introduce other problems
e rather may be harmed. This must be reflected in any | associated with giving fluids. Also the Committee
discussion. wanted to highlight the lack of evidence around
survival and that it is uncertain whether providing
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clinically assisted hydration will prolong life or the
dying process or hasten death if it is not given.
The order of the recommendations reflects the
Committee’s decision that the dying person should
be supported to drink by oral means first if they wish
and are able to before clinically assisted hydration is
considered.
Further detail is given in the full version of the
guideline under ‘Linking evidence to
recommendations’ statement in section 8.6.
Arthur Short 10 | 151 Presented is that it requires agreement from a Thank you for your comment. The committee agrees
Rank person or their family in order to stop any treatment. | that mental capacity at end of life is an important
Hospice This is not an appropriate reflection of the law and issue when considering the ability to communicate
Charity, an appropriate example is when a treatment is and participate in decision-making. Further
Cambridg causing harm without benefit. The fact should also discussion is already provided in the ‘Linking
e be recognised that such harmful treatment can and evidence to recommendations’ section of the
will shorten life. relevant chapters in the full guideline on these
issues and we have made further additions to the
This leads onto a major omission from the guideline | guideline to provide clarity and to direct
and that is the appropriate management of conflict or | professionals to additional guidance in this area.
disagreement in end of life care for patients lacking Additionally, the social care team at NICE is
capacity. The Mental Capacity Act 2005 determines | currently developing a guideline entitled: Supporting
that, in the absence of an appropriate valid and decision making for people with limited mental
applicable Advance Decision to Refuse Treatment, capacity, details on this guideline are available at:
decisions are to be made in a person’s best www.nice.org.uk/guidance/indevelopment/gid-
interests. This is a legally determined process as ng10009.
defined by the checklist in Section 4 of the 2005 Act.
Therefore, while consideration of patient’s prior We have made an amendment to this

National Institute for
Health and Care Excellence
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views and involvement/discussion with the relatives recommendation to prevent confusion.
is mandatory, they are not absolute. It can thus be
considered that inherent within the Act is a potential
for best interests decisions to create conflict
between professionals and families. Your guidance
must recognise this and provide appropriate advice
on this difficult area.
Arthur Short 27- You have provided doses of medication that does Thank you for your comment on the prescribing
Rank 28 not reflect expert opinion. Why Morphine and not tables. Because of the recognised importance of
Hospice Diamorphine? The starting dose of 1.25-2.5mg SC supporting generalist prescribers in managing
Charity, morphine 2-4hly would frequently be inadequate. symptoms in the last days of life, these are now
Cambrid You seem to be perpetuating the myth that being further developed separately as an additional
ge appropriate given and titrated doses of opioids Kill implementation resource by NICE with support from
patients. You have provided no recognition that in members of the guideline Committee. Consequently,
some circumstances e.g. a patient with an end-stage | they have been removed from the guidance. This
lung cancer choking to death that there will be a important implementation resource will remain
requirement for more frequent or bigger doses than targeted at the non-specialist prescriber and will be
you have outlined. There should also be a made available on the NICE website.
recognition that failure to provide adequate symptom
control, as well as being deeply distressing and
frequently the cause of complaints, can in itself
shorten life.
Associati | short 19 27 Says “advanced care planning” when it should say Thank you for your comment. We have amended
on for “advance care planning” the guideline to refer to Advance Care plans and
Palliative Advance care planning is a process rather than an Advance care planning and have also now included
Medicine entity — it is unclear whether the guidance is referring | reference to lasting powers of attorney where
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of Great
Britain
and
Ireland
(APM)
and Joint
Specialtie
S
Committe
e for
Palliative
Medicine
(JSC)

to Advance Decisions to Refuse Treatment,
Advance Statements, appointment of a Lasting
Power of Attorney or something else.

relevant.

Associati
on for
Palliative
Medicine
of Great
Britain
and
Ireland
(APM)
and Joint
Specialtie
S
Committe
e for
Palliative

short

gene
ral

gener

We welcome this document that describes many of
the principles of current best practice in palliative
care. It reflects points made in the Neuberger report
and the “One Chance to get it Right” from the
LADCP.

Thank you for your comment and for participating in
the consultation process.
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Medicine
(JSC)

Associati
on for
Palliative
Medicine
of Great
Britain
and
Ireland
(APM)
and Joint
Specialtie
S
Committe
e for
Palliative
Medicine
(JSC)

short

4&5

There is of repetition of the word “recognise” /
“recognised”

Thank you for your comment this has been
amended.

Associati
on for
Palliative
Medicine
of Great
Britain
and
Ireland
(APM)
and Joint

short

gener
al

The guideline is unclear about who should make the
diagnosis that the person is dying, lead discussions
and documentation. In hospital it should be a doctor
who is at least a registrar; in the community, a GP or
senior district nurse; in all settings it could also be a
palliative care clinical nurse specialist. This is an
important omission.

Thank you for your comment. These
recommendations apply to all healthcare
professionals delivering care and may be different in
each setting. The committee consider that expertise
and experience is as important as seniority.

NICE is currently developing guidance in palliative
care service delivery and the issue of staff
grade/role/seniority may be covered by that work.
Please note that more detail about the development
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Specialtie of this guideline can be found at the following link:
S http://www.nice.org.uk/guidance/indevelopment/gid-
Committe cgwave0799
e for
Palliative
Medicine
(JSC)
Associati | short | 4 1-15 This is a list containing both specific and imminent Thank you for your comment. After careful
on for signs (e.g. Cheyne Stokes breathing, Performance consideration the Committee have rewritten this
Palliative Status 4) mixed with non-specific signs and recommendation and separated out the list into
Medicine symptoms (e.g. fatigue, social withdrawal, weight signs, symptoms and functional observations to
of Great loss). A statement saying something to the effect of provide clarity. Further detail has been added to the
Britain “the recognition of a recent and persistent change, in | ‘Linking evidence to recommendations’ section of
and performance status, conscious level, and reduction the full guideline (Please see section 5.8).
Ireland in oral intake which may be associated with Cheyne-
(APM) Stokes breathing, reduced peripheral perfusion”
and Joint would offer more clarity to the reader.
Specialtie
S
Committe
e for
Palliative
Medicine
(JSC)
Associati | short 5 13 Suggest this should start with ‘explore whether the Thank you for your comment. The Committee
on for person wants to know how ill they are and their believes the recommendation, as drafted, is clear
Palliative likelihood of recovery or whether they would prefer and does not require further amendment.
Medicine such conversations to be held with others’. Or
of Great instead of saying “discuss the dying person’s
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Britain prognosis with them” perhaps it should say “broach
and the dying person’s prognosis ...” otherwise this may
Ireland lead to insensitive discussions.
(APM)
and Joint
Specialtie
S
Committe
e for
Palliative
Medicine
(JSC)
Associati | short 5 8&9 Instead of saying “their current level of Thank you for your comment. The Committee thinks
on for understanding that they may be nearing death” it this recommendation is clear as currently edited.
Palliative may be more appropriate to say “their current level
Medicine of understanding of whether they may be nearing
of Great death”
Britain
and
Ireland
(APM)
and Joint
Specialtie
S
Committe
e for
Palliative
Medicine
(JSC)
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Associati | short 7 4 The guidance says to identify a named lead Thank you for your comment. The Committee
on for healthcare professional. This may lead to consider that the level of detail is appropriate and
Palliative dependence on one person. Would it be better to that local policy or decision making may inform what
Medicine say a named team? are the most suitable contact details to provide. The
of Great Committee recognises that there may be challenges
Britain to its implementation, but that is an aspirational
and recommendation.
Ireland
(APM)
and Joint
Specialtie
S
Committe
e for
Palliative
Medicine
(JSC)
Associati | short gene | gener | There is no mention or guidance throughout the draft | Thank you for your comment. The committee agrees
on for ral al on how to assess a patient’s capacity for decision that mental capacity at end of life is an important
Palliative making, nor any mention of the Mental Capacity Act | issue when considering the ability to communicate
Medicine (2005). This is obviously crucial to consider when and participate in decision-making. Further
of Great caring for dying patients as it can change over time discussion is already provided in the ‘Linking
Britain and impact on the decisions that are made for and evidence to recommendations’ section of the
and with patients. This has been discussed in more detail | relevant chapters in the full guideline on these
Ireland in the response to NICE from the Committee on issues and we have made further additions to the
(APM) Ethical Issues in Medicine. guideline to provide clarity and to direct
and Joint professionals to additional guidance in this area.
Specialtie Additionally, the social care team at NICE is
s currently developing a guideline entitled: Supporting

advisory committees
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Committe decision making for people with limited mental
e for capacity, details on this guideline are available at:
Palliative www.nice.org.uk/guidance/indevelopment/gid-
Medicine ng10009.
(JSC) We have made amendments to a number of

recommendations to clarify that the important
information of relevance from an advance care
planning process includes; advance statement,
advance decision to refuse treatment and lasting
power of attorney for health and welfare

Asso sh 9 1 The guidance says “review, preferably daily, with | Thank you for your comment. The wording of this
ciatio ort people at the end of life, the possible need for recommendation has been amended to state

n for clinically assisted hydration...”. It is unclear how | “Assess hydration status, and review preferably
Pallia a daily review of this would benefit patients and daily,...”

tive it would be logistically difficult at home. Staff that | The Committee intend this recommendation to apply
Medi are less experienced in working with dying to all settings and are aware that clinically assisted
cine patients may misinterpret this as they must give | hydration may take place in the community, but note
of artificial hydration if the patient / family request it. | that there may be challenges to its implementation.
Great It would be preferable to phrase as “Check daily | We feel our recommendations are sufficiently

Britai that oral intake/mouth care is adequate for balanced to indicate that there is no direct

n and comfort”. suggestion to initiate clinically assisted hydration but
Irelan rather consideration of individualized needs.

d Further detail has also been added to the ‘Linking
(APM evidence to recommendations’ statement in section
) and 8.6 of the full guideline.

Joint

Speci NICE is currently developing guidance in palliative
alties care service delivery and this issue may be covered
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Com by that work. Please note that more detail about the

mitte development of this guideline can be found at the

e for following link:

Pallia http://www.nice.org.uk/guidance/indevelopment/gid-

tive cgwave0799.

Medi

cine

(JSC)
Associati | short | 12 3 Says “seek specialist palliative care advice if ... there | Thank you for your comment. This is an example
on for are undesirable side effects such as sedation”. relating to side effects that the group felt of
Palliative Using this example implies that sedation at the end importance to highlight. We are unable to be
Medicine of life is only due to medication, whereas it is likely to | prescriptive as to a specific time point in the
of Great be multi-factorial, including the dying process. absence of conducting an evidence review. Further
Britain Specialist advice should be sought in any situation detail can be found in the ‘Linking evidence to
and where attempts to reduce distressing symptoms recommendations’ sections in full guideline (please
Ireland have not led to improvement in the preceding 12-24 | see 9.34).
(APM) hours.
and Joint
Specialtie
S
Committe
e for
Palliative
Medicine
(JSC)
Associati | short 12 8-9 The whole section on page 12 about pain is too Thank you for your comment. As no review was
on for general and therefore unhelpful. prioritised for pain assessment we are unable to
Palliative For lines 8-9, it would be more helpful to start the make more specific comment on this issue. We have
Medicine paragraph with something along the lines of “Assess | added further detail in the ‘Linking evidence to

National Institute for
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of Great if pain is likely to be present —was regular analgesia | recommendations’ section in the full guideline (9.5).
Britain needed prior to this phase?; if the patient is unable
and to communicate, assess evidence of
Ireland frowning/grimacing, groaning, agitation and
(APM) restlessness. Check if there is obvious distress
and Joint associated with passive movements and if alleviated
Specialtie by repositioning. Check for urinary retention. If
S unsure, administer prn analgesia and reassess
Committe within 20-30 minutes”
e for
Palliative
Medicine
(JSC)
Associati | short 13 1 Additional options for managing breathlessness Thank you for your comment. The Committee
on for include fans (hand held and table mounted). There is | acknowledge the importance of non-
Palliative evidence to support this and should be included as a | pharmacological symptom management and have
Medicine non-pharmacological intervention. made a number of consensus recommendations in
of Great the absence of an evidence review to reflect their
Britain importance. We are unable to provide specific
and examples as we have not conducted a specific
Ireland evidence review. Further detail can be found in the
(APM) ‘Linking evidence to recommendations’ sections in
and Joint Chapter 9 of the full guideline.
Specialtie
S
Committe
e for
Palliative
Medicine
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(JSC)
Associati | short 13 5-13 Simply listing possible causes for nausea and Thank you for your comment. After careful
on for vomiting is not that helpful. Chemotherapy and consideration, the Committee felt it was helpful to
Palliative radiotherapy are unlikely to be factors unless given outline the detail as currently drafted. We believe
Medicine in last 24-48 hours, that this list may support the relevant action based
of Great Suggest starting the paragraph with “If the patient is | on the likely cause or distinction between nausea
Britain able to communicate, establish if the problem is and/or vomiting.
and background nausea or vomiting or both. Check if this
Ireland was an established problem recently. If nausea and
(APM) vomiting is associated with bad headaches, consider
and Joint raised intracranial pressure; if associated with
Specialtie dehydration and agitation consider biochemical
S cause (renal failure, raised calcium); if abdominal
Committe distention and reduced/absent bowel movement
e for examine to exclude intestinal obstruction. Review
Palliative drug chart-for any recently added medication such
Medicine as a regular opioid”.
(JSC)
Associati | short | 14 3 Hyoscine butyl bromide is first line for colic, and may | Thank you for your comment. The recommendations
on for reduce volume of secretions but will not relieve as drafted reflect the limited evidence available for
Palliative nausea. First line should be a combination of this issue and we are therefore unable to provide
Medicine Cyclizine 150mg /24 hours and haloperidol 3mg/24 any more detailed recommendations.
of Great hours in subcutaneous infusion via a pump.
Britain
and
Ireland
(APM)
and Joint
Specialtie
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S
Committe
e for
Palliative
Medicine
(JSC)
Associati | short | 14 7-20 Anxiety, delirium and agitation are together in the Thank you for your comment. We recognize the very
on for 31 Table | guidelines when they are quite separate symptoms. | individual nature of these issues. The
Palliative 32 4 It should be made clear that there is evidence to recommendations drafted reflect the evidence
Medicine Table | support the use of benzodiazepines in the considered and the Committee expert opinion.
of Great 5 management of anxiety but for the management of Further discussion can be found in Chapter 9 of the
Britain delirium, other NICE guidance recommends against | full guideline.
and the use of benzodiazepines and instead
Ireland recommends haloperidol followed by olanzapine
(APM) Agitation can be a symptom of distress e.g. due to
and Joint pain, a full bladder or it may relate to anxiety and or
Specialtie delirium. It should be managed according to the
S underlying cause
Committe
e for
Palliative
Medicine
(JSC)
Associati | short gene | gener | Throughout the document it refers to “syringe Thank you for your comment. The Committee
on for ral al pumps” as a way to deliver medication. Different discussed the terminology of pump versus driver
Palliative recent documents published by NICE refer to and reached a consensus decision to use pump.
Medicine “syringe pumps”, “continuous subcutaneous This has been detailed in the full guideline glossary.
of Great injections” and “syringe drivers” all to mean the
Britain same mode of medication delivery. This could lead
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and to confusion for the reader of NICE guidelines and

Ireland we would recommend NICE consistently adopt one

(APM) term.

and Joint

Specialtie

S

Committe

e for

Palliative

Medicine

(JSC)

Associat | short gene | gener | Throughout, the document refers to use of Thank you. NICE processes state that if a drug is
ion for ral al medication that do not have UK marketing recommended for an indication in which the
Palliativ authorisation and are being used off licence. It is medication is off licence then a footnote is required.
e correct to make this clear but should perhaps be The linking evidence to recommendation sections
Medicin balanced by saying medication outlined in this within the full guideline gives further detail including
e of document being used this way is in accordance with | current practice and the Committee’s expert opinion.
Great a large body of expert opinion, is considered normal | Thank you for your comment on the prescribing
Britain practice in palliative care and refer to the Palliative tables. Because of the recognised importance of
and Care Formulary which contains much of the data to supporting generalist prescribers in managing
Ireland support the use of these medications in this way symptoms in the last days of life, these are now
(APM) (Twycross R, Wilcock A, Howard P. 2014 Palliative being further developed separately as an additional
and Care Formulary (PCF5). The PCF contains a implementation resource by NICE with support from
Joint synthesis of evidence and established best practice members of the guideline Committee. Consequently,
Specialti and is an important and credible contemporaneous they have been removed from the guidance. This
es resource. important implementation resource will remain
Committ targeted at the non-specialist prescriber and will be
ee for made available on the NICE website.
Palliativ
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e
Medicin
e (JSC)
Associat | short 27 Table | Itis unusual to give intravenous opioids to dying Thank you for your comment on the prescribing
ion for 1 patients. Subcutaneous is much more widely used. tables. Because of the recognised importance of
Palliativ A statement clarifying this (and setting out when supporting generalist prescribers in managing
e intravenous may be appropriate) would be helpful. symptoms in the last days of life, these are now
Medicin being further developed separately as an additional
e of implementation resource by NICE with support from
Great members of the guideline Committee. Consequently,
Britain they have been removed from the guidance. This
and important implementation resource will remain
Ireland targeted at the non-specialist prescriber and will be
(APM) made available on the NICE website.
and
Joint
Specialti
es
Committ
ee for
Palliativ
e
Medicin
e (JSC)
Associat | short 27 Table | Inthe sections of the tables about “as required Thank you for your comment on the prescribing
ion for 28 s1-2 doses” of medication it says they should be given up | tables. Because of the recognised importance of
Palliativ to 2-4 hourly. Usual recommendations are to use up | supporting generalist prescribers in managing
e to 1 hourly symptoms in the last days of life, these are now
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Medicin being further developed separately as an additional
e of implementation resource by NICE with support from
Great members of the guideline Committee. Consequently,
Britain they have been removed from the guidance. This
and important implementation resource will remain
Ireland targeted at the non-specialist prescriber and will be
(APM) made available on the NICE website.
and
Joint
Specialti
es
Committ
ee for
Palliativ
e
Medicin
e (JSC)
Associat | short | 27- Table | All tables advise to increase doses up to the Thank you for your comment on the prescribing
ion for 33 s 1-6 maximum dose of the medication if the symptoms tables. Because of the recognised importance of
Palliativ persist. This is unclear advice for someone who is supporting generalist prescribers in managing
e less experienced either with these medications or symptoms in the last days of life, these are now
Medicin with caring for dying patients. It may lead to clumsy | being further developed separately as an additional
e of titration of medications, causing patients to get far implementation resource by NICE with support from
Great greater doses than they require. It may be clearer members of the guideline Committee. Consequently,
Britain and safer to say “titrate medication according to they have been removed from the guidance. This
and response. If symptoms do not improve, reassess the | important implementation resource will remain
Ireland patient. Specialist advice should be sought in any targeted at the non-specialist prescriber and will be
(APM) situation where attempts to reduce distressing made available on the NICE website.
and symptoms have not led to improvement in the
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Joint preceding 12-24 hours.”
Specialti
es
Committ
ee for
Palliativ
e
Medicin
e (JSC)
Associat | short 28 Table | The dose range suggested for diazepam in patients | Thank you for your comment on the prescribing
ion for 2 not currently taking a benzodiazepine is very wide, tables. Because of the recognised importance of
Palliativ which may be unsafe in patients with ventilator supporting generalist prescribers in managing
e problems or respiratory failure symptoms in the last days of life, these are now
Medicin being further developed separately as an additional
e of implementation resource by NICE with support from
Great members of the guideline Committee. Consequently,
Britain they have been removed from the guidance. This
and important implementation resource will remain
Ireland targeted at the non-specialist prescriber and will be
(APM) made available on the NICE website.
and
Joint
Specialti
es
Committ
ee for
Palliativ
e
Medicin
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e (JSC)
Associat | short 30 Table | This table is so vague it is unhelpful —if people really | Thank you for your comment on the prescribing
ion for 3 have no idea which anti-emetics to use and when, tables. Because of the recognised importance of
Palliativ simply offering a list is of no use and will not support | supporting generalist prescribers in managing
e rational choices. There are better tables in standards | symptoms in the last days of life, these are now
Medicin texts such as the palliative care formulary. being further developed separately as an additional
e of See comment 21 below for more deails. implementation resource by NICE with support from
Great members of the guideline Committee. Consequently,
Britain they have been removed from the guidance. This
and important implementation resource will remain
Ireland targeted at the non-specialist prescriber and will be
(APM) made available on the NICE website.
and
Joint
Specialti
es
Committ
ee for
Palliativ
e
Medicin
e (JSC)
Associati | Refer Bausewein, C., Booth, S., Gysels, M. & Higginson, Thank you for your comment and the provision of
on of ences 1.J. (2013) Non-pharmacological interventions for these references. Non-pharmacological
Chartere breathlessness in advanced stages of malignant and | management of symptoms is beyond the remit and
d non-malignant diseases. The Cochrane Database of | scope of this guideline and as such we are unable to
Physiothe Systematic Reviews. 11, pp. CD005623. provide detailed recommendations in these areas.
rapists in Booth, S., Moffat, C., Burkin, J., Galbraith, S. and
Oncology Bausewein, C. (2011) Non-pharmacological The Committee acknowledge the importance of such

National Institute for
Health and Care Excellence
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Falconer, C., Garrod, R., Harvey, A., Hughes, T.,
Lincoln, M., Mikelsons, C., Potter, C., Pryor, J.
Rimington, L., Sinfield, F., Thompson, C., Vaughn,
P. and White, J. on behalf of British Thoracic Society
Physiotherapy Guideline Development Group (2009)
Guidelines for the physiotherapy management of the
adult, medical, spontaneously breathing patient.
Thorax. 64 Suppl 1.

Briggs, R. W. (2011) Clinical Decision Making for
Physical Therapists in Patient-Centered End-of-Life
Care. Topics in Geriatric Rehabilitation. 27(1): pp
10-17

Chartered Society of Physiotherapy (CSP) (2014)
Physiotherapy Works: Chronic Pain. Available online
from: http://www.csp.org.uk/professional-
union/practice/your-business/evidence-
base/physiotherapy-works

Cronfalk, B., Strang, P., Ternestedt, B., Friedrichsen,
M., Enheten (2009) The existential experiences of
receiving soft tissue massage in palliative home
care-an intervention. Supportive Care in Cancer.
17(9): pp. 1203-1211.

Hurlow, A., Bennett, M., Robb, K., Johnson, M.,
Simpson, K. & Oxberry, S. (2012) Transcutaneous
electric nerve stimulation (TENS) for cancer pain in
adults. Cochrane Database of Systematic Reviews.
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and interventions for breathlessness. Current Opinion in | approaches and have made a number of consensus
Palliative Supportive and Palliative Care. 5: pp77—86 recommendations in the absence of an evidence
Care Bott, J., Blumenthal, S., Buxton, M., Ellum, S., review to reflect their importance.

Further detail can be found in the ‘Linking evidence
to recommendations’ sections in Chapter 9 of the full
guideline.
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3(3): pp. CD006276.
Kumar, S. (2011) Cancer Pain: A Critical Review of
Mechanism-based Classification and Physical
Therapy Management in Palliative Care. Indian
Journal of Palliative Care. 17(2): pp116-126
Lienert, B.F (2013) Physiotherapy in the terminal
phase. In: Taylor, J., Simader, R. & Nieland, P. (eds)
(2013) Potential and Possibility: Rehabilitation at end
of Life. Physiotherapy in Palliative Care. Munich:
Elsevier (Urban & Fischer)
Pan, C.X, Morrison, R. S., Ness, J., Fugh-Berman,
A. and Leipzig R. M. (2000) Complementary and
Alternative Medicine in the Management of Pain,
Dyspnea, and Nausea and Vomiting Near the End of
Life: A Systematic Review. Journal of Pain and
Symptom Management. 20(5): pp374-387
Powell, B (2014) Managing breathlessness in
advanced disease. Clinical Medicine. 14(3): pp308—
11
Singh, P. and Chaturvedi, A. (2015) Complementary
and Alternative Medicine in Cancer Pain
Management: A Systematic Review. Indian J Palliat
Care. 21(1): pp105-115.
Taylor, J (2007) The non-pharmacological
management of breathlessness. End Life Care. 1(1):
doi:10.1136/e0lc-01-01.3
Zhao, I. and Yates, P. (2008) Non-pharmacological
interventions for breathlessness management in
patients with lung cancer: a systematic review.
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representatives in the Neuberger report into the
Liverpool Care Pathway.

Whilst physiotherapy at end of life will not be
indicated for everyone, there is a growing body of
evidence to support the role of physiotherapy in
symptom control. Physiotherapists in hospices and
palliative care teams around the country are
successfully using a range of non-pharmacological
modalities to contribute to the management of pain,
breathlessness, anxiety, nausea & vomiting and
other distressing symptoms at end of life.
Technigues may include breathing control exercises,
positioning, acupuncture, massage and therapeutic
touch (Cronfalk, et al., 2009), gentle passive/active
assisted movement (to joint and muscle pain), hot
and cold therapy, TENS (Hurlow, et al., 2012),
relaxation techniques, CBT, mindfulness and other
cognitive techniques (ideally commenced earlier and
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Palliative Medicine. 22: pp693—70

Associati | Full All We (ACPOPC) are pleased to see the Guideline
on of Development Group (GDG) considered non- Thank you for your comment. Non-pharmacological
Chartere pharmacological symptom control modalities in management was outside the scope and remit of the
d places however it is disappointing that there was guideline. The Committee acknowledged, however,
Physiothe limited (if any) expertise in non-pharmacological the importance of such approaches and have made
rapists in symptom control on the GDG and thus only very a number of consensus recommendations in the
Oncology minimal non-pharmacological content. In addition to | absence of a evidence review to reflect their
and the economic implications of rising NHS drug costs, importance. We do not target recommendations at
Palliative excessive medication at end of life was one of the any particular health care professional but make
Care concerns highlighted by relatives and lay reference to the multiprofessional team as

appropriate. Further detail of the Committee’s
discussions for each symptom can be found in the
‘Linking evidence to recommendations’ sections in
Chapter 9 of the full guideline.

Comments received in the course of consultations carried out by NICE are published in the interests of openness and transparency, and to promote understanding of how
recommendations are developed. The comments are published as a record of the submissions that NICE has received, and are not endorsed by NICE, its officers or

advisory committees

47 of 897



Comments forms with attachments such as research articles, letters or leaflets cannot be accepted.

Care of the Dying Adult

N I c E National Institute for
Health and Care Excellence

Consultation on draft guideline - Stakeholder comments table

29/07/2015—9/09/2015

Stakehol | Docu | Pag Line | Comments Developer’s response
der ment | e No No Please insert each new comment in a new row Please respond to each comment
then utilised during the dying phase). Patient-centred
goals and balancing the benefits and burdens to the
patient of any intervention would always be given
careful consideration (Lienert, 2013; Briggs, 2011).
Sadly, physiotherapy is not mentioned once in this
document and the lack of weight given to the role of
non-pharmacological modalities (like physiotherapy)
could have a calamitous effect on the success of
those trying to improve and develop palliative care
physiotherapy services (and the role of
physiotherapists) within hospice and palliative care
teams.
Associati | Full All If the GDG was dissatisfied with the quality of Thank you for your comment. We are unable to
on of evidence around non-pharmacological symptom recommend research where we have not reviewed
Chartere control then perhaps the document could include the existing evidence base.
d research recommendations (as it has on other
Physiothe topics)
rapists in
Oncology
and
Palliative
Care
Associati | Full 15 Point | Non-pharmacological management of | Thank you. The Committee acknowledge the
on of and | 35 breathlessness is mentioned briefly but no details | importance of non-pharmacological symptom
Chartere 175 are given in spite of growing support for efficacy | management and have made a number of
d (e.g., Booth, et al., 2011; Bott, et al 2008; Zhao & | consensus recommendations in the absence of an
Physiothe Yates, 2008; Taylor, 2007). Disappointed it doesn’t | evidence review to reflect their importance. We are
rapists in suggest and discuss evidence for non- | unable to provide specific examples as we have not
Oncology pharmacological interventions including those | conducted a specific evidence review. Further detail
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and provided by physiotherapists (e.g., ‘physiotherapy’ | can be found in the ‘Linking evidence to

Palliative generally or mention specific physiotherapy | recommendations’ sections in Chapter 9 of the full

Care techniques) either here or on pl75 where further | guideline.

details on evidence behind this recommendation are

given. Only facial fans and opening windows are | Thank you for submitting references, but after
discussed. There is no evidence that literature | careful consideration these do not meet the inclusion
concerning physiotherapy management of | criteria for any of the evidence reviews.
breathlessness was considered in the development

of this guideline.

Associati | Full 158 Disappointed that this section gives no consideration | Thank you for your comment. The Committee

on of to non-pharmacological pain relief modalities which | acknowledge the importance of such approaches

Chartere have the potential to be used alongside | and have made a number of consensus

d pharmacological analgesia and potentially can | recommendations in the absence of an evidence

Physiothe reduce doses required (Singh & Chaturvedi, 2015; | review to reflect their importance. As no review was

rapists in CSP, 2014; Hurlow, et al., 2012; Kumar, 2011). conducted we are unable to give examples in the

Oncology recommendation. Further detail can be found in the

and ‘Linking evidence to recommendations’ sections in

Palliative Chapter 9 of the full guideline.

Care Thank you for submitting references, but after
careful consideration these do not meet the inclusion
criteria for any of the evidence reviews. Further, the
studies suggested in your comment, were not
relevant to the reviews in the guideline.

Associati | Full 17 50 Same comment again regarding management of Thank you for your comment. The Committee

on of and secretions. A respiratory —trained physiotherapist acknowledges the importance of such non-

Chartere 207 has a range of techniques they can employ for pharmacological approaches and have made a

d management of secretions depending on individual number of consensus recommendations in the

Physiothe need (Bott, et al., 2009). Respiratory physiotherapy absence of an evidence review to reflect their

rapists in will not be indicated for all patients at end of life and | importance. Further detail can be found in the

National Institute for
Health and Care Excellence
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Oncology need should be assessed on an individual basis ‘Linking evidence to recommendations sections’ in
and Chapter 9 of the full guideline.
Palliative
Care
Associati | Full 10 We are disappointed that no physiotherapists co- Thank you. The Committee acknowledge the
on of opted on to the guideline development group importance of non-pharmacological symptom
Chartere considering the breadth of non-pharmacological management and have made a number of
d symptom control modalities they can offer (in consensus recommendations in the absence of an
Physiothe addition to now being able to train as independent evidence review to reflect their importance. We are
rapists in prescribers) unable to provide specific examples as we have not
Oncology conducted a specific evidence review. Further detail
and can be found in the ‘Linking evidence to
Palliative recommendations’ sections in Chapter 9 of the full
Care guideline.
Associati | Full 16 Point No mention of specific non-pharmacological | Thank you for your comment. The Committee
on of and |41 modalities for controlling nausea & vomiting (e.g., | acknowledge the importance of non-
Chartere 182 acupuncture/ acupressure) here or on pl182 where | pharmacological symptom management and have
d further details are given. made a number of consensus recommendations in
Physiothe the absence of an evidence review to reflect their
rapists in importance. We are unable to provide specific
Oncology examples as we have not conducted a specific
and evidence review. Further detail can be found in the
Palliative ‘Linking evidence to recommendations’ sections in
Care Chapter 9 of the full guideline.
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Associati | Full 186 Disappointed that this section gives no consideration | Thank you for your comment. The Committee
on of to non-pharmacological anxiety management | acknowledge the importance of non-
Chartere modalities. pharmacological symptom management and have
d made a number of consensus recommendations in
Physiothe the absence of an evidence review to reflect their
rapists in importance. We are unable to provide specific
Oncology examples as we have not conducted a specific
and evidence review. Further detail can be found in the
Palliative ‘Linking evidence to recommendations’ sections in
Care Chapter 9 of the full guideline.

Gen ARNS welcomes the guidelines and believes the Thank you for your comment and for contributing to
Associati eral issues covered are those that matter to patients, the consultation process.
on of relatives and healthcare professionals
Respirato
ry Nurse
Specialist
S

ARNS believes that information for patients and Thank you for your comment. NICE guidance does

Associati carers should be promoted by NICE — given that not refer to external leaflets. NICE produces its own
on of HCP’s and relatives will access the guidance. For ‘Information for the public’ which will become
Respirato example available on publication of the guideline.
ry Nurse http://www.stchristophers.org.uk/patients/leaflets
Specialist
s
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Associati | short 1.2.4 ARNS welcomes the subject of prognosis being Thank you for your comment. Service Delivery,

on of included. We believe that adequate training around including training, is not included in the remit of this

Respirato prognosis and communication is essential. We guideline. NICE is producing palliative care service

ry Nurse therefore believe a recommendation should be made | delivery guideline that may cover this topic. More

Specialist to employers in all healthcare settings (including details can be found at the following link:

S community nursing homes) to provide access to https://www.nice.org.uk/qguidance/indevelopment/gid

training on communication at the end of life and -cgwave0799.
difficult conversations is essential.

Associati | Short 1.3 ARNS is pleased that shared decision making is Thank you for participating in the consultation

on of given a priority in the guidelines process.

Respirato

ry Nurse

Specialist

s

Associati | Short 1.5.14 | ARNS welcomes the suggestion of non- Thank you for your comment. The Committee

on of pharmacological management of breathlessness. acknowledges the importance of non-

Respirato ARNS believes the guideline should say “Consider pharmacological symptom management and have

ry Nurse non-pharmacological management of made a number of consensus recommendations in

Specialist breathlessness (for example use of fan, positioning) | the absence of an evidence review to reflect their

S in a person in the last days of life. importance. We are unable to provide specific
examples as we have not conducted a specific
evidence review. Further detail can be found in the
‘Linking evidence to recommendations’ sections in
Chapter 9 of the full guideline.

Associati | Short 1.5.16 | Itis recognised that Oxygen is given inappropriately | Thank you. We have captured discussion on this

on of at the end of life for breathlessness. ARNS therefore | issue in the relevant chapter of the full guideline

Respirato welcomes the statement that oxygen shouldn’t be (please see section 9.9)

ry Nurse given unless evidence of hypoxia. ARNS believes

National Institute for
Health and Care Excellence
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| have heard many patient histories which
demonstrated inadequate cultural care for dying
adults even when the clinical care was adequate.

| strongly recommend that having cultural issues first
mentioned in recommendation 14 is far too low down
the list. Please can you consider adding the
following text to recommendation 1: in the bullet
points after "goals and wishes" add "including
cultural issues".

This would improve the compassionate care we
require from those looking after people who are
dying. As a former Non-executive Director for an
NHS Ambulance Trust and current Governor of an
NHS mental health and community services
Foundation Trust, we have been very conscious of
the key importance of cultural sensitivity. We know
people are more than their clinical symptoms.
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Specialist that a saturation level of 92% would be of benefit in
S the guideline to steer health care workers and

professionals.

Bedfords | Full Gen | Gener | | support the Guidelines document as presented
hire and eral | al here with one recommendation for a necessary Thank you for your comment. We agree that cultural
Luton improvement. issues are important and have added this to the first
Fairplay recommendation on communication.
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Belfast Short | Gen | Gener | No Northern Ireland representation on writing group. | Thank you for your comment. Recruitment for

Health eral al guideline development Committee, is advertised on

and the NICE website, and every effort is made to

Social ensure the widest possible circulation to registered

Care stakeholders, nationwide and profession wide. We

Trust believe the recommendations to be of relevance to
all countries where NICE guidance is accepted.

Belfast Short | Gen | Gener | There is a lack of reference to carers’ pre and post Thank you for your comment. Service delivery

Health eral al bereavement needs. including bereavement services was not included in

and the remit and scope of this guideline. NICE is

Social currently developing a Palliative Care Service

Care delivery guideline, which may address this area.

Trust Please note that more detail about this work can be
found at the following link:
http://www.nice.org.uk/guidance/indevelopment/qid-
cgwave0799

Belfast Short | Gen | Gener | Overall the guidelines appear quite unwieldy. It Thank you for your comment. This is the standard

Health eral al would be challenging for clinical staff to find the time | length and structure of NICE guidelines.

and to read them or to elicit the key points. It would be

Social helpful to have a succinct summary of the key

Care principles, for example a two page document, to

Trust which staff could refer.

Belfast Short | Gen | Gener | The content is, at times, too general and non- Thank you for your comment. We believe the

Health eral al specific and could therefore be open to strength of the structure of our recommendations

and misinterpretation. underpins the importance of individualizing care for

Social people at the end of their lives. Whilst not
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Care prescribing care for every eventuality, this

Trust individualized approach requires care professionals
to identify those needs and tailor their care
accordingly.

