It’s the listening, stupid!
Target audience: Welsh CPR/DNACPR/EoL ‘group’, NHS England EoL Lead, NHS
England Dementia Team, ReSPECT Leads, doctors who talked in a recent RCP
EoLC podcast.

Introduction
I keep reading clinically-authored material, which, to use my phrase here, ‘seems to
imply that family-carers during end-of-life are ‘passive observers’’: I also keep
coming across a piece of legal absurdity, which I will move on to later, and which is
relevant.
EoL at Home is complicated – it can become incredibly complicated, because of
problems with communication and rapidly-evolving events (both clinical, and also
other events – for example, a capacitous patient might ‘decide to now express a new
decision, or to now retract an existing decision’). I also keep coming across the
wrong categorisation of the people involved in supporting the patient during known
EoL at home: I keep seeing an emphasis on ‘healthcare professionals distinguished
from family carers’ when a much more appropriate separation would be ‘the people
involved long-term with the patient distinguished from people who become suddenly
and temporarily involved’.

I have recently written and placed online some pieces which are relevant to this
discussion, and these are:

Ref 1 My Little Book of EoL Thoughts by Mike Stone v2
https://www.dignityincare.org.uk/Discuss-and-debate/download/317/

Ref 2 My Own Story by Mike Stone
https://www.dignityincare.org.uk/Discuss-and-debate/download/315/

Ref 3 Comments on the RCP EoLC podcast by Mike Stone
https://www.dignityincare.org.uk/Discuss-and-debate/download/314/

The first of those, is a collation of some of my frequently-referenced (by me) pieces
in a single PDF – partly because I find that is one of the better ways for me to keep
track of my own material.
The second, describes the events around my own mother’s death about a decade
ago, and that is how I became involved ‘in EoL debate’.
The third, is a comment about a recent, and good [but quite long] RCP broadcast
about EoLC: although good, it wasn’t at all clear to me, how ‘the podcast’ believed
that relatives and family-carers ‘fitted in’ during EoL Care.

I will now move on, to that flawed legal assertion which I keep coming across:
accepting that this claim is untrue, fundamentally alters what can legitimately be
written as end-of-life guidance and protocol.

Sorry – but ‘normal family carers’ definitely CAN make bestinterests about CPR!
It is clear that ReSPECT also believes this piece of obvious nonsense, which can be
found on the rear of a Welsh DNACPR form (and the same flawed analysis of MCA
best-interests decision-making can be found on page 21 of 'MY FUTURE WISHES:
Dementia Advance Care Planning for all care settings'):
http://www.wales.nhs.uk/documents/VERSION-3-REVISED-DNACPR-Policy-Sharing-andInvolving-Final-July-2017-1.pdf

It isn’t difficult – if you both read the Mental Capacity Act and also do a little bit of
thinking – to work out what the justifications for withholding CPR are. I describe them
in ref 1 on page 30. As an aside, many people do not seem to believe that the
strongest justification in my list is ‘legally correct’ – it ‘clearly must be legally correct’
and you can see the reasoning on pages 28/29 in ref 1.
CPR ‘is a medical decision’ only if CPR could not be successful in restarting
the heart: if CPR might be clinically successful, then the decision to withhold CPR is
absolutely NOT ‘a medical decision’. And certainly nurses, and perhaps 999
paramedics, have been ‘sanctioned’ when they decided off-their-own-bat that ‘CPR
wouldn’t be clinically successful, so I will not attempt it'. In practice, less-senior
clinicians seem to attempt CPR unless they can find a DNACPR form signed by the

senior clinician – in fact, logically it should be ‘look first for an ADRT refusing CPR’
but at present ‘the emergency services ‘dislike’ ADRTs which refuse CPR’ {I am
using ‘dislike’ in the sense of ‘distrust to the point of not respecting/following’ and I
will return to that shortly}.
I have a little scenario involving a patient, Anne, who is living with dementia, which I
created to illustrate the complexity of best-interests decision-making even in simple
everyday situations: see ref 1 pages 12 – 14. If I 'tweek' my scenario, it is
immediately obvious that ‘those close to the patient cannot make the decision to
withhold cardio-pulmonary resuscitation’ is ‘legally irrational’ – as I pointed out on
pages 13/14:

So far, I have not tempted anyone to explicitly state ‘Dr Jones’ opinion is the
correct one, because Dr Jones is the professional’.
If someone had suggested that, I would have thrown in this to ponder.
Suppose that Anne had been capacitous, and while capacitous she had sent
off an application for David to be made her Welfare Attorney under the LPA.
The application can take several weeks to be processed: let us assume that
after sending the application off, Anne’s dementia suddenly became much
worse, creating the situation in my scenario, while the result of the application
is unknown.
Suppose that Dr Jones is in Anne and David’s home, that Dr Jones and David
are still disagreeing about the best-interests decision, and it is claimed that
‘the decision of Dr Jones is the right one, because Dr Jones is the healthcare
professional’. Then, while they are still arguing about whose decision is the
better, an envelope with the LPA documentation confirming David’s
appointment as Anne’s welfare attorney drops through the house’s letter-box:
instantly ‘David’s decision becomes the right one’.
The point of significance, is that in the few seconds between the paperwork
confirming David’s appointment under the LPA being outside in the postman’s hand,
and inside on the floor by the letter-box, nothing about David’s decision-making
has altered: obviously the quality of his decision-making isn’t affected by his
appointment as Anne’s welfare attorney. It is often implied, that unless a family-carer
or a relative is a legal proxy, the person cannot make legally-satisfactory MCA bestinterests decisions: wrong, whether anybody at all can make a legally-satisfactory
best-interests decision hinges on the person's understanding of the factors which
section 4 of the MCA requires a best-interests decision-maker to consider - it is
authority over best-interests decision-making which is affected by the appointment
as a legal proxy.

The truth is that anyone who could reasonably claim to have complied with section
4(9) of the MCA, can MAKE a best-interests decision about a medical intervention:
make is not the same as impose.
The three linked-tweets here, cover the situation concisely:
https://twitter.com/MikeStone2_EoL/status/906073527236907009

And – we are discussing CPR, which is taught as first-aid.
So – a family-carer might be able to perform CPR: how is it not, then, the familycarer’s decision, as to whether or not to perform CPR?
I would comment ‘that CPR is different from most other medical interventions’ and I
touched on how, in ‘Some Points about CPR’, which is one of several short pieces in
the composite PDF at:

https://www.dignityincare.org.uk/Discuss-and-debate/download/264/

The ‘Distrust of ADRTs refusing CPR by 999 Paramedics’
There is a Tweeter, who is aged about 60, and who has got an Advance Decision
refusing CPR, which is intended to prevent CPR and other life-sustaining
interventions: the person is ‘healthy’. I know, and so does the person with the ADRT,
that 999 paramedics are likely to disregard the ADRT and to attempt CPR: in an
attempt to persuade emergency clinicians to respect the ADRT, it contains a lot of
explanation which goes well beyond what is required by the Mental Capacity Act.
The person has posted some sections of the ADRT and other documents which
presumably are bundled with it, in a series of tweets:

As I pointed out during the Twitter discussion, I am very confident that the person's
documentation - which clearly encompasses an Advance Decision, something that
would usually be referred to as 'an advance statement', and also what I can only
describe as an attempt to explain our law to readers (which should NOT be the job of
the person creating such documentation - that should be 'part of HCP training'!) 'would be successful during a court case, in persuading a judge' but I doubted that it
would prevent 999 paramedics from attempting CPR:

Me:

And I think your ADRT would 'work' in front of a judge, and
probably inside a hospital - I'm far from convinced that if you
arrested at home, it would stop 999 paramedics from
attempting [and certainly 'starting'] CPR.
Reply:

Agree. That's exactly why I have a DNACPR too. And have

appointed my wife as LPA(health) and she is willing
to interpose her body between mine and the
paramedic. Doing everything I can!

This simply cannot be right - it cannot be sane, that those laymen who understand
both the law and also how the 999 Services behave, conclude 'we simply cannot
trust 999 paramedics to support our decision-making autonomy'.

There is something seriously awry, when Twitter exchanges go like this:

Sue Forsey:
I understand now Mike I didn't understand when mum collapsed I broke the
ambulance door trying to stop the paramedics doing cpr the 2nd time It just went on
& on Then when she got to hospital it was just terrible don't think I could have
stopped them anyway Just what is the law?
M
or
e

Mike Stone:

The law is badly understood, badly applied and the best chance of stopping CPR is
to have a Welfare Attorney saying 'don't do it' and waving MCA 6(6) & 6(7) under
HCAs noses, in addition to an ADRT refusing CPR.
Celia Kitzinger:
Yep - but not even this will stop someone doing CPR on me. Two different
intensivists in 2 different HCP/academic seminars recently said they'd give me CPR
despite the law (which I'd explained to them) because it was "the right thing to do"
and I'd "thank them for it later".