Belfast Short | Gen | Gener | There is limited reference to addressing the holistic Thank you for your comment. Although outside the

Health eral al needs of the dying patient ie addressing their remit of this guideline to address in terms of a

and spiritual, psychological and social needs. specific review of the evidence, the Committee has

Social discussed these areas within the communication

Care and shared decision making sections of the

Trust guideline and numerous references are made to
these important issues in a number of our
recommendations for example: 1.1.1, 1.3.2 and
others. Further discussion is also available in the
‘Linking evidence to recommendations’ section of
these chapters in the full guideline (Chapters 6 and
7).

Belfast Short | Gen | Gener | No mention of situations where post mortem may be | Thank you for your comment. Service delivery

Health eral al required. including ‘after death care’ are beyond the remit and

and scope of this guideline. NICE is currently developing

Social guidance in palliative care service delivery and this

Care topic is covered by that work. Please note that more

Trust detail about the development of this guideline can be
found at the following link:
http://www.nice.org.uk/guidance/indevelopment/qid-
cagwave0799.

9. B 10. 11 12. 13. Suggesting use of ant-muscarinics is not Thank you for your comment. We agree that

National Institute for
Health and Care Excellence
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el supported by low quality evidence, and evidence in this area is lacking, and as such have
f patients tend not to be distressed by same. prioritised this area for further research. Changes to
a However, surely distressed relatives will the section have been made for clarity.
st make the patient distressed?
H
e We do see evidence of anti-muscarinics working in
al practice. Agree that this could cause increased
t family distress and the feeling that nothing is being
h done to try and help this symptom. We will need
a further guidance regarding this re statements such
n as ‘it is hard morally and economically to justify
d continued use’. Suctioning is mentioned which is
S invasive and often not appropriate for patients at end
0 of life.
Ci
al
C
a
r
e
T
r
u
st
Belfast Full Gen | Gener | Guideline summary is long. Thank you for your comment.
Health eral al
and
Social
Care
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Trust
Belfast Full Gen | Gener | Richness of full document is lost in the summary e.g. | Thank you for your comment. We would hope that
Health eral al in the guideline re assisted hydration Point 27 on care providers would read the ‘Linking evidence to
and “advising the dying person.... “ re clinically assisted recommendations’ sections provided at the end of
Social hydration - there is no reference to that statement each evidence review chapter in the guideline as
Care (the GDG) “felt it important that a full discussion of you have to access the type of information to which
Trust the harms and benefits of clinically assisted you refer. Recommendations are concise action

hydration tool place with the dying person or those orientated statements to guide practice and are

important to them ...... and that any preconceptions necessarily focussed and directive.

and concerns are addressed before initiating

clinically assisted hydration” (page 153 of full

guideline). Or that “people with cognitive disabilities

(including those with dementia and leaning

difficulties) may find the intervention invasive.” Dying

patients may be canulated repeatedly and painfully

(see Dying Without Dignity- Ombudsman’s Report)

in order to maintain iv hydration in the imminently

dying. The general guidance risks a standard,

inflexible approach for all patients. The discussion

that the provision of invasive treatment may be

largely for the benefit of relatives is again lost in the

guideline.
Belfast Full Gen | Gener | The key clinical issue is recognising dying. Good Thank you for your comment. Please see the NICE
Health eral al that will be reviewing evidence on how to manage version of the guidance or a shorter summary. This
and uncertainty related to the active process of dying, version includes the recommendations without
Social especially when chronic long term conditions. presenting the evidence and related to committee
Care This document is to guide general palliative care for | discussions.
Trust people in the last days/hrs of life, however it is very

advisory committees
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long and cumbersome. Unless very short succinct

document results from this it is unlikely to be read by

the generalists it is intended for.
Belfast Short 4 1-15 | The list of signs and symptoms that indicate that a Thank you for your comment. After careful
Health person is dying could be open to misinterpretation consideration the Committee have rewritten this
and and indeed has already been criticised in the press. | recommendation and separated out the list into
Social signs, symptoms and functional observations to
Care provide clarity. Further detail has been added to the
Trust ‘Linking evidence to recommendations’ section of

the full guideline (Please see section 5.8).

Belfast Short 4 1-15 | The alphabetical listing of signs and symptoms is Thank you for your comment. After careful
Health open to misinterpretation. Some of these symptoms | consideration the Committee have rewritten this
and relate to understanding of disease progression/ recommendation and separated out the list into
Social increased frailty over time e.g. weight loss; others signs, symptoms and functional observations to
Care are signs of imminent death e.g. mottled skin; still provide clarity. Further detail has been added to the
Trust others are indicative of nearness to death only with ‘Linking evidence to recommendations’ section of

specific contextualisation e.g. social withdrawal. the full guideline (Please see section 5.8).

Taken out of context it can be suggested that people

could be taken to be dying on little evidence. —

reported in the lay press already. These points need

better contextualisation (as in the full guideline).
Belfast Short 4 26-28 | Point is vague in relation to “colleagues with more Thank you for your comment. The committee
Health experience in delivering end of life care”. Who considered that this may include specialist palliative
and exactly does this refer to? care teams or other relevant specialties who’s input
Social would reduce the uncertainty in recognising dying.
Care This advice could equally be provided by GPs with
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Trust expertise in end of life care. This is detailed in the
‘Linking evidence to recommendations’ section of
the full guideline (5.8).

Belfast Short | Gen | Gener | The guidelines do not indicate who is responsible for | Thank you for your comment. The Committee

Health eral al diagnosing that someone is dying. consider these recommendations to be applicable to

and whoever is to delivering care for people at the end of

Social life. The committee noted that this may be a

Care practitioner who is experienced in end of life care but

Trust did not wish to specify any one group.

Belfast Full Gen | Gener | Many references are made to “patient preference” Thank you for your comment. The Committee has

Health eral al without a supporting statement to ensure patients drafted recommendations that encourage healthcare

and and relatives are “informed” in their preferences and | professionals to engage the dying person, and

Social given the information and opportunity to be informed. | establish through discussions their needs, wishes

Care and goals. The committee believes the

Trust recommendations address the opportunities to share
information as described in your comment and that
they do not need further amendment.

Belfast Short | Gen | Gener | “Individualised Care Plan” — is there a template for Thank you for your comment. It is the view of the

Health eral al this? If not, this could be a very long with numerous | Committee that it's best that the membership of the

and sections, depending on the number of issues to be multiprofessional team and their approach to

Social addressed and monitored. documentation be Trust led.

Care

Trust

Belfast Short 5 13-16 | Discussion with significant others “if the dying Thank you for your comment. The committee agrees

Health person wishes”. Should have some clarity that that mental capacity at end of life is an important

and discussions could take place in the patient‘s best issue when considering the ability to communicate

Social interest if unconscious / lacking capacity. and participate in decision-making. Further
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Care discussion is already provided in the ‘Linking

Trust evidence to recommendations’ section of the
relevant chapters in the full guideline on these
issues and we have made further additions to the
guideline to provide clarity and to direct
professionals to additional guidance in this
area. Additionally, the social care team at NICE is
currently developing a guideline entitled: Supporting
decision making for people with limited mental
capacity, details on this guideline are available
at: www.nice.org.uk/guidance/indevelopment/gid-
ng10009

Belfast Short 6 10-12 | Record of care — difficulties in sharing info between Thank you for your comment. The Committee would

Health acute and community settings. consider this issue to be best dealt with at the Trust

and level as operations would vary across different

Social trusts. Additionally, service delivery, including

Care implementation matters, are outside the remit of the

Trust guideline. NICE is currently developing guidance on
palliative care service delivery and this topic may be
included in that guidance. More details can be
found at the following link:
https://www.nice.org.uk/quidance/indevelopment/gid
-cgwave0799.

Belfast Full 13 41-45 | There is no mention of patients changing their Thank you for your comment. The Committee

Health wishes. recognises this as important, and have drafted

and recommendation 19 (2.3.7 in the short version) to

Social encourage healthcare professionals to recognise

Care that the dying person’s ability and desire to be
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Trust involved in making decisions about their care may
change as their condition deteriorates or as they
accept their prognosis. The recommendations also
encourage healthcare professionals to provide the
dying person with opportunities to discuss their fears
and anxieties and to continue to explore the
understanding and wishes of the dying person and
those important to them with a view to updating the
person’s care plan as required.
Belfast Short 7 18-26 | The guidelines repeatedly refer to “an individualised | Thank you for your comment. The design and
Health plan of care” as do other similar guidelines; however | delivery of care plans may be decided on at the
and we still have not been given specific guidance or Trust level. It is not within the remit of this guideline
Social examples of what this care plan should look like, etc. | to provide this level of detail.
Care This is one of the key issues that clinicians need
Trust strong direction on, yet no guidelines to date have
really addressed it ie how are “individualised plan of
care” operationalised?
Belfast Short 7 18-26 | No reference at all to severity of symptoms — Thank you for your comment. This has been
Health perhaps implying that all symptom management is amended, The list now includes ‘preferences for
and unnecessary. Last bullet point — “needs for care after | symptom control’. The recommendation outlines that
Social death, if any are specified’- a guideline should help the care plan captures these issues after discussion
Care providers recognise issues that they were not aware | with the dying person. This list may form a list of
Trust of- this question needs to be reformulated so that issues to be discussed but is not considered fully
providers will enquire. inclusive or capturing the full detail that may be
required on an individualized basis.
Belfast Short | Gen | Gener | No mention of communicating with GPs etc. Thank you for your comment. The Committee
Health eral al consider that GPs are part of the multiprofessional
and team and as such several recommendations under
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Social communication apply.
Care
Trust
Belfast Short | Gen | Gener | It could cause confusion between use of terms such | These have been defined in the glossary of the full
Health eral al as advance care planning and individualised plan of | guideline.
and care.
Social
Care
Trust
Belfast Full 14 18-44 | Are the group now suggesting that hydration is Thank you for your comment. The order of the
Health offered to everyone, unless contra-indicated on an recommendations reflects the Committee’s decision
and individual basis? Not sure how effective regular that the dying person should be supported to drink
Social reassessment of side effects of administration of by oral means first if they wish and are able to
Care fluids would be. Likely to potentially manage noisy before clinically assisted hydration is considered.
Trust secretions with intervention instead? The decision to consider a trial of clinically assisted

hydration should be based on an individualised
approach taking into account benefits and harms.

Belfast Full 15 1-7 Are the group now suggesting that hydration is The order of the recommendations reflects the
Health offered to everyone, unless contra-indicated on an Committee’s decision that the dying person should
and individual basis? Not sure how effective regular be supported to drink by oral means first if they wish
Social reassessment of side effects of administration of and are able to before clinically assisted hydration is
Care fluids would be. Likely to potentially manage noisy considered.

Trust secretions with intervention instead? The decision to consider a trial of clinically assisted

hydration should be based on an individualized
approach taking into account benefits and harms.

Belfast Short 9 15-25 | No reference to the potential harms of assisted Thank you for your comment. The Committee
Health hydration- see page 153 main document re the need | consider that this would be covered by

and better to inform patients and relatives. recommendation 2.4.5 (discuss risks and benefits of
Social clinically assisted hydration).

Comments received in the course of consultations carried out by NICE are published in the interests of openness and transparency, and to promote understanding of how
recommendations are developed. The comments are published as a record of the submissions that NICE has received, and are not endorsed by NICE, its officers or
advisory committees

62 of 897



Comments forms with attachments such as research articles, letters or leaflets cannot be accepted.

Care of the Dying Adult

N I c E National Institute for
Health and Care Excellence

Consultation on draft guideline - Stakeholder comments table

29/07/2015—9/09/2015

Stakehol | Docu | Pag Line | Comments Developer’s response
der ment | e No No Please insert each new comment in a new row Please respond to each comment

Care

Trust

Belfast Short 9 8-14 | “Death is unlikely to be hastened by not having Thank you for your comment. The Committee have

Health clinically assisted hydration”. This statement has amended the wording of the recommendation to

and already been challenged in the press by a leading state that giving clinically assisted hydration may

Social neurologist who feels it is factually incorrect. relieve distressing symptoms or signs related to

Care dehydration, but may introduce other problems

Trust associated with giving fluids. Also the Committee
wanted to highlight the lack of evidence around
survival and that it is uncertain whether providing
clinically assisted hydration will prolong life or the
dying process or hasten death if it is not given.

Belfast Short 10 14-18 | Did not include as a general concept the potential Thank you for your comment. Please see the

Health value of having “as required” medication available. chapter on anticipatory prescribing in Chapter 10 of

and the full guideline.

Social

Care

Trust

Belfast Short 10 19-23 | Section 1.5.1 —“...after discussion and agreement Thank you for your comment. The Committee

Health with dying person and those important...” — It would | consider that it is very important to involve the dying

and be helpful to add “where possible”. person and those important to them in these

Social discussions but have made a minor change to the

Care recommendation to avoid confusion. The group

Trust understand that in some cases there may be
exceptions, but consider that clinical judgement be
used in these cases.

Belfast Short 11 10-16 | Some of the bullet points are repetitive. Thank you for your comment. The Committee have

Health considered the recommendations and feel no

and change is required. They feel the issue of
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Social considering route of administration an important
Care issue to highlight.
Trust
Belfast Short 11 13-16 | Confused statement re Syringe drivers. These have | Thank you for your comment. This recommendation
Health specific uses. However if a patient requires multiple is a “consider” recommendation, which reflects its
and PRN doses in 24 hours — they may need weaker strength and that there is some uncertainty
Social commencement/ review of longer acting medication | around the evidence behind this recommendation,
Care not necessarily syringe drivers. as detailed in the NICE methods manual:
Trust
https://www.nice.org.uk/media/default/about/what-
we-do/our-programmes/developing-nice-guidelines-
the-manual.pdf
The Committee considered that it is a useful option
in some cases.
Belfast Short 11 17-19 | Syringe drivers may be used for other reasons other | Thank you for your comment the content of which is
Health than just because the person requires 2 or 3 doses noted
and of any “as required” medication.
Social
Care
Trust
Belfast Short 11 26 Assessing patient’'s symptoms daily. In the interest Thank you for your comment. “At least daily” does
Health of producing a document that can be used in not preclude more frequent reassessment. As no
and community as well as hospital / care homes —this is | evidence review was conducted in this area the
Social a retrograde step that reduces the assessment of Committee are unable to be more prescriptive.
Care potentially difficult symptoms to once daily.
Trust
Belfast Short 11 5 When discussing cultural views re symptom Thank you for your comment. We agree and note
Health management — need to check not making cultural that the communication and shared decision making
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and assumptions but individual informed choice. chapters cover cultural views in more detail.

Social

Care

Trust

Belfast Short 12 13 Preferred route of administration is OK if the patient | Thank you for your comment. This is an example

Health can actually receive medication via that route — given and the Committee consider assessing

and needs to be assessed as well as preference. whether the route is viable is standard clinical

Social practice. Minor amendments to the recommendation

Care have been made to outline that this may not always

Trust be possible.

Belfast Short 12 14-17 | 1.5.13 —examples of “validated behavioural pain Thank you for your comment. An evidence review

Health assessment” tools would be helpful. was not conducted on the use of pain assessment

and tools in the last few days of life, however the

Social Committee chose to make a recommendation about

Care their use based on their own clinical experience.

Trust Further detail has been added to the ‘Linking
evidence to recommendations’ section of this
chapter in the full guideline (please see section 9.5).

Belfast Short 16 23 Catastrophic haemorrhage — only alluded to, no Thank you for your comment. This is further detailed

Health guidance given. Specific guidance needed for in the full guideline ‘Linking evidence to

and catastrophic haemorrhage. recommendations’ section of chapter 10.

Social

Care

Trust

Belfast Short | Gen | Gener | Symptom control guideline: these vary significantly Thank you for your comment the content of which is

Health eral al from the Northern Ireland Palliative Medicine Group | noted. We would hope that Northern Ireland does

and guidelines and therefore this would need addressed | make use of our up to date and thorough evidence

Social if the NICE guidance was to be considered in review when considering its application locally,

Care Northern Ireland context.
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Trust
Belfast Full 217 1-2 Pain - orally PRNs — should paracetamol be before Thank you for your comment on the prescribing
Health ibuprofen? tables. Because of the recognised importance of
and -24hr starting dose continuous subcutaneous supporting generalist prescribers in managing
Social infusion if not already on analgesia suggests symptoms in the last days of life, these are now
Care diclofenac & ibuprofen can be given subcutaneously | being further developed separately as an additional
Trust continuously. implementation resource by NICE with support from
-If person is not already prescribed opioids and can members of the guideline Committee. Consequently,
no longer take orally, surely 24 continuous they have been removed from the guidance. This
subcutaneous infusion starting doses should be less | important implementation resource will remain
than range 10-20mg/24hrs? targeted at the non-specialist prescriber and will be
made available on the NICE website.
Belfast Full 218 1-4 Breathlessness — if person is already prescribed an Thank you for your comment on the prescribing
Health opioid for shortness of breath, suggest there is a tables. Because of the recognised importance of
and maximum dose for this indication. Also, suggesting supporting generalist prescribers in managing
Social PRN doses with decimal points symptoms in the last days of life, these are now
Care -If still breathless with opioid are suggesting 24hr being further developed separately as an additional
Trust continuous subcutaneous infusion of clonazepam implementation resource by NICE with support from
before midazolam (? National shortage? Right members of the guideline Committee. Consequently,
order). they have been removed from the guidance. This
important implementation resource will remain
targeted at the non-specialist prescriber and will be
made available on the NICE website.
Belfast Full 219 1-5 Nausea and vomiting — first line — does not mention | Thank you for your comment on the prescribing
Health reassessing the cause of nausea and vomiting to tables. Because of the recognised importance of
and assess if still appropriate antiemetic. supporting generalist prescribers in managing
Social symptoms in the last days of life, these are now
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Care being further developed separately as an additional
Trust implementation resource by NICE with support from

members of the guideline Committee. Consequently,
they have been removed from the guidance. This
important implementation resource will remain
targeted at the non-specialist prescriber and will be
made available on the NICE website.

Belfast Full 221 1-4 Delirium — cannot comment on olazepine/risperidone | Thank you for your comment on the prescribing
Health as have not suggested these. tables. Because of the recognised importance of
and supporting generalist prescribers in managing
Social symptoms in the last days of life, these are now
Care being further developed separately as an additional
Trust implementation resource by NICE with support from

members of the guideline Committee. Consequently,
they have been removed from the guidance. This
important implementation resource will remain
targeted at the non-specialist prescriber and will be
made available on the NICE website.

Belfast Full 222 1-4 Noisy secretions — PRN doses of Glycopyronnium Thank you for your comment on the prescribing
Health as 400mcg (is this a miss print?) tables. Because of the recognised importance of
and - 24hr continuous subcutaneous infusion —is | supporting generalist prescribers in managing
Social maximum dose of hyoscone hydrobromide symptoms in the last days of life, these are now
Care not 2.4mg/24hrs? being further developed separately as an additional
Trust implementation resource by NICE with support from

members of the guideline Committee. Consequently,
they have been removed from the guidance. This
important implementation resource will remain
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targeted at the non-specialist prescriber and will be
made available on the NICE website.

Belfast Short 24 16-17 | “.. Documented informed consent” — what level of Thank you for your comment on the prescribing

Health detail may be required here & for which drugs, tables. Because of the recognised importance of

and routes etc?-Potential burden for symptomatic supporting generalist prescribers in managing

Social patient. symptoms in the last days of life, these are now

Care being further developed separately as an additional

Trust implementation resource by NICE with support from
members of the guideline Committee. Consequently,
they have been removed from the guidance. This
important implementation resource will remain
targeted at the non-specialist prescriber and will be
made available on the NICE website.

Belfast Short 25 20 Alphabet listing is confusing-the most commonly Thank you for your comment on the prescribing

Health prescribed drugs should be listed first, following the tables. Because of the recognised importance of

and same principle of the order of the symptoms in the supporting generalist prescribers in managing

Social point above. symptoms in the last days of life, these are now

Care being further developed separately as an additional

Trust implementation resource by NICE with support from
members of the guideline Committee. Consequently,
they have been removed from the guidance. This
important implementation resource will remain
targeted at the non-specialist prescriber and will be
made available on the NICE website.

Belfast Short 27 1-3 Table format can be improved as difficult to follow - Thank you for your comment on the prescribing

Health suggest flow chart format instead. THIS APPLIES tables. Because of the recognised importance of
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and TO ALL THE TABLES. supporting generalist prescribers in managing
Social symptoms in the last days of life, these are now
Care being further developed separately as an additional
Trust implementation resource by NICE with support from

members of the guideline Committee. Consequently,
they have been removed from the guidance. This
important implementation resource will remain
targeted at the non-specialist prescriber and will be
made available on the NICE website.

Belfast Short 27 1-3 Rectally-This route is very rarely used in practice - Thank you for your comment on the prescribing
Health perhaps a footnote can be added that this route may | tables. Because of the recognised importance of
and be considered if necessary. supporting generalist prescribers in managing
Social symptoms in the last days of life, these are now
Care being further developed separately as an additional
Trust implementation resource by NICE with support from

members of the guideline Committee. Consequently,
they have been removed from the guidance. This
important implementation resource will remain
targeted at the non-specialist prescriber and will be
made available on the NICE website.

Belfast Short 27 1-3 Diclofenac and Ibuprofen continuous subcutaneous | Thank you for your comment on the prescribing
Health infusion-lbuprofen is not available as an injectable tables. Because of the recognised importance of
and form-Parecoxib can be used if needed but this would | supporting generalist prescribers in managing
Social not be initiated as first line. Would normally prescribe | symptoms in the last days of life, these are now
Care low doses of opioids in this situation if patient unable | being further developed separately as an additional
Trust to take oral drugs and in pain. implementation resource by NICE with support from

members of the guideline Committee. Consequently,
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they have been removed from the guidance. This
important implementation resource will remain
targeted at the non-specialist prescriber and will be
made available on the NICE website.

Belfast Short 27 1-3 Orally opioid analgesics: there is no maximum dose | Thank you for your comment on the prescribing
Health for opioids, hence this statement is confusing. tables. Because of the recognised importance of
and supporting generalist prescribers in managing
Social symptoms in the last days of life, these are now
Care being further developed separately as an additional
Trust implementation resource by NICE with support from

members of the guideline Committee. Consequently,
they have been removed from the guidance. This
important implementation resource will remain
targeted at the non-specialist prescriber and will be
made available on the NICE website.

Belfast Short 27 1-3 Morphine sulphate 1.25-2.5mg: would not use Thank you for your comment on the prescribing
Health decimal points unless unavoidable. This is to reduce | tables. Because of the recognised importance of
and errors in prescribing. Suggest 2mg and 1-2 mg here. | supporting generalist prescribers in managing
Social symptoms in the last days of life, these are now
Care being further developed separately as an additional
Trust implementation resource by NICE with support from

members of the guideline Committee. Consequently,
they have been removed from the guidance. This
important implementation resource will remain
targeted at the non-specialist prescriber and will be
made available on the NICE website.
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Belfast Short 27 1-3 Continuous subcutaneous infusion of morphine Thank you for your comment on the prescribing
Health sulphate 10-20mg as starting dose: would prescribe | tables. Because of the recognised importance of
and lower doses-5-10mg. supporting generalist prescribers in managing
Social symptoms in the last days of life, these are now
Care being further developed separately as an additional
Trust implementation resource by NICE with support from

members of the guideline Committee. Consequently,
they have been removed from the guidance. This
important implementation resource will remain
targeted at the non-specialist prescriber and will be
made available on the NICE website.

Belfast Short 27- 1-3 Guidance on drugs does not reflect the current Thank you for your comment on the prescribing
Health 33 (all) Northern Ireland Regional Palliative Medicine Group | tables. Because of the recognised importance of
and guidance (see above). supporting generalist prescribers in managing
Social symptoms in the last days of life, these are now
Care being further developed separately as an additional
Trust implementation resource by NICE with support from

members of the guideline Committee. Consequently,
they have been removed from the guidance. This
important implementation resource will remain
targeted at the non-specialist prescriber and will be
made available on the NICE website.

Belfast Short | 27- 1-3 Certain identified drugs should only be initiated by Thank you for your comment on the prescribing
Health 33 (all) | specialist palliative care or under the advice of tables. Because of the recognised importance of
and specialists. We have some concerns that this is not supporting generalist prescribers in managing
Social clear in this guidance intended for wide general use. | symptoms in the last days of life, these are now
Care being further developed separately as an additional

Comments received in the course of consultations carried out by NICE are published in the interests of openness and transparency, and to promote understanding of how
recommendations are developed. The comments are published as a record of the submissions that NICE has received, and are not endorsed by NICE, its officers or
advisory committees

71 of 897



N I (: E National Institute for
Health and Care Excellence

Care of the Dying Adult
Consultation on draft guideline - Stakeholder comments table
29/07/2015—9/09/2015

Comments forms with attachments such as research articles, letters or leaflets cannot be accepted.

Stakehol | Docu | Pag Line | Comments Developer’s response
der ment | e No No Please insert each new comment in a new row Please respond to each comment
Trust implementation resource by NICE with support from

members of the guideline Committee. Consequently,
they have been removed from the guidance. This
important implementation resource will remain
targeted at the non-specialist prescriber and will be
made available on the NICE website.

Belfast Short 28 1-2 | Table format can be improved as difficult to follow - Thank you for your comment on the prescribing
Health suggest flow chart format instead. THIS APPLIES tables. Because of the recognised importance of
and TO ALL THE TABLES. supporting generalist prescribers in managing
Social symptoms in the last days of life, these are now
Care being further developed separately as an additional
Trust implementation resource by NICE with support from

members of the guideline Committee. Consequently,
they have been removed from the guidance. This
important implementation resource will remain
targeted at the non-specialist prescriber and will be
made available on the NICE website.

Belfast Short 28 1-2 Rectally-This route is very rarely used in practice - Thank you for your comment on the prescribing
Health perhaps a footnote can be added that this route may | tables. Because of the recognised importance of
and be considered if necessary. supporting generalist prescribers in managing
Social symptoms in the last days of life, these are now
Care being further developed separately as an additional
Trust implementation resource by NICE with support from

members of the guideline Committee. Consequently,
they have been removed from the guidance. This
important implementation resource will remain
targeted at the non-specialist prescriber and will be
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made available on the NICE website.

Belfast Short 28 1-2 Orally opioid analgesics: there is no maximum dose | Thank you for your comment on the prescribing
Health for opioids, hence this statement is confusing. tables. Because of the recognised importance of
and supporting generalist prescribers in managing
Social symptoms in the last days of life, these are now
Care being further developed separately as an additional
Trust implementation resource by NICE with support from

members of the guideline Committee. Consequently,
they have been removed from the guidance. This
important implementation resource will remain
targeted at the non-specialist prescriber and will be
made available on the NICE website.

Belfast Short 28 1-2 Would not use decimal points unless unavoidable in | Thank you for your comment on the prescribing
Health regards to doses. This is to reduce errors in tables. Because of the recognised importance of
and prescribing. supporting generalist prescribers in managing
Social symptoms in the last days of life, these are now
Care being further developed separately as an additional
Trust implementation resource by NICE with support from

members of the guideline Committee. Consequently,
they have been removed from the guidance. This
important implementation resource will remain
targeted at the non-specialist prescriber and will be
made available on the NICE website.

Belfast Short 28 1-2 If still breathless with opioid (despite dose increases | Thank you for your comment on the prescribing
Health and switching), consider adding a benzodiazepine: tables. Because of the recognised importance of
and Benzodiazepines added for anxiety related to supporting generalist prescribers in managing
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Social breathlessness and is not a treatment for symptoms in the last days of life, these are now

Care breathlessness per se. being further developed separately as an additional

Trust implementation resource by NICE with support from
members of the guideline Committee. Consequently,
they have been removed from the guidance. This
important implementation resource will remain
targeted at the non-specialist prescriber and will be
made available on the NICE website.

Belfast Short 28 1-2 Continuous subcutaneous infusion- clonazepam: Thank you for your comment on the prescribing

Health Currently, Clonazepam injection does not have a UK | tables. Because of the recognised importance of

and marketing authorisation. Would not start Midazolam supporting generalist prescribers in managing

Social above 10mg unless patient was already taking symptoms in the last days of life, these are now

Care regular oral benzodiazepines. being further developed separately as an additional

Trust implementation resource by NICE with support from
members of the guideline Committee. Consequently,
they have been removed from the guidance. This
important implementation resource will remain
targeted at the non-specialist prescriber and will be
made available on the NICE website.

Belfast Short 28 1-2 Midazolam 5-20mg over 24 hours continuous Thank you for your comment on the prescribing

Health subcutaneous infusion: would normally start at lower | tables. Because of the recognised importance of

and dose of 5-10mg. supporting generalist prescribers in managing

Social symptoms in the last days of life, these are now

Care being further developed separately as an additional

Trust implementation resource by NICE with support from
members of the guideline Committee. Consequently,
they have been removed from the guidance. This
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important implementation resource will remain
targeted at the non-specialist prescriber and will be
made available on the NICE website.

Belfast Short 28 1-2 Midazolam Buccally- not commonly used route for Thank you for your comment on the prescribing
Health breathlessness, recommend adding “up to” 4 times a | tables. Because of the recognised importance of
and day. supporting generalist prescribers in managing
Social symptoms in the last days of life, these are now
Care being further developed separately as an additional
Trust implementation resource by NICE with support from

members of the guideline Committee. Consequently,
they have been removed from the guidance. This
important implementation resource will remain
targeted at the non-specialist prescriber and will be
made available on the NICE website.

Belfast Short 30 1-2 Buccal route-if patients not able to take oral route for | Thank you for your comment on the prescribing
Health nausea and vomiting-usually not appropriate if tables. Because of the recognised importance of
and patients not able to take oral route, especially in last | supporting generalist prescribers in managing
Social few days of life. symptoms in the last days of life, these are now
Care being further developed separately as an additional
Trust implementation resource by NICE with support from

members of the guideline Committee. Consequently,
they have been removed from the guidance. This
important implementation resource will remain
targeted at the non-specialist prescriber and will be
made available on the NICE website.

Belfast Short 30 1-2 Proclroperazine-not commonly used, suggest insert | Thank you for your comment on the prescribing
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Health buccal preparation in this column rather than “if tables. Because of the recognised importance of

and unable to take oral drugs” column. supporting generalist prescribers in managing

Social symptoms in the last days of life, these are now

Care being further developed separately as an additional

Trust implementation resource by NICE with support from
members of the guideline Committee. Consequently,
they have been removed from the guidance. This
important implementation resource will remain
targeted at the non-specialist prescriber and will be
made available on the NICE website.

Belfast Short 30 1-2 Levomepromazine 6-6.25mg: suggest 6mg or Thank you for your comment on the prescribing

Health 6.25mg 4-6 hourly (as 6-6.25mg implies dose range | tables. Because of the recognised importance of

and between 6 and 6.25mg). supporting generalist prescribers in managing

Social symptoms in the last days of life, these are now

Care being further developed separately as an additional

Trust implementation resource by NICE with support from
members of the guideline Committee. Consequently,
they have been removed from the guidance. This
important implementation resource will remain
targeted at the non-specialist prescriber and will be
made available on the NICE website.

Belfast Short 30 1-2 Subcutaneously or intravenously Levomepromazine | Thank you for your comment on the prescribing

Health 2.5-5 up to mg 12 hourly-intravenous route not used, | tables. Because of the recognised importance of

and suggest Levomepromazine 2.5-5mg 4-6 hourly up to | supporting generalist prescribers in managing

Social ?50mg daily. symptoms in the last days of life, these are now

Care being further developed separately as an additional

Trust implementation resource by NICE with support from
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members of the guideline Committee. Consequently,
they have been removed from the guidance. This
important implementation resource will remain
targeted at the non-specialist prescriber and will be
made available on the NICE website.

Belfast Short 30 1-2 Note b) at bottom of page-cyclizine and site Thank you for your comment on the prescribing
Health reactions-suggest: should be used “with Water for tables. Because of the recognised importance of
and Injections” as diluent to minimise site reactions. supporting generalist prescribers in managing
Social symptoms in the last days of life, these are now
Care being further developed separately as an additional
Trust implementation resource by NICE with support from

members of the guideline Committee. Consequently,
they have been removed from the guidance. This
important implementation resource will remain
targeted at the non-specialist prescriber and will be
made available on the NICE website.

Belfast Short 31 1-4 Maximum dose of anxiolytic medication- difficult to Thank you for your comment on the prescribing
Health determine what this dose is. tables. Because of the recognised importance of
and supporting generalist prescribers in managing
Social symptoms in the last days of life, these are now
Care being further developed separately as an additional
Trust implementation resource by NICE with support from

members of the guideline Committee. Consequently,
they have been removed from the guidance. This
important implementation resource will remain
targeted at the non-specialist prescriber and will be
made available on the NICE website.
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Belfast Short 31 1-4 Midazolam 5-20mg over 24 hours starting dose: Thank you for your comment on the prescribing
Health 20mg is a rather high starting dose especially if this tables. Because of the recognised importance of
and is aimed at generalist staff, suggest 5-10mg. supporting generalist prescribers in managing
Social symptoms in the last days of life, these are now
Care being further developed separately as an additional
Trust implementation resource by NICE with support from

members of the guideline Committee. Consequently,
they have been removed from the guidance. This
important implementation resource will remain
targeted at the non-specialist prescriber and will be
made available on the NICE website.

Belfast Short 32 1-3 Maximum dose of antipsychotic is difficult to Thank you for your comment on the prescribing
Health determine what this is. tables. Because of the recognised importance of
and supporting generalist prescribers in managing
Social symptoms in the last days of life, these are now
Care being further developed separately as an additional
Trust implementation resource by NICE with support from

members of the guideline Committee. Consequently,
they have been removed from the guidance. This
important implementation resource will remain
targeted at the non-specialist prescriber and will be
made available on the NICE website.

Belfast Short 32 1-3 Olazepine and Risperidone-both these drugs are not | Thank you for your comment on the prescribing
Health commonly initiated in the last days of life; also has tables. Because of the recognised importance of
and implications for dose adjustments in liver and renal supporting generalist prescribers in managing
Social failure. symptoms in the last days of life, these are now
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Care being further developed separately as an additional
Trust implementation resource by NICE with support from

members of the guideline Committee. Consequently,
they have been removed from the guidance. This
important implementation resource will remain
targeted at the non-specialist prescriber and will be
made available on the NICE website.

Belfast Short 32 1-3 Levomepromazine not used intravenously. Thank you for your comment on the prescribing
Health tables. Because of the recognised importance of
and supporting generalist prescribers in managing
Social symptoms in the last days of life, these are now
Care being further developed separately as an additional
Trust implementation resource by NICE with support from

members of the guideline Committee. Consequently,
they have been removed from the guidance. This
important implementation resource will remain
targeted at the non-specialist prescriber and will be
made available on the NICE website.

Belfast Short 33 1-3 Glycopyrronium doses-1200 micrograms of Thank you for your comment on the prescribing
Health Glycopyrronium equivalent to 2400 micrograms of tables. Because of the recognised importance of
and hyoscine, which is the maximum dose. For supporting generalist prescribers in managing
Social consistency, starting dose should be 600 symptoms in the last days of life, these are now
Care micrograms for continuous subcutaneous infusion. being further developed separately as an additional
Trust implementation resource by NICE with support from

members of the guideline Committee. Consequently,
they have been removed from the guidance. This
important implementation resource will remain
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targeted at the non-specialist prescriber and will be
made available on the NICE website.

Belfast Short 33 1-3 Note a)-Monitor for unwanted sedation and other Thank you for your comment on the prescribing
Health side effects- Due to unwanted sedation and other tables. Because of the recognised importance of
and side effects, glycopyrronium is used first line- We do | supporting generalist prescribers in managing
Social not tend to use Atropine. symptoms in the last days of life, these are now
Care being further developed separately as an additional
Trust implementation resource by NICE with support from

members of the guideline Committee. Consequently,
they have been removed from the guidance. This
important implementation resource will remain
targeted at the non-specialist prescriber and will be
made available on the NICE website.

Belfast Short | Gen | Gener | Would not use decimal points in regards to doses, Thank you for your comment on the prescribing
Health eral al unless unavoidable. This is to reduce errors in tables. Because of the recognised importance of
and prescribing. supporting generalist prescribers in managing
Social symptoms in the last days of life, these are now
Care being further developed separately as an additional
Trust implementation resource by NICE with support from

members of the guideline Committee. Consequently,
they have been removed from the guidance. This
important implementation resource will remain
targeted at the non-specialist prescriber and will be
made available on the NICE website.

Belfast Short | Gen | Gener | Guideline suggests a reluctance to prescribe Thank you for your comment on the prescribing
Health eral al medication but little reference to the risk of under- tables. Because of the recognised importance of
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and treatment of symptomatic patients. Nausea/ supporting generalist prescribers in managing
Social vomiting /sedation and delirium may be disease symptoms in the last days of life, these are now
Care rather than adverse effects of medication. Guideline | being further developed separately as an additional
Trust does little to dispel misconceptions. implementation resource by NICE with support from
members of the guideline Committee. Consequently,
they have been removed from the guidance. This
important implementation resource will remain
targeted at the non-specialist prescriber and will be
made available on the NICE website.
Belfast Short | 3-4 2- Will have a big impact — time, training, Thank you for participating in the consultation
Health 28 communication, all grades of staff to be able to process. The information you have provided in your
and correctly recognise the stage the patient is at, comment will assist the NICE implementation and
Social continuity of care in community (nurses, other resourcing team with finalising the guideline. This
Care professionals attending). Appropriately trained has helped the team to consider the areas which will
Trust staff (home care workers, professional staff etc). | have the biggest impact on practice and be
challenging to implement, in addition to what would
specifically help users to overcome any challenges.
Belfast Short | 3-4 2- Overcoming challenges: Need training to Thank you for participating in the consultation
Health 28 recognise end of life (in particular, specific process. The information you have provided in your
and diseases). Staff need time and resources. comment will assist the NICE implementation and
Social resourcing team with finalising the guideline. This
Care has helped the team to consider the areas which will
Trust have the biggest impact on practice and be
challenging to implement, in addition to what would
specifically help users to overcome any challenges.
Belfast Short | 3-4 2- Overcoming challenges: Key worker needs to be | Thank you for participating in the consultation
Health 28 clearly identified and clearly communicated to all | process. The information you have provided in your
and involved. Key worker needs sufficient time to comment will assist the NICE implementation and
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Social appropriately assess and put services in place. resourcing team with finalising the guideline. This
Care has helped the team to consider the areas which will
Trust have the biggest impact on practice and be

challenging to implement, in addition to what would
specifically help users to overcome any challenges.

Belfast Short | 3-4 2- Overcoming challenges: Language — non Thank you for participating in the consultation
Health 28 English speakers. process. The information you have provided in your
and comment will assist the NICE implementation and
Social resourcing team with finalising the guideline. This
Care has helped the team to consider the areas which will
Trust have the biggest impact on practice and be

challenging to implement, in addition to what would
specifically help users to overcome any challenges.

Belfast Short | 3-4 2- Overcoming challenges: Appropriate Trust- Thank you for participating in the consultation
Health 28 private providers training. process. The information you have provided in your
and comment will assist the NICE implementation and
Social resourcing team with finalising the guideline. This
Care has helped the team to consider the areas which will
Trust have the biggest impact on practice and be

challenging to implement, in addition to what would
specifically help users to overcome any challenges.

Belfast Short | 5-6 1- Overcoming challenges: Keyworker needs to Thank you for participating in the consultation
Health 15 have way of effectively communicating with all process. The information you have provided in your
and staff involved. comment will assist the NICE implementation and
Social resourcing team with finalising the guideline. This
Care has helped the team to consider the areas which will
Trust have the biggest impact on practice and be

challenging to implement, in addition to what would
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specifically help users to overcome any challenges.
Belfast Short | Gen G Biggest impact? Biggest challenges - Having an Thank you for participating in the consultation
Health eral en official document to allow discussion and process. The information you have provided in your
and er support clinicians in “recognising dying”- (given comment will assist the NICE implementation and
Social al recent Liverpool Care Pathway publicity). Issues | resourcing team with finalising the guideline. This
Care will be to get clinicians to readdress discussing has helped the team to consider the areas which will
Trust how to care for dying patients with patients and have the biggest impact on practice and be
family. Educate and inform public re fact of challenging to implement, in addition to what would
eventual death and appropriateness of invasive | specifically help users to overcome any challenges.
interventions/ hospitalisation or alternatives.
Belfast Short | Gen G What would help? - Local educators/ champions | Thank you for participating in the consultation
Health eral en not just to initiate the project but to provide on- process. The information you have provided in your
and er going education — to avoid the risk of rigidity in comment will assist the NICE implementation and
Social al practice. resourcing team with finalising the guideline. This
Care has helped the team to consider the areas which will
Trust have the biggest impact on practice and be
challenging to implement, in addition to what would
specifically help users to overcome any challenges.
Belfast Short | Gen G What would help? - National audit. Thank you for participating in the consultation
Health eral en process. The information you have provided in your
and er comment will assist the NICE implementation and
Social al resourcing team with finalising the guideline. This
Care has helped the team to consider the areas which will
Trust have the biggest impact on practice and be
challenging to implement, in addition to what would
specifically help users to overcome any challenges.
Belfast Short | Gen G What would help? - National provider / patient & | Thank you for participating in the consultation
Health eral en carer conference for openness. process. The information you have provided in your
and er comment will assist the NICE implementation and
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Social al resourcing team with finalising the guideline. This
Care has helped the team to consider the areas which will
Trust have the biggest impact on practice and be

challenging to implement, in addition to what would
specifically help users to overcome any challenges.

Belfast Short | Gen G What would help? - Clarity re benefit of Thank you for participating in the consultation
Health eral en accessing specialist palliative care if process. The information you have provided in your
and er uncontrolled symptoms / unacceptable side comment will assist the NICE implementation and
Social al effects. resourcing team with finalising the guideline. This
Care has helped the team to consider the areas which will
Trust have the biggest impact on practice and be

challenging to implement, in addition to what would
specifically help users to overcome any challenges.

Belfast Short | Gen G What would help? - Research especially Thank you for participating in the consultation
Health eral en regarding artificial hydration at end of life. process. The information you have provided in your
and er comment will assist the NICE implementation and
Social al resourcing team with finalising the guideline. This
Care has helped the team to consider the areas which will
Trust have the biggest impact on practice and be

challenging to implement, in addition to what would
specifically help users to overcome any challenges.

Belfast Short | 5-6 1- Overcoming challenges: Need interpreters Thank you for participating in the consultation
Health 15 available to ensure appropriate and timely process. The information you have provided in your
and communication comment will assist the NICE implementation and
Social resourcing team with finalising the guideline. This
Care has helped the team to consider the areas which will
Trust have the biggest impact on practice and be

challenging to implement, in addition to what would
specifically help users to overcome any challenges.
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Belfast Short | 5-6 1- Overcoming challenges: Improved ICT systems Thank you for participating in the consultation
Health 15 process. The information you have provided in your
and comment will assist the NICE implementation and
Social resourcing team with finalising the guideline. This
Care has helped the team to consider the areas which will
Trust have the biggest impact on practice and be

challenging to implement, in addition to what would
specifically help users to overcome any challenges.

Belfast Short | 5-6 1- Overcoming challenges: Advanced Thank you for participating in the consultation
Health 15 communication skills training required for all staff | process. The information you have provided in your
and comment will assist the NICE implementation and
Social resourcing team with finalising the guideline. This
Care has helped the team to consider the areas which will
Trust have the biggest impact on practice and be

challenging to implement, in addition to what would
specifically help users to overcome any challenges.

Belfast Short | 5-6 1- Overcoming challenges: Need a ‘standard’ for Thank you for participating in the consultation
Health 15 communication — Trust wide. Who needs to process. The information you have provided in your
and know and how this should be communicated. comment will assist the NICE implementation and
Social resourcing team with finalising the guideline. This
Care has helped the team to consider the areas which will
Trust have the biggest impact on practice and be

challenging to implement, in addition to what would
specifically help users to overcome any challenges.

Belfast Short | 5-6 1- Overcoming challenges: Keyworker needs to Thank you for participating in the consultation
Health 15 have way of effectively communicating with all process. The information you have provided in your
and staff involved. comment will assist the NICE implementation and
Social resourcing team with finalising the guideline. This
Care has helped the team to consider the areas which will
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Trust have the biggest impact on practice and be
challenging to implement, in addition to what would
specifically help users to overcome any challenges.
Belfast Short | 5-6 1- Overcoming challenges: Need central and Thank you for participating in the consultation
Health 15 accessible place (for all involved) to document process. The information you have provided in your
and this. comment will assist the NICE implementation and
Social resourcing team with finalising the guideline. This
Care has helped the team to consider the areas which will
Trust have the biggest impact on practice and be
challenging to implement, in addition to what would
specifically help users to overcome any challenges.
Belfast Short | 3-4 2- Will have a big impact — time, training, Thank you for participating in the consultation
Health 28 communication, all grades of staff to be able to process. The information you have provided in your
and correctly recognise the stage the patient is at, comment will assist the NICE implementation and
Social continuity of care in community (nurses, other resourcing team with finalising the guideline. This
Care professionals attending). Appropriately trained has helped the team to consider the areas which will
Trust staff (home care workers, professional staff etc). | have the biggest impact on practice and be
challenging to implement, in addition to what would
specifically help users to overcome any challenges.
Belfast Short | 5-6 1- Impact: Communication — consistency of Thank you for participating in the consultation
health 15 sharing of info once assessment of last days of process. The information you have provided in your
and life has been made. How does the professional | comment will assist the NICE implementation and
Social share this info? Poor ICT systems and support, | resourcing team with finalising the guideline. This
Care repeated system failures and no joined up IT has helped the team to consider the areas which will
Trust systems. Training of staff to effectively have the biggest impact on practice and be
communicate with patient/family/carers. challenging to implement, in addition to what would
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specifically help users to overcome any challenges.
11 4-5 There are concerns about the use of terminology. Thank you for your comment. All recommendations
Board of Whilst it may be correct to refer to “dying of cancer” are applicable to all people at the end of life. The
Deputies one of the key issues later in this document is that Committee does not believe any distinctions should
of British people with dementia die, but not necessarily of be made for specific conditions or treatments
Jews dementia itself. This has important implications later | withheld.
in the document where issues about question such
as the use of antibiotics and of pain relief are
discussed — these may be applicable to the
superadded condition, e.g. pneumonia, contracture
immobility, where the patient with dementia, and
their family, may wish to be considered like any
other family with the superadded condition.
Gen | Gener | The Board of Deputies of British Jews is the cross- Thank you for your comment the content of which is
Board of eral | al communal organisation that exists to promote and noted.
Deputies defend the religious and civil liberties of British
of British Jewry. Deputies are elected every three years. The Service delivery, including spiritual care and training
Jews Board provides a unique means through which are not included in the remit and scope of this
British Jews can be represented and heard. Some guideline. However, the dying person’s spiritual
parts of the Jewish community do not participate in needs are acknowledged and considered in our
the electoral and representational process, but ‘Linking evidence to recommendations’ in the
wherever possible there is consultation and relevant sections of the guideline.
discussion with them about submissions to public
bodies where there is a perception that there is a NICE is currently developing guidance in palliative
community of interest. care service delivery and training needs may be
The Board recognises that there are some areas, covered by that work. Please note that more detail
particularly in the biomedical field, where a wide about the development of this guideline can be
range of views may be expressed within the found at the following link:
community. Decisions are made by the individual (or | http://www.nice.org.uk/guidance/indevelopment/gid-
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the individual family) — even if that decision is to cgwave0799

consult with and accept the view of a religious
authority. Therefore, when making submissions on
these topics, always the Board has to achieve a
balance, but one that is nonetheless consistent with
Jewish traditions and customs.

The Board has been asked on several occasions to
express views about different aspects of Care of the
Dying applicable for Jewish people. These requests
are considered carefully, and advice is sought from
medical professionals who are members of the
Board, from the lawyers involved in the Board’s
family law group, and from members of the
community with related expertise.

Itis in this context that the Board made extensive
submissions to Baroness Neuberger’s investigation
of the Liverpool Care Pathway, and strongly
supported the resultant “More Care Less Pathway”
document which resulted. In these previous
submissions in turn the Board noted that they had
been consulted and made submissions to the
General Medical Council (GMC) “Treatment and
Care towards the End of Life” document where the
presumption of prolonging life (rather than hastening
death) was reaffirmed and where a wide range of
relevant topics - such as the withdrawal of futile
treatment, and the role of clinically assisted nutrition
and hydration — were discussed. This GMC
document allowed for sensitivity to Jewish practices
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across our religious spectrum, and provides some
useful and constructive background.
The Board is conscious that in this sphere there is a
responsibility not only to those who are the
recipients of Care of the Dying but also to Jewish
doctors, who might be confronted with situations and
decisions which run contrary to their personal beliefs
on a very sensitive topic. Although such issues are
in general addressed by reference to the GMC'’s
“Personal Belief and Medical Practice”, the individual
case may prove difficult for the Jewish doctor to
resolve.
The Board believes that an essential component of
any recommendations, including those relating to
economic issues and costings, is that adequate
provision needs to be made for education and
training of those handling the Care of the Dying
Adult. This is in order to help them address faith and
cultural diversity in a sensitive and supportive

fashion.
Board of | Full 12 21-24 (1) The statement about “discussing the dying Thank you for your comment.
Deputies person’s wishes with them” may reflect
of British current views about medical transparency (1) The Committee agrees and is pleased that the
Jews and practice. However, the relevance of this recommendations encourage healthcare
within a broader cultural, including Jewish, professionals to take into account any cultural,
context remains a subject of debate, and an religious social or spiritual needs or preferences
article by Jotkowitz et al (“Truth telling in a that should be considered.

culturally diverse world”, Cancer
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Investigation 24:786-9, 2006) is pertinent.
Traditionally the Jewish view has been that
disclosure about impending death is
contrary to religious practice; this has been
modified to reflect medical advances, but the
principle remains current to varying degrees
within the community. Thus a formulation
that states “in disclosing a poor prognosis to
a patient the physician must do so with
cultural sensitivity, compassion and letting
the patient decide how much he or she
wants to know” is commended.

This concept appears to be the basis for
page 13, lines 6-11, so there is a
contradiction. The assumption in the present
formulation is that there is always medical
certainty, and that the presence of other
parties during these discussions is optional.
A degree of humility about the first would be
appropriate; and

from a Jewish perspective the concept that
loss of consciousness may lead to failure to
respect wishes and beliefs can be a cause
for concern, so that the preferred default
option should be to have others present.

@)

®)

The issue of medical uncertainty is highlighted
in the recognising dying chapter where
guidance is provided on how to communication
the presence of uncertainty to both the dying
person and those important to them.

The presence of other parties during
discussions on prognosis, shared decision
making or any other aspect of care remains
guided by patient choice. The guideline’s
recommendations apply to people at the end of
life across all levels of consciousness, but does
not replace the clinician’s duties with respect to
ensuring compliance with the Mental Capacity
Act. It also makes clear the duties of the
multiprofessional team regarding
communication and involving those important to
the dying person. Further information about
mental capacity has now been added to the full
guideline chapters 6 and 7 (section 6.6 and
7.6). Additionally, the social care team at NICE
is currently developing a guideline entitled:
Supporting decision making for people with
limited mental capacity, details on this guideline
are available at:
www.nice.org.uk/guidance/indevelopment/gid-
ng10009.
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Therefore fitting into a structured care of the dying
pathway may not always be appropriate.

ii. Dying patients who are Jewish may not declare
themselves as having any faith, and then begin to
feel that care has a secular/Christian point of view.
This can mean that people might not disclose or
discuss their faith until a late stage in their care.

iii. The concept of “end of life” as a “transitional
stage in life” is very strong in Judaism.

iv. Bereavement and support for the bereaved has a
traditional, structural aspect in Judaism, and patients
may be more concerned about these than about any
other aspect of Jewish practice. .

V. As a minority community, Jews may feel
vulnerable about exposing themselves to carers who
are likely to have a different faith/view.

vi. Jewish “Religious authorities” — in this context
often local Rabbis - have always had a role in end of
life care. Traditionally a Rabbi visits a patient before
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Board of | Full 13 12-17 | Based upon response 3, it would be helpful if item Thank you for your comment. The Committee has

Deputies 14 should precede rather than follow. considered the order of these recommendations

of British and wish to prioritise the goals and wishes of the

Jews dying person and this starts with establishing what
level of participation they wish to have in the shared
decision making process.

Board of | Full 13 29-37 | There are several relevant items relating to this Thank you for your comment.

Deputies section

of British i. One pattern does not fit all, and an individual i. The Committee agrees and has drafted

Jews approach for each patient is very important. recommendations throughout the

guidance that encourages an
individualised approach to end of life
care and not a pathway approach.

ii. The Committee’s recommendations
encourage health care professionals to
continue to explore the wishes of the
dying person and to update the care
plan as required, and this includes the
need for volunteer support from other
organisations.

iii. Recommendations have been drafted
that encourage healthcare professionals
to take into account any cultural,
religious social or spiritual needs or
preferences that should be considered.

iv. Service delivery, including ‘bereavement
support’ was not included in the scope
of this guideline. NICE is developing
guidance on the service delivery
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death rather than after, as expressed in the aspects of palliative care and this area
important “mitzvah” term “bikur cholim”, which may be covered by that guidance. More
translates as “visiting the sick”. information is available at:
vii. There may be needs for opportunities for prayer https://www.nice.org.uk/guidance/indeve
— both for the patient and the family; for contact with lopment/gid-cgwave0799
Rabbinic authorities; and for identification of V. The guideline is for healthcare
Rabbinic nominees who the patient may wish to be professionals responsible for delivering
consulted. end of life care in all settings where
viii. Handling of the body at the time of death, NHS services are provided. All
contact details for burial societies, awareness by healthcare professionals using this
those implementing the pathway of Jewish customs guidance are encouraged to prioritise
with regard to autopsy and swift issue of the goals and wishes of the dying
documentation to ensure more rapid burial are all person irrespective of but considerate of
matters which need to be taken into account. their faith .
Vi. Thank you for highlighting the traditions

of the Jewish community. The
recommendations encourage healthcare
professionals to establish the needs of
the dying person as early as possible in
the delivery of their care.

Vii. The communication recommendations
highlight the importance of an
individualised approach to delivering
care in the last days of life.

Viii. We believe that the issue of needs for
respecting pathways after death is
addressed in recommendation17
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Board of Fu 1 18 With regard to clinically assisted hydration the Thank you for your comment.
Deputies Il 4 - Jewish tradition has been that the only reason The harm of fluid overload has been added to
of British 1 44 for discontinuing it is where there is evidence recommendation 1.4.6 (via cross reference).
Jews 5 ; that the hydration is causing harm, such as by
1- resulting in fluid overload, or increasing We understand that different faiths have different
12 secretions. This core statement is not made stances (1.4.7) on hydration and feel this has been
specifically in the document, but may have wide | acknowledged.
support. We have removed the example of “infusion site”
It is unclear what is meant by “recovery from from the recommendation.
dying” (14, line 41); why an infusion site cannot
be changed (15, line 7) and why changes are We agree that “recovery from dying” is unclear and
only to be made “near death” rather than “as this has been amended.
clinically indicated” (15, line 11-12).
Board of 18 36-44 | The core Jewish concept is that unhelpful Thank you for your comment. The Committee
Deputies medication should be stopped, and decisions made agree, and have highlighted in recommendation
of British carefully about starting either new medication or 1.5.1 that reconciliation of medications are
Jews procedures. The simple principle has been stated discussed with the dying person and those important
that withdrawal of treatment is not acceptable, to them.
whereas withholding treatment is, but again such
decisions need to be reviewed for the individual
patient. There has traditionally been a distinction
made between basic care (e.g. hydration, insulin for
diabetics) and treatments / medications targeted at a
specific illness. The former is essential; the latter
may not be, for example in decisions to stop
chemotherapy medication; but even in such
instances a role for the chemotherapy as a
medication for symptom relief may be important.
Discussions with patients and their families need to
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be sensitive to these principles at a time of stress
and vulnerability when spiritual and psychological
needs may come to the fore.
British Full 189 | 9.18 I am concerned that there are no recommendations | Thank you for your comment. We have made a
Geriatrics for the use of pain scores for people with delirium or | recommendation in the pain section on assessing
Society dementia. pain for those who are unable to communicate
verbally e.g. who have dementia. Further detail is
given in the ‘Linking evidence to recommendations’
section of the full guideline.
British Full 219 | 9.352 | | am concerned that the guidelines recommend the Thank you for your comment on the prescribing
Geriatric use of cyclizine for nausea despite stating that there | tables. Because of the recognised importance of
S is little scientific evidence for their benefit in nausea. | supporting generalist prescribers in managing
Society symptoms in the last days of life, these are now
being further developed separately as an additional
implementation resource by NICE with support from
members of the guideline Committee. Consequently,
they have been removed from the guidance. This
important implementation resource will remain
targeted at the non-specialist prescriber and will be
made available on the NICE website.
Full Gen | Gener | In summary, whilst we welcome much of the content | Thank you for your comment. The guideline has not
British eral | al of the guideline, we believe that it is wrong to apply been able to address all issues relevant to the care
Heart this only to the last few days of life and we would of the dying adult. Providing guidance before the last
Foundati recommend widening this guideline to apply to the few days of life is beyond the remit and scope of this
on last months of life. BHF pilots have shown that it is guideline.
both possible and economically beneficial to identify
people with heart failure at this stage and if we do Thank you for your comment. We agree that many

National Institute for
Health and Care Excellence
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circulation such as heart failure, coronary heart
disease (angina and heart attack) and stroke, kills
more than one in four people in the UK.

We are concerned that the focus, throughout this
guideline, on identification of people who are in their
last few days of life is likely to exacerbate the
existing inequity in delivery and quality of end of life
care for people with heart failure.

The BHF estimates that heart failure, which is often
the final outcome of a variety of cardiac diseases,
currently affects around 550,000 people in the UK.
Despite therapeutic advances, heart failure is a
progressive clinical syndrome. The National Heart
Failure Audit shows that of those heart failure
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not do this, we risk not only failing to harness the of our recommendations apply to the timeframe you
economic benefits of providing quality end of life refer to in your comment and are addressed by other
care to all, but, most importantly, we also risk initiatives e.g. the Amber Bundle Gold Standard
exacerbating the inequity that already exists in the Framework.
quality of end of life care received. http://www.ambercarebundle.org/homepage.aspx
However, this is outside the remit of the scope.
Full Gen | Gener | The British Heart Foundation (BHF) is the nation’s Thank you for your comment. We recognize the
British eral | al leading heart charity. Our vision is of a world in difficult and unpredictable trajectory at end of life for
Heart which no one dies prematurely or suffers from patients with heart failure. Our guideline addresses
Foundati cardiovascular disease (CVD).Cardiovascular the clinical care required by the dying adult in the
on disease, which includes diseases of the heart and last days of life. We recognize that people dying of

heart failure may stabilize their condition and
recover to a degree, however we believe our
recommendations address this issue. The
Committee were supported in their consideration of
the evidence relevant to those people dying from
heart failure by the advice of a co-opted expert who
also supported and reviewed their
recommendations.
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patients that survived to be discharged in 2012/13,
25% died in the follow up period.1

Although heart failure survival rates are worse than
for some cancers, unlike cancer patients, very few
people with heart failure receive specialist end of life
care. The National Heart Failure Audit shows that
only 4% of heart failure patients were referred to
palliative care services, although in some cases,
palliative care is part of the role of the Heart Failure
Nurse Specialist.2

The relatively small numbers of people with heart
failure receiving quality end of life care is due, in
large part, to the unpredictable trajectory of heart
failure. Some patients with heart failure have
repeated acute and severe exacerbations that
respond effectively to treatment. For others, the
decline is relentless with worsening symptoms that
are distressing and debilitating. Some die suddenly
without warning yet others can show signs of being
at the end of life for over a year. GPs say that
introducing palliative care was fairly straightforward
for those with cancer, who typically had a clear

! National Heart Failure Audit, April 2012 — March 2013, NICOR, British Society of Heart Failure, November 2013. Available at : https://www.ucl.ac.uk/nicor/audits/heartfailure/documents/annualreports/hfannuall2-

13.pdf
2 Ibid.
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terminal decline but much more difficult for patients
with other life-threatening illnesses.3

If individuals are recognised as approaching the end
of their life there can be proper planning for their
needs and wishes. If individuals are not identified as
approaching the end of life, however, this cannot
happen. The Department of Health’s survey of
bereaved people shows clear discrepancies in the
experiences of people whose loved ones died from
CVD compared to those who died from cancer.4

In order to ensure that heart failure patients are
identified for end of life care, and at a time far
enough in advance for them to fully benefit, we
believe that patients must be identified when they
reach end stage heart failure. This will likely be in
their last months rather than days of life. In order to
ensure patients with heart failure receive quality end
of life care in the place of their choice, discussion
should not be left to the last few days of life. Whilst
this varies greatly, the condition of some people with
heart failure can deteriorate soon after diagnosis.
Patients with end stage heart failure and end of life
care needs will continue to receive on-going medical

% Zheng L, Finucane AM, Oxenham D, McLoughlin P, McCutcheon H, Murray SA. (2013) How good is primary care at identifying patients who need palliative care? A mixed-methods study
4 National Survey of Bereaved People (VOICES), 2014 reference table, Office for National Statistics. Available at: http://www.ons.gov.uk/ons/publications/re-reference-tables.html?edition=tcm%3A77-407293

Comments received in the course of consultations carried out by NICE are published in the interests of openness and transparency, and to promote understanding of how
recommendations are developed. The comments are published as a record of the submissions that NICE has received, and are not endorsed by NICE, its officers or
advisory committees

97 of 897


http://www.ons.gov.uk/ons/publications/re-reference-tables.html?edition=tcm%3A77-407293

Comments forms with attachments such as research articles, letters or leaflets cannot be accepted.

Care of the Dying Adult

N I c E National Institute for
Health and Care Excellence

Consultation on draft guideline - Stakeholder comments table

29/07/2015—9/09/2015

believe that in order to see the full economic benefit,
people with heart failure must be recognised in their
last months of life.

The majority of people, about 70%, indicate that they
would prefer to die in their usual place of residence,
yet, between 2004 and 2011 a large proportion
(59%) of CVD deaths occurred in hospital.5 Whilst
65% of relatives of people who died from cancer felt
that the person had enough choice over their place
of death, this compared to 44% of relatives of people
that died from cardiovascular disease.6 Hospital
beds are expensive: the mean cost of hospital care
in the last year of life for those who died in hospital
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therapy for their heart failure during this time.

Full Gen | Gener | Providing the right care, in the right place, at the Thank you for your comment. We recognize the
British eral | al right time, is crucial, not only for improving difficult and unpredictable trajectory at end of life for
Heart individuals’ wellbeing at the end of life but also patients with heart failure. Our guideline addresses
Foundati economically. So we welcome the inclusion of the clinical care required by the dying adult in the
on economic evidence in the guideline but, again, last days of life. We recognize that people dying of

heart failure may stabilize their condition and
recover to a degree, however we believe our
recommendations address this issue. The
Committee were supported in their consideration of
the evidence relevant to those people dying from
heart failure by the advice of a co-opted expert who
also supported and reviewed their
recommendations.

We note the importance of place of death and the
challenge in sometimes facilitating this. Service
Delivery, including facilitating choice of place of
death, is beyond the remit and scope of this
guideline. NICE is currently developing guidance in

> National End of Life Care Intelligence Network (2013) Deaths from CVD. Implications for End of Life Care in England
6 National Survey of Bereaved People (VOICES), 2014, Reference tables, Office for National Statistics. Available at: http://www.ons.gov.uk/ons/publications/re-reference-tables.html?edition=tcm%3A77-407293
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was £11,298. The mean cost of hospital care for
those who died outside of hospital was £7,730.7

Heart failure accounts for 2% of all NHS inpatient
bed-days and 5% of all emergency medical
admissions to hospital. Hospital admissions because
of heart failure are projected to rise by 50% over the
next 25 years.8

Admissions might be avoided with anticipatory care
planning and the provision of community health and
social care support.9 The BHF has invested over £2
million in trialling models of care for improving end of
life for people with CVD, The BHF’s Better Together
programme helped manage heart failure symptoms
as well as wider care needs.10 In addition to
reducing isolation and improving quality of life, this
scheme was also cost saving. It helped 55 out of 74
patients spend the end of life in their place of choice,
which was usually at home.

Heart failure specialist nurses are a key component
of multidisciplinary teams working in secondary care
to meet the needs of people living with heart failure.
An evaluation of BHF heart failure specialist nurses

palliative care service delivery and this topic may
covered by that work. Please note that more detail
about the development of this guideline can be
found at the following link:
http://www.nice.org.uk/guidance/indevelopment/qid-

cgwave0799. We have however made a number of
recommendations about the role of anticipatory
prescribing believing that timely and individualized
prescribing may assist people to remain in their
place of choice.

" Abel J, Pring A, Rich A et al (2013) The impact of advance care planning of place of death, a hospice retrospective cohort study

8 NICE (2010) Guideline on Management of chronic heart failure in adults in primary and secondary care
° Abel J, Pring A, Rich A et al. (2013) The impact of advance care planning of place of death, a hospice retrospective cohort study for over 73,000 deaths in England
10 hitp://www.bhf.org.uk/publications/view-publication.aspx?ps=1001308
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pilots, however, have shown how those with heart
failure at the end of life can be identified.

The draft guideline notes that the identification of
specific signs and symptoms will help clinicians
identify those in their final days of life. Our Caring
Together programme has shown that by assessing
patients against certain criteria, including existing
needs, Heart Failure Specialist Nurses can identify
a significant proportion of those in their final
months of life.

Referral criteria used in our Caring Together project
were:
» The patient has advanced heart failure’®

Stakehol | Docu | Pag Line | Comments Developer’s response
der ment | e No No Please insert each new comment in a new row Please respond to each comment
showed that they significantly improved the quality of
life of their patients. The work of heart failure nurses
led to a 35% drop in admissions and significant cost
savings.11
British Full 54 Gener | It should be noted here that the identification of Thank you for your comment.
Heart al people with heart failure, as well as other conditions
Foundati with an uncertain prognosis, may be more difficult We note your comments in the specific symptoms
on and should be given special consideration. BHF for a number of conditions as being important to

recognizing dying. We agree but have been keen to
ensure that our recommendations enshrine the
importance of gathering information on the person’s
medical history and the clinical context as part of this
process. Our recommendations and the principles
we outline are generic and relevant to all people who
may be dying and are intended to be especially
helpful to the less specialized practitioner. As such,
no recommendations have been made specific to
the needs of patients with heart failure

11 An integrated approach to managing heart failure in the community, British heart Foundation. Available hre: https://www.bhf.org.uk/~/media/files/publications/healthcare-and-innovations/an-integrated-approach-
to-managing-heart-failure-in-the-community---sirhf1. pdf

2 For further details see here: http://www.bhf.org.uk/get-involved/in-your-area/scotland/caring-together.aspx
3 New York Heart Association Heart Failure classification categories Ill or IV
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* The patient has distressing or debilitating
symptoms despite optimal tolerated medical therapy
» The patient has supportive or palliative care needs.

Supplementary considerations include:

e Increasing age (>75) [frail and elderly]

e Co-morbidities (one or more)

e Increasing symptom
burden/symptomatic

e Hospital admissions or requiring
increased home visits in last year

e Assessment for transplant/advanced
specialist intervention

e Question: “Would you be surprised if this
patient died in the next year?”

British Full 111 | Gener | We welcome the priority given by the guideline to Thank you for your comment.
Heart al multidisciplinary working and shared decision
Foundati making at the end of life. Multidisciplinary working
on across health and social care is vital to quality,
person-centred care at the end of life for people with
CVD.

Large numbers of people dying from cardiovascular
diseases have coexisting medical conditions and
with an ageing population, this is set to increase.
Primary, secondary and out-of hours services
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and social care will all be required to work
together to support people approaching the end
of life. It is vital that not only physical health needs
but also the spiritual, psychological and social needs
of patients are considered and addressed at the end
of life.

The identification, recording and communication of
patient and carer needs and preferences for care to
all members of multidisciplinary teams is essential to
maintaining patients in their preferred place of care.
Yet, only 38% of people whose loved ones died from
cardiovascular disease felt that community services
worked well together where they spent some time at
home in the last 3 months of their life; and only 29%
of relatives of those who spent some time in
hospital in their last 3 months felt the hospital
worked well with other services.**

The BHF Caring Together programme’s approach
works across the acute, community and out-of-hours
care teams enabling the delivery of consistent and
coordinated services to people with heart failure and
their carers in all care settings in their last months of
life.

* National Survey of Bereaved People (VOICES), 2013, Statistical Bulletin, Office for National Statistics. Available at: http://www.ons.gov.uk/ons/dcp171778 370472.pdf
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than the last few days of life, to ensure patients
receive quality care in the place of their choice.
Whilst this varies greatly, the condition of some
people with heart failure can deteriorate soon after
diagnosis.

Research by Marie Curie showed that some GPs
found it difficult to raise and discuss death and dying
with patients, particularly with patients with a non-
cancer diagnosis.15 Further research studies have
explored GP communication with people with heart
failure approaching the end of life. The studies found
that:

e End of life care is rarely discussed, with
conversations focusing largely on disease
management.

e Clinicians are unsure how to discuss the
uncertain prognosis and risk of sudden
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British Full 86 Gener | We welcome the recognition that communication Thank you for your comment. The committee agree
Heart al between clinicians and patients at the end of life is that communication is crucial between healthcare
Foundati currently poor. Again, however, we believe that professionals and those dying.
on these vital conversations must happen much earlier

Service Delivery, including training, is beyond the
remit and scope of this guideline. NICE is currently
developing guidance in palliative care service
delivery and this topic may covered by that work.
Please note that more detail about the development
of this guideline can be found at the following link:
http://www.nice.org.uk/quidance/indevelopment/gid-

cgwave0799

Thank you for submitting references for our
consideration. We have carefully considered these
and unfortunately they do not meet our inclusion
criteria for any review questions.

National Institute for
Health and Care Excellence

'* Zheng L, Finucane AM, Oxenham D, McLoughlin P, McCutcheon H, Murray SA. (2013) How good is primary care at identifying patients who need palliative care? A mixed-methods study
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death, fearing they may cause premature
alarm and destroy hope.
e Clinicians wait for cues from people before
raising end of life care issues."®

The VOICES survey found that 30% of people
whose loved ones died from cardiovascular disease
felt that the patient definitely didn't know they were
likely to die, compared to just 5% for cancer."’

We believe that all clinicians must undertake end
of life care communication training which
directly addresses communication with people
with an uncertain prognosis. The BHF have
funded guidance to help anyone caring for someone
with heart failure to open up conversations about
their end of life wishes and preferences. ‘Difficult
Conversations for Heart Failure’ was published by
the National Council for Palliative Care in May 2014.

Time to allow this discussion between people with
heart failure and clinicians must also be provided.
Time for such discussions is often provided to
cancer patients but must also be facilitated for

6 National End of Life Care Intelligence Network (2013) What we know now
" National Survey of Bereaved People (VOICES), 2013, Statistical Bulletin, Office for National Statistics. Available at: http://www.ons.gov.uk/ons/dcp171778 370472.pdf
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people with heart failure to ensure that they are
given the opportunity to discuss options and
preferences can be recorded.
British 52 Thank you for your comment. The developers are
Psycholo We are concerned that there is no applied mindful of the need for ensuring that a broad range
gical psychology input noted. This may reflect systemic of experience and knowledge is represented on the
Society bias/limitation in that the GDG membership is Committee. This has to be balanced with the need
weighted to medical. to ensure that the guideline Committee is a workable
size and as such enables individuals to contribute
effectively. The constituency of the Committee was
subject to public consultation before development of
the guideline started.