How can this horrible Situation of Conflict be changed to one of
Genuine Working Together to Support Patients?
To start with, it isn't that the doctors and nurses who create MCA/EoL/CPR
guidance/protocols cannot see the same issues as I, and other informed layfolk, can
see: the thing is, that we suggest different 'solutions', because we prioritise 'the
caveats' differently, as well as this mysterious 'for some reason HCPs appear unable
to actually see what the MCA says' problem [which I discuss endlessly, and have just
been discussing in this piece].

In my view the solution has to be founded on a balanced-consideration of some veryobvious truths, which definitely include:

* whoever is making best-interests decisions, the process is so challenging that
when at all possible we should be trying to avoid having to make best-interests
decisions: that equates to 'get Advance Decisions from patients if at all possible' but
it also requires that HCPs 'accept and follow' ADRTs:
http://www.bmj.com/content/356/bmj.j1216/rr-1
The problem, fundamentally, is twofold. The 999 Services – perhaps in contrast to senior
hospital doctors – do not default to 'trusting the word of relatives, about the
understanding the relatives possess in respect of the arrested-patient's position on CPR'.
And secondly, the issue of 'where the risk of following a written Advance Decision
forbidding CPR rests': surely, it should rest with the person who decided to create that
written ADRT. I have discussed this in a PDF that can be downloaded from ref 3, where I
reversed the assumption that 999 paramedics currently make about whether an ADRT
forbidding CPR, which is not embedded in the medical records, should be followed if it is
prima facie valid [and applicable]. When you 'think from the position of the patient who
created an ADRT',you (well - I do) arrive at this:
One place where this can easily be seen, is the issue of cardiopulmonary resuscitation
(CPR) when a patient is at home, and a cardiopulmonary arrest (CPA) is not considered
likely. Clinicians often imply, in their writing, that in this situation the patient cannot
refuse CPR by means of a written Advance Decision (ADRT). This is utter rubbish,
logically: I am not expecting that a drunken driver will swerve his car onto the pavement

and hit me, but I can certainly think about the likely consequences, if that were to
happen.
Similarly, I can consider the consequences of an unexpected CPA.
The only thing which does definitely follow from a home CPA being unexpected, is that
the GP could not certify the death – but that is an unrelated issue, to whether I can use
an ADRT to forbid attempted CPR for a ‘sudden CPA’.

If I consider such a ‘sudden CPA’ and then I write an ADRT refusing CPR for it, I
would be doing that in the knowledge that if I were in CPA when 999 paramedics
arrived at my home [after, probably, having been called by another person such
as a spouse, who had seen me collapse], I would not be conscious – so, I would
have written the ADRT with the intention that it should be followed, in exactly
that situation (of an unexpected arrest, and when there was no time to look at
my ADRT beyond confirming its Prima Facie validity).
Clinicians seem to think, that in this situation – when there is ‘an emergency’ –
my ADRT can be ignored, because there is no time ‘to confirm it’. But to the
author of such an ADRT, surely that is exactly the opposite of what you would
expect – as I wrote in ‘ReSPECT is incredibly DISRESPECTFUL’:
‘An ADRT which appears prima facie valid should be accepted as being
valid, if there is not enough time to check in more depth: it is during a
non-emergency that the prima facie apparent validity of a written ADRT
should be further examined !’

* If we accept my point that the most fundamental distinction is between the people
who are able to talk with and listen to the patient on an ongoing long-term basis and the NHS England Dementia Team (page 5 of My Future Wishes) seem to agree
with me -

then it becomes necessary to change the mindsets and attitudes of emergency
clinicians, and of 999 paramedics in particular, to one accepting of 'the person who
called us, might know much more about everything to do with this situation
except for the narrow clinical situation'.

That mindset/culture change, will never be achieved 'while only senior clinicians sign
the forms' - for example, from the ReSPECT Form:

The patient is allowed by ReSPECT to complete box 3 - but not to sign box 3.
Ditto box 4 - only the signatures of clinicians.