Thank you for submitting these references for our consideration.
We have carefully considered these and unfortunately they do not
meet our inclusion criteria for any review questions.
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2 G The Society has concerns that the Thank you for submitting these references for our consideration.
0 en recommendations for research are within the We have carefully considered these and unfortunately they do not
er medical/physical domain. Psychological meet our inclusion criteria for any review
al research has a significant contribution to the questions.Psychotherapeutic Interventions were not prioritised for
care of the dying individual. (Chochinov et al, review.
2008)
British Full Gen
Psycholo eral The Society has significant concerns that applied Thank you for your comment. Recruitment for
gical psychologists are not identified as a member of guideline development Committee members is
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Society either the development group; NCGC technical advertised on the NICE website, and every effort is
team; or as Co-optee. We believe that this overly made to ensure the widest possible circulation to
medicalises the dying process and is at odds with registered stakeholders, nationwide and profession
current research and practice regarding the multi- wide. The Committee constituency is also consulted
professional approach to care of the dying adult. The | on and for this guideline, it was not considered
often complex needs of people diagnosed with life necessary to recruit an applied psychologist as a full
threatening disease will vary greatly over time, and it | Committee member or as a co-optee. We are
is extremely difficult for just one professional to be grateful for your representation at this stage of the
able to provide adequate care. In order to ensure a development process. We believe we have taken a
holistic approach in meeting the health needs of multiprofessional approach to the development of
individuals, the whole multiprofessional team need our recommendations Including appropriate sharing
be involved (Speck, 2006; WHO, 2006). Indeed as of information and that these apply to psychologists.
noted in NICE (2004, p3), “Poor
Inter professional communication and co-ordination
can lead to suboptimal care.”
British 23 Thank you for your comment. We agree.that
Psycholo Care of the dying adult is based on holistic care. applied psychologists have a valuable role to play in
gical This would be inclusive of psychological and this context. We believe we have taken a
Society emotional needs. The valuable contribution of the multiprofessional approach to the development of
applied psychologist in care of the dying individual is | our recommendations, including appropriate sharing
reviewed by (Kasl-Godley et al, 2014) of information and that these apply to psychologists.
British 26 Thank you for your comment. The Committee
Psycholo The Society believes excluding applied constituency is consulted on and for this guideline, it
gical psychologists may be to the detriment of the dying was not considered necessary to recruit an applied
Society adult; family and carers; and multiprofessional team | psychologist as a full Committee member or as a co-
support. Cf references for point 1, 5, and 7. optee. We believe we have taken a
multiprofessional approach to the development of

Comments received in the course of consultations carried out by NICE are published in the interests of openness and transparency, and to promote understanding of how
recommendations are developed. The comments are published as a record of the submissions that NICE has received, and are not endorsed by NICE, its officers or

advisory committees

108 of 897



Comments forms with attachments such as research articles, letters or leaflets cannot be accepted.

Care of the Dying Adult

NICE

Consultation on draft guideline - Stakeholder comments table

29/07/2015—9/09/2015

National Institute for
Health and Care Excellence

Stakehol | Docu | Pag Line | Comments Developer’s response
der ment | e No No Please insert each new comment in a new row Please respond to each comment
our recommendations, including appropriate sharing
of information and that these apply to psychologists.
British 65 2 Table 17 has an impoverished inclusion of sources Thank you for your comment. We have included all
Psycholo for ‘spiritual and psychosocial changes,” how people | identified papers that met the inclusion criteria for
gical die remains in the memories of those who live on. this review. The paper you mention is a discussion
Society See for example, (Ellershaw, Dewar, & Murphy, paper (not a qualitative study) and therefore not
2010) included in the review.
British 81 1 Thank you for your comment. The Committee intend
Psycholo The Society believes that it is unclear who assess this recommendation to be for any healthcare
gical ‘psychological needs’... implication of ‘reduced professional delivering care to a dying person. They
Society cognition’ and capability. Hjermstad, presents a note that this does not exclude psychology
critical review of 22 studies and note, “Delirium is a clinicians. Recommendation 5is about seeking
psychiatric syndrome that is mainly seen by non- advice from colleagues with more experience and
psychiatric clinicians, which might be one of the recommendation 3 is about gaining information from
reasons that it is reported as misdiagnosed or the multiprofessional team, both of which may
overlooked in 32-67% of cases” (Hjermstad. M et al, | involve clinical psychologists. Thank you for
2004). This emphasises the need for highly providing this reference. After careful consideration it
specialised applied psychology professionals to be was decided that this does not meet the inclusion
included in all stages of care of the dying adult. criteria for any of our review protocols.
British Full 12 9 As referred to in point 2 above, the Society Thank you for your comment. The Committee intend
Psycholo welcomes that reference is made to psychological this recommendation to be for any healthcare
gical needs assessment but has concerns regarding who | professional delivering care to a dying person. They
Society is trained to conduct this. In order to ensure that this | note that this does not exclude psychology

Comments received in the course of consultations carried out by NICE are published in the interests of openness and transparency, and to promote understanding of how
recommendations are developed. The comments are published as a record of the submissions that NICE has received, and are not endorsed by NICE, its officers or

advisory committees

109 of 897



Comments forms with attachments such as research articles, letters or leaflets cannot be accepted.

Care of the Dying Adult

N I (: E National Institute for
Health and Care Excellence

Consultation on draft guideline - Stakeholder comments table

29/07/2015—9/09/2015

Stakehol | Docu | Pag Line | Comments Developer’s response
der ment | e No No Please insert each new comment in a new row Please respond to each comment
undertaken appropriately specialist trained clinicians. Recommendation.5 is about seeking
professionals in applied psychology. advice from colleagues with more experience and
recommendation 3 is about gaining information from
the multiprofessional team, both of which may
involve clinical psychologists.
British 85 Thank you for your comment. Although we have not
Psycholo The Society welcomes the valuable research that is | made specific reference to psychologists, or any
gical identified here. However, we are very concerned by | other specialty apart from palliative care, we
Society the lack of inclusion of applied psychologists in multi- | consider they may be included in the multi-
professional teams and in the research. professional team.
British Full 14 4 We would emphasise the need to include reference Thank you for your comment. The Committee
Psycholo to applied psychologists as a source of ‘specialist consider “specialist support” to include
gical support.’ This is reported in the European psychologists  or any other specialty who are able
Society Association for Palliative Care, Task Force on because of their specialist experience to aid shared
education for psychologists in palliative care (2010). | decision making.
British 108 |1 The Society believes that clarification is needed on Thank you for your comment. The Committee
Psycholo who assesses ‘cognitive status’. Fenwick notes that | consider that the points listed under ‘establish
gical the limited research into the end of life experiences communication needs’ can be conducted by any
Society of the dying individual. One recommendation from healthcare professional delivering care. Further
this article is the need for specialist training to detail has been added to the full guideline ‘Linking
identify and respond to such experiences. The evidence to recommendations’ section to state that
applied psychologist, with this skill-set, would add simple assessments of cognitive status, such as
value to the multiprofessional team and the dying orientation to time or place, could be conducted by
adult, their family and carers. (Fenwick et al, 2009) any healthcare professional delivering care, without
the need for specialist help.
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British 11 12 Thank you for your comment. The Committee
Psycholo The Society believes that it needs to be made consider that the points listed under ‘gather
gical explicitly clear who is qualified to assess information on’ can be conducted by any healthcare
Society psychological needs as this is a specialised role. professional delivering care. However, other
Psychological assessment in end of life care is not a | members of the multiprofessional team or other
‘one-off’ event, it is a dynamic and fluid process over | specialist input may be sought, as detailed in
time and within a professional and therapeutic recommendation 5 (where healthcare professionals
relationship managed by a highly skilled applied are encouraged to seek advice from colleagues).
psychology professional within a speciality — this
valuable role of the applied psychologist is not
recognised in this document (Chochinov, 2005).
British 86 2 Thank you for your comment. This is the general
Psycholo The Society recommends that the introduction introduction to the communication introduction and
gical includes the specialist input from applied we are unable to add any specific advice here.
Society psychologists in regards to communication between
clinicians, relatives, carers, and the dying adult, as
noted by: (Barclay & Maher, 2010)
British Full 12 13 We believe that it needs to be made explicitly clear Thank you for your comment. Further detail is given
Psycholo who will be responsible for communication needs, in the ‘Linking evidence to recommendations’
gical expectations of the dying adult and their cognitive section of the full guideline.
Society status. This is an important role as the professional
needs to be aware what the client wants. The NICE is currently developing guidance in palliative
Society believes that End of life care professionals care service delivery and the issue of staff roles may
need to be included in the process to consider not be covered by that work. Please note that more
only the factual information provided to the dying detail about the development of this guideline can be
individual, but also the emotional components of found at the following link:
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communication. http://www.nice.org.uk/guidance/indevelopment/gid-
cawave0799
British 186 | 20
Psycholo The Society believes that clarification is needed on Thank you for your comment. The Committee
gical who ‘psychological causes’ of anxiety in the dying recognise that exploring the possible causes of
Society adult. The GDG note ‘other considerations’ and an anxiety or delirium are important and have given
inclusion of ‘holistically’ managing these symptoms further detail in the ‘Linking evidence to
(including psychological) which we believe lacks recommendations’ section. We are unable to
specificity and clarity. This may lead to unrealistic comment on specific psychological causes as an
expectations placed on medical and nursing evidence review was not prioritised in this area, The
professionals. Some help in responding effectively to | Committee has made a recommendation to seek
anxiety is reported in: (Rost et al, 2012) specialist advice if the diagnosis is uncertain as
would expect this to include specialist psychologist
input if appropriate. Thank you for submitting a
reference, but unfortunately this does not meet the
inclusion criteria for any of our reviews.
British Full Gen We have some concerns regarding the omission of Thank you for your comment. The focus of this
Thoracic eral end of life issues for people dying from respiratory guideline is on the clinical care of the dying adult in
Society disease. This is an extremely common scenario and | the last 2-3 days of life. As such we believe that our
it is a patient group who have often failed to receive | recommendations apply across clinical conditions.
adequate palliative care input despite significant
symptom burden. 2) The factors reflected in recommendation 1.1.2
reflect the evidence considered and we do not
1) Page 8 (summary) — last para: this should consider it appropriate to add in the statement you
include a third, unpredictable, trajectory of dying | Provide.
associated with COPD where patients may have
had repeated exacerbations / recovery with 3) The Committee has discussed ceilings of care in
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uncertain prospect of recovery each time. the ‘Linking evidence to recommendations’ section

2) Recommendation 1.12 — the bullet list should of this chapter.
include failure to improve/wean from non-
invasive ventilation where this has been
established as a ceiling of care.

3) We would welcome some explicit mention of
ceilings of care, the possible use of NIV as a
palliative intervention and issues around whether
blood gas testing should be continued or
stopped.

British Full Gen Overall more explicit reference should be made to Thank you for your comment. Each ‘Linking

Thoracic eral the time and resources needed to deliver quality evidence to recommendations’ section in each

Society care to people at the end of life as well as to the chapter will capture impact of time and resources
skills and knowledge needed. required to implement recommendations. NICE is

currently developing guidance in palliative care
service delivery and resources required to deliver
quality care may covered by that work. Please note
that more detail about the development of this
guideline can be found at the following link:
http://www.nice.org.uk/guidance/indevelopment/qid-
cawave0799.

British Full 173- Non-pharmacological approaches to breathlessness | Thank you for your comment. The Committee

Thoracic 174 —should outline what non-pharmacologic approaches | acknowledges the importance of non-

Society actually refers to. Physiotherapy may be helpful with | pharmacological symptom management and have
sputum clearance. There is evidence to support the made a number of consensus recommendations in
use of fans to relieve breathlessness. It is important | the absence of an evidence review to reflect their
that these as well as drug therapies are cited in the importance. We are unable to provide specific
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recommendations given that the evidence base for examples as we have not conducted a specific
the latter is weak. evidence review. Further detail can be found in the
‘Linking evidence to recommendations’ sections in
Chapter 9 of the full guideline.
British Full 174 “breathlessness is not usually related to hypoxia” Thank you. The Committee acknowledge the
Thoracic rather than “not always”. We felt it would have been | importance of non-pharmacological symptom
Society better for the GDG to have discussed fan therapy management and have made a number of
formally e.qg. consensus recommendations in the absence of an
http://www.ncbi.nlm.nih.gov/pubmed/26262829 evidence review to reflect their importance. We are
unable to provide specific examples as we have not
conducted a specific evidence review. Further detail
can be found in the ‘Linking evidence to
recommendations’ sections in Chapter 9 of the full
guideline.
259 |3 Much work has been involved with sifting Thank you for submitting these references for our
appropriate references to underpin this evidence- consideration. We have carefully considered these
based guidance. However, the following notable, and unfortunately they do not meet our inclusion
well-recognised sources are omitted: Craig G. criteria for any review. For the review questions on
(2004). Challenging Medical Ethics 1 No Water — No | clinically assisted hydration our protocol specifies
Life. Hydration in the Dying. Pegasus Print Ltd. An | comparative studies only, such as randomised
eminent writer, Dr Gillian Craig has written widely on | controlled trials. We are unable to include discussion
the important subject of medical hydration for those | papers or editorials.
unable to take fluid themselves but no reference is
included.... Ross D, Alexander C
.(2001) Management of Common Symptoms in
Terminally lll Patients: Part Il. Constipation, Delirium
and Dyspnea. Am Fam
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Physician. 2001 Sep 15;64(6):1019-1027. (This
paper is also not included which contains 3
important sources below, none of which are included
in the total references listed by NICE): Lawlor PG,
Gagnon B, Mancini IL, Pereira JL, Hanson J,
Suarez-Almazor ME, et al. Occurrence, causes, and
outcome of delirium in patients with advanced
cancer: a prospective study. Arch Intern Med.
2000;160:786—94. Inouye SK. Prevention of delirium
in hospitalized older patients: risk factors and
targeted intervention strategies. Ann Med.
2000;32:257—-63. Shirreffs SM, Merson SJ, Fraser
SM, Archer DT; Merson; Fraser; Archer (June 2004).
"The effects of fluid restriction on hydration status
and subjective feelings in man". Br. J. Nutr. 91 (6):
951-8. doi:10.1079/BJN20041149. PMID 15182398

One other important reference not included in the
Draft guidance:

6. Lo B, Rubenfeld G. Palliative sedation in dying
patients: "we turn to it when everything else hasn't
worked". JAMA 2005 Oct 12;294(14):1810-6. NB.
This essential maxim needs to be given much more
focus, relating to the sedationpractice within this
guidance

CAMPAI | | | | Patients, their loved ones and their health | Thank you for your comment. The commissioned |
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GN FOR professionals warrant clear, unambiguous and remit of this guideline was to address the clinical
BETTER humane guidance to ensure: care of the dying adult in the last days of life. The
END OF Committee agree that holistic care is important
LIFE 1. Health professionals are accountable for the across a time frame from diagnosis to death. We
CARE care they give with the support of clear guidance believe that within the remit of our work, we have
and evidence based medicine. made clear references to the need to manage care
with due consideration of the holistic (physiological,
2. The focus throughout this guidance needs to be | Social, spiritual and psychological) needs of the
holistic. Problems that appear to be physical dying person and those important to them.
should be managed ethically and holistically and
start with thorough assessment of the patient so
as to do them no harm.
3. The terrible experiences of the LCP for both
patients and their families
should be replaced with humane
management and care of all patients in
need of palliative care. This should not be
confined to the last few hours or
days of life but should start much earlier in the
patient’s journey as the
diagnosis and evidence-based treatment
options become apparent.
CAMPAI Inappropriate, thus unethical sedation practice will Thank you for your comment. We agree. The
GN FOR disallow the important issue of spiritual needs to be Committee has gone to great length to elicit the
BETTER met which nurses want and need to address, importance of appropriate sedation and have made
END OF together with relevant members of the team. The a number of recommendations that support the
LIFE importance of spiritual care applies whether patients | dying person’s preferences (1.5.3), appropriate

advisory committees
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caution with sedation is important in line with this
aspect of holistic care required by patients. Spiritual
needs cannot be met if patients are routinely and
inappropriately sedated to death.
Spiritual well-being is a concept, well recognised for
its importance by the NHS and is incorporated in
NHS guidance for professionals and patients.
The Nursing and Midwifery Council expects nurses
to be able: “In partnership with the person, their
carers and their families, to make holistic, person
centred and systematic assessments of physical,
emotional, psychological, social, cultural and
spiritual needs, including risk, and develop a
comprehensive, personalised plan of nursing care”
(NMC 20009).
In 2010, the RCN commissioned an on line survey
on spirituality and spiritual care in nursing practice.
http://www.rcn.org.uk/__data/assets/pdf_file/0017/39
1112/003861.pdf

This guidance needs to reflect what nurses
taking part in the survey considered important:
education and guidance about spiritual care,
clarification about personal and professional
boundaries and support in dealing with spiritual
issues. One of the respondents summarised the
role of the health professional in relation to spiritual
needs of | believe that spiritual care is not only an
essential component of nursing practice but often
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CARE are imminently dying or not. Therefore, the need for | titration of medications used for symptom

management (1.5.7) and the avoidance of
undesirable effects of medications such as
unwanted sedation. We have also made a number
of recommendations which encourage the
multiprofessional team to consider the broader
holistic needs of the dying person when planning
care. Further details of the Committee’s discussions
in this area are provided in the ‘Linking evidence to
recommendations’ sections in the full guideline.
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the arbiter of how a patient responds to their illness
and life experiences. It would appear that when
people encounter certain life events like serious
trauma and iliness, fundamental spiritual issues
often emerge that question their very existence”....

Such need for spiritual support as part of expected,
holistic care by health professionals may be denied
patients if the healthcare team are solely concerned
with the need for extreme sedation in the last stage
of life. Such inappropriate practice, as so often
occurred with the LCP, is a serious breach of the
duty of care.

CAMPAI 111 |3 A distinct set of guidance with a sub set (for adults in | Thank you for participating in the consultation
GN FOR the last days of life ) is unnecessary as good process. We agree with your comment.
BETTER Palliative Care Guidance would include an

END OF individualised approach to each patient from

LIFE prognosis to death during which trajectory, these

CARE points may be more appropriate, sensitive and

applicable. At this stage of imminently dying,
appropriate care for symptoms would, no doubt, be
welcomed by any patients and their family. No right-
thinking health professional would give inappropriate
care. Health professionals need to be thoroughly
aware of the needs of their patients without
burdening them with wholly inappropriate questions
at so sensitive a time (ie. last days of life).
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disease to the last hours or
days of life. Unless this lack
of clarity is addressed, there
is the very real risk that a
person deemed to be at the
‘end of their life’ may be
placed onto the LCP too
early' (More Care Less
Pathway 2013).
Therefore, this warning needs to be
heeded for this guidance which must
ensure clarity on this last point. Health
professionals must be attentive to all
aspects of care requirements and never
again deem patients to be imminently dying
(days only) when it is not clear and then
justify management decisions on a false
premise, as occurred with the use of the
LCP. Even patients truly being in the last
days of life do not necessarily warrant the
use of such a pathway as a non-
individualised management approach.

Stakehol | Docu | Pag Line | Comments Developer’s response

der ment | e No No Please insert each new comment in a new row Please respond to each comment
CAMPAI | Full 54 26 The Neuberger review of the Liverpool Care Thank you for your comment. The remit of this
GN FOR Pathway: More Care Less Pathway (2013) states: guideline is last days of life (see section 4.24.1) and
BETTER 'End of life’ can mean any we are unable to provide guidance outside of this
END OF period between the last year time period.
LIFE of life of a person with a We agree that recognising dying is a challenge, as
CARE chronic and progressive stated throughout the chapter. The Committee

purposefully drafted recommendations that advocate
an individualised approach to assessment and
management and care avoiding the suggestion of a
‘tick box, pathway’ approach as you have outlined.
The recommendations are intended to help minimise
uncertainty with the caveat to seek specialist advice
when/if needed.
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The LCP was put into place across the
country without a clear plan for its ethical
implementation. The criteria listed for 'dying’
in this guidance are too reminiscent of the
demised LCP's vague criteria. Therefore,
the scope of this guidance should not be
addressed to the 'last days of life'. Patients
being considered as in the last days of life
may receive less care, attention and review,
particularly when we know that it is
universally-recognised that prognosis of
dying is notoriously difficult. Self- fullfilling
prophecies are an abiding danger when
days left can so often be solely supposition.
Days can give way to many weeks months
or years as seen in the criticisms of the use
of the LCP.

CAMPAI
GN FOR
BETTER
END OF
LIFE
CARE

What happens if the ACP is only known by some
families and not shared. Although being prepared for
urgent need seems sensible, often this is not a
realistic plan. There will always be a need for
additional/ represcription. Such prescribing can be a
dangerous practice. Nurses must remember that the
Nursing and Midwifery Council expects nurses to
act as patient advocates and to be evidence-based
in their practice. Carrying out any inappropriate
orders, renders nurses unethical practitioners,
answerable to the patient, relatives and their

Thank you for your comment. We understand that
the ACP might not be known of, but feel that it
should be attempted to be identified. We feel that a
number of our recommendations identify the need to
review the dying person’s wishes in the last days of
life particularly recommendation 2.3.7.
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registration body.
CAMPAI 7 27 We are concerned that the MDT might incur some Thank you for your comment. The members of the
GN FOR shift changes and that these MDT’s become different | multiprofessional team will vary according to patient
BETTER to the earlier MDT in which case how do changes need, healthcare setting and across Trusts. The
END OF get through to them and where is this documented? | guideline has been drafted with the remit of the last
LIFE Not all patients will have been in Oncology settings few days of life (2 — 3 days, see section 4.2.4.1 of
CARE which is why Palliative Care experts are not the full guideline) and we have written guidelines
necessarily the only ones to be able to help the that seek to ensure that the broadest
patient with perhaps a multiplicity of problems. The multiprofessional team are engaged.
members of relevant specialist teams need to be Recommendation 2.3.6 describes the need to
consulted for particular advice and expertise and not | document decisions and share that information
just at time of prognosis as seems to be suggested across the team. We believe that this should
by this guidance. 'Last days' can often mean weeks address any change in the multidisciplinary team
or months and new problems can arise which can be | that you refer to
outside the scope of Palliative Care Specialists
CAMPAI 6 1 The major concerns of families involved with the Thank you for your comment. The Committee
GN FOR LCP was the lack of contact with the agrees and have addressed this in the
BETTER consultant/doctor and this should be changed to recommendations on Shared Decision Making,
END OF reflect this where healthcare professionals have been
LIFE encouraged to identify a named lead healthcare
CARE professional responsible for encouraging shared
decision making and this includes providing
information about how that lead person can be
contacted.
CAMPAI 7 4 We are concerned that the named lead healthcare Thank you for your comment. The named lead
GN FOR professional might not be the same person as the healthcare professional is a member of the
BETTER Multi Disciplinary team member multiprofessional team responsible for the care of
END OF the dying person.
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LIFE
CARE
CAMPAI | Short | 5 17 We are concerned that the “Most Available” Multi Thank you for your comment. The Committee
GN FOR Disciplinary team member might be a junior doctor agrees that this is an important issue and have
BETTER or one who does not know the patient as well as sought to address this in its communication
END OF their consultant/doctor recommendations. As the multidisciplinary team
LIFE would vary according to patient need, care setting
CARE and across Trusts, the Committee thought it best to
recommend that ‘the most appropriate available’
multiprofessional team member be identified to
explain the dying person’s prognosis. It has also
been recommended that the multiprofessional team
should be supported by experienced staff at all times
and have the ability to seek further specialist advice
if additional support is required.
CAMPAI 108 1 6.6 Recommendations and link to evidence Thank you for your comment. Although the remit of
GN FOR 10. Explore with the dying person and those the guideline is last days of life, the Committee do
BETTER important to them: consider these recommendations valid prior to this
END OF [ whether the dying person has an Advance Care time point and would hope they are implemented as
LIFE Plan or has stated preferences about their care in early as possible, as discussed in the full version
CARE the last days of life (including any anticipatory ‘Linking evidence to recommendations’ section.
prescribing decisions or advance decisions to refuse
specific treatments)
[1 whether the dying person has understood and can
remember the information given about their
prognosis.
The above appears unecessary if the patient is so
close to death (within days). It appears inappropriate
and insensitive when at such a stage, a patient
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should be allowed peace and trust in the skill and
good will of their health professionals in particlar
relation to hydration needs. Palliative care should
not be confined to the last few days of life but should
ideally have started much earlier during the patient’s
journey e.g. when the diagnosis of cancer is being
made. It is not good practice to be discussing the
diagnosis and outlook only in the last few days of life
unless, of course, it was not possible to know of the
patient's diagnosis or prognosis before then, as is
sometimes the case.
CAM ful 1 1 A more practical approach to hydration The Committee has amended the wording of the
PAIG I 5 is needed rather than a risk averse recommendation to state that giving clinically
N 0 approach with over focus on the assisted hydration may relieve distressing symptoms
FOR possible burdens rather than possible or signs related to dehydration, but may introduce
BETT benefits. We know that the experience other problems associated with giving fluids. Also
ER of the LCP audits revealed only a the Committee wanted to highlight the lack of
END minimal percentage of patients had evidence around survival and that it is uncertain
OF their hydration needs addressed. whether clinically assisted hydration will prolong life
LIFE or the dying process or hastens death if it is not
CAR 1.4.6 “Death is unlikely to be hastened by not given.
E having clinically-assisted hydration”.
This is a questionable statement in view of the The order of the recommendations reflects the
fact that diagnosing of dying is so difficult. Long Committee’s decision that the dying person should
term dehydration is not a good or be supported to drink by oral means first if they wish
compassionate death. This is not just guidance and are able to before clinically assisted hydration is
for oncology patients who are perhaps more considered.
obviously dying. Dying people do eat and drink!

National Institute for
Health and Care Excellence
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The General Medical Council Guidance (GMC
2002) provided guidance on the provision of
artificial nutrition or hydration in patients who are
not imminently dying: “Where death is not
imminent, circumstances may arise where you
judge the patient's condition is so severe and the
prognosis so poor, that providing artificial
nutrition or hydration may cause suffering or be
too burdensome in relation to the possible
benefits”. This guidance was criticised in 2004
by Mr Justice Munby as it failed to recognise the
heavy presumption in favour of life (Craig 2004).

The Draft guidance has not given a specific
focus to patients with dysphagia or weak
patients who are unable to take oral fluids or
nutrition. Oral feeding may well be impractical,
unsafe or impossible and clear guidance must
address this point.

The guidance questions the effectiveness of oral
hydration. A more appropriate question should
include the feasibility of weak, elderly or
dysphagic patients being able to take oral
hydration and if not, the guidance should
specifiically address this point. Moreover,
suggestions for family members to help patients
with oral feeding where safe to do so,

Nutrition is beyond the remit and scope of this
guideline. .

NICE is currently developing guidance in palliative
care service delivery and the issue of education and
training may be covered by that work. Please note
that more detail about the development of this
guideline can be found at the following link:
http://www.nice.org.uk/guidance/indevelopment/gid-

cgwave0799.

Thank you for providing these references. After
careful review we are unable to include them as they
do not meet the inclusion criteria for any evidence
review.
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presupposes the family is available to all
vulnerable patients. Therefore, compassion
dictates that in many cases where oral hydration
may not suffice, contingency plans need to be
included where oral means for sustenance are
not possible. Reference to training for staff
competence in feeding all patients in need
should be made.

The possibility of subcutaneous hydration for
dying patients has been advocated in the past
by Baroness Finlay, an eminent Professor of
Palliative Medicine and President of the BMA.

All competent health professionals will know how
to adjust the hydration needs of their patients for
comfort and safety.

In view of the above points and in terms of
prognosis difficulties, assisted food and fluids
needs urgent renewed focus to ensure humane
approaches to this basic human need.

Biological consequences of dehydration

Research on animals, volunteers, older people
and advanced cancer patients shows acute
dehydration leads to malaise, headache and
contributes to myoclonus and sedation (Shirreffs
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et al, 2004) a reference not included in the
guidance.

CAMPAI 8 12 Where are the checks done to see whether the Thank you for your comment. Swallowing is one

GN FOR person can swallow? factors to be considered and we have included this

BETTER inrec 2.4.1.

END OF This recommendation also states to Discuss the

LIFE risks and benefits of drinking with the dying person,

CARE the multiprofessional team and others involved in the
care of the dying person. Further discussion on this
issue can be found in section 8.6 of the full
guideline.

CAMPAI 8 24 Who is going to give advice to the family members to | Thank you for your comment. This recommendation

GN FOR help with mouth care and how will this be checked is for any healthcare professional delivering NHS

BETTER on by the professionals? care and we feel this should be covered as a basic

END OF nursing or care skill.

LIFE

CARE

CAMPAI 9 8 Who is going to advise families about clinical Thank you for your comment. This recommendation

GN FOR hydration? is for anyone delivering care.in settings where NHS

BETTER care is provided.

END OF

LIFE

CARE

CAMPAI 189 |3 Much effort has been made to appropriate evidence | Thank you for your comment and suggestions. We

GN FOR throughout the guidance. However the following | have reviewed the papers you have highlighted and

BETTER needs consideration from an American paper (Ross | unfortunately none meet the inclusion criteria for our

END OF D, Alexander C. 2001) a reference also not | review questions. The paper by Alexander C. 2001

LIFE mentioned in the guidance. They include the | does Lawlor et al 2000 and Inouye 2000, were
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CARE following from work of authors also not listed within | excluded due to the use of prospective cohort study
the NICE guidance: as follows: : “A study by Lawlor | design, which was also an exclusion criteria in this
et al (2000) importantly found that delirium was | evidence review. The Committee recognise the
reversible in approximately 50 percent of dying | importance of identifying the cause of the delirium
patients. In this study, opioids, psychoactive | and whilst evidence was not identified for inclusion
medications and dehydration were the most frequent | in the systematic review, the Committee chose to
causes of reversible delirium. In addition to reducing | make a consensus recommendation 1.5.24 to
risk factors for delirium, the physician may be able to | highlight this.
prevent its onset in an elderly patient by avoiding
five precipitating conditions: the use of physical
restraints, malnutrition, the additionof more than
three new medications in one day, the use of
bladder catheterization, and iatrogenic events such
as frequent room or staff changes or a disruptive
environment with excess noise that may disrupt
sleep” (Ross, Alexander 2001).
Another study by Inouye (2000), a reference also not
included in the guidance, identified factors
associated with an increased risk of delirium in
patients older than 80 years. One of the risk factors
included dehydration (blood urea nitrogen level
higher than 18 mg per dL [6.5 mmol per L]). All
suggested, additional references are documented in
point J.
CAMPAI | Full 158 “Consider using a syringe pump to deliver Thank you for your comment. The Committee
GN FOR medications for continuous symptom control if more | recognised concerns that were raised in the
BETTER than 2 or 3 doses of any ‘as required’ medication is Neuberger review when drafting the
END OF needed within 24 hours”. recommendations in this guideline.
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In my professional experience, the imminently dying
process does not necessarily require extremely
strong sedative intervention such as this drug used
on a continuous basis.

° Relatives upset by overmedication of
their loved ones on the LCP, report
incomprehension as to why, when having been
walking and talking and certainly not suffering
from delirium or psychosis, their loved one was
suddenly unresponsive, never to regain
consiousness due to extremely strong sedation
with LCP practice. This possible scenario must
never be normalised again as it was by use of the
LCP. It can render patients unnecessarily
comatose denying them the opportunity for
holistic care needs to be met, e.g. spiritual needs,
addressing unfinished business and saying
goodbyes. This consequence was a very serious
criticism of the LCP in the Neuberger
ReviewAntimuscarinics

A more appropriate method to a '24 hour starting
dose' can be by an 'as required' approach via sub
cutaneous cannula administration. This can prevent
over-drying of the patient with subsequent distress,
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LIFE The guidance recommends Midazolam (unlicensed Recommendation 1.5.2 addresses these concerns,
CARE for syringe driver use) as a sedative. advising clinicians to involve the dying adult and

those important to them in making decisions about
symptom control in the last days of life and advises
that harms of any medication offered be discussed
with them.

Recommendation 1.5.6 advises clinicians to
consider a syringe pump to deliver medications for
continuous symptom control if more than 2 or 3
doses of any as required medication is needed
within 24 hours. In addition the routine regular
assessment of unwanted side effects is advised in
the prescription of antimuscarinics for noisy
respiratory secretions to avoid the clinical scenario
you describe.

Drugs for symptoms other than pain,
breathlessness, anxiety agitation and delirium,
nausea and vomiting and noisy respiratory
secretions are out of the scope of this guideline.

The Committee recognise that many of these
symptoms may be caused by reversible conditions
and have made recommendations 1.5.10, 1.5.15,
1.5.21,1.5.25 and 1.5.31 to advise that these causes
be treated where possible.
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leading inevitably, to chest infections. This is
feasible and more appropriate rather than used as
part of continuous syringe driver drug combination
(hyoscine infusions are not licensed) as was
common in use of the LCP (most often without
hydration). This ensures that patients are not
rendered uncomfortably dehydrated for long periods.
The combination of a dry mouth in an already
dehydrated patient must be intolerable for any
conscious patient, producing the degree of
desiccation of the mucous membranes that was
common on the LCP.

e Other drugs

Drugs for comfort to manage distressing symptoms
should not be overlooked such as antibiotics for
symptom relief. Again, strict emphasis of the
guidance for the last days of life will deny patients
this often pain-relieving treatment option together
with any other drugs that can provide comfort,
though not cure. Health professionals need to be
inventive and evidence based in their approach to all
patients rather than relying on a disastrous, blanket
approach at this time of a patient's life as occurred
with the LCP use.

CAMPAI

Short

16

Concerns remain high about anticipatory prescribing

Thank you for your comment. We have given
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GN FOR of drugs seeing as this was a huge criticism of the guidance based on evidence review and Committee

BETTER LCP consensus and recommended an individualised

END OF approach to anticipatory prescribing avoiding a

LIFE ‘blanket’ approach.

CARE

CAMPAI | Short | 16 12 Is there a conflict between line 1 and this line as one | Thank you for your comment. We do not see a

GN FOR refers to individualised approach and the other refers | conflict and consider they complement each other.

BETTER to what “might” be required We state assess what each individual might need

END OF and then encourage an individualised approach to

LIFE prescribing.

CARE

CAMPAI 18 16 There is a concern that specialists do not have end Thank you for your comment the content of which is

GN FOR of life care experience and this guide is aimed at noted in relation to the introductory text. Service

BETTER them as a cop-out for proper training Delivery, including training, is beyond the remit and

END OF scope of this guideline. NICE is currently developing

LIFE guidance in palliative care service delivery and this

CARE topic may covered by that work. Please note that
more detail about the development of this guideline
can be found at the following link:
http://www.nice.org.uk/guidance/indevelopment/gid-
cgwave0799

CAMPAI | Short | 10 19 What happens if a loved one has to have heart Thank you for your comment. The Committee

GN FOR meds/diabetic meds etc essential to keep them recognises this as an important issue, and so, have

BETTER going, does this not feature still? drafted recommendations which encourage

END OF clinicians to assess drugs prescribed to the dying

LIFE person. The Committee also considered it important

CARE to discuss this with the dying person and those
important to them before rationalising medication
and explain which medications are not providing
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| believe that the whole concept of being able to
identify a dying patient remains the most
challenging and difficult to implement through
lack of training and inexpert staff. However
implementing better communication will also
have the biggest impact on practice but this
relies heavily on the medical professionals being
able to overcome the embarrassment of being
able to talk freely. They need to become more
human!

What would help users overcome any
challenges? (For example, existing practical
resources or national initiatives, or examples of
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symptomatic relief. The group also stressed the
importance of respecting the wishes of the dying
person, if they should want to continue the use of
regularly prescribed drugs. These discussions and
considerations are reflected in the ‘Linking evidence
to recommendations’ tables in chapter 9.

CAMPAI | Imple Which areas will have the biggest impact on Thank you for participating in the consultation

GN EOR | menta practice and be challenging to implement? process. The information you have provided in your

BETTER | tion Please say for whom and why. comment will assist the NICE implementation and

END OF resourcing team with finalising the guideline. This

LIFE has helped the team to consider the areas which will

CARE have the biggest impact on practice and be

challenging to implement, in addition to what would
specifically help users to overcome any challenges.
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good practice.)
Being able to see excellent examples of good
communication taking place and regular
practising sessions to ensure staff are
comfortable with being able to give good news
or bad news.
Carers short 14 14 Maybe add consultation with the carer or person Thank you for your comment. We have added
Trust close about signs of pain changes etc, as they are additional detail to the full guideline ‘Linking
experts by experience. This would be especially evidence to recommendations’ section to highlight
helpful with dementia patients or those with Learning | this.
disabilities
Catholic Equali We are concerned about several issues
Medical ty missing from the Equality Impact Assessment Thank you for your comment. We acknowledge the
Associati | Impac which can affect clinical practice needs of those with learning disabilities and the
on (UK). |t needs of the frail elderly in a number of our
asses Vulnerable people and people with cognitive discussion areas in the full guideline. We do not feel
sment impairment that additional recommendations are required to
support the needs of these groups but have added
We commend the GDG for having carefully them to our equality Impact Assessment Form
thought through issues around dementia. But
other groups such as those with learning We agree that the needs of those who are dying
disabilities, very frail patients and those with alone with no family or friend in support requires
other forms of cognitive impairment are also addressing and we have added further detail in the
vulnerable. We think Equality Impact Assessment | 'Linking evidence to recommendations’ section in
needs to be enlarged to include specific Chapter 7 of the full guideline.
reference to these groups and to state how

National Institute for
Health and Care Excellence
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the risks are to be mitigated. Once again, this
requires strong clinical leadership to ensure the
needs of these patients are met appropriately
and sensitively.

Patients with no family members or advocates
Those with no family members, attorneys or
advocates are at greatest risk as they die. The
guidelines recommendation of the anticipatory
use of potent sedatives before symptoms merit
their use means that those who are weak,
alone or frail may well be at increased risk of
poor care, over sedation and death by

dehydration as was seen so often with the LCP.

The guidance needs to consider how to
safeguard against this, so that people can be
comfortable but also prepare appropriately for
death, whilst not being unduly deprived of
consciousness.

Senior second opinion in cases with doubt
When families fear or question a prognosis of
imminent death or are concerned about poor
care a senior second opinion can be very
helpful.

Mental Capacity Act
There needs to be clear reference to where the
Mental Capacity Act applies and must be

We believe that we have made clear
recommendations linked to the issue of the use of
potent sedatives. The Committee has gone to great
length to elicit the importance of appropriate
sedation and have made a nhumber of
recommendations that support the dying person’s
preferences (1.5.3), appropriate titration of
medications used for symptom management (1.5.7)
and the avoidance of undesirable effects of
medications such as unwanted sedation (1.5.9).

We acknowledge your point regarding a second
opinion but do not believe any additions to our
guidance are required.

Thank you for your comment. The committee agrees
that mental capacity at end of life is an important
issue when considering the ability to communicate
and participate in decision-making. Further
discussion is already provided in the ‘Linking
evidence to recommendations’ section of the
relevant chapters in the full guideline on these
issues and we have made further additions to the
guideline to provide clarity and to direct
professionals to additional guidance in this area.
Additionally, the social care team at NICE is
currently developing a guideline entitled: Supporting
decision making for people with limited mental
capacity, details on this guideline are available at:
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summarising our overall position.

e One of our main concerns is that the guideline
focuses upon the belief that the diagnosis of
dying can be accurately and safely made.
Prognosis is particularly difficult in non malignant
conditions such as heart and respiratory failure
and dementia.

e Palliative care should be based on the patient’s
needs rather than the perceived prognosis which
is at best a subjective judgment.

e Patient management should be holistic and
address the medical, psychological and spiritual
needs of the patient.

e Palliative treatment should be evidence-based
wherever possible. Further research is clearly
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considered by clinicians. This should include www.nice.org.uk/quidance/indevelopment/qid-
guidance about seeking second opinions and ngl10009. Recommendation 1.1.5 outlines
assuring that treatment decisions are taken at circumstances when seeking advice from more
an adequately senior level . The GDG should senior colleagues may be relevant.
also make it clear that it is important to make
positive enquires as to whether the patient has
appointed an attorney who may have the legal
powers to make decisions for the patient .
Catholic FULL | Gen | Gener | EXECUTIVE SUMMARY Thank you for your comment. We deal with each in
Medical eral | al We welcome this opportunity to contribute to the turn.
Associati consultation on the draft NICE guidelines on the . We disagree. We inherently recognize the
on (UK). care of the dying adult and would like to start by uncertainty in diagnosing dying. A number of our

recommendations reflect this by encouraging
monitoring and re-assessment in case of
stabilization or recovery.

o We agree and our recommendations reflect
a need to involve the dying person in communicating
and making decisions about their care.

° We agree and a number of our
recommendations make reference to the importance
of considering the holistic needs of dying people
linked to physiological, social, spiritual and
psychological needs.

o We agree. This guideline and the
consequent recommendations have been made
following a systematic review of the evidence in a
number of areas of relevance to the clinical care of
the dying adult.
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needed and should be compared to best
available practice.

e The focus of palliative care should be the relief
of symptoms and where possible should include
the restoration of mental and physical function
and psychological and spiritual wellbeing.

e Good communication with the patient is
fundamental to all clinical practice.

e Discussion of the patient’s condition and
treatment with relatives should not be a
substitute for dealing with the patient directly.
Communication with relatives and carers is
especially important in the care of the dying.
However, this should always be done in a timely
manner and with the consent of the patient
unless the patient lacks capacity.

e Good palliative care requires good
communication and timely intervention. It must
start early as the patient’s condition and
circumstances become clearer and should not

be confined to the few last remaining days of life.

e Consent to treatment is necessary in palliative
care as in other fields of medicine and should
always be sought in a timely fashion where the
patient has capacity regarding the diagnosis and
treatment of their condition throughout the
patient journey and not just in the last few days
of life. This is particularly true of palliative care
where the needs and wishes of patients should

. We agree. Chapter 9 of the full guideline
details the evidence reviewed linked to
pharmacological management of symptoms.

o We agree. All of our recommendations
prioritize discussion primarily with the dying person
although recognizing that it may be appropriate to
involve those important to them.

° We agree. We have made a humber of
recommendations linked to effective communication
in this time period.

. We agree. Please see chapter 7 of the full
guideline for more information on shared decision
making.

° We agree that the care of the dying adult
should be provided by those with experience. We
recommend that where professionals are uncertain
about how to recognize dying or manage symptoms,
they refer to more experienced staff promptly.

o We agree. Our guideline makes
recommendations about the development and
sharing of care plans. We recommend seeking
specialist advice in case of need for additional
support.

. The RCP undertakes an annual audit of end
of life care and we would hope that that audit if
funded further would measure implementation
against our recommendations.

o We agree. Whilst nutrition has been outside
of the scope of this guideline, we have made a
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be actively determined before the patient looses
capacity as a result of the underlying condition
or treatment.

e The responsibility for patient care normally rests
with the Consultant or General Practitioner. The
overall responsibility for palliative care should
not rest with unsupervised junior doctors.

e Treatment plans should be endorsed by senior
medical personnel who should be available for
further help and advice as the patient’s condition
changes.

e There should be regular audit of the care of the
dying which takes into account medical
treatment, nursing care, spiritual support and the
concerns of relatives and carers

e Hydration and nutrition should not be withheld or
withdrawn with the intention and purpose of
bringing about the death of the patient. This is
both unethical and unlawful.

e There should not be financial incentives and
targets for placing patients on an ‘end-of- life’
pathway..

e There should be appropriate funding made
available for training of healthcare professionals
in palliative care.

e Itis particularly important that healthcare
professionals attend to the spiritual needs of the
dying and help to arrange the appropriate
pastoral care.

number of recommendations around marinating
hydration in the last days of life.

° We agree but financial incentives have not
been discussed in the context of this guideline.
o We agree about the importance of effective

training. NICE is currently developing guidance in
palliative care service delivery and this topic may
covered by that work. Please note that more detail
about the development of this guideline can be
found at the following link:
http://www.nice.org.uk/guidance/indevelopment/qid-

cgwave0799

o We agree. We have made a number of
recommendations where the care provider is
encouraged to attend to the spiritual needs of the
dying person. We were supported in this discussion
by a co-opted expert advisor in spiritual care.
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regarded as being of low quality and looked at
mortality within 14 days. Only the Hui (2014) paper
looked specifically at mortality within the last 3 days
of life . The Chiang and Kao studies looked at
mortality at 1 week.

Of 102 full text articles assessed for eligibility only 5
were selected for analysis. (Appendix E. P 75).
There were no GRADE scores for any of the studies
(Appendix J GRADE scores p 234). The available
evidence is therefore limited to studies in selected
groups of known cancer patients admitted to
palliative care units and undergoing palliative care
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Catholic FULL | P 5. RECOGNISING WHEN A PERSON IS IN THE | Thank you for your comment. We agree that there is
Medical 54- LAST DAYS OF LIFE limited evidence identified in this area and that the
Associati 85 evidence identified was of low to moderate quality,
on (UK). Assessment of prognosis: paucity of available as detailed in the evidence statements in the full
and reliable data. guideline. Please note that quality assessment of
diagnostic and prognostic studies was conducted
There are a number of problems inherent in using QUADAS-2 and the NICE checklist for
assessing prognosis. The most obvious is the prognostic studies, respectively. These are detailed
paucity of studies. Of the 7 studies reviewed by the | in the methods section and within tables in the
GDG, 4 papers were written by the same two groups | chapter on recognising dying. As GRADE is only
of investigators (Chiang et al (2009) and Kao et al appropriate for intervention studies it was not
Appen (2009) and Loektio et al 2013. The Loekito papers applied to these studies. Detail of the specific
dix E were excluded as they involved laboratory populations of the studies has also been provided in
Appen | P75 parameters in large numbers of patients (n=47,701 the quality if evidence section.
dix J P23 and n = 71,453) admitted as emergencies to
4 hospital. The Matsunuma (2014) paper was Prognostic scores were not prioritised for this

review, with the Committee deciding to focus on
individual prognostic factors. The Committee were
aware of the limited evidence and as such
conducted a mixed methods review to also capture
gualitative evidence. Functional observations have
been discussed within the ‘Linking evidence to
recommendations’ sections of the full guideline.

The Committee agree that recognising dying is
difficult and have discussed this within the
introduction to the chapter and in the ‘Linking
evidence to recommendations’ section and note the
importance of using clinical judgement and seeking
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treatment which may be expected to alter the profile
of the prognostic factors under review. The
pathophysiology of dying may be very different in
different malignant diseases compared to non-
malignant conditions. For example respiratory
parameters are more likely to be important in those
with lung cancer, compared with ascites, jaundice
and hyoalbuminaemia in those with gastrointestinal
malignancy. None of the studies involved patients
with chronic non-malignant conditions such as motor
neurone diseases, heart failure or dementia.
Nevertheless, the NICE guidelines are
recommended for a variety of malignant and non-
malignant conditions including dementia.

There are now over thirty prognostic scales or
screening tools for predicting the risk of death in a
variety of settings which depend on laboratory
parameters, clinical observations and judgment to
varying extents. The best known are perhaps the
Karnofsky Performance Score (KPS); Acute
Physiology and Chronic Disease Evaluation or
;/APACHE scores, Palliative Performance Scale,
various Early Warning Scores, Rothman Index and
the Palliative Prognostic Index. None of these were
specifically evaluated by the GDG group, although
the Chiang paper examined the Eastern Cooperative
Oncology Group scale. There are also important
speciality specific scores such as the Rokall Score

advice when appropriate. We have been keen to
ensure that people are reviewed regularly to re-
assess condition and that this information is shared
with the team providing care so that appropriate
management can be initiated.

The Committee considered treatment when a person
is dying would be different, but that symptom control
is always the priority.

We note your comments in the specific symptoms
for a number of conditions as being important to
recognizing dying. We agree but have been keen to
ensure that our recommendations enshrine the
importance of gathering information on the person’s
medical history and the clinical context as part of this
process. Our recommendations and the principles
we outline are relevant to all people who may be
dying and are intended to be especially helpful to the
less specialized practitioner.

Thank you for providing references. After careful
consideration it was decided that they do not meet
the inclusion criteria for any of our review protocols.
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for upper gastrointestinal bleeding which are not
included in the draft guidelines.

Inherent difficulties in the use of prognostic
indicators.

There are a number of inherent difficulties with the
use of prognostic indicators:

First, Prognostic tools apply to group statistics and
do not take into account inter-individual variability.
Generally, the extrapolation of group statistics to
individuals introduces a further element of bias and
subjectivity.

Second, whilst the number of prognostic factors will
increase in any individual as death approaches (as
shown by the Hui study), not all patients will develop
prognostically significant signs or symptoms.
Moreover, patients may die suddenly for example
from an unexpected pulmonary embolus.

Third, whilst the emphasis in the report has been on
attempting to identify those likely to die within 3
days, there will be both false positives — those
thought likely to die who would not in fact die within
3 days and false negatives — those who will in fact
die but do not have the relevant prognostic signs. If
treatment is predicated on prognosis it will be given
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to those who are falsely thought to be dying and
might exclude those who are in fact dying but have
not been identified using the prognostic tool.

Fourth, there are problems with extrapolation of
group statistics to individual cases and a failure to
recognise inter-individual variation'®, There was no
attempt by the GDG to estimate inter-individual
variation and to prospectively evaluate the accuracy
of the timing of death.

Fifth, there is a need to take into account not only
individual variation but also disease trajectories.

The value and danger of prognostic tools is they rely
on the presence or absence of what are considered
to be prognostically relevant factors to predict future
outcomes. In practice, knowing the trajectory of
different diseases and the changing condition of the
patient are important in predicting the likely
outcomes for individual patients.

Sixth, it is important to separate the natural history of
disease from the effects of treatment on disease
progression. No attempt was make to estimate the
effects of treatment even when the patients were

18 See for example, Brabrand M, Folkestad L, Clausen NG, et al. Risk scoring systems for adults admitted to the emergency department:
a systematic review. Scand J Trauma Resusc Emerg Med 2010;18:1-8.
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undergoing intensive palliative care treatment. This
is particularly true of the effects of opiates and
sedation on respiratory parameters, consciousness
and oral intake.

Seventh, the reliability of any diagnostic tool needs
to be evaluated prospectively for different healthcare
professionals in different settings. For example are
nurses more or less reliable than doctors, or
generalists more accurate than specialists?

There is very little evidence about the accuracy of
predicting death in the last 3 days of life which was
the focus of the GDG review and only the Hui (2014)
study specifically examined mortality within this
time frame.

Basing treatment upon need and not prognosis.

One of our greatest worries is that the guideline still
focuses upon the belief that the diagnosis of dying
can be accurately and safely made. It is very clear
that this is difficult with evidence that the diagnosis
of dying is especially difficult in dementia, heart
failure and respiratory failure. The guideline
therefore unquestioningly replicates one of the key
failings of the Liverpool Care Pathway and suggests
to clinicians that they can accurately and reliably
make a diagnosis that someone is dying.
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The GDG might wish to amend the content of this
section and we would suggest the following text:
Clinicians must therefore be aware that if a possible
or likely death is predicted, then the care that is
provided must be based both upon the palliation of
symptoms and provision of appropriate care.
Medical treatment and personal care should be
based on a careful clinical assessment and tailored
to the individual needs of the patient.. Treatment is
not indicated simply because someone is thought
likely to die n the next few days

The guidance in this section should flow from the
overarching principle that treatment should be based
upon need and not prognosis. Palliative care should
be based upon the relief of symptoms and the needs
of the individual patient and not merely on the
premise that the clinician thinks someone is dying.

We advise that the GDG should state clearly that the
diagnosis of dying is inaccurate. The safest course
in terms of patient outcome and the available
evidence is that palliative care should be based
upon need and not prognosis

Catholic Short | P8 1.3.9 Spiritual and holistic care Thank you for your comment. The Committee are
Medical Guidel aware of spiritual needs and have recognised this
Associati | ine In our experience, families will usually want to see under rec 1.3.2. Spiritual and holistic care are
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on (UK). that people die in a way that is compatible with their | discussed under the communication and shared
life-long faith. For example, many will have specific decision making chapters. Thank you for providing
hopes that sacraments, prayers or other rituals will reference to the NHS chaplaincy guidelines, we
be offered as they are dying. The spiritual care of have added this into the ‘Linking evidence to
the dying person is crucial and we recommend the recommendations’ section of the shared decision
updated NHS Chaplaincy Guidelines (2015) making chapter.

published by NHS England.

We therefore recommend that the GDG adds a
section on Spiritual and Holistic care to its summary
document and that there should be a reference to
the NHS Chaplaincy Guidelines, “Promoting
Excellence in Pastoral’(March 2015),

The GDG should therefore considering add a section
on spiritual care and we would suggest

“Spiritual care should be offered to all who are dying.
Friends, relatives and those who are important to
them should also be involved wherever possible.
Clinicians should therefore refer those who have a
faith and who it is thought would want spiritual care
to the relevant priest, pastor or minister of religion.
The guidance of the Chaplaincy service, who have
special expertise in issues relating to the pastoral
care of the dying, should be sought at an early
stage. We recommend the NHS Chaplaincy
Guidelines (2015) for further help and assistance in

Comments received in the course of consultations carried out by NICE are published in the interests of openness and transparency, and to promote understanding of how
recommendations are developed. The comments are published as a record of the submissions that NICE has received, and are not endorsed by NICE, its officers or
advisory committees

143 of 897



N I c E National Institute for
Health and Care Excellence

Care of the Dying Adult
Consultation on draft guideline - Stakeholder comments table
29/07/2015—9/09/2015

Comments forms with attachments such as research articles, letters or leaflets cannot be accepted.

Stakehol | Docu | Pag Line | Comments Developer’s response
der ment | e No No Please insert each new comment in a new row Please respond to each comment
this important aspect of care and compassion for the
dying.”
Catholic FULL | P Thank you for your comment. We agree that
Medical 86- 6. COMMUNICATION. communication is crucial and have given further
Associati 108 detail in the full guideline.
on (UK).
The GDG found no studies “that elicited We note the audit data provided within your
experiences or perceptions of the dying person” p87 | comment, but unfortunately they do not meet our
linel6. There was one study “which interviewed inclusion criteria for any review questions and as
bereaved careers and healthcare professionals such have not been utilized.

about people that that died in acute hospital settings,
about the general care they received including
communication of prognosis.” P87. L20-22.
However the GDG reports that this had “very poorly
reported methodology” and that “the context of the
quotes and themes was hard to ascertain.”

Nevertheless, the GDD acknowledges that “much of
the distress and controversy surrounding the
Liverpool Care Pathway could have been prevented
by sensitive and timely communication between
clinicians, relatives and other carers. The More
Care Less Pathway report highlighted this as a “non-
negotiable aspect of best practice in end of life care.”

Despite the paucity of studies on communication,
there is no doubt from the last Audit of the Liverpool
Care Pathway (NADH 20010/11) showed that the
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degree of communication about the Liverpool Care
Pathway was poor as shown below.

NATIONAL AUDIT ON LCP 2010/11 NCDAH R3
TABLES
COMMUNICATION WITH PATIENT.
Patients in audit

7058
(100%)

Patients deemed able to take a full and active
part in communication 2725 (39%)
Patients aware that they were dying

1548
(22%)
Patients given the opportunity to discuss what
was important to them 1303
(18%)
Patients given a full explanation of the LCP

1249
(18%)
Patients who took the opportunity to discuss
what was important to them 389
(5.5%)

COMMUNICATION WITH RELATIVES/CARERS
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Patients in audit

7058
(100%)
Relatives/carers aware that they were dying
5586
(79%)
Relatives/carers given a full explanation of the
LCP 4737
(67%)
Relatives/carers given the opportunity to discuss
what was important to the 4189 (59%)

Relatives/carers who took the opportunity to
discuss what was important to them 1889
(27%)

The LCP appeared to be implemented without the
consent of the patient or the knowledge or
agreement of relatives in a significant proportion of
patients. A large proportion of patients were either
deemed to be ‘unconscious’ at the instigation of the
LCP (45%) or were otherwise unable, or not given
the opportunity, to give their consent. As many as
one in 5 patients on the LCP have dementia either
as their main diagnosis (4%) or as a significant co-
morbidity (16%).

The GDG makes a number of recommendations
(recommendations 6 to 21 inclusive) regarding
communication and shared decision-making.
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We agree that communication is key to good
palliative care and commend the recommendation of
the Neuberger Review:
“Respectful treatment of the dying patient and the
carers requires time to be taken over the difficult
tasks of providing information, including the difficult
task of delivering the news that the person is dying,
understanding the person’s needs and capacity to
assimilate bad news and providing the opportunity to
reflect on that information and to ask questions. This
should be a non-negotiable aspect of best practice in
end of life care. (More Care Less Pathway. 2013)”
Catholic FULL | P11 7. SHARED DECISION MAKING AND CONSENT | Thank you for your comment.
Medical 1-
Associati 134 a) “l would add that we should not “give up” on | @) This clinical guideline is intended for people in
on (UK). any patient, terminal or not terminal. It is the the last days of life. In the recognising dying
one who is beyond medical help who needs section, we have amended our recommendation
as much if not more care than the one who to encourage healthcare professionals to use
can look forward to another discharge.” the knowledge gained from the assessment and
other information gathered from the
Dr Elizabeth Kubler-Ross. multiprofessional team, the person and those
“How people die lives on in the memory of those important to them, to help determine whether the
who live on.” person is nearing death, deteriorating, stable or
improving.
b) The guidance makes only a brief reference a) The Committee’s intention is to present a
to the involvement of family and friends in framework of recommendations that encourage
decision making. The GDG needs to healthcare professionals to consider the needs
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highlight the importance of discussion with
the mentally competent patient and with
family and those important to the patient
when they lack capacity to make decisions
for themselves.

It cannot be assumed that clinicians may make
decisions on behalf of mentally incapacitated
patients. Therefore it is important to mention in the
recommendations the importance of enquiring
whether the mentally incapacitated patient has
appointed a donee of Lasting Power of Attorney (or
Welfare Attorney in Scotland) to make decisions on
their behalf. The Neuberger Review recommended
an independent advocate for those without relatives
who lacked capacity.

The Neuberger review stated “For each patient on
an end of life care plan that has no means of
expressing preferences and no representation by a
relative or carer, views on their care should be
represented by an independent advocate, whether
appointed under the Mental Capacity Act 2005, a
chaplain, or an appropriate person provided through
a voluntary organisation. This applies to people of
whatever age who lack capacity”. 19

We would suggest that this recommendation

b)

of the dying person and those important to them.

Thank you for your comment. The committee
agrees that mental capacity at end of life is an
important issue when considering the ability to
communicate and participate in decision-
making. Further discussion is already provided
in the ‘Linking evidence to recommendations’
section of the relevant chapters in the full
guideline on these issues and we have made
further additions to the guideline to provide
clarity and to direct professionals to additional
guidance in this area. Additionally, the social
care team at NICE is currently developing a
guideline entitled: Supporting decision making
for people with limited mental capacity, details
on this guideline are available at:
www.nice.org.uk/guidance/indevelopment/gid-
ng10009.

The purpose of our evidence review in this area
was to understand how the dying person, their
loved ones and their multiprofessional team
could best work together to ensure that
decisions made considered and met (where
possible) the dying person’s wishes (see 7.1 for
further information behind the intention of the
evidence review that informed these

19 Neuberger Review “More Care Less Pathway, 2013) Recommendation 32.
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concerning an independent advocate is added to the recommendations). We have not undertaken a
guidance. review of capacity or ‘best interests’ or ‘consent’

as these issues are defined in law.
Patient management should be holistic and should
address the medical, psychological and spiritual

needs of the patient. We agree that care of the dying person should be
undertaken holistically and a number of our

Consent to treatment is especially important in recommendations require that care and

palliative care as in other fields of medicine and management is individualised after consideration of

should always be sought in a timely fashion where the issues you suggest ( see recommendations 1,

the patient has capacity. As in any other field of 10,14,16,17,19)

medicine, consent should be sought from patients We are aware of the end of life care audit conducted

for the diagnosis and treatment of their condition by the Royal College of Physicians but are unable to

throughout the patient journey and not confined to comment on this or other nationally funded research

the last few days of life. This is particularly true of activity.

palliative care where the needs and wishes of
patients should be actively determined before the
patient looses capacity as a result of the underlying
condition or treatment.

Decisions about palliative care must be made or
supervised by senior clinicians who should be
available for further help and advice as the patient’s
condition changes. It must be clear to the medical
team and relative who is the named responsible
consultant. The Neuberger Review recommended
that “A named consultant or GP, respectively, should
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take overall responsibility for the care of patients
who are dying in hospital or the community”zo.
Neuberger also recommended “the name of a
registered nurse responsible for leading the nursing
care of the dying patient should be allocated at the
beginning of each shift. This nurse will be
responsible also for communicating effectively with
the family, checking their understanding, and
ensuring that any emerging concerns are
addressed”.”
There should be regular audit of the care of the
dying which takes into account medical treatment,
nursing care, spiritual support and the concerns of
relatives and carers. We also agree with the
Neuberger Review that “The National Institute for
Health Research fund should fund research into the
experience of dying. Research priorities must extend
also to systematic, qualitative and mixed methods
research into communication in the patient and
relative or carer experience”.?

Catholic Short | 5 1.2 Thank you for your comment. We have added
Medical Guidel Communication additional text to the full guideline under shared
Associati | ine decision making to state that: Increasingly, people

20 Neuberger Review “More Care Less Pathway, 2013) Recommendation 26
2 Neuberger Review “More Care Less Pathway, 2013) Recommendation 27.
2 Neuberger Review “More Care Less Pathway, 2013) Recommendation 5.
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the major problems with the implementation of the
LCP in practice. Indeed, the Neuberger Review
noted that “preventable problems of communication
between clinicians and carers accounted for a
substantial part of the unhappiness reported to us.
Relatives and carers felt that they had been
“railroaded” into agreeing to put the patient on a one-
way escalator. We feel strongly that if acute
hospitals are to deal with dying patients — and they
will — whether or not they are using the LCP — they
need to treat patients, their relatives and carers with
more respect”.

We therefore agree with the GDG in stressing the
importance of discussing the care of the dying
patient with the family and chosen next of kin unless
it is clear that the patient does not wish them to be
involved. It is also important for doctors to act in the
best interests of any patients who lack the mental
capacity to make decisions for themselves.

We agree with the GDG that families and the chosen
next of kin should normally be fully consulted and
closely involved in the decision making process. In
particular we agree with the GDG that it is important
to involve those that the person considers important
to them so that they can be present when making
decisions about their care (recommendation 6); to
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on (UK). We recognise that poor communication was one of may have expressed and recorded their preferences

for end of life care in advance care plans. They may
have appointed someone to have an Enduring
power of attorney (which would only be valid if made
before 1* October 2007), or a Lasting Power of
Attorney for health and welfare which came into
effect after the introduction of the Mental Capacity
Act in 2005.

We have made amendments to a number of
recommendations to clarify that the important
information of relevance includes; advance
statement, advance decision to refuse treatment and
lasting power of attorney for health and welfare.
Additionally, the social care team at NICE is
currently developing a guideline entitled: Supporting
decision making for people with limited mental
capacity, details on this guideline are available at:
www.nice.org.uk/guidance/indevelopment/gid-
ng10009.
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consider with the dying person and those important
to them their stated preferences about their care
(recommendation 10) and whether the dying person
or those important to them have any cultural,
religious, social or spiritual preferences that should
be considered (recommendation 14).
The GDG should also make it clear in the guidance
that it is important to make positive enquires as to
whether the patient has appointed an attorney who
may have the legal powers to make decisions for the
patient (i.e. donee of Lasting Power of Attorney or
Welfare Attorney in Scotland).
Catholic FULL | P Thank you for your comment.
Medical 137- 8. PROVISION OF HYDRATION AND NUTRITION.
Associati 154 1. Thank you for confirming your agreement
on (UK). 1 The GDG questioned the overall validity of the with the guideline related to the overall
evidence available due to the risk of bias in the study validity of the evidence and the importance
design in all papers and the imprecision of a large of initiating a trial of clinically assisted
P15 proportion of the outcome measurements. They hydration in cases where its benefits are
2 noted that the randomised clinical trials (RCTs) were uncertain.
P15 terminated early due to recruitment or financial 2 Laboratory tests may indicate dehydration
4 problems and were therefore underpowered. (p152). and deteriorating renal function, but their
We also agree “that a trial of assisted hydration use in the last days of life as predictors of
should more readily be started when there is being able to recognize dying have not been
uncertainty that a person is dying and might recover reviewed as they are outside the scope of
but is currently unable to take oral fluids. This would the guideline. The Committee noted that
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be important to prevent death from dehydration in a there is a need to minimise the unnecessary
potentially reversible condition. (p 154). intrusion of testing in the last days of life to
allow for a peaceful death. The committee

2. The third Cochrane review on the provision of has now drafted an additional
hydration by Good and colleagues was repeated in recommendation that draws the healthcare
2014.% Six studies were identified including three professionals attention to the fact that
RCTs (222 participants) and three prospective changes in signs and symptoms may
controlled trials (360 participants). The authors indicate recovery and believe that clinicians
concluded that the small number of studies and would act appropriately in undertaking
heterogeneity of the data meant that a quantitative necessary testing to confirm this.

analysis of the data was not possible. However,
qualitatively one study showed that sedation and
myoclonus scores improved in the intervention group
and another study showed that dehydration was
greater in the non-hydration group. However, some
symptoms related to fluid retention e.g. pleural
effusions, peripheral oedema and ascites worsened
P15 with hydration. The other four studies did not show

1 significant differences in outcomes between the two
groups. The authors concluded that “the studies
published do not show a significant benefit in the use
of medically assisted hydration in palliative care
patients; however, there are insufficient good-quality
studies to inform definitive recommendations for
practice with regard to the use of medically assisted
hydration in palliative care patients”.

% Good P, Cavenagh J, Mather M, Ravenscroft P. Medically assisted hydration for adult palliative care patients. Cochrane Database of Systematic Reviews 2008, Issue 2.
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The studies are difficult to interpret because of their
heterogeneity, short duration and reporting of data.
In particular, the amount of oral intake and details of
fluid balance were often missing. For example, in the
latest study by Burera (2013) the oral intake in the
two groups was simply not documented which is a
significant omission in a study to examine
dehydration.

P15
4 The GDG group were broadly in agreement with the
Cochrane Reviews. They noted that “the experience
of the GDG was that there is benefit in some
circumstances, such as in the case of managing
thirst or managing delirium caused by dehydration,
this was not captured by the evidence” (p. 151). The
GDG also noted that patients “may develop
symptoms of dehydration including dry mouth, thirst,
confusion and agitation, particularly if there are
associated conditions such as hypocalcaemia and
opioid toxicity due to impaired renal clearance. This
can cause considerable distress to the patient and
those important to them particularly if hydration is
not adequately assessed and managed.” (p152).
The issue of increased midazolam toxicity due to
accumulation of the drugs and its active metabolite
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in those who are dehydrated or oliguric has also
been recently recognised.”® The GDG recognise the
importance of opioid toxicity due to impaired renal
function.?® Morphine and its metabolite (morphine 6
glucuronide which is also pharmacologically active)
accumulate in the body, especially if the patient is
becoming dehydrated (as the active metabolite is
excreted in the kidneys).
The GDG concluded that the management of
hydration in the dying person should always be
individualised and be provided wherever possible by
oral means.

We disagree with the view regarding the use of
laboratory tests, that “there was not always
additional benefit to performing these tests in the last
days of life. They agreed that the principle should be
that these tests not be routinely undertaken as
hydration status could be assessed clinically” (p.
154). The GDG does state that if laboratory test
results are present then they may guide decisions
around assisted hydration but no recommendation
was made as this was considered to be outside the
remit of this guideline. We feel that a proper
assessment of hydration is important which may

2 Quail M A. Continuous infusions of midazolam and interrupted hydration — like insulin infusions without glucose? The international journal of clinical Practice. Int J Clin Pract, April 2014, 68, 4, 410-412
25 .
Ibid. P 152.
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require both a clinical and laboratory assessment.
Many sick elderly patients will not complain of thirst
even when dehydrated. Indeed, symptoms of
dehydration may include confusion, agitation and
delirium which are well recognised in healthy
individuals who become dehydrated. Laboratory
tests may indicate dehydration and deteriorating
renal function and also alert the clinician to the
increased susceptibility of dehydrated patients to the
effects of opiates and sedatives.
Catholic FULL | P15 Thank you for your comment. Nerve block
Medical 5- 9. PHARMACOLOGICAL INTERVENTIONS techniques for pain management in the last days of
Associati 222 life were not included in the protocol for the
on (UK). pharmacological evidence reviews. Whilst the
(i) Pain. Committee acknowledged specialised pain relief
strategies they chose not to include them in the
P15 The use of opiates for pain is well established and protocol for this review.
8- supported by several Cochrane reviews. The
160 guidelines emphasise that “the management of pain
in the last days of life should follow Erinciples of pain | Thank you for your comment. The Cochrane review
management used at other times.”®. Indeed, the by Jennings and colleagues in 2001 on the use of
GDG chose “not to make any specific opiates for the palliation of breathlessness in
recommendations about pain management in terminal illness was withdrawn in 2012 and therefore
different patient groups and suggested the clinician not included in our review.

%% |bid. Recommendation 33. P. 160
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should follow the normal prescribing practices
present any other time of life.” The 2010 Cochrane review on benzodiazepines for
the relief of breathlessness in advanced malignant
We would agree that pain management strategies and non-malignant diseases was reviewed for
should follow the principles of pain management inclusion in this review. However owing to the
used at other times. However, we would also point population used for the Cochrane systematic review
out that there are a variety of specialised pain relief being wider and including patients outside of the last
strategies which tend not to emphasised but which days of life, this was not included in the systematic
are evidence based e.g. nerve block techniques. review for this guideline. The Cochrane also utilised
a different search strategy explaining the difference

But note that doses may need to be lower in non in papers identified in their study and the evidence
cancer situations such as renal failure, dementia, review included in this guideline.

P16 frailty and old age. See our comment no 9 .

4- The Committee recognised the paucity of clinical

175 trials in the last days of life in the pharmacological
(i)Breathlessness management of breathlessness review. However, a
Opiates are widely used for breathlessness.. specific research recommendation was not
However, it is of interest that there was a Cochrane prioritised for this area.
review by Jennings and colleagues in 2001 on the
use of opiates for the palliation of breathlessness in The Committee discussed the quality of the various
terminal illness which was withdrawn in July 2012. outcomes that were extracted from clinical trials
Therefore, whilst opiates are still used in breathless using the GRADE system. They combined this
patients, further evidence on this subject is awaited | information with their own clinical experience and
with interest. formulated several consensus recommendations. A
A Cochrane review in 2010 by Simon and statement has been added to the ‘Linking evidence
colleagues28 tried to determine whether to recommendations’ section for this review to

#" Ibid. P. 163.
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benzodiazepines relieve breathlessness. They
identified circumstances including 200 participants
with advanced cancer and COPD. They concluded
that "There is no evidence for a beneficial effect of
benzodiazepines for the relief of breathlessness in
patients with advanced cancer and COPD. There is
a slight but non-significant trend towards a beneficial
effect but the overall effect size is small.
Benzodiazepines caused more drowsiness as an
adverse effect compared to placebo, but less
compared to morphine.” The review supported “the
use of benzodiazepines only if other first-line
treatments, such as opioids and non-drug
treatments, have failed”. They noted conflicting
results in the comparison of midazolam to morphine
based on two studies within the same research
group (Navigante et al 2006).

There is still an urgent need for more studies to find
better ways to relieve this burdensome symptom in
patients with advanced diseases. The studies
comparing the use of oxygen versus room air and
with the use of morphine or hydromorphine were
regarded as of ‘very low’ quality.

The GDG examined 3 studies for breathlessness.
The two examining the effects of oxygen and opiates

highlight that benzodiazepines and opioids are off
license for the management of breathlessness in the
last days of life.

The section you have referenced is part of an
introduction aimed at explaining the rational for the
review question. The lack of an existing evidence
based guideline for this population is one reason
why the evidence review was undertaken.

Thank you for your comment. The Committee agree
that there is a lack of evidence for many of the
pharmacological agents that are currently used for
nausea and vomiting in the care of the dying adult.
Because of this the Committee chose not to make
specific recommendations for which agent to use to
manage nausea and vomiting in conditions other
than bowel obstruction where evidence was
available.

Thank you for your comment. The Committee agree
that the evidence base for agitation, anxiety and
delirium is poor in the last days of life. The
Committee chose to make consensus
recommendations based on their clinical experience

%8 Simon ST, Higginson 1J, Booth S, Harding R, Bausewein C. Benzodiazepines for the relief of breathlessness in advanced malignant and non-malignant diseases in
adults. Cochrane Database of Systematic Reviews 2010, Issue 1. Art. No.: CD007354. DOI: 10.1002/14651858.CD007354.pub?2
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The paucity of information on the management of
breathlessness is striking and in identifying 3 studies
for analysis the GDG had examined 144 articles on
pharmacological interventions. Simon et al had
excluded 74 out of 79 reviews for the Cochrane
Review.

The GDG was therefore right to consider non-
pharmacological management of breathlessness
and to try and identify and treat reversible causes of
breathlessness e.g. pulmonary oedema. Whilst not
recommending the routine use of oxygen for
breathlessness in the absence of hypoxaemia, the
GDG did recommend consideration of an opioid,
benzodiazepine or combination of the two even
though there was no UK marketing authorisation for
this indication whilst recognising that monitoring
“‘would minimise the risks of clinical harm in using
these medications.”

Stakehol | Docu | Pag Line | Comments Developer’s response
der ment | e No No Please insert each new comment in a new row Please respond to each comment
were regarded as being of ‘very low’ quality. In the
third study, the GDG considered that there was Thank you for your comment. The Committee
moderate and low quality evidence to suggest that a | discussed the quality of the various outcomes that
combination of morphine and midazolam was were extracted from clinical trials using the GRADE
beneficial compared to the use of either intervention | system. They combined this information with their
alone. This effect was more apparent at 24 rather own clinical experience and formulated several
than 48 hours. This view was not shared by the consensus recommendations regarding treatment of
P17 Cochrane Reviews. There was no evidence noisy respiratory secretions. A statement has been
6- concerning survival outcomes in any of these added to the ‘Linking evidence to recommendations’
185 studies. section for this review to highlight that the

recommended drugs are off license for the
management of noisy respiratory secretions in the
last days of life.