That simply cannot be correct - and personally, as either a patient or as a
welfare attorney, I myself would not stand for it - even setting aside the fact that
the ReSPECT form is promoting best-interests decision-making, during 'clinical
emergencies', and by the wrong people (if you need to read the ReSPECT form,
then you were not involved in its creation - and if anybody should be making bestinterests decisions during 'emergencies', it should be someone who was involved in

the creation of the form, not a reader of the form). I intensely dislike ReSPECT, and I
point the reader at:
https://www.dignityincare.org.uk/Discuss-and-debate/Dignity-Champions-forum/An-issue-with-ReSPECT-which-I-will-be-pointing-out-to-the-Public-Guardian/960/

http://www.bmj.com/content/356/bmj.j876/rr-7
* I used 'listening' in the title of this piece, but listening is a part of conversations,
and it is the 'ongoing conversation' involving the patient and those closelysurrounding the patient - during end-of-life the family-carers, GP, close friends and
relatives, and frequently-involved district nurses - who can listen, ask and crucially
'be informed by' those ongoing conversations.
Those are the people who should be listening to and understanding the patient's own
decisions, and who should be jointly creating any documentation intended to guide
emergency clinicians - and, 'jointly implies multiple signatures on such documents'.
I cobbled together some rough drafts of 'DNACPR Forms' which do comply with the
logic of the MCA a few years ago, and you can find the piece (which could well be
imperfectly proof-read) at:
https://www.dignityincare.org.uk/Discuss-and-debate/download/265/

But - the resulting forms, are lengthy.

An Alternative Approach to 'DNACPR Forms'
The Tweeter's forms intended to prevent CPR (among other interventions) surely
illustrate a crucial problem, with any form intended to prevent a 999 paramedic from
attempting CPR: even if you do not object to conflating the legal justifications for
withholding CPR (and to be clear - I do strongly object to such conflation!) it simply
isn't possible, to 'read and digest' that amount of information, before starting
CPR.
It isn't possible, to create a legally-sensible DNACPR Form and also to restrict the
form to only one or two A4 pages - to 'make sense legally' you would need sections
such as the one on the following page.

I included a lot of 'the legal theory/background' in the construction of my draft
DNACPR Forms - because I suspect that it is from such forms, that many front-line
clinicians 'pick up their legal understanding'. But, the forms while correct, would only
be useful for CPR at Home if the attending 999 paramedics understood both the law,
and also [therefore] which sections of the form to concentrate on.

In light of these problems, I would support an entirely different type of DNACPR
Form, and I will 'give a rough description of concept' towards the end of this piece. I
will point out here, that ReSPECT is flawed because it is both too ambitious and
too over-simplified at the same time - and that while DNACPR Forms are
apparently falling out of favour, they were never correctly designed in my opinion.

An Alternative Approach to CPR/EoL forms
I would stress - this also requires adequate and correct training of all healthcare
professionals, about decision-making law.
It would be possible to include within 'a DNACPR document' all of the justifications
for withholding CPR: patients, attorneys, GPs etc could all sign appropriate sections,
and then while not conflating decision-making authority provided the various sections
contained the legally-appropriate signatures, a single document would cover
everything. But, that probably isn't a good idea - to start with, different sections of the
document 'would have different owners', and I'm sure that would result in arguments
over 'who owns the document'. So, I am inclined towards only two types of
document: Advance Decisions (signed by the patient) and a semi-composite
document, of variable-and-uncertain 'ownership' but 'with-the-patient-residence',
which covers both 'CPR could not be clinically successful' AND ALSO 'CPR is being
withheld on [MCA] best-interests grounds'.
It isn't legally possible, to prescribe the details of an Advance Decision refusing CPR,
because the MCA has done that in sections 24-26 - so, what follows is a discussion
of the principles-of-design of the second document.

The Second 'Combined' DNACPR Document - Principles of Design
1) It must stress that any Advance Decision refusing CPR should be considered
first, and it must if a paper document incorporate the principle that 'any ADRT
refusing CPR should be attached to the front of this document if at all possible'.

2) People should:
a) sign for things they personally are responsible for, but also
b) sign to indicate 'awareness and involvement' if appropriate, for things they are not
responsible for.

So, 2(a) means that where 'responsibility is clear' a specific individual signs the form:
thus 'CPR could not be clinically successful' would be signed by the clinician who is
making that assertion, but 2(b) means the section could be signed by the patient and
or family-carers, relatives, etc, 'to confirm their knowledge of the section'.

Similarly, 2(a) means that if a welfare attorney whose authority extends over lifesustaining treatments records on the form 'CPR would not be in the patient's bestinterests' then the attorney would sign that section, but 2(b) means that clinicians
and relatives, etc, could sign to confirm their knowledge of the section'.

It is really tricky, if their isn't someone empowered by section 6(6) of the MCA and
the form seeks to convey a best-interests decision to its readers - what you need,
even in situations of complete agreement that CPR is not in the patient's bestinterests, is something like my Section 5 on the previous page.
3) While I object to forms such as the ReSPECT form which at the very least IMPLY
THAT 'all decisions are either made by or 'verified by' the senior clinician', I fully
support the idea that the form should include helpful statements signed by the senior
clinician - such as 'I have seen the relevant documentation (read on DATE) and I
confirm that 'A N Other' is the patient's welfare attorney under the LPA, and that the
attorney possesses decision-making powers over life-sustaining treatments including
CPR'.