The Committee acknowledge the importance of non-
pharmacological symptom management and have
made a number of consensus recommendations in
the absence of an evidence review to reflect their
importance. We are unable to provide specific
examples as we have not conducted a specific
evidence review. Further detail can be found in the
‘Linking evidence to recommendations’ sections in
Chapter 9 of the full guideline.
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We are concerned that NICE has not been more
cautious in recommending drugs for unlicensed
indications in the absence of a sound evidence
base. The hallmark of good prescribing is a sound
evidence base. In the absence of such evidence we
would suggest NICE should be more cautious in its

recommendations.
(iii) Nausea and vomiting
P18 The GDG notes that “there is no evidence- based
6- guidance on best practice in the pharmacological
191 management of hausea and vomiting in the last few

days of life and current practice has been
extrapolated from our knowledge of treating these
symptoms at other stages of illness in different
diseases.” (p 176, lines 17-19) Nevertheless, the
GDG reviewed 3 randomised controlled trials which
examined the effects of octreotide and hyoscine
butylbromide. The clinical evidence showed that
octreotide was more clinically effective than
hyoscine butylbromide in 1 study and less clinically
effective in another. Two of the studies were small
and the third had a high attrition rate. Not
surprisingly, the GDG noted that there “was currently
wide national variability in the management of
nausea and vomiting in the last days of life. They
were particularly surprised that a recent national
audit of care for the dying adults in hospitals found
that cyclizine was the most commonly prescribed
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P19

P17

antiemetic given. In the GDG’s opinion this drug had
lower efficacy compared with others, was often
poorly tolerated by people at the end of life, is
incompatible with many other drugs in a syringe
driver and is frequently associated with site reactions
if administered subcutaneously. No evidence was
identified for cyclizine and no recommendations
were make” (p 183).

Perkins and Dorman concluded in their Cochrane
review that “There is not enough evidence to be able
to recommend haloperidol for the treatment of
nausea and vomiting in adult patients suffering from
incurable progressive medical conditions”.

In the Cochrane Reviews, there was no clear
evidence of benefit for levopromazine,*
haloperidol,® or droperidol.** There is a lack of
good quality evidence for the use of anti-emetics and
antipsychotics for nausea and vomiting. We would
emphasise that good practice in prescribing should
be evidence-based wherever possible. We agree
that non-pharmacological methods of treating
nausea and vomiting should be considered (but not

*° panvill E, Dorman S, Perkins P. Levomepromazine for nausea and vomiting in palliative care. Cochrane Database of Systematic Reviews 2013, Issue 4. Art. No.: CD009420. DOI:
10.1002/14651858.CD009420.pub2

30 perkins P, Dorman S. Haloperidol for the treatment of hausea and vomiting in palliative care patients. Cochrane Database 2009.
*' Dorman S, Perkins P. Droperidol for treatment of nausea and vomiting in palliative care patients. Cochrane Database of Systematic Reviews. 2010.
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only in the last few days of life). There should be a
search for reversible causes and drug toxicity and
the use of nasgastric suction considered for bowel
obstruction.

(iv) Agitation and anxiety

A trial of a benzodiazepine (Recommmendation 45)
and an antipsychotic (Recommendation 46) is
suggested.

Despite the widespread advocacy of
benzodiazepines and antipsychotics such as
haloperidol and levomepromazine in the Liverpool
Care Pathway, this is not evidence based and the
review by Candy et al (2012) concluded:

“There remains insufficient evidence to draw a
conclusion about the effectiveness of drug therapy
for symptoms of anxiety in adult palliative care
patients. To date no studies have been found that
meet the inclusion criteria for this review.
Prospective controlled clinical trials are required in
order to establish the benefits and harms of drug
thera&y for the treatment of anxiety in palliative
care”™”.

Hirst and Sloan concluded their review (in 2002) by
stating: “Despite a comprehensive search no

32 Candy B, Jackson KC, Jones |, Tookman A, King M. Drug therapy for symptoms associated with anxiety in adult palliative care patients. Cochrane Database of Systematic Reviews. 2012.
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evidence from randomised controlled trials was
identified. It was not possible to draw any
conclusions regarding the use of benzodiazepines in
palliative care’ .
We agree that possible sources of anxiety and
agitation should be sought e.g. metabolic
disturbance and psychological causes
(Recommendation 45). The evidence base for the
use of benzodiazepines and antipsychotics is poor.
(V) Respiratory tract secretions.
Antisceretory drugs such as glycopyronium and
hyoscine are used for respiratory secretions.
Approximately half of those relatives and friends who
witness it, as well as hospital staff, find the noise of
'death rattle' distressing. Dr Bee Wee and Hellier
(2008) concluded:
“In our original Cochrane review, we concluded that
there was no evidence to show that an intervention,
be it pharmacological or non-pharmacological, was
superior to placebo in the treatment of noisy
breathing. This conclusion has not changed™”.

* Hirst A, Sloan R. Benzodiazepines and related drugs for insomnia in palliative care. Cochrane Database of Systematic Reviews 2002, Issue 4. Art. No.: CD003346. DOI:

10.1002/14651858.CD003346

% Wee B, Hillier R. Interventions for noisy breathing in patients near to death. Cochrane Database of Systematic Reviews 2008, Issue 1. Art. No.: CD005177. DOI:
10.1002/14651858.CD005177.pub2
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Despite the absence of evidence for their efficacy, it
is recommended (recommendation 51, p 17, lines 4-
11) that atropine, glycopyrronium and hysoscine are
considered even though they have no marketing
authorisation for this indication.
We agree that (as per recommendation 50, p 17,
lines 1-3) non-pharmacological measures should be
considered to manage pharyngeal secretions and
that medication should be stopped if it is not helpful
or causing side effects. However, the guidelines do
not specifically mention suctioning, positioning and
physiotherapy.
14. C 15. Thank you for your comment. The Committee
a P22 10.Anticipatory Prescribing recognised the complexities surrounding anticipatory
t 3 prescribing, and recommend using an individualised
h We are seriously concerned at the prospect of approach.
ol anticipatory prescribing, which would appear to allow | Administration of medications prescribed in
ic the introduction of pre-prescribed medication by anticipation by a clinician involved in the dying
M insufficiently senior staff for what others might regard | person’s care should be reviewed before
e as inadequate reasons. It appears to presuppose administration in light of the current symptoms and
di that the senior person in charge of the case may not | treatment efficacy fed back to the lead health care
c be available for a relatively long period of time. As professional as recommended in 1.6.5 and 1.6.6.
al you, yourselves, express it (Long Draft, p 223, | 32ff) | The Committee discussion is captured in the ‘Linking
A the danger is of “injudicious administration and evidence to recommendations’ section for this
S prescription of medication by inexperienced staff, review area. We recognize that this is a balance
S possibly unfamiliar with the person” however careful | between timely administration to avoid distress and
o] the original prescriber have been. the need for a tailored and individualised approach
Ci Anticipatory prescribing must not be allowed to to anticipatory prescribing that avoids a blanket and

National Institute for
Health and Care Excellence
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a substitute for proper ongoing assessment and care repeated approach to prescribing. We hope that our
ti for the patient. We do not accept that anticipatory recommendations build in a process for review
(o] prescribing should be ‘as early as possible’ but before administration in the case of prescribing in
n rather should be limited to the period of 24 or 48 advance of an event and make explicit the need to
( hours before the likely need, and then only when monitor the efficacy of this treatment before
U there is expected to be a serious and significant continuing to administer.
K delay in obtaining the medication (for example in The Committee felt the recommendations encourage
). general practice over a weekend when chemists healthcare professionals to consider the setting and
may be shut). the time it takes to access the drug and felt that
stating “as early as possible” was appropriate. The
group were unable to be any more specific in
regards to timing as there was no evidence to
support this,
As there are uncertainties in this area the Committee
also chose to make a research recommendation.
(see section 10.9 in the full guideline).
Catholic Short | 10 1.5 We recognise that pharmacological interventions Thank you for your comment. The Committee agree
Medical Guidel may be necessary for the alleviation of distressing that it is important to consider the benefits and
Associati | ine symptoms. However, prescribing should be harms of any medication prescribed in the last days
on (UK). evidence based as a matter of good clinical practice | of life, as stated in recommendation 1.5.2 and 1.5.3.
wherever possible. As the GDG and Cochrane The issue of unwanted sedation is discussed in the
reviews demonstrate, the evidence base for many ‘Linking evidence to recommendations’ section of
of the pharmacological interventions currently in use | the pharmacological interventions chapter and
is often lacking with the exception of the use of advice to avoid this is provided in recommendation
opiates for pain control. Nevertheless, opiates, 1.5.9. The Committee felt that additional
benzodiazepines and hyoscine can cause sedation . | recommendations were not needed.
In those who contacted us about the use of these
medicines, it is clear that there is a real concern that
having started them, relatives and friends see their
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loved ones become comatose and die. For those
who are dying the last few days with their love ones
are very precious. Loss of conscious awareness
can deny patients the opportunity to be with friends
and family as when they are dying. We recall the
words of Dame Cicely Saunders that “You matter to
the last moment of your life, and we will do all we
can to help you not only to die peacefully, but also to
live until you die.”
The GDG should consider adding the following
statement:
“Deprivation of consciousness
“While it is often essential that medication is given as
part of appropriate symptom alleviation, care must
be taken to avoid unnecessarily use of drugs which
cause patients to be deprived of their conscious
awareness as they die. Balancing the control of
symptoms with avoiding over-sedation should be a
clear priority. Patients should die peacefully but also
be allowed to live well until they die with those who
are dear to them”.

Catholic | Short | Pp2 | Table | The doses recommended appear to be relevant to Thank you for your comment on the prescribing

Medical | guida | 7-33 | s 1-6 cancer care. We think that risks of oversedation tables. Because of the recognised importance of

Associat | nce and over treatment are likely to be higher in those supporting generalist prescribers in managing

ion (UK). with dementia, severe frailty, low body mass, symptoms in the last days of life, these are now
renal failure , dehydration and other non cancer being further developed separately as an additional
conditions. implementation resource by NICE with support from

members of the guideline Committee. Consequently,
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they have been removed from the guidance. This
Morphine requires additional caution in renal important implementation resource will remain
impairment. We suggest that the doses of targeted at the non-specialist prescriber and will be
medication in supporting documentation for the LCP | made available on the NICE website.
were too high. Those with dementia may be very
sensitive to morphine . . Pace, Treloar and Scott®
recommended starting with 2.5mg of morphine
when pain was uncontrolled, and not the 2.5-5mg
recommended by these guidelines
Table 5 helpfully mentions reduced doses in older
and frail people,
We think that the GDG might consider adding
cautions relating to illnesses such as renal failure
and dementia, as well as age, frailty and low body
mass to all tables in the Short Guidance.
Childhoo | Short |5 22 After ‘and those important to them’ insert ‘including Thank you for your comment. It has been
d children and young people OR recommended that the multiprofessional team seek
Bereave Include new bullet point in list after line 29 further specialist advice if additional support is
ment ‘information about ways of talking to children and needed. For the challenging circumstances
Network young people in the family about what is happening’ | described in your comment, it is also recommended
that the healthcare professionals delivering end of
life care also have access to experienced staff at all
times.

* pace V, treloar A, Scott S. (2012), Dementia, from advanced disease to _bereavement. Oxford Specialist Handbook, Oxford University Press.
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to them is dying. We recognise that this section
cross-references with Guideline CG138 on Patient
experience in adult NHS services: improving the
experience of care for people using adult NHS
services but we are aware that this earlier guidance
does not look at the specific information and support
needs of patients’ children.

Each year in England and Wales, we estimate that
20,400 parents die, leaving dependent children
(CBN, 2015). Many other children and young people
are bereaved of someone else important in their
lives each year.

Children and young people facing the terminal
illness of a parent have elevated levels of
depression and anxiety: the most stressful time for
them seems to be before the death (Seigel et al
1996). Their levels of anxiety are inversely
correlated with the quality of communication in the
family (Beale et al 2004) and with their perception of
the well parent’s general openness (Raveis et al
1999).
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Childhoo | Long 87- In the section on communication, we were Thank you for your comment. The remit and scope
d 107 disappointed not to see a review of the evidence on | of this guideline did not cover this area. This
Bereave the need for — and recommended ways of — guideline focussed on the needs of the dying person
ment supporting families to communicate specifically with | and has not reviewed the evidence around support
Network children and young people when someone important | for carers or those important to the dying person,

including children. Unfortunately care after death
and bereavement are outside the scope of this
guideline and we are unable to comment. We are
aware of guidance currently being produced by the
National Collaborating Centre for Women and
Children’s health. This work is entitled: End of life
care for infants, children and young people and
covers the populations you mention in your
comment. Further details can be found at the
following link:
http://www.nice.org.uk/guidance/indevelopment/qid-

cgwave0730.
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Many children are not told when their parent is dying
(Barnes et al 2000) and even families with open
communication styles can struggle to communicate
specifically about the parent’s illness and impending
death (Siegal et al 1996).

Understandably, parents can struggle to have open
supportive conversations with their children when
they are facing the death of someone close: dealing
with the complexities and disruptions of treatment
and crisis can mean there is little time to talk about
what is happening and to reassure children. There
are emotional barriers to talking too: sometimes
parents are worried about breaking down in front of
their children or don’t want to upset them with
difficult news. The uncertainties of the illness or
trauma can leave parents struggling to give children
clear and consistent information. Young people
themselves talk about their need to be kept
informed, but say they find it difficult to open up
conversations because they don’t know how to, or
because they are worried about upsetting people.

Children and young people have specific information
needs when preparing for the death of someone
important in their lives. These may include
reassurance on very specific concerns such as who
will care for them after the person dies. They also
need careful, age-appropriate explanations of
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specific terms and situations, including conditions,
treatments and prognoses. Adults in the family can
benefit from advice about how to talk to the children,
and information about their children’s reactions
which may be disconcerting. Basic information can
be helpful in itself, and can help parents support
their children more effectively (Kennedy &Lloyd-
Williams, 2009).

Clinical guidelines exist to support healthcare
professionals help parents and carers to
communicate with their children about the illness
and death (Christ, 2000; Winston’s Wish 2001;
Fearnley 2012). A controlled study found that good
quality support from healthcare professionals,
including helping families communicate about the
facts of the illness, treatment and death, reduced
children’s anxiety and improved their perception of
their surviving parent’s competence: outcomes with
long term significance for how children learn to live
with the loss (Christ et al 2005).

‘Everyone was trying to stop telling me things, trying
to hide stuff from me saying ‘it will be better if you
don’t know these things’ but | feel that if they’d have
told me I'd have coped better. Because not knowing
it was like, obviously it wasn’t sudden because it was
cancer but it was quite sudden because | didn’t know
how ill he was because nobody would tell me. Two
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days before he died | went to see him, and before |
went everyone was telling me he was ok. And | went
to see him and he was wired up to every machine
possible and that just made me even more upset to
feel that nobody could trust me to tell me. It felt to
me as if they couldn’t tell me, and | wanted to know.’
Bereaved young person.

‘He was in a big ward...the nurses didn’t talk to me,
they didn’t help, they just walked about with needles
and things. They could have told me what was
happening and said what was going to happen,
instead of just walking past me’. Child bereaved of
her father.
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Childhoo | Long 108 Recommendation 9: After ‘and those important to Thank you for your comment. The Committee

d them’ insert ‘including children and young people OR | consider “those important to the dying person” to
Bereave Include new bullet point in list also include family members such as children and
ment ‘information about ways of talking to children and young people and therefore feel no change is
Network young people in the family about what is happening’ | required.
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Childhoo | Long 134 Recommendation 17: After ‘if any are specified’ Thank you for your comment. The Committee
d insert new bullet point: ‘family and carers’ (including | consider “those important to the dying person” to
Bereave children and young people’s) support needs before also include family members such as children and
ment and after the death’. young people and therefore feel no change is
Network required.

16. As care after death is outside of the scope
we are unable to provide further detail.

Childhoo | Short | 7 26 After ‘if any are specified’ insert new bullet point: Thank you for your comment. As care after death is
d ‘family and carers’ (including children and young outside of the scope we are unable to provide further
Bereave people’s) support needs before and after the death’. | detail.
ment
Network
Short | 18 13-19 | We are encouraged that these guidelines are Thank you for your comment.
Christian designed to help all healthcare professionals who
Action might be involved in the care of a person nearing
Research death in a NHS setting, with a specific focus on non-
& specialists providing a baseline for setting standards
Educatio of care. This is absolutely critical and the guidelines
n (CARE) should ultimately shape the basis of continuous

professional development and training for health and
social care professionals in recognizing and
providing care for terminally ill and dying people. As
we all face the implications of a rapidly ageing
population and the expected rise in numbers of
people dying each year the demand for high quality
and compassionate palliative and end of life care will
only increase. Appropriate training of healthcare staff
is therefore essential if the NICE guidelines are to be
embedded and failure of care is to be avoided.
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Christian | Short | 7 4 Taking steps to identify a named lead healthcare Thank you for your comment. The Committee
Action professional who has responsibility for encouraging consider that the level of detail is appropriate and
Research shared decision- making is welcomed, but it does that local policy or decision making may inform what
& not go far enough. The Neuberger report clearly are the most suitable contact details to provide.
Educatio recommends that every patient who is diagnosed as | Additional detail can be found within the full version
n (CARE) dying should have a clearly identified senior of the guideline in the ‘Linking evidence to

responsible clinician accountable for their care recommendations’ section.

during any ‘out of hours’ period (Independent

Review of the Liverpool Care Pathway 2013: 22).

The Review panel goes on to recommend that the

GMC, the Health and Care Professions Council

(HCPC) and the NMC ensure their professional

standards clearly place the responsibility for such

decisions on the senior responsible clinician, and

that they take steps to emphasize how clinicians will

be held to account against these standards

(Independent Review of the Liverpool Care Pathway

2013:22). The NICE guidelines should reflect this

and whilst multidisciplinary team working may be

promoted, accountability and responsibility must be

placed with the senior responsible clinician.
Christian | Short | 9 13 We disagree with this sentence. Not giving hydration | Thank you for your comment. This recommendation
Action is certain to kill someone if they cannot take refers to clinically assisted hydration, not hydration
Research hydration by mouth. There is also ho mention or as a whole. The Committee have amended the
& reference to nutrition in the NICE document. We wording of the recommendation to state that giving
Educatio note that the Neuberger report addressed the critical | clinically assisted hydration may relieve distressing
n (CARE) provision of both nutrition and hydration and yet the | symptoms or signs related to dehydration, but may

consultation document makes little reference (if at introduce other problems associated with giving

all) to this need. The Neuberger report clearly stated | fluids. Also the Committee wanted to highlight the

National Institute for
Health and Care Excellence
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that failing “to support oral hydration and nutrition lack of evidence around survival and that it is
when still possible and desired should be regarded uncertain whether providing clinically assisted
as professional misconduct” (Independent Review of | hydration will prolong life or the dying process or
the Liverpool Care Pathway 2013: 28). hasten death if it is not given.
Nutrition is beyond the remit and scope of this
guideline.
19- Gener | We applaud the commitment to further research into | Thank you for your comment. As we have made
Christian 22 al better management of delirium and agitation and recommendations in this area, the Committee felt
medical respiratory ‘noises’ so that care can be as evidence- | that these will guide practice sufficiently to ensure
Fellowshi based as possible. Evidence concerning the place that high quality care is offered. Given that there is
p of hydration is conflicting, and there appears to be evidence in this area, although limited, and that
no plan for further research into this area. We there is a recent Cochrane review, the Committee
question why this is excluded from the general wanted to prioritise other areas in which less
commitment to further research and recommend research has been conducted.
including the need for more research into the issue
of hydration in dying patients.
Gen | Gener | CMF welcomes the new guidelines as an attemptto | Thank you for your comment. Our
Christian eral | al improve the care of those who are thought to be recommendations suggest monitoring and
medical dying. The guidelines recognise that it can be very reassessing the patient regularly during the course
Fellowshi difficult, in practice, to determine when a dying of their care and this addresses your concerns. The
p patient is entering the last few days (or weeks) of ‘Linking evidence to recommendations’ section of
life. That uncertainty does not remove the need to chapter 5 provides further detail of the Committee’s
continue to provide care but leads to the recognition | discussion on the uncertainty of certainty that you
that such care will necessarily be inimical to a outline. We recognize that recovery is possible in
programmatic approach. Care for those who may be | many cases and have reflected this in a number of
dying will be relative to the individual circumstances | our recommendations in addition.
of each case, and liable to constant adjustment in
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the light of ongoing review, including the possible

need to revise the diagnosis of dying. Virtuous good

sense must be the defining characteristic of such

care, not slavish adherence to protocols. We

welcome the guideline’s commitment to research

ways of reducing the impact on clinical care of the

uncertainty surrounding the diagnosis of dying. At

some points in the guidance, this uncertainty is well

described, but at other points the language used

fails to convey this uncertainty. We suggest that

whenever the diagnosis of dying is described or

implied, the ‘uncertainty of certainty’ be clearly

admitted.

Gen | Gener | CMF welcomes the draft guidelines, the emphasis Thank you for your comment. We do not believe

Christian eral | al on evidence-based care, and the commitment to that we are describing a pathway or care plan in this
medical ongoing research. However, we believe that, in their | guideline. We feel that we have always placed an
Fellowshi present form they will lead to the same ‘pathway’ emphasis on individualizing care for the dying adult.
p mentality, in practice, as was discredited in LCP.
Christian 3-4 Gener | The list given of signs or changes that might suggest | Thank you for your comment. The Committee
medical al a patient is entering that final stage of care might be | purposefully drafted recommendations that advocate
Fellowshi helpful, but will tend towards the notion of care an individualised approach to assessment and
p during this final phase of life as a ‘pathway’. The management and care avoiding the suggestion of a

appearance of such signs or changes will be ‘tick box, pathway’ approach as you have outlined.

interpreted as the first step along this pathway We believe that we have been clear enough in this

leading to the implication that a protocol should now | respect and do not wish to make any further

be followed. This was one of the criticisms of the additions to the recommendations.

Liverpool Care Pathway (LCP), and it is difficult to After careful consideration the Committee have
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see how the present guidelines will avoid generating | rewritten this recommendation and separated out
the same, heavily-criticised mind-set. ‘ Less the list into signs, symptoms and functional
pathway, more care’ was the title of Baroness observations to provide clarity. Further detail has
Neuberger’s report, and we would suggest that been added to the ‘Linking evidence to
greater emphasis is given in the guidelines to the recommendations’ section of the full guideline.
recognition that such signs and changes can come
and go again, and do not necessarily imply the final | We have also emphasized the importance of clinical
stages of life the first time they appear. It is essential | judgement in the NICE version of the guideline in
that the new guidelines do not lend themselves to section 1.1 and made a separate recommendation
being interpreted as another pathway — on seeking expert advice.
compassionate care and kindness requires built-in
flexibility, in the mind-sets of carers as well as in the
guidelines themselves.
Christian 5 26-27 | No explicit mention is made of the patient's spiritual Thank you for your comment. We agree and have
medical needs in this section about communication. The added in “any cultural, religious, social or spiritual
Fellowshi GMC guidance states that discussion with patients needs or preferences that should be considered” in
p who are dying should cover “the patient’s needs for recommendation 1.2.1
religious, spiritual or other personal support”. We
recommend that those who enjoy positions of trust, As the focus of this guideline is care of the dying
spiritual care and guidance in patients' lives, as well | adult, we are unable to recommend providing
as those employed as hospital/hospice chaplains, be | spiritual support to those important to the dying
seen as part of the multiprofessional team. Quite person.
often such a person will be the most appropriate
person to explain prognosis and treatment options,
and provide opportunity for the dying person to talk
about their fears and anxieties, or prepare them for
death. We would like to see specific reference made
in the guidelines to the particular role such 'ministers'
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reference to supporting oral nutrition or to
assessing the need for clinically assisted
nutrition. Both the Review of the LCP and
GMC guidance on Treatment and Care
towards the end of life make clear that
nutritional need must be assessed. Unless the
NICE guideline specifically requires the
assessment of nutritional needs, it is likely that
reduced oral intake will be interpreted as a
sign of dying, whereas it may be the result of
nothing other than a sore mouth or ill-fitting
dentures.

b. Clearly, it is essential to distinguish those who
are dying of dehydration from those who are
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can fill, encouraging clinical staff to welcome and
value their contribution. It should be recognised also
that some healthcare professionals, especially those
who have a personal faith, may well be competent to
provide such spiritual support themselves.
We also recommend that family members and
carers be specifically offered or invited to have
access to that sort of spiritual support.
Christian 9 Gener a. Dehydration was a central concern of Thank you for your comment.
medical al Baroness Neuberger’s report, and was a a. Nutrition is beyond the remit and scope of
Fellowshi recurring criticism of the LCP as implemented. | this guideline. The scope of the guideline was
p The NICE guidelines fail to make any subject to a public consultation process in 2014.

Given time and resource constraints, this topic was
not prioritised for this guideline as other review
areas were considered more likely, during scope
development, to have a wider impact on clinical
practice.

b. Our recommendations are aimed at
maintaining hydration at the end of life and we have
not reviewed specific evidence on those dying of
dehydration.

The Committee did not want to endorse clinically
assisted hydration for all patients and recommend
that this should be based on risk versus benefit, the
person’s preference and other factors listed in
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dying and who may experience no sense of recommendation 2.4.7.
thirst. The guidelines recognise the limited
nature of the current evidence base for We agree that sedation should not be used if
assisted hydration but fail to propose further hydration would treat the person’s agitation. We
research in this area. In general, the guidelines | cannot give guidance on assessing hydration as this
appear to ‘lean away’ from hydration unless has not been prioritised for review.
distressing symptoms or signs of dehydration,
such as delirium, are clearly present. Even in Recommendation 1.4.4 (2.4.4) has now been
that situation, it is more likely that sedation, not | amended to state “assess hydration status”.
hydration, would be given to manage the Further details on monitoring hydration status are
delirium. We suggest that the guideline should | given in the ‘Linking evidence to recommendations’
lay greater emphasis upon the need for section in 8.6 of the full guideline.
ongoing assessment of hydration. Monitoring
urinary output is not mentioned but would be
simple to do and would help avoid the need for
monitoring frequent blood tests of renal
function.
Christian 16 27-28 | The guidelines call for daily monitoring and Thank you for your comment. The Committee intend
medical assessment of side-effects by the lead healthcare this recommendation to apply to all settings,
Fellowshi professional. In care home or patient's home including the community. We do not state that the
p settings, it is very unlikely that daily visits by doctors | lead healthcare professional does the monitoring.
will routinely happen, but in the final days of a dying | We disagree that clinicians cannot delegate this
person’s life changes must be monitored by responsibility and consider this could be a nurse,
someone able to interpret those changes accurately | especially in the community.
and prescribe accordingly. Doctors cannot delegate
that responsibility to others and the NICE guidelines,
we suggest, should address this issue as it applies
not only in hospitals but in primary care settings.
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same inherent weakness. When physicians write up
sedatives and narcotics ahead of time, but are not
called or present to confirm the appropriateness of
their use at a particular moment, then the
responsibility for decision-making falls to someone
very junior. The fact that these medications have
been written up in advance is too often interpreted
as reason enough to use them, rather than making a
careful assessment of the patient’s needs at the
time. What is intended as permission-giving can be
interpreted as pathway protocol.

We recognise that guidance has to apply across a
range of care settings and that in some of those
settings a doctor is not immediately available to
assess and prescribe. Not to have medication
prescribed in anticipation could, in these settings,
lead to a delay in providing symptom relief. Where
assessment would be quickly available, the practice
of anticipatory prescribing should be discouraged to
minimise the risk of overtreatment. Where there is
no feasible alternative to anticipatory prescribing,
assessment of patient needs by the most senior
available care staff, and investment in training at all
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Christian 16 Gener | Our primary concern with this guidance lies in the Thank you for your comment. The Committee
medical al area of anticipatory prescribing. This was another recognised the complexities surrounding anticipatory
Fellowshi heavily criticised aspect of LCP, and we are prescribing, but do recommend that anticipatory
p concerned that the new NICE guidelines carry the prescribing be individualised for patients.

Administration of medications prescribed in
anticipation by a clinician involved in the dying
person’s care should be reviewed before
administration in light of the current symptoms and
treatment efficacy fed back to the lead health care
professional as recommended in 1.6.5 and 1.6.6.
The Committee discussion is captured in the ‘Linking
evidence to recommendations’ section for this
review area. We recognize that this is a balance
between timely administration to avoid distress and
the need for a tailored and individualised approach
to anticipatory prescribing that avoids a blanket and
repeated approach to prescribing. We hope that our
recommendations build in a process for review
before administration in the case of prescribing in
advance of an event and make explicit the need to
monitor the efficacy of this treatment before
continuing to administer. The Committee hope that
this will avoid the situation that you have described.

The Committee chose to make a research
recommendation surrounding anticipatory
prescribing. A cost effectiveness evaluation would
include also the risk of overtreatment and under
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We are disappointed that one page 150 of the NICE
draft guideline, it says:

“Death is unlikely to be hastened by not having
clinically assisted hydration”.

This is palpably untrue. If someone is unable to
drink, not giving hydration will kill them.

We are also astonished that there is no mention of
nutrition that we can see in the draft guideline.

We wish to remind NICE of the independent review
on the LCP carried out by Baroness Neuberger and
her highly critical report in 2012. It was particularly
critical of the withdrawal of nutrition and

hydration. Lady Neuberger said “the default course
of action should be that patients be supported with
hydration and nutrition unless there is a strong
reason not to do so”.
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levels, would help ameliorate the risks of treatment. It is hoped that patient and carer
inappropriate use of pre-prescribed medication. symptom ratings, and quality of life scales will
provide information on under or over treatment if this

In regard to anticipatory prescribing, the NICE piece of research is undertaken.
guidance suggests future research on cost
effectiveness but research also needs to focus on
the dangers of overtreatment or undertreatment and
how these could be offset.

Christian | Full Gen We were highly critical of the Liverpool Care Thank you for your comment.

Voice eral Pathway (LCP), and remain critical of any 'pathway"'

The Committee have amended the wording of the
recommendation to state that giving clinically
assisted hydration may relieve distressing symptoms
or signs related to dehydration, but may introduce
other problems associated with giving fluids. Also
the Committee wanted to highlight the lack of
evidence around survival and that it is uncertain
whether providing clinically assisted hydration will
prolong life or the dying process or hasten death if it
is not given. The order of the recommendations
reflects the Committee’s decision that the dying
person should be supported to drink by oral means
first if they wish and are able to before clinically
assisted hydration is considered.

Further detail is given in the full version of the
guideline under ‘Linking evidence to
recommendations’.
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That must be reflected in the NICE guidance if the Nutrition is beyond the remit and scope of this
public are to have any confidence in it. guideline.

In too many reported cases, elderly patients were
sedated, starved and dehydrated to death under the

LCP. Relatives reported being told in a matter-of- The Committee have drafted these

fact way that their relative was dying when they recommendations to provide an individualized
weren't at all. You will be aware, or should be, of the | approach to caring for the dying person and have
personal testimony of Fiona Bruce MP about how avoided a pathway approach.

her own father was treated. She was told he was Please see the chapter on recognizing dying which
dying, she moved him to a nursing home, and he has a strong emphasis on assessing whether the
recovered. person is deteriorating or in fact improving.

So we are also concerned that there is still a
‘pathway' element to the NICE draft guidance. The The title of the guideline reflects the referral from

whole idea of a ‘pathway’ leads one to question its NHS England. Whilst acknowledging that people
destination. may recover, it is also important to focus clearly on
The object of the exercise must not be to 'free up the clinical care required by those who are

beds'. Hospitals should be obliged under any NICE | recognized to be dying.
guidelines to give nutrition and hydration adequate
for patients’ physiological needs at all times and
regardless of prognosis.

There appears to be no structure in the draft
guidance for a clinical decision on whether or not a
patient is actually dying. Such a decision should be
led by evidence, if there is no evidence, then the
patient should be cared for as if recovery were
expected.

We also believe the guidance should specify that a
consultant doctor, not a nurse, should make every
decision, in consultation with relatives, about
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treatment for vulnerable or elderly patients.
So finally, we question the very title of the draft
guidance: 'Care of the Dying Adult'. Is this a 'dying
adult' or simply a 'very ill adult'? Unless there is
clear clinical evidence that someone is actually
dying, such an expression should never be used. It
risks making the outcome follow a hospital
manager's desire and is quite out of place in modern
care.
We repeat that the public must have confidence in
the medical profession. The LCP did much to
destroy such trust. NICE has an opportunity to put
matters right. It is an opportunity which we hope and
pray is seized with enthusiasm.

Church of | Full 11 25 Add: ‘....or urgently seeking spiritual support’ Thank you for your comment. This list reflects the
England: evidence identified in the review. The Committee
Mission recognise that there are many other signs and
and symptoms that could go in this list and the ones
Public given are examples only.

Affairs We do not feel it necessary to add this issue in our
Division list.

Church of | Full 11 10 The recommendation ought to read ‘review and Thank you for your comment. We have made our
England: gather information....’as it is important that prior recommendations in order so that information is
Mission information, particularly with regard to the spiritual, gathered, the person assessed and then the

and social and psychological needs of a patient are fully | individual reviewed.

Public taken into account.

Affairs

Division
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Church | Full 1 1 24 hours is a long time in the care of a dying Thank you for your comment. The recommendation

of 2 person. We are concerned that a limit of ‘at least | states ‘at least every 24 hours’ and does not

Englan 24 hours’ might, in practice, become a target preclude more frequent monitoring.

d: and recommend that the time interval is

Mission shortened.

and

Public

Affairs

Division
Church of | Full 12 13 After ‘establish’ add ‘and review’. Patient wishes Thank you for your comment. Detail on reviewing
England: might change in the course of their final days; it is communication needs and recording these has been
Mission important that their communication needs are kept added to the ‘Linking evidence to recommendations’
and up to date. section of the full guideline (please see section 6.6).
Public
Affairs
Division
Church of | Full 12 42 It is important to check that patients continue to Thank you for your comment. We agree. We feel
England: agree with any stipulations they might have made in | that a number of our recommendations identify the
Mission an Advanced Care Plan; a sentence ought to be need to review the dying person’s wishes in the last
and added to this effect. days of life particularly recommendation 19 (please
Public see section 2.3.7).
Affairs
Division
Church of | Full 14 18 ‘Preferably daily’ is too imprecise a term when Thank you for your comment. The Committee have
England: reviewing the possible need for assisted hydration. given their minimum requirement here and it does
Mission This guideline could lead to a patient in need of not preclude more frequent reviews.
and assisted hydration not having their needs met for a
Public considerable period of time.
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Affairs
Division
Church of | Full 14 21 ‘Risks and benefits’; please see point 6. Thank you for your comment. Further detail of risks
England: and benefits are in the ‘Linking evidence to
Mission recommendations’ section of the full guideline.
and
Public
Affairs
Division
Church of | Full 14 28&30 | ‘Unlikely’ is much too imprecise a term to use. How Thank you for your comment. The Committee
England: unlikely is ‘unlikely’? wanted to highlight the lack of evidence around
Mission survival and have amended “unlikely” to state that it
and is “uncertain” whether providing clinically assisted
Public hydration will prolong life or the dying process or
Affairs hasten death if it is not given
Division
Church of | Full 14 44 ‘At least once a day’; please see points 3 and 7. Thank you for your comment. The Committee have
England: given their minimum requirement here and it does
Mission not preclude more frequent reviews.
and
Public
Affairs
Division
Church of | Full 14 8 ‘Risks and benefits’ ought to read ‘benefits and Thank you for your comment. The Committee
England: risks’; it is important to begin with potential positives | believe this is clear as stated.
Mission rather than potential negatives (as p17, lines
and 33&35).
Public
Affairs
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Division
Church of | Full 15 5 Omit ‘possible’. Thank you for your comment. We have carefully
England: considered the recommendation and feel that no
Mission change is required.
and
Public
Affairs
Division
Church of | Full 15 9&10 | ‘Risks and benefits’; please see point 6. Thank you for your comment. Further detail of risks
England: and benefits are in the ‘Linking evidence to
Mission recommendations’ statement in section 8.6 of the full
and guideline.
Public
Affairs
Division
Church of | Full 18 18 ‘At least daily’; please see point 3 Thank you for your comment. The Committee
England: considered, in the absence of an evidence review,
Mission that at least daily was appropriate. This does not
and preclude more frequent monitoring.
Public
Affairs
Division

Full gene | gener | At 266 pages, we have concerns that the length of Thank you for your comment and for participating in

Cicely ral al this NICE guidance makes it unimplementable in the consultation process. Please see the NICE
Saunders practice. A shorter document is likely to be more guideline for a summary of the recommendations.
Institute, effective.
King's
College
London
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Full 21 21 Typo 23 92%’ Thank you for your comment. This has been
Cicely amended.
Saunders
Institute,
King’s
College
London
Full 20 12 Typo ‘dos’ Thank you for your comment. This has been
Cicely amended.
Saunders
Institute,
King’s
College
London
Full 22 1 The NICE guidance is described as providing an Thank you for your comment. It is not NICE process
Cicely ‘evidence based set of recommendations’. Given the | to distinguish the levels of evidence behind
Saunders often weak / lack of evidence found through the recommendations. The full guideline provides details
Institute, review process, we are concerned that readers may | of the levels of evidence you allude to. The
King's assume that there is an evidence base which is not | recommendations are drafted in light of the
College present. We recommend that the specific level of evidence reviewed and are structured according to
London evidence should be presented with each the principles outlined in section 4.4 of the full
recommendation. guideline and in light of the NICE guidelines manual,
section 9.2
http://www.nice.org.uk/article/pmg20/chapter/1%20I
ntroduction%20and%20overview. Some of our
recommendations are made with more certainty than
others. We have worded our recommendations to
reflect this. We have used 'consider' to reflect a
recommendation for which the evidence of benefit is
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less certain.
Full 34 11 Under Guideline Population it states ‘studies that Thank you for your comment. The clinical focus is
Cicely include groups of people described as dying within a | the care provided in the last two to three days of life.
Saunders timeframe of longer than one month were excluded.” | Section 4.2.4.1 defines the guideline population in
Institute, We are concerned that this has resulted in exclusion | this way. When considering the evidence, the
King’s of many potentially relevant studies where patient Committee also agreed a number of parameters to
College prognosis was >4 weeks. Evidence from patients guide the protocols developed and therefore the
London with 6 months left to live is better than no evidence types of studies included and the data retrieved. For
at all. We recommend the inclusion criteria be example, studies that captured data within 14 days
broadened, for example to patients in the last year of | of death would be considered directly applicable.
life. Recognizing that prognosis may be uncertain at the
end of life , the Committee felt that it would be
appropriate to consider evidence up to 30 days as
indirect evidence .
Full gene We welcome the focus on future research, but we Thank you for your comment. The process for
Cicely ral have concerns about the process leading to these formulating research recommendations is outlined in
Saunders recommendations. How do these recommendations | section 9.5 of the NICE guidelines manual which can
Institute, fit in with the recent James Lind Priority Setting be found at the following link:
King’s Partnership, and which research recommendations http://www.nice.org.uk/article/pmg20/chapter/1%20I
College should be prioritised? ntroduction%20and%?20overview. Further detail is
London We recommend greater clarity is included on the also provided in section 4.4.1 of the full guideline.
methods of selecting these research priorities. The Committee have prioritized four
recommendations for further research further to their
review of the evidence. These are linked to
recognizing dying, agitation and delirium and noisy
respiratory secretions. Full discussion is provided in
Appendix O.
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Full gene | gener | There is no mention of discussion of CPR. We The guideline has not been able to address all
Cicely ral al recommend that this is included. issues relevant to the care of the dying adult. This
Saunders issue is beyond the remit and scope of this
Institute, guideline.
King’s
College
London
Cicely Full 12 5 The guideline advises ‘seek advice from colleagues | Thank you for your comment. Further detail is
Saunde with more experience of providing end of life care provided in the full guideline ‘Linking evidence to
rs if...”. We recommend a clear indication of which recommendations section’. Colleagues with more
Institute colleagues should be consulted (for example experience may be specialist palliative care teams,
, King’s specialist palliative care teams) should be provided, but may also be other specialties such as
College taking into account different settings (community, cardiologists or renal physicians or non-specialists
London hospital etc). with significant experience with providing care at the
end of life such as GPs.
Cicely Full gene | gener | Throughout, there is no mention of the issue of Thank you for your comment. The committee agrees
Saunders ral al whether patients have capacity for making decisions, | that mental capacity at end of life is an important
Institute, or explicit mention of the Mental Capacity Act. issue when considering the ability to communicate
King's and participate in decision-making. Further
College discussion is already provided in the ‘Linking
London evidence to recommendations’ section of the
relevant chapters in the full guideline on these
issues and we have made further additions to the
guideline to provide clarity and to direct
professionals to additional guidance in this
area. Additionally, the social care team at NICE is
currently developing a guideline entitled: Supporting
decision making for people with limited mental

National Institute for
Health and Care Excellence
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capacity, details on this guideline are available
at: www.nice.org.uk/guidance/indevelopment/gid-
ng10009
Cicely Full 153 | 7 Typo ‘putingt’ Thank you for your comment. This has been
Saunders amended.
Institute,
King’s
College
London
Cicely Full 172 | 10 To illustrate our comment above (4): The Cochrane Thank you for your comment. The Cochrane review
Saunders review by Simon et al (2010) of benzodiazepines in on benzodiazepines for the relief of breathlessness
Institute, patients with breathlessness due to advanced in advanced malignant and non-malignhant diseases
King's disease has not been included in this guidance. The | was reviewed for inclusion in this review. However
College reason stated is ‘not guideline condition’ — since the | owing to the population used for the Cochrane
London patients had ‘advanced disease’ rather than <4 systematic review being wider and including patients
weeks to live. outside of the last days of life, this was not included
in the systematic review for this guideline.
Cicely Full 177 | 6 Currow et al (2015) RCT of octreotide in malignant Thank you for your comment. The Currow et al 2015
Saunders bowel obstruction is not included, and reason for this | paper mentioned was not included in the evidence
Institute, is unclear (not listed under ‘excluded studies’ in review as it was published after our search strategy
King’s appendix) cut-off date. The technical team have reviewed the
College paper, and as its population is not in the last days of
London life, the study would have been excluded from this
evidence review.
Cicely Full 156 | 18 Fatigue is not listed in the common symptoms in the | Thank you for your comment. This was not
Saunders last days of life, or considered in this guidance. identified at the scoping stage as a priority for the
Institute, Given the high prevalence of fatigue in the dying, we | guideline and is a symptom of other issues. Fatigue
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King's propose this should be included. is discussed in the section on recognising dying and
College included in the evidence review in chapter 5.
London
Cicely Full 164 |1 This part of the guidance searched for ‘studies that Thank you for your comment. The Committee
Saunders addressed pharmacological management of acknowledge the importance of such approaches
Institute, breathlessness in the last days of a person’s life’. and have made a number of consensus
King's We recommend that non-pharmacological recommendations in the absence of an evidence
College interventions are included in the search, especially review to reflect their importance. Further detail can
London since these are subsequently included in the be found in the ‘Linking evidence to
recommendations. recommendations’ sections in Chapter 9 of the full
guideline.
Full gene | gener | Throughout the guidance there is no mention of the Thank you. Additional detail has been added to the
Cicely ral al consideration of renal impairment, in particular how guideline about those with renal impairment.
Saunder renal impairment should influence prescribing. At the | Thank you for your comment on the prescribing
S very least this should be highlighted, with advice to tables. Because of the recognised importance of
Institute, consider both reduction in dose and increased dose | supporting generalist prescribers in managing
King’'s interval for drugs that are predominantly renally symptoms in the last days of life, these are now
College cleared. being further developed separately as an additional
London In addition we recommend that special mention of implementation resource by NICE with support from
assessment of people with dementia be made. members of the guideline Committee. Consequently,
they have been removed from the guidance. This
important implementation resource will remain
targeted at the non-specialist prescriber and will be
made available on the NICE website.
Full 217 | Table | We have concerns about this table for prescribing. Thank you for your comment on the prescribing
Cicely 1 1. The structure of the table does not give an tables. Because of the recognised importance of
Saunder option of people who are taking analgesics supporting generalist prescribers in managing

National Institute for
Health and Care Excellence
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S but unable to continue these (eg due to symptoms in the last days of life, these are now
Institute, reduced oral intake), which we recommend being further developed separately as an additional
King’s is added for clarity. implementation resource by NICE with support from
College 2. The table instructs patient’s opioid should be | members of the guideline Committee. Consequently,
London increased to the ‘maximum dose’ — with no they have been removed from the guidance. This
indication of what this maximum dose is. important implementation resource will remain
This is unworkable and potentially targeted at the non-specialist prescriber and will be
dangerous. made available on the NICE website.
3. Regular IV paracetamol for people with days
to live is unusual, and would necessitate
admission to a hospital / hospice.
4. We recommend that it is made clear that
drugs and doses may need to be modified in
renal failure
5. We recommend addition of information on
how to convert oral to s/c opioid doses.
Full 218 | Table | We have concerns about this table for prescribing. Thank you for your comment on the prescribing
Cicely 2 1. Reference to a ‘maximum dose’ of tables. Because of the recognised importance of
Saunder benzodiazepine is made, which is unclear. supporting generalist prescribers in managing
S 2. The recommendations on drugs / doses / symptoms in the last days of life, these are now
Institute, routes include high doses, which may be being further developed separately as an additional
King’s unsafe for some patients. The table implementation resource by NICE with support from
College suggests up to 60 mg / day midazolam (5 members of the guideline Committee. Consequently,
London mg 2 hourly) for breathlessness before the they have been removed from the guidance. This
need for specialist palliative care team important implementation resource will remain
advice. This is not evidence based, and itis | targeted at the non-specialist prescriber and will be
not safe and may encourage inappropriate made available on the NICE website.
doses being used.
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Full 219 | Table | Typo ‘2.5 —5 up to mg 12 hourly’ Thank you for your comment on the prescribing
Cicely 3 Typo ‘or’ needed between haloperidol and tables. Because of the recognised importance of
Saunder metoclopramide supporting generalist prescribers in managing
S We would not recommend PRN s/c cyclizine, which symptoms in the last days of life, these are now
Institute, can be a painful injection. being further developed separately as an additional
King’s implementation resource by NICE with support from
College members of the guideline Committee. Consequently,
London they have been removed from the guidance. This
important implementation resource will remain
targeted at the non-specialist prescriber and will be
made available on the NICE website.
Full 220 | Table | We have concerns about this table for prescribing. Thank you for your comment on the prescribing
Cicely 4 1. Reference to a ‘maximum dose’ of tables. Because of the recognised importance of
Saunder benzodiazepine is made, which is unclear. supporting generalist prescribers in managing
S 2. The recommendations on drugs / doses / routes symptoms in the last days of life, these are now
Institute, include high doses, which may be unsafe for some being further developed separately as an additional
King’s patients (see comment 13) implementation resource by NICE with support from
College members of the guideline Committee. Consequently,
London they have been removed from the guidance. This
important implementation resource will remain
targeted at the non-specialist prescriber and will be
made available on the NICE website.
Cochrane | Short | 12 14-17 | We are concerned that this implies easy choice of Thank you for your comment. An evidence review
Pain, and access to ‘validated’ behavioural pain was not conducted on the use of pain assessment
Palliative | Draft assessment. The various tools are poor to moderate | tools in the last few days of life, however the
and guideli quality and hardly ‘validated’. Use of a poor quality Committee chose to make a recommendation about
Supportiv | ne tool is unhelpful, possibly harmful. It would be more their use based on their own clinical experience. The
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e Care helpful to suggest one of the better ones, or to Committee were particularly concerned that pain
Review recommend observation of facial expression may be undertreated in a dying person who cannot
Group (‘grimacing’), or even to try analgesia in the case of effectively verbally communicate and that other
unexplained behavioural change or distress to see if | signs and symptoms that may be a sign of pain, may
it returns to(wards) normal. be treated inappropriately with sedatives rather than
analgesics. Further detail has been added to the
‘Linking evidence to recommendations’ section of
this chapter in the full guideline (please see section
9.5)
Cochrane | Full 160 | 17 Recommendation 9.5 says much the same as the Thank you, assessment of pain was not prioritised
Pain, guideli draft guideline, so the same concerns apply. as part of the scope.
Palliative | nes Reference is made on p161 to the NICE dementia
and guidelines but they are no more specific about what
Supportiv should be used to assess pain in the presence of
e Care cognitive impairment than the recommendation itself,
Review so it is redundant.
Group
COLLEG Overall, | was quite stunned by the size of the Thank you for your comment. Spiritual care was
E OF Guideline. | am glad that there is a short version. beyond the remit and scope of the guideline. The
HEALTH However, it is all-encompassing and the group who Committee chose to co-opt a spiritual advisor to
CARE have formulated the document are to be consider the spiritual needs of the dying person
CHAPLAI commended on their work. | do think, though, that as | when considered against the topics that were
NS the document rightly concentrates on the physical included in the scope.
aspects of dying, it is a pity that there is not a wider
consideration of the place of spiritual care for these
patients and those who are important to them. As a
nursing colleague in the acute hospital frequently
said to me: “You are of far more use at this time than
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we are.”
COLLEG | Short 9 10-12 | After speaking with clinical colleagues, | would like to | Thank you for your comment. We agree that both
E OF suggest that the dying person and to them are also | the harms and benefits of clinically assisted
HEALTH advised that giving clinically assisted hydration may | hydration should be discussed with the dying person
CARE also cause problems, e.g. pooling. | do not think itis | and those important to them, as stated in
CHAPLAI ethical to only advise of the positives when there is recommendation 2.4.5. Also, recommendation 2.4.9
NS also possibly a negative. Without having full advises clinicians to reduce or to stop in the event of
information, an informed decision cannot be given. harm. Further detail has been added to the ‘Linking
evidence to recommendations’ statement in section
8.6 of the full guideline.
COLLEG | Short 12 19 As this document will largely be used by non- Thank you. The Committee acknowledge the
E OF specialists, would it be possible to give examples of | importance of hon-pharmacological symptom
HEALTH non-pharmacological management of management and have made a number of
CARE breathlessness? e.g. putting on a fan; opening consensus recommendations in the absence of an
CHAPLAI windows etc. evidence review to reflect their importance. We are
NS unable to provide specific examples as we have not
conducted a specific evidence review. Further detail
can be found in the ‘Linking evidence to
recommendations’ sections in Chapter 9 of the full
guideline.
COLLEG | Short 12 5-17 | In this section on pain, there is no mention of the Thank you for your comment. We believe our
E OF concept of Total Pain i.e. that although pain may recommendations that support shared decision
HEALTH manifest itself as physical, there may be a spiritual making (particularly 1.3.2) will support this aspect of
CARE cause. When a patient is on massive amounts of pain management if identified.
CHAPLAI medication and the physical pain is not reducing,
NS then one must think “outside the box”. | can give you
several examples of situations where patients have
been in physical pain and it is only when the
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underlying cause has been addressed by a chaplain,
that this has reduced; in each case the amount of
pain medication has been significantly reduced. See
my unpublished dissertation from my MA in
Healthcare Chaplaincy, held at the University of
Leeds: “The role of the chaplain in the
multidisciplinary palliative care team” 2004. See
also: Kuhl, D. (2003) What Dying Patients Want.
COLLEG | Short 13 17 As this document will largely be used by non- Thank you. The Committee acknowledge the
E OF specialists, would it be possible to give examples of | importance of non-pharmacological symptom
HEALTH non-pharmacological methods for treating nausea management and have made a number of
CARE and vomiting? e.g. sipping peppermint tea, making consensus recommendations in the absence of an
CHAPLAI sure patient is not near food preparation areas etc. evidence review to reflect their importance. We are
NS unable to provide specific examples as we have not
conducted a specific evidence review. Further detail
can be found in the ‘Linking evidence to
recommendations’ sections in Chapter 9 of the full
guideline.
COLLEG | Short 14 8-12 | In my experience, agitation in isolation may also be Thank you for your comment.
E OF caused by spiritual distress. If the patient is
HEALTH conscious, they may be helped by speaking with
CARE someone experienced in these matters, e.g. a
CHAPLAI chaplain. In an unconscious patient, | have found the
NS playing of quiet music, of the genre normally enjoyed
by the patient, to be of immense help. As in no. 2
above, when a patient is on the maximum amount of
medication and is still agitated, one must think
“outside the box”. | have experienced patients who
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are unconscious and very near to death, and who
are extremely agitated, become calm within 30
minutes and die peacefully 2 hours later, when
music was played. | saw it yesterday in the hospice
where | work, with a lady who has been very
agitated, who is noticeably more relaxed now the
music she enjoys is playing quietly in the
background.
COLLE Short 26 6-7 Would it be possible to add to this section a round- Thank you for your comment on the prescribing
GE OF up of the examples given elsewhere in the tables. Because of the recognised importance of
HEALTH document, as a reminder of the non-pharmacological | supporting generalist prescribers in managing
CARE suggestions of interventions? symptoms in the last days of life, these are now
CHAPL being further developed separately as an additional
AINS implementation resource by NICE with support from
members of the guideline Committee. Consequently,
they have been removed from the guidance. This
important implementation resource will remain
targeted at the non-specialist prescriber and will be
made available on the NICE website.
Compass | Short | 1.1.1 We support the aims of the NICE guidance to ensure | Thank you for your comment, we would agree that it
ion in that a person’s goals and wishes are listened to; is important, where possible to have discussions as
Dying however it is vital to acknowledge the importance of | early as possible about end of life support.
having end-of-life support and treatment discussions
before the last days of life. This was recently This guideline focusses on the clinical care of the
mirrored by Claire Henry (National Council for dying adult in the last 2- 3 days of life. We make
Palliative Care) who emphasised the importance of clear reference to the importance of shared
conversations needing to start much earlier on - decision-making (where appropriate and possible)
before people become ill and documentation in a number of our
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(http://www.bbc.co.uk/news/health-33701339). recommendations.
Compassion in Dying believe that everyone should
have the opportunity to create an end-of-life care
plan setting out their needs and wishes for the end
of life, and should have access to good advice
services to inform their choices. We provide free
information and support to people to plan ahead for
their future medical care and treatment. We believe
that Advance Decisions should be recorded in a
central national health register so that health
professionals can take them into account in
treatment, and that health and social care
professionals should have access to training on end-
of-life issues. Care professionals should be
supported to help people to record their wishes.
Compass | Long 7.1 34 a) Itis important to note that ‘enduring power of | a)Thank you for your comment. This has been
ion in attorney’ only relates to a person being able amended in the guideline. Further discussion is
Dying to make decisions on behalf of another already provided in the ‘Linking evidence to
about their property or financial affairs. The recommendations’ section of the relevant
relevant document in the context of end of chapters in the full guideline on these issues. We
life care would be the Lasting Power of have also made further additions to the guideline
Attorney for Health and Welfare. In this to provide clarity and to direct professionals to
document it is possible for someone (‘the additional guidance in this area.
donor’) to appoint another person (‘the b)The Committee agrees that shared decision
attorney’) to make decisions about their making are relevant in all circumstances
health and personal welfare on their behalf regardless of the dying person’s capacity.
should they lose mental capacity to make c) Service Delivery, including training, is not

Comments received in the course of consultations carried out by NICE are published in the interests of openness and transparency, and to promote understanding of how
recommendations are developed. The comments are published as a record of the submissions that NICE has received, and are not endorsed by NICE, its officers or

advisory committees

198 of 897


http://www.bbc.co.uk/news/health-33701339

N I c E National Institute for
Health and Care Excellence

Care of the Dying Adult
Consultation on draft guideline - Stakeholder comments table
29/07/2015—9/09/2015

Comments forms with attachments such as research articles, letters or leaflets cannot be accepted.

Stakehol | Docu | Pag Line | Comments Developer’s response

der ment | e No No Please insert each new comment in a new row Please respond to each comment
these decisions for themselves. Within this included in the remit of this guideline. NICE is
document it is possible for the attorney to be producing palliative care service delivery
given the authority to make decisions about guideline that may cover this topic. More details
giving or refusing consent to life-sustaining can be found at the following link:
treatment on the donor’s behalf. The https://www.nice.org.uk/guidance/indevelopment/
attorney is also able to make decisions gid-cgwave0799.

about where the donor is cared for and their
daily routine. All decisions made by the
attorney must be made in the donor’s best
interests (and therefore in consultation with
other relevant individuals including
healthcare professionals involved in the
donor’s care).

b) Shared decision-making is therefore just as
important when the individual lacks capacity
but has appointed a health and welfare
attorney as when the individual has
capacity.

c) Itis important that all staff are aware of the
different tools that an individual can use to
make their wishes for their care and
treatment (especially at the end of life)
known about. Lack of understanding about
these different documents (as highlighted by
the use of ‘enduring power of attorney’
rather than lasting power of attorney), can
mean that the patient’s wishes for treatment
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and care are either not known about or not
followed.
Compass | Long 7.1 41 We support the acknowledgement of the barriers Thank you for your comment. . We have already
ion in and facilitators around shared decision-making and provided a cross reference to the NICE guideline on
Dying personalised care plans and the examples covered patient experience in adult NHS services where
in the longer document are important. Good recommendations already exist to support effective
communication is essential in the doctor-patient communication skills.
relationship including the ability of healthcare
professionals to initiate conversations about a
person’s end-of-life wishes and preferences.
Also integral is the provision of accurate information
about a person’s rights and choices for end of life
care. All staff should have the knowledge and
understanding to be able to talk about these issues
with their patients, and to implement this knowledge
when it is needed.
Compass | Short | 1.2.2 Prognosis should, as much as possible, be Thank you for your comment. The guideline has
ion in discussed before it reaches a critical stage, e.g. the been drafted to address
Dying last few days of life. Not only does this give the the delivery of care in the last few days of life. The
patient and their family time to consider future care Committee’s intention behind this recommendation
for when the patient has lost capacity, but it should is to ensure that these discussions take place in a
help care professionals deliver patient-centred care timely fashion if this has not happened before the
and actually realise the vision of ‘no decision about last days of life. The committee feels it is important
me, without me’. The earlier prognosis is done the to have these discussions with the dying person and
better it is for patients, who can then have to also offer an opportunity to individuals who have
appropriate care (e.g. palliative/end-of-life) delivered | made an advance statement or an advance decision
and they can input into decisions. According to the to refuse treatment to revise this if their needs,
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recent VOICES survey of bereaved people, 38.5% of | wishes and goals have changed.
patients probably did not or definitely did not know
they were dying in the last three months of their life.
Figures are not available for deaths in the last few With regards to the economic paper you cite, this
days, demonstrating an evidence gap. would have been excluded from the guideline as it
does not cover a particular review question the
A handful of studies report that early palliative care guideline sought to answer. Also as it is a US study
is associated with clinical benefits and at least one this would be judged as not applicable to the UK
health economic study has found that earlier NHS setting.
palliative care consultation during hospital admission
is associated with lower cost of hospital stay for
patients admitted with an advanced cancer
diagnosis.

http://www.ncbi.nlm.nih.gov/pubmed/24698057
http://www.biomedcentral.com/1471-
2377/14/59?utm campaign=29 04 14 BMCNeurol
MailingArticle PA REG&utm content=738947188
0&utm medium=BMCemail&utm source=Emailvisio
n
http://jco.ascopubs.org/content/early/2015/06/08/JC
0.2014.60.2334.short

Compass | Short | 1.2.5 We support that recorded care preferences are Thank you for your comment. We are pleased to

ion in . referenced. What needs to be stressed is that refer to our recommendation that supports the

Dying hospitals, care teams etc. need access to patient sharing of the individualised care plan across the
preferences around the clock, using an appropriate multiprofessional team responsible for the care of
system. the person in the last days of life (recommendations
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The two bullet points in 1.2.5. are separate issues
and should be treated accordingly.

Caution also needs to be taken when using different
language to describe similar tools/documents, such
as ‘Advance Care Plan’, ‘Advance Decision to refuse
treatment’ and ‘record of care’. This is especially
confusing for the patient and relatives.

2.3.5and 2.3.6).

We agree that Advance Care Planning and Mental
Capacity assessments are two different issues.
However, the recommendation is drafted to ensure
that healthcare professionals consider both issues
when communicating with the dying person and
those important to them during the last days of life.

We have made amendments to this
recommendation to clarify that the important
information of relevance includes; advance
statement, advance decision to refuse treatment and
Lasting Power of Attorney. For all NICE guidance a
patient friendly version of the guideline is published
in the format of ‘information for the Public’, this
version of the guideline uses layman’s terms to
support the dissemination of the guideline

Further discussion is provided in the ‘Linking
evidence to recommendations’ section of the
relevant chapters in the full guideline on Mental
Capacity. We have also made further additions to
the guideline to provide clarity and to direct
professionals to additional guidance in this area.

Additionally, the social care team at NICE is
currently developing a guideline entitled: Supporting
decision making for people with limited mental
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impairment on at least one domain of decisional
capacity at end-of-life and another that around 40%
of people who have a dementia diagnosis die in
hospital (although this data covers 2001-2010 and
there are indications that this number is decreasing).
This highlights the importance of discussing and
recording care and treatment preferences before
capacity is lost and the importance of shared
decision-making if the person lacks capacity and has
not recorded their wishes.

This highlights the parallel importance of good
implementation of the Mental Capacity Act at the
end of life, alongside the NICE Care of the Dying
Adult guidance. This requires effective
understanding and application of the Act’s five
principles especially that any decision made on
behalf of a person who lacks capacity must be made
in their best interests. This requires consultation with
others and consideration of the person’s wishes,
feelings, values and beliefs. Feedback from our
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capacity, details on this guideline are available at:
www.nice.org.uk/guidance/indevelopment/gid-
ng10009.

Compass | Short | 1.3.2 Many people in the final stages of life will lack The committee agree that level of consciousness

ion in capacity. One study indicates that one third of and mental capacity at end of life are important

Dying terminally ill patients demonstrated serious issues when considering the ability to communicate

and participate in decision-making. Further
discussion is already provided in the ‘Linking
evidence to recommendations’ section of the
relevant chapters in the full guideline on these
issues. We have also made further additions to the
guideline to provide clarity and to direct
professionals to additional guidance in this area.

We recognize that it is important to undertake
advance care planning early but as the focus of this
guideline is on the last 2-3 days of life, we have only
been able to address this issue within this time
frame. We have made amendments to a number of
recommendations to clarify that the important
information of relevance includes; advance
statement, advance decision to refuse treatment and
lasting power of attorney for health and welfare
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service users suggests that this does not always
happen. It also means thorough understanding of
the different tools that people have under the Mental
Capacity Act for their future treatment and care,
namely Advance Decisions and Lasting Powers of
Attorney for Health and Welfare.

It is important to note that if the patient lacks
capacity and they have made an Advance Decision
that meets certain requirements (is ‘valid and
applicable), it must be followed by the healthcare
professional responsible, even if those close to the
patient disagree with its content. If Advance
Decisions are valid and applicable, they are not just
part of the process of shared decision-making as
something that must be taken into account, but are
binding on healthcare professionals. It is important to
note that there are additional requirements for
Advance Decisions that refuse life-sustaining
treatment. Life-sustaining treatment includes things
like CPR and clinically assisted nutrition and
hydration. If the Advance Decision does not meet
the standard needed to be valid and applicable, it
must be given consideration as evidence of the
person’s wishes for treatment as part of the best
interests’ process if the patient lacks capacity.

We welcome the inclusion of the dying person’s
goals and wishes as something that must be taken
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into account in the shared decision-making process.

We also feel that focus needs to be given to
ensuring people can record their goals and wishes
for end of life before the critical stage. As evidenced
by recent data, work is needed to ensure that people
are made aware of, and can act on, their end-of-life
rights. In a 2015 YouGov poll of 2,000 people, only
20% reported that the last close relative or friend
who died had their end-of-life wishes formally
recorded, for example through completing an
Advance Decision, or having their wishes recorded
in their medical notes (29% don’t know, 51% said
there was no record of wishes). This poll excluded
those who died suddenly. When patients’ wishes
were recorded, they were 41% more likely to be
judged by loved ones to have died well. Where end-
of-life wishes were not recorded people were 53%
more likely to receive treatment they did not want.
39% of respondents said that their friend or relative
was given medical treatment at the end of life
intended to keep them alive, such as cardio-
pulmonary resuscitation or artificial nutrition and
hydration. 20% of these people felt that the dying
person would not have wanted to receive this
treatment. Crucially, for those people who were felt
to have received treatment that they did not want,
17% had their end-of-life wishes formally recorded,
whereas 26% did not.
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members of the multi-professional care team. This
must also extend to sharing information across
different care settings and ensuring that a robust
system is in place for communicating this
information.

A key concern for Compassion in Dying service
users is that their recorded wishes will not be known
about at the time they are needed so we feel it is
vital that systems are in place to make sure that this
concern is addressed. We would suggest that a
practical way to overcome some of these challenges
would be to have a national centralised register of
Advance Decisions. This would mean that they can
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http://www.ncbi.nlm.nih.gov/pubmed/24698057
http://www.ncbi.nlm.nih.gov/pubmed/24666928
http://compassionindying.org.uk/one-in-five-dying-
patients/
Compass | Short | 1.3.5 We support this proposal but it should not replace Thank you for your comment. We have amended
ion in the fact that every member of the healthcare team our recommendation to encourage people providing
Dying should be aware of the person’s wishes and end of life care to share the care plan with the dying
decisions and be able to engage in shared decision- | person, those important to them and all members of
making. the multiprofessional team.
Compass | Short | 1.3.6 We support the reference to recording care plan Thank you for your comment. How information is
ion in discussions and decisions in the person’s medical communicated across care settings is outside the
Dying records and sharing this information with all remit of this guideline. NICE is currently developing

guidance on palliative care service delivery and this
topic may be included in that guidance. More details
can be found at the following link:
https://www.nice.org.uk/qguidance/indevelopment/gid

-cgwave0799.

The Committee agrees that ensuring that the wishes
of the dying person are met at the end of life is a key
element in delivering the best end of life care and
have drafted recommendations that encourage
healthcare professionals to consider, explore and
discuss the goals, wishes and needs of the dying
person and to prioritise these in the delivery of
individualised care.

Comments received in the course of consultations carried out by NICE are published in the interests of openness and transparency, and to promote understanding of how
recommendations are developed. The comments are published as a record of the submissions that NICE has received, and are not endorsed by NICE, its officers or

advisory committees

206 of 897


http://www.ncbi.nlm.nih.gov/pubmed/24698057
http://www.ncbi.nlm.nih.gov/pubmed/24666928
http://compassionindying.org.uk/one-in-five-dying-patients/
http://compassionindying.org.uk/one-in-five-dying-patients/
https://www.nice.org.uk/guidance/indevelopment/gid-cgwave0799
https://www.nice.org.uk/guidance/indevelopment/gid-cgwave0799

Comments forms with attachments such as research articles, letters or leaflets cannot be accepted.

Care of the Dying Adult

NICE

Consultation on draft guideline - Stakeholder comments table

29/07/2015—9/09/2015

Stakehol | Docu | Pag Line | Comments Developer’s response
der ment | e No No Please insert each new comment in a new row Please respond to each comment
be easily accessible to any professional that requires
them and the existence of them can be We are unable to comment on your suggestion of a
communicated across different care settings. national centralised register of Advance Decisions.
Compass | Short | 1.2.3 This is potentially confusing and does not reflect Thank you for your comment, the composition of the
ion in realities of practice. Whilst we support having a multidisciplinary team would vary according to
Dying ‘champion’ or expert in palliative/end-of-life care in patient needs, setting of care and possibly across
each multidisciplinary team, we are concerned that different Trusts, and is therefore outside the remit of
the reality is different. In order that this aim is set out | this guideline. The recommendation you refer to is
in NICE Guidance, more work is needed to ensure intended to ensure that an appropriate team
that care teams have an appropriate mix of member explains prognosis based on a particular
expertise. skill set or relationship. The committee note that this
may be any member of the multi professional team
providing they have the relevant experience and
skill.
Countess | Full 245 |3 Refers to "Advanced care planning” and “advanced Thank you for your comment. This has been
of care plan’ instead of “advance care plan’. Advance amended throughout the document.
Chester and advanced in this context are used
interchangeably throughout both long and short
documents including in glossary and acronyms
(section 11). My understanding is that this refers to
planning of care in advance, not “advanced'.
Countess | Short | 18 21 The wording implies that people remaining Thank you for your comment. We believe that our
of ambulant, self-caring, taking oral medication and introductory text is reflective of the broadest range of
Chester eating and drinking right up to the point of dying is experiences as people enter the last days of life and
common. | agree is occurs but would suggest it is do not feel that additional text is required here.
uncommon (hence the indicators that a person is

National Institute for
Health and Care Excellence
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dying) and that it would be helpful if the wording
reflected this. It would also be helpful to indicate that
not everyone who is dying needs a syringe driver
and that this is dependent on their symptoms and
whether they need medication for symptom control.
There can be an assumption particularly within
hospitals that anyone who is in the final days and
hours of life should have a syringe driver.
Countess | Full 155 | 7 Should read “putting” (typo) Thank you for your comment. This has been
of amended.
Chester
Countess | Full 183 13 The comment that Octreotide was more clinically Thank you, this has been amended.
of effective than Hyoscine butylbromide in 1 study but
Chester less clinically effective in another — this does not
seem to reflect what is written about these studies
on pagel81, appears to contradict this
Countess | Full 210 | 24 Glycopyrronium also has antispasmodic effects and | Thank you. This has been amended. These
of can be used in bowel obstruction — has the medications are listed providing licensed
Chester advantage over hyoscine hydrobromide that can be medications first and then other non-licensed
used in syringe driver with cyclizine medications are listed alphabetically, and not in
order or preference. The Committee have also made
recommendations linked to the use of syringe
pumps (please see recommendation 59)
Countess | Short | 11 12 May help to indicate that the patient’s ability to Thank you for your comment. We feel “tailored to the
of swallow safely is likely to deteriorate with their person’s condition” covers your point.
Chester condition hence the importance of ongoing review
Countess | Short | 11 13 May be relevant to include other routes such as Thank you for your comment. Detail has been added
of topical and sublingual which may be of particular to the ‘Linking evidence to recommendation’ section
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Chester importance in community and particularly care home | of chapter 9 (please see section 9.34).
settings
Countess | Short | 11 8 As | understand it the evidence that Cyclizine may Thank you for your comment. The Committee noted
of exacerbate heart failure is theoretical and there is that the summary of product characteristics from the
Chester very little evidence of the significance of this in manufacturer of cyclizine gives the following special
practice. When this was discussed in the warning and precaution for use: Cyclizine should be
development of our regional guidelines for palliative | used with caution in patients with severe heart
care in patients with heart failure there was much failure or acute myocardial infarction. In such
debate about how relevant this is in practice when a | patients, cyclizine may cause a fall in cardiac output
patient is in the final days of life. Wording does not associated with increases in heart rate, mean
reflect this arterial pressure and pulmonary wedge pressure.
The Committee discussed that it was important that
clinicians were aware of this advice, but was aware
of the lack of evidence regarding the efficacy and
harms of cyclizine in the end of life setting and
therefore was unable to make any specific
recommendations in this regard. Further detail has
been added to the ‘Linking evidence to
recommendations’ section in the full guideline
(Please see section 9.13).
Countess | Short | 12 25 Also important to consider if oxygen when tried Thank you for your comment. The Committee chose
of provides any symptomatic benefit or not — in hospital | not to make any recommendation for starting oxygen
Chester oxygen is quite frequently started and continued other than for those who are hypoxemic, due to the
even when not really providing any symptomatic lack of evidence for its efficacy in managing
benefit breathlessness. The group felt no change was
required.
Countess | Short | 13 16 Would be helpful to indicate examples of non- Thank you. The Committee acknowledge the
of pharmacological methods for treating nausea and importance of non-pharmacological symptom
Chester vomiting here management and have made a number of
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consensus recommendations in the absence of an
evidence review to reflect their importance. We are
unable to provide specific examples as we have not
conducted a specific evidence review. Further detail
can be found in the ‘Linking evidence to
recommendations’ sections in Chapter 9 of the full
guideline.
Countess | Short | 15 11 | appreciate from the full version of the guidance that | Thank you for your comment. The drugs listed here
of atropine is used more in other countries but it may are in alphabetical order rather than order of
Chester be helpful to indicate here the more limited use and preference. Further detail is given in the full
experience in the UK and if this is principally guideline ‘Linking evidence to recommendations
referring to use of the eye drops sublingually (as section of chapter 9 (section 9.30).
indicated in table 6 on p 22 of full guidance.
Presumably the patient would need to be able to
tolerate sublingual medication so eg level of
consciousness and lucidity may affect use in
practice
Countes | Short | 28 16 Wording “consider increasing dose up to the Thank you for your comment on the prescribing
s of maximum dose of the medication if the dying person | tables. Because of the recognised importance of
Chester is still breathless™ is misleading — what is maximum supporting generalist prescribers in managing
dose? Also need to be sure that if it is not helping symptoms in the last days of life, these are now
other options are considered rather than dose just being further developed separately as an additional
increased further implementation resource by NICE with support from
members of the guideline Committee. Consequently,
they have been removed from the guidance. This
important implementation resource will remain
targeted at the non-specialist prescriber and will be
made available on the NICE website.
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Countes | Short | 28 27 "4" next to Diazepam needs to be superscript Thank you for your comment on the prescribing
s of otherwise may look to be part of dose tables. Because of the recognised importance of
Chester recommendation supporting generalist prescribers in managing

symptoms in the last days of life, these are now
being further developed separately as an additional
implementation resource by NICE with support from
members of the guideline Committee. Consequently,
they have been removed from the guidance. This
important implementation resource will remain
targeted at the non-specialist prescriber and will be
made available on the NICE website.