4) At a fundamental level, we also need to use these forms to communicate who
is 'informed and involved' - see for example my 'MCA Section 4(7) Form' draft, at:
https://www.dignityincare.org.uk/Discuss-and-debate/Dignity-Champions-forum/Has-anyone-come-across-any-MCA-section-47a-statement-forms-online/956/

https://www.dignityincare.org.uk/Discuss-and-debate/download/278/

In Conclusion, and a Question arising from the Welsh DNACPR
Policy
It doesn't make much sense, I feel, to continue with detailed suggestions, at this
point: this is 'an incomplete analysis' as it stands, but my position is sufficiently at
odds with the 'mindset of' many doctors, that it requires feedback indicating that
doctors are willing to move towards my own position, before looking at these ideas in
more detail. I would also add, that so far as I can see, it isn't possible to recommend
to emergency clinicians that CPR should not be attempted on MCA best-interests
grounds, if there is no decision-maker empowered by MCA 6(6) and if there is a
disagreement about whether CPR would be in the patient's best-interests [and an
observant reader, will see that I have actually reflected that principle {implicitly} within
my DNACPR Justification Hierarchy

But, I would point out, on the basis of a couple of Twitter Polls I have performed, the
idea that 'the senior clinician 'is in control'' is not supportable:

https://twitter.com/MikeStone2_EoL/status/931819196207509504

I asked this question in my poll, and offered 3 answers: 60 people voted,
and I show the results:
A mentally-capable adult is 'dying' ['end-of-life' = 'sometime within
predicted final year of life'] at home. Who should the family-carers living
with their dying loved-one be taking instructions from? Please retweet - an
analysis of answers would be 'interesting'.
From the dying patient 92%
From the GP and nurses 2%
From nobody 6%
Total votes cast 60

In an earlier poll on Twitter, I had asked a related question:
https://twitter.com/MikeStone2_EoL/status/919195401898680321

An 82 years old man is diagnosed as terminal. He and his 79 years old
wife ‘invite clinicians to help while he dies’. Does that invitation of itself,

imply that if he loses the ability to make his own decisions, he wants the
clinicians, and not his wife, to make them?
Yes it does 8%
No it does not 92%
Total votes cast 79

There was always something perverse (and since the Montgomery ruling made it
clear that 'Bolam does not apply to consent', for anyone who had not noticed that the
MCA did that about a decade before Montgomery even more perverse) about the
position that 'because we consider that CPR could not re-start your heart, we will not
attempt CPR' IF an informed patient then says '… but I want you to attempt CPR,
anyway'. So, I see it as progress that section 8.3 of the Welsh DNACPR Policy starts
with (the bolds are in the policy itself):

8.3 A clear request for CPR – when CPR is not clinically in the patient’s
best-interest
A patient might insist that CPR is provided - even when (for clear clinical
reasons) the clinical team feel it to be an intervention which cannot provide
clinical benefit. When a patient requests CPR following a discussion that clearly
outlines very significant risks and burdens, the senior clinician must record fully
the patient’s expressed wishes alongside their own clinical views. When
conflict exists and whilst further advice is sought the interim position
should normally be to provide CPR.

It is also perverse [and at the heart of the analysis I am presenting in this piece] that
'traditionally legally-binding ADRTs refusing CPR are 'translated into' legallyadvisory DNACPRs'. It would seem to be rather more 'legally logical' to see if when
clinicians believe that CPR could no longer be successful, whether those patients
would, if they did not want CPR to be attempted, create a legally-binding ADRT
refusing CPR.
So, in connection with another section of the Welsh DNACPR Policy, I await an
answer to the question I have recently tweeted:

https://twitter.com/MikeStone2_EoL/status/985135260278165504

Text of my tweet:

I would like the Welsh DNACPR Policy team - whoever they are - to actually answer
this question for me. The MCA is very clear about 'the activity of' a written ADRT - it
becomes 'active' as soon as it has been witnessed. It doesn't need - LEGALLY - to be
'mirrored by' a DNACPR.
Image attached to the tweet, with the question I asked in it:

There is a PDF which discusses some scenarios involving 999 paramedics and
family carers, and which starts to investigate situations of disagreement within the
family carers, at:
https://www.dignityincare.org.uk/Discuss-and-debate/download/263/

I suggest that readers look at that PDF, a screengrab of which is
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