Countes | Short | 30 This section does not seem to consider addition of Thank you for your comment on the prescribing

s of Haloperidol to Cyclizine which is a frequently used tables. Because of the recognised importance of

Chester combination in this region and would often be used if | supporting generalist prescribers in managing
cylizine is helping to some extent rather than a symptoms in the last days of life, these are now
switch to levomepromazine being further developed separately as an additional

implementation resource by NICE with support from
members of the guideline Committee. Consequently,
they have been removed from the guidance. This
important implementation resource will remain
targeted at the non-specialist prescriber and will be
made available on the NICE website.

Countes | Short | 30 10 Prochlorperazine is rarely used in palliative care Thank you for your comment on the prescribing
s of teams | have worked in tables. Because of the recognised importance of
Chester supporting generalist prescribers in managing

symptoms in the last days of life, these are now
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being further developed separately as an additional
implementation resource by NICE with support from
members of the guideline Committee. Consequently,
they have been removed from the guidance. This
important implementation resource will remain
targeted at the non-specialist prescriber and will be
made available on the NICE website.
Countes | Short | 30 Note b | Cyclizine is commonly used in this area as first line Thank you for your comment on the prescribing
s of antiemetic without significant problems in syringe tables. Because of the recognised importance of
Chester drivers (although not used in combination with supporting generalist prescribers in managing
hyoscine butylbromide) and the phrase “not readily symptoms in the last days of life, these are now
mixable in syringe driver with other drugs™ suggests being further developed separately as an additional
more problems than we experience in clinical implementation resource by NICE with support from
practice. Levomepromazine also causes site members of the guideline Committee. Consequently,
inflammation and can be associated with they have been removed from the guidance. This
unpredictable sedation important implementation resource will remain
targeted at the non-specialist prescriber and will be
made available on the NICE website.
Countes | Short | 31 Need to adjust 6" by Clonazepam and Midazolam Thank you for your comment on the prescribing
s of 32 and "7 by Olanzepine and Risperidone to superscript | tables. Because of the recognised importance of
Chester otherwise looks as if is part of dose recommendation | supporting generalist prescribers in managing
symptoms in the last days of life, these are now
being further developed separately as an additional
implementation resource by NICE with support from
members of the guideline Committee. Consequently,
they have been removed from the guidance. This
important implementation resource will remain

National Institute for
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targeted at the non-specialist prescriber and will be
made available on the NICE website.

Countes | Short | 33 8 Hyoscine hydrobromide can be used in higher doses | Thank you for your comment on the prescribing
s of over 24hours than 1200mg over 24hours tables. Because of the recognised importance of
Chester supporting generalist prescribers in managing

symptoms in the last days of life, these are now
being further developed separately as an additional
implementation resource by NICE with support from
members of the guideline Committee. Consequently,
they have been removed from the guidance. This
important implementation resource will remain
targeted at the non-specialist prescriber and will be
made available on the NICE website.

Departme | Full gene Thank you for the opportunity to comment on the Thank you for your comment.
nt of ral draft for the above clinical guideline.
Health

| wish to confirm that the Department of Health has
no substantive comments to make, regarding this
consultation.

Douglas Full 21 1 I am surprised that the issue of benefits/risks of Thank you for your comment. As we have made
Macmilla clinically assisted hydration is not identified as a key | recommendations in this area, the Committee felt
n ) research question that these will guide practice sufficiently to ensure
Hospice that high quality care is offered. Given that there is

evidence in this area, although limited, and that
there is a recent Cochrane review, the Committee
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wanted to prioritise other areas in which less
research has been conducted.
Douglas Full 21 15-44 | No suggested research methodology is described for | Thank you for your comment. This section has been
Macmilla question 3. All the other questions include a reworded and detail added to this section. Further
n suggested approach to research. methodology for research recommendations can be
Hospice found in Appendix O.
Douglas Full Gen | Gener | Most of the document is reasonable. Thank you for your comment.
Macmilla eral | al
n
Hospice
Douglas Full 150 | Reco | The statement “giving clinically assisted hydration Thank you for your comment. The Committee have
Macmilla mmen | may relieve distressing signs or symptoms related to | amended the wording of the recommendation to
n dation | hydration” sounds stronger than the evidence quoted | state that giving clinically assisted hydration may
Hospice 27 supports. Given the high media interest in this topic, | relieve distressing symptoms or signs related to
| think this recommendation, worded like this, may dehydration, but may introduce other problems
be interpreted to mean that hydration will often associated with giving fluids. Also the Committee
relieve distress. | realise this is not what is being wanted to highlight the lack of evidence around
said, but | wonder whether the recommendation survival and have amended the work ‘unlikely’ to
needs to be reworded to more clearly describe the ‘uncertain’ whether providing clinically assisted
lack of evidence of meaningful benefit for most hydration will prolong life or the dying process or
patients at this time (although clearly it is desirable hasten death if it is not given.
to try to improve the evidence base)
Douglas | Full 217 |1 Opioids needs mention/clarification when on regular | Thank you for your comment on the prescribing
Macmilla opioid needs to be converted to syringe driver when | tables. Because of the recognised importance of
n patient unable to swallow po meds. Prn dose will be | supporting generalist prescribers in managing
Hospice 1/6" of total opioid dose in previous 24 hrs symptoms in the last days of life, these are now
Remove titration up in opioids to maximum dose as | being further developed separately as an additional

Comments received in the course of consultations carried out by NICE are published in the interests of openness and transparency, and to promote understanding of how
recommendations are developed. The comments are published as a record of the submissions that NICE has received, and are not endorsed by NICE, its officers or

advisory committees

214 of 897



Comments forms with attachments such as research articles, letters or leaflets cannot be accepted.

Care of the Dying Adult

NICE

Consultation on draft guideline - Stakeholder comments table

29/07/2015—9/09/2015

Stakehol | Docu | Pag Line | Comments Developer’s response
der ment | e No No Please insert each new comment in a new row Please respond to each comment

this is not true for most opioids use or really applies implementation resource by NICE with support from
to buprenorphine Better to add titrate up as patient members of the guideline Committee. Consequently,
tolerates monitoring for side effects . they have been removed from the guidance. This
Clarify if opioid naive or not on regular dose of important implementation resource will remain
morphine sulphate or diamorphine 2.5-5mg prn targeted at the non-specialist prescriber and will be
In section on continuous opioid infusion —would not made available on the NICE website.
put dose suggestion in
Suggest instead comment like This needs to be
reviewed after 24 hrs and if 2 or doses have been
given the a syringe driver with diamorphine or
morphine sulphate should be commenced with
reference to the total amount of diamorphine or
morphine sulphate required over previous 24 hours

Douglas | Full 218 | 3 Table 2: Prescribing for management of Thank you for your comment on the prescribing

Macmilla breathlessness in adults in the last days of life tables. Because of the recognised importance of

n On opioids for breathlessness supporting generalist prescribers in managing

Hospice Remove titration up in opioids to maximum dose as | symptoms in the last days of life, these are now
this is not true for most opioids use or really applies being further developed separately as an additional
to buprenorphine Better to add titrate up as patient implementation resource by NICE with support from
tolerates monitoring for side effects members of the guideline Committee. Consequently,
Consider syringe driver when patient unable to they have been removed from the guidance. This
tolerate po meds for ongoing breathlessness important implementation resource will remain
management targeted at the non-specialist prescriber and will be
Again needs mention of diamorphine as morphine made available on the NICE website.
not widely used across uk
Again would not specify dose in syringe driver
whether diamorphine or morhine sulphate as this

National Institute for
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needs to be calculated whether opioid naive or on
reg opioids on how much patient received in
previous 24 hours
Clonazpeam for injection going out of stock
nationally so would remove
Douglas | Full 219 Table 3: Prescribing for the management of Thank you for your comment on the prescribing
Macmilla nausea and vomiting in adults in 1 the last days tables. Because of the recognised importance of
n of life supporting generalist prescribers in managing
Hospice Would remove Prochlorperazine 5 mg up to 3 times | symptoms in the last days of life, these are now
a day from first line choices being further developed separately as an additional
Continuous subcutaneous infusion haloperidol 1.5- implementation resource by NICE with support from
5mg members of the guideline Committee. Consequently,
Second line levomepromazine never used prn dose | they have been removed from the guidance. This
2.5-5mg suggest 6.25mg-12.5mg 4-6hrly important implementation resource will remain
targeted at the non-specialist prescriber and will be
made available on the NICE website.
Douglas | Full 220 Table 4: Prescribing for management of anxiety Thank you for your comment on the prescribing
Macmilla (with or without agitation) in adults in the last tables. Because of the recognised importance of
n days of life supporting generalist prescribers in managing
Hospice Not sure clonazepam s/c or via syringe driver should | symptoms in the last days of life, these are now
be included due to national shortage being further developed separately as an additional
implementation resource by NICE with support from
members of the guideline Committee. Consequently,
they have been removed from the guidance. This
important implementation resource will remain
targeted at the non-specialist prescriber and will be
made available on the NICE website.
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Douglas | Full 221 |3 Table 5: Prescribing for management of delirium | Thank you for your comment on the prescribing
Macmilla (with or without agitation) in adults in the last tables. Because of the recognised importance of
n days of life supporting generalist prescribers in managing
Hospice If unable to swallow meds would remove symptoms in the last days of life, these are now
respiridone/olanzepine as never used in reality in being further developed separately as an additional
this circumstance implementation resource by NICE with support from
Subcutaneous dose of haloperidol 1-3mg prn s/c members of the guideline Committee. Consequently,
three times a day they have been removed from the guidance. This
important implementation resource will remain
targeted at the non-specialist prescriber and will be
made available on the NICE website.
Douglas | Full 222 |2 Table 6: Prescribing for the management of Thank you for your comment on the prescribing
Macmilla noisy respiratory secretions in 1 adults in the tables. Because of the recognised importance of
n last days of life supporting generalist prescribers in managing
Hospice Would not use transdermal hyoscine hydrobromide | symptoms in the last days of life, these are now
route or atropine drops ever in last days of life being further developed separately as an additional
Reduce prn rates to 4hrly implementation resource by NICE with support from
members of the guideline Committee. Consequently,
they have been removed from the guidance. This
important implementation resource will remain
targeted at the non-specialist prescriber and will be
made available on the NICE website.
Douglas | Full Gen | Gener | | have some concerns about the section on Thank you for your comment on the prescribing
Macmilla eral | al pharmacological guidance for non specialist tables. Because of the recognised importance of
n prescribers. Although the text at the beginning of this | supporting generalist prescribers in managing
Hospice section explains the limitations of this guidance, a symptoms in the last days of life, these are now
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table containing specific drugs and doses in a NICE | being further developed separately as an additional
guideline is likely to be viewed as best practice implementation resource by NICE with support from
rather than just suggestions. For example, the members of the guideline Committee. Consequently,
inclusion of only morphine under opioid medication they have been removed from the guidance. This
may be interpreted as a recommendation that this important implementation resource will remain
should be the preferred opioids medication in this targeted at the non-specialist prescriber and will be
setting. Other guidance relating to prescribing exists, | made available on the NICE website.
and given that the evidence does not support the
use of specific medication for these symptoms, |
think it would be better for this section to be omitted
altogether.

Earl Short 2 Consider adding “particularly where there is Thank you for your comment. We are unable to

Mountbat concurrent anxiety” (this is a licensed indication for identify the text to which you refer, and so are

ten benzodiazepines; further there’s little evidence that unable to assist.

Hospice benzodiazepines have a direct anti-dyspnoeic effect

and Isle —they may be addressing concurrent anxiety

of Wight symptoms and thus be best used where these are

NHS prominent)

Trust

(joint

feedback

from our

end of life

care

strategy

group)

Earl Short gener | GDG - Guidance Development Group. Thank you for your comment. This has now been

Mountbat al Not all of our team knew this acronym. amended

ten

National Institute for
Health and Care Excellence
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Hospice
and Isle
of Wight
NHS
Trust
(joint
feedback
from our
end of life
care
strategy

group)

Earl
Mountbat
ten
Hospice
and Isle
of Wight
NHS
Trust
(joint
feedback
from our
end of life
care
strategy

group)

Short

gener

The group felt strongly that the document would be
more useful and relevant if reformatted to fit into the
‘Five Priorities of Care’.

Thank you for your comment. The Committee
considered the policy documents that outline the
five priorities of care at all times but drafted their
recommendations after due consideration of the
evidence. Reference is made throughout the
guideline to the current policy documents relevant to
this area.

Earl
Mountbat

Short

19

Suggest comment includes: ‘... should help
healthcare systems to provide seamless healthcare

Thank you for your comment. We are content with
the current structure of this paragraph and have not

National Institute for
Health and Care Excellence

advisory committees
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ten across all professions’ made any further amendments.
Hospice
and Isle
of Wight
NHS
Trust
(joint
feedback
from our
end of life
care
strategy
group)
Earl S 2 3- The overwhelming majority of palliative care Thank you for your comment. This text has been
Moun ho 2 7 specialists would disagree with this paragraph. amended.
tbatte rt You overstate the adverse effects (such patients
n have almost always lost consciousness so
Hospi blurred vision isn’t relevant; dry mouth for
ce multiple reasons is already present and requiring
and mouth care; catheters are commonly needed to
Isle protect skin integrity and as micturition becomes
of ever more exhausting); The patients we’ve
Wight raised this with in advance have, to date,
NHS universally stated that if secretions distress their
Trust family they would very much want us to treat it.
(joint
feedb
ack
from
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our

end

of life

care

strate

aqy

group

)
Earl Short | 3 9 Suggest inclusion of ‘Medical treatment is no longer | Thank you. The Committee feel that your concern is
Mountbat producing a benefit or improvement in symptoms’ addressed by the existing bullet points on current
ten clinical signs and symptoms and the person’s
Hospice medical history and the clinical context.
and Isle
of Wight
NHS
Trust
(joint
feedback
from our
end of life
care
strategy
group)
Earl Short | 4 14 point relates to patient deterioration, not the dying Thank you for your comment. After careful
Mountbat phase consideration the Committee have rewritten this
ten recommendation and separated out the list into
Hospice signs, symptoms and functional observations to
and Isle provide clarity. Further detail has been added to the
of Wight ‘Linking evidence to recommendations’ section of
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NHS the full guideline (Please see section 5.8). The issue
Trust of progressive weight loss reflects the evidence
(joint considered for our review.
feedback
from our
end of life
care
strategy
group)
Earl Short | 4 15 point relates to patient deterioration, not the dying Thank you for your comment. After careful
Mountbat phase. consideration the Committee have rewritten this
ten recommendation and separated out the list into
Hospice signs, symptoms and functional observations to
and Isle provide clarity. Further detail has been added to the
of Wight ‘Linking evidence to recommendations’ section of
NHS the full guideline (5.8). The issue of social
Trust withdrawal reflects the evidence considered for our
(joint review.
feedback
from our
end of life
care
strategy
group)
Earl Short | 4 22 Our care plans state 4 hourly for inpatients. In the Thank you for your comment. The recommendation
Mountbat community, monitoring and review may consist of provides a minimum of ‘at least every 24 hours’ so
ten telephone contacts rather than physical review. does not preclude more frequent monitoring.
Hospice
and Isle
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feedback
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care
strategy

group)

Earl
Mountbat
ten
Hospice
and Isle
of Wight
NHS
Trust
(joint
feedback
from our
end of life
care
strategy

group)

Short

13

Suggested inclusion of recognising that discussions
will evolve over time and decisions will need to be
updated and documented.

Thank you for your comment. The Committee
agrees that this is important and is happy to refer to
recommendations that encourage healthcare
workers to continue to explore the understanding
and wishes of the dying person and those important
to them and to update the care plan as required.

Earl
Mountbat
ten
Hospice

Short

22

Include accurate information about how to contacts
family / next of kin

Thank you for your comment. The committee believe
that this information is routinely captured as part of
individualized patient records and this level of detail
is not required within the body of a recommendation.
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and Isle
of Wight
NHS
Trust
(joint
feedback
from our
end of life
care
strategy
group)
Earl Short | 6 10 This is a really important point, but you could Thank you for your comment. The Committee thinks
Mountbat perhaps point out that details of the patients care this recommendation is clear as currently edited.
ten plan should be available to all clinicians caring for The Committee has also recommended that the
Hospice them; for patients in the community, this will need to | healthcare team record individualised care plan
and Isle include all healthcare services, including ambulance | discussions and decisions in the dying person’s
of Wight control and out of hours services. medical records and share the care plan with the
NHS dying person, those important to them and all
Trust members of the multiprofessional care team. The
(joint guideline is for all multiprofessional teams in all
feedback settings where NHS care is provided.
from our
end of life
care
strategy
group)
Earl Short | 6 19 Establish capacity as per MCA so that best interest Thank you for your comment. The committee agrees
Mountbat decision support is available. that mental capacity at end of life is an important
ten issue when considering the ability to communicate
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Hospice and participate in decision-making. Further
and Isle discussion is already provided in the ‘Linking
of Wight evidence to recommendations’ section of the
NHS relevant chapters in the full guideline on these
Trust issues and we have made further additions to the
(joint guideline to provide clarity and to direct
feedback professionals to additional guidance in this
from our area. Additionally, the social care team at NICE is
end of life currently developing a guideline entitled: Supporting
care decision making for people with limited mental
strategy capacity, details on this guideline are available
group) at: www.nice.org.uk/guidance/indevelopment/gid-

ng10009

Earl Short | 7 4 Suggested inclusion of documenting changes to key | Thank you for your comment. Our shared decision
Mountbat worker as patient moves through their journey. making recommendations have been amended to
ten ensure that the care plan is shared with the dying
Hospice person, those important to them and all members of
and Isle the multiprofessional care team. We do not wish to
of Wight specify this issue within the recommendation but
NHS local arrangements may consider this appropriate.
Trust
(joint
feedback
from our
end of life
care
strategy
group)

National Institute for
Health and Care Excellence

advisory committees
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Earl Short | 8 9 The group reiterated the great importance of this Thank you for your comment.
Mountbat point.
ten
Hospice
and Isle
of Wight
NHS
Trust
(joint
feedback
from our
end of life
care
strategy
group)
Earl Short | 9 15 The group felt this addressed an important issue, Thank you for your comment.
Mountbat effectively combating the criticism of the Liverpool
ten Care Pathway where patients were denied
Hospice hydration.
and Isle
of Wight
NHS
Trust
(joint
feedback
from our
end of life
care
strategy
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group)
Earl Short | 9 8-14 The first bullet needs to be modified to acknowledge | Thank you for your comment. We agree, please see
Mountbat that mouth care may be equally, or more, effective the recommendations on mouth and lip care for this
ten The second bullet to include that fluids can detail. The Committee have amended the wording of
Hospice sometimes worsen other symptoms (e.g. the recommendation to state that giving clinically
and Isle breathlessness or chest secretions) assisted hydration may relieve distressing symptoms
of Wight or signs related to dehydration, but may introduce
NHS other problems associated with giving fluids. Also
Trust the Committee wanted to highlight the lack of
(joint evidence around survival and that it is uncertain
feedback whether providing clinically assisted hydration will
from our prolong life or the dying process or hasten death if it
end of life is not given.
care
strategy
group)
Earl Short | 10 14 “There should be a set of locally agreed guidelines Thank you for your comment/ We agree that this
Mountbat onwar | to manage common symptoms” (or this could sit with | guideline may inform local policy and decision
ten ds appendix 1) making and note that NICE implementation tools will
Hospice be published alongside this guideline.
and Isle
of Wight
NHS
Trust
(joint
feedback
from our
end of life
care
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strategy
group)
Earl Short | 12 4-17 In general, the group felt that the section on pain Thank you. We agree and have added a new
Mountbat overall | was very brief, though recognise there is other recommendation.
ten relevant guidance. However, perhaps should
Hospice mention non-pharmacological management of pain,
and Isle as you have for other symptoms further down
of Wight
NHS
Trust
(joint
feedback
from our
end of life
care
strategy
group)
Earl Short | 13 1 Consider adding “particularly where breathless at Thank you for your comment. We do not have
Mountbat rest (because the evidence is clearest for evidence from our review to support this change.
ten breathlessness at rest; there’s little evidence that
Hospice opioids are effective for exertional breathlessness)
and Isle
of Wight
NHS
Trust
(joint
feedback
from our
end of life
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care
strategy
group)
Earl Short | 14 3 The “hyoscine 15"/ octreotide 2™ aspect is very Thank you for your comment. The recommendations
Mountbat sensible (hyoscine being similarly effective and as drafted reflect the limited evidence available for
ten significantly cheaper). However, an antiemetic is this issue and we are therefore unable to provide
Hospice usually required alongside these anti-secretory any more detailed recommendations.
and Isle drugs to control the nausea. We would suggest
of Wight either haloperidol or levomepromazine (because
NHS cyclizine often crystallised when combined with
Trust hyoscine butylbromide)
(joint
feedback
from our
end of life
care
strategy
group)
Earl Short | 15 10 Atropine and hyoscine hydrobromide both cross the
Mountbat blood brain barrier and can thus worsen agitation by
ten causing a cholinergic delirium — their inclusion is
Hospice thus surprising (despite line 16 — just don’t use them | The Committee discussed acquisition costs related
and Isle in the first place); prescribers should be encouraged | to these drugs and concluded that costs are similar
of Wight to use antimuscarinics that do not cross the blood with the exception of octreotide. This is also reported
NHS brain barrier. in the ‘Linking evidence to recommendations’ of this
Trust Of the latter you could then add “use the peripherally | section.
(joint acting antimuscarinic with lowest acquisition costs”
feedback (i.e. hyoscine butylbromide).
from our

advisory committees
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end of life

care

strategy

group)
Earl Short | 27 Footn | Perfectly sensible — we absolutely support that Thank you for your comment on the prescribing
Mountba ote c tables. Because of the recognised importance of
tten supporting generalist prescribers in managing
Hospice symptoms in the last days of life, these are now
and Isle being further developed separately as an additional
of Wight implementation resource by NICE with support from
NHS members of the guideline Committee. Consequently,
Trust they have been removed from the guidance. This
(joint important implementation resource will remain
feedbac targeted at the non-specialist prescriber and will be
k from made available on the NICE website.

our end

of life

care

strategy

group)
Earl Short | 27 Non- Ibuprofen cannot be given via a continuous subcut Thank you for your comment on the prescribing
Mountba opioid | infusion — no UK parenteral preparation exists. tables. Because of the recognised importance of
tten S Suggest you give diclofenac as the only SC infusion | supporting generalist prescribers in managing
Hospice option (the other parenteral NSAIDs [e.g. ketorolac] symptoms in the last days of life, these are now
and Isle have additional risks and thus should not be being further developed separately as an additional
of Wight mentioned because their specialist initiated only) implementation resource by NICE with support from
NHS members of the guideline Committee. Consequently,
Trust they have been removed from the guidance. This
(joint important implementation resource will remain
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feedbac targeted at the non-specialist prescriber and will be
k from made available on the NICE website.
our end
of life
care
strategy
group)
Earl Short | 27 Opioid | We very much support your decision to advocate Thank you for your comment on the prescribing
Mountba S morphine sulphate SC rather than diamorphine. tables. Because of the recognised importance of
tten We've reduced the overall cost of our pre-emptive supporting generalist prescribers in managing
Hospice prescribing scheme by switching. Diamorphine is symptoms in the last days of life, these are now
and Isle more expensive and without additional advantages being further developed separately as an additional
of Wight (specialists are [or should] be involved in the rare implementation resource by NICE with support from
NHS instances where doses are high enough to cause members of the guideline Committee. Consequently,
Trust volume problems with morphine) they have been removed from the guidance. This
(joint important implementation resource will remain
feedbac targeted at the non-specialist prescriber and will be
k from made available on the NICE website.
our end
of life
care
strategy
group)
Earl Short | 28 Botto Buccal midazolam is extremely expensive relative to | Thank you for your comment on the prescribing
Mountba m row | lorazepam and diazepam — cannot see how you can | tables. Because of the recognised importance of
tten justify its inclusion here supporting generalist prescribers in managing
Hospice symptoms in the last days of life, these are now
and Isle being further developed separately as an additional
of Wight implementation resource by NICE with support from

National Institute for
Health and Care Excellence
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NHS members of the guideline Committee. Consequently,
Trust they have been removed from the guidance. This
(joint important implementation resource will remain
feedbac targeted at the non-specialist prescriber and will be
k from made available on the NICE website.

our end

of life

care

strategy

group)

Earl Short | 28 Botto Subcutaneous clonazepam should not be included. Thank you for your comment on the prescribing
Mountba m row | It's non-UK; importing it is expensive and tables. Because of the recognised importance of
tten cumbersome relative to midazolam; it has no supporting generalist prescribers in managing
Hospice advantage over midazolam. symptoms in the last days of life, these are now
and Isle being further developed separately as an additional
of Wight implementation resource by NICE with support from
NHS members of the guideline Committee. Consequently,
Trust they have been removed from the guidance. This
(joint important implementation resource will remain
feedbac targeted at the non-specialist prescriber and will be
k from made available on the NICE website.

our end

of life

care

strategy

group)

Earl Short | 30 2" It's difficult to justify including unlicensed 6mg Thank you for your comment on the prescribing
Mountba line tablets. It's important to recognise that, as tables. Because of the recognised importance of
tten row unlicensed drugs, a month’s supply can cost supporting generalist prescribers in managing
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Hospice hundreds of pounds in the community — 25mg symptoms in the last days of life, these are now
and Isle tablets are very much cheaper and easily quartered | being further developed separately as an additional
of Wight with a tablet cutter. implementation resource by NICE with support from
NHS members of the guideline Committee. Consequently,
Trust they have been removed from the guidance. This
(joint important implementation resource will remain
feedbac targeted at the non-specialist prescriber and will be
k from made available on the NICE website.
our end
of life
care
strategy
group)
Earl Short | 31 Right | Again, subcutaneous clonazepam should not be Thank you for your comment on the prescribing
Mountba hand included. It's non-UK; importing it is expensive and tables. Because of the recognised importance of
tten colum | cumbersome relative to midazolam; it has no supporting generalist prescribers in managing
Hospice n advantage over midazolam. symptoms in the last days of life, these are now
and Isle being further developed separately as an additional
of Wight implementation resource by NICE with support from
NHS members of the guideline Committee. Consequently,
Trust they have been removed from the guidance. This
(joint important implementation resource will remain
feedbac targeted at the non-specialist prescriber and will be
k from made available on the NICE website.
our end
of life
care
strategy
group)
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Earl Short | 33 1% row | The inclusion of SC hyoscine hydrobromide is not Thank you for your comment on the prescribing
Mountba justified (though the absence of transdermal tables. Because of the recognised importance of
tten alternatives may justify its inclusion in that column) — | supporting generalist prescribers in managing
Hospice it crosses the blood brain barrier, risking a symptoms in the last days of life, these are now
and Isle cholinergic delirium, and is more expensive than being further developed separately as an additional
of Wight hyoscine butylbromide implementation resource by NICE with support from
NHS The inclusion of glycopyronium is also questionable | members of the guideline Committee. Consequently,
Trust — there is no evidence of superiority over (the less they have been removed from the guidance. This
(joint expensive) hyoscine butylbromide important implementation resource will remain
feedbac targeted at the non-specialist prescriber and will be
k from made available on the NICE website.
our end
of life
care
strategy
group)
Short | 19 21 Add ‘if appropriate’ Thank you for your comment. Given your page and
East & line reference, we are uncertain where it would be
North appropriate to add your suggestion and therefore
Herts have made no amendment.
NHS
Trust
Short | 19 19 May be give examples i.e fan therapy etc Thank you for your comment. We assume you are
East & referring to examples of non-pharmacological
North management although the reference you provide
Herts does not correspond to text. We are unable to
NHS comment specifically on non-pharmacological
Trust measures for managing symptoms as we did not
undertake an evidence review in these areas as it

advisory committees
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was beyond the scope and remit of this guideline.
The Committee recognize their importance and
value as part of care and have made a number of
consensus recommendations. Examples, however,
are provided in the relevant ‘Linking evidence to
recommendations’ sections in Chapter 9 of the full

guideline.
East & Short | 4 15 In our experience it is recognised that people Thank you for your comment. After careful
North towards EOL have an increased risk of falls- could consideration the Committee have rewritten this
Herts this be added. . It may be useful to bullet point these | recommendation and separated out the list into
NHS in a chronological order as much as possible ie; signs, symptoms and functional observations to
Trust Cheyne-Stokes breathing is high on the order list. provide clarity. Further detail has been added to the

‘Linking evidence to recommendations’ section of
the full guideline (please see section 5.8). The issue
of falls did not appear in our evidence review and
the committee on consideration of this issue, do not
feel it necessary to include this in the list of issues of
relevance to the last 2-3 days of life.

East & Short | 6 13 We are concerned that this recommendation may Thank you for your comment. The Committee

North not be explicit enough & think this requires more appreciates the challenges of communication in end

Herts explanation. For e.g. some staff would what know of life care but believes that communication

NHS what to say in this situation? It needs to state that instructions would be best managed at the Trust

Trust this may not be possible and if asked, relevant level. . The committee relied on guidance
information would be given sensitively. provided in the NICE guidance entitled, Patient

Experience in the adult NHS services to support
effective communciation. A cross reference to this
guideline has been included. More information on
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this guideline can be found at:
https://www.nice.org.uk/quidance/cq138.
East & Short | 8 13 We are concerned that this recommendation (check | Thank you for your comment. We are unable to
North for difficulties) may not explicit enough and may make a detailed recommendation on checking for
Herts expose the dying person to unnecessary swallowing difficulties as we have not prioritised this
NHS examinations by SALT etc. topic for review. Further detail has however been
Trust added to the ‘Linking evidence to recommendations’
section of the guideline.
East & Short | 14 1 We are concerned this this is too complex to be Thank you for your comment. This recommendation
North addressed in bullet points. May be better to state has been drafted to reflect the evidence base
Herts ‘contact palliative care team’. considered.
NHS
Trust
East & Short | 14 13 Add ‘if appropriate’ Thank you. We are aware that reversible causes
North may not be possible to treat, but expect healthcare
Herts professionals to use clinical judgment to explore
NHS these.
Trust
East & Short | 15 11 In our experience Atropine would not be the first line | Thank you for your comment. The drugs listed here
North choice and has some side effects that we would be are in alphabetical order rather than order of
Herts concerned about i.e. . agitation, especially in preference. Further detail is given in the full
NHS Parkinson’s disease. We would recommend guideline ‘Linking evidence to recommendations’
Trust Glypyrronium as the 1* line drug. section of chapter 9 (section 9.30).
Col 4 in our experience we would start a lower dose | Thank you for your comment on the prescribing
East & of morphine (5mg/SC/24 hr) for frail elderly. tables. Because of the recognised importance of
North supporting generalist prescribers in managing
Herts symptoms in the last days of life, these are now
NHS being further developed separately as an additional
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Trust implementation resource by NICE with support from

members of the guideline Committee. Consequently,
they have been removed from the guidance. This
important implementation resource will remain
targeted at the non-specialist prescriber and will be
made available on the NICE website.

Col 3 in our experience it can be difficult to roll a Thank you for your comment on the prescribing
East & breathless patient to administer PR diazepam tables. Because of the recognised importance of
North therefore could we add this to the notes at bottom of | supporting generalist prescribers in managing
Herts table, rather than in table? symptoms in the last days of life, these are now
NHS being further developed separately as an additional
Trust implementation resource by NICE with support from

members of the guideline Committee. Consequently,
they have been removed from the guidance. This
important implementation resource will remain
targeted at the non-specialist prescriber and will be
made available on the NICE website.

Col CSCI- in our experience Clonazepam is not Thank you for your comment on the prescribing
East & used as 1% line in generic practice as staff are not tables. Because of the recognised importance of
North familiar with it. We would recommend Midazolam. supporting generalist prescribers in managing
Herts symptoms in the last days of life, these are now
NHS being further developed separately as an additional
Trust implementation resource by NICE with support from

members of the guideline Committee. Consequently,
they have been removed from the guidance. This
important implementation resource will remain
targeted at the non-specialist prescriber and will be
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made available on the NICE website.

Short | 27 Table | We are concerned that the table is too complex for Thank you for your comment on the prescribing
East & 1 generic use and would not be used. A preferred tables. Because of the recognised importance of
North option would be to identify fewer drugs and then supporting generalist prescribers in managing
Herts contact the palliative care team. This applies to symptoms in the last days of life, these are now
NHS tables 1-5. being further developed separately as an additional
Trust implementation resource by NICE with support from

members of the guideline Committee. Consequently,
they have been removed from the guidance. This
important implementation resource will remain
targeted at the non-specialist prescriber and will be
made available on the NICE website.

Short | 27 Table | We are concerned that the dying person may be Thank you for your comment on the prescribing
East & 1 disturbed unnecessarily to administer PR drugs tables. Because of the recognised importance of
North when the SC route is preferable and should be 1* supporting generalist prescribers in managing
Herts line management for those unable to swallow. symptoms in the last days of life, these are now
NHS being further developed separately as an additional
Trust implementation resource by NICE with support from

members of the guideline Committee. Consequently,
they have been removed from the guidance. This
important implementation resource will remain
targeted at the non-specialist prescriber and will be
made available on the NICE website.

Short | 27 Table | Opioids, col 2. Remove 'up to max dose’ as we are Thank you for your comment on the prescribing
East & 1 concerned that this may result in under dosing. tables. Because of the recognised importance of
North supporting generalist prescribers in managing
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Herts symptoms in the last days of life, these are now
NHS being further developed separately as an additional
Trust implementation resource by NICE with support from

members of the guideline Committee. Consequently,
they have been removed from the guidance. This
important implementation resource will remain
targeted at the non-specialist prescriber and will be
made available on the NICE website.

Short | 27 Table | Consider adding conversion of oral to SC dose. Also | Thank you for your comment on the prescribing
East & 1 add seek SPCT advice for patient with renal failure. tables. Because of the recognised importance of
North notes supporting generalist prescribers in managing
Herts symptoms in the last days of life, these are now
NHS being further developed separately as an additional
Trust implementation resource by NICE with support from

members of the guideline Committee. Consequently,
they have been removed from the guidance. This
important implementation resource will remain
targeted at the non-specialist prescriber and will be
made available on the NICE website.

Short | 28 notes | Consider adding ‘seek advice of SPCT in renal Thank you for your comment on the prescribing
East & failure’? tables. Because of the recognised importance of
North supporting generalist prescribers in managing
Herts symptoms in the last days of life, these are now
NHS being further developed separately as an additional
Trust implementation resource by NICE with support from

members of the guideline Committee. Consequently,
they have been removed from the guidance. This
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important implementation resource will remain
targeted at the non-specialist prescriber and will be
made available on the NICE website.

Short | 28 Table | Col 3 In our experience we would commence a Thank you for your comment on the prescribing
East & 2 lower dose morphine (1-2mg) for non malignant tables. Because of the recognised importance of
North respiratory patients. supporting generalist prescribers in managing
Herts symptoms in the last days of life, these are now
NHS being further developed separately as an additional
Trust implementation resource by NICE with support from

members of the guideline Committee. Consequently,
they have been removed from the guidance. This
important implementation resource will remain
targeted at the non-specialist prescriber and will be
made available on the NICE website.

Short | 30 Notes | Would suggest ‘substitute not ‘add in’ antipsychotic | Thank you for your comment on the prescribing
East & b in this situation tables. Because of the recognised importance of
North supporting generalist prescribers in managing
Herts symptoms in the last days of life, these are now
NHS being further developed separately as an additional
Trust implementation resource by NICE with support from

members of the guideline Committee. Consequently,
they have been removed from the guidance. This
important implementation resource will remain
targeted at the non-specialist prescriber and will be
made available on the NICE website.
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Short | 30 Table | As for 16. Consider contacting SPCT. Thank you for your comment on the prescribing
East & 4 tables. Because of the recognised importance of
North supporting generalist prescribers in managing
Herts symptoms in the last days of life, these are now
NHS being further developed separately as an additional
Trust implementation resource by NICE with support fr