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Introduction 
 

This Course Handbook has been designed to accompany a series of workshops across 

Wales entitled ‘Difficult Conversations at the End of Life for Children’.  The Handbook is 

structured in the same way as the workshops, with half focusing on communication skills 

and the other half on how to use the Paediatric Advance Care Planning tool (PAC-Plan). 

 

The communications skills section of this book comprises an introductory section on 

communication skills within paediatrics generally (including written communication), and a 

second section on two of the most useful rubrics for communication in palliative care; the 

Cardiff Toolkit and the SPIKES tool. 

 

The PAC-Plan section comprises an introduction to the nature and purpose of advance 

planning in children, the PAC-Plan documentation itself and lastly the policy that supports 

it.  For historical reasons, the Plan and the policy were originally developed and approved 

in Cardiff and the Vale ULHB before being adopted in each of the other LHBs in Wales.  In 

the process of adopting them, each of the LHBs has made some modifications but they 

have usually been small (such as a different logo or telephone number). 
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The chapter on Communication Skills is taken largely from Communication skills (Chapter 

7), Hain, Richard and Hain, John: MRCPCH MasterCourse Vol.1 Levene, M. and Hall, D. 

eds. (2007) Elsevier, ISBN-13: 978-0-443-10142-7, ISBN-10: 0 443 10142 6. 

 

The section on communication tools was written by Dr Tim Warlow, specialist trainee in 

paediatric palliative medicine in the Wales Deanery.  The section on practical use of the 

PAC-Plan was written by Mrs. Kath MacSorley, Paediatric Palliative Care Nurse Specialist 

for Cardiff and the Vale. 

 

Development of the PAC-Plan was over many years and the number of people who were 

involved during that time is too great to mention all their names.  The project was led at 

different times by Dr Jo Griffiths (Consultant in Community Paediatrics in ABMUHB and 

Paediatric Palliative Medicine in the all-Wales Network), Dr Michelle Jardine (Consultant in 

Paediatric Intensive Care in Cardiff and the Vale) and Dr Richard Hain (Consultant and 

Clinical Lead for the all-Wales Network in Paediatric Palliative Medicine). 

 

The cover was designed and drawn by Dr Katy Smith, trainee in Community Paediatrics in 

the Wales Deanery with a special interest in palliative medicine. 
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Section 1: Communication 

 

Introduction 

 

Richard Hain 

John Hain 

 

The medical care of children is perhaps unique in the extent to which it relies on 

collaboration with the family.  When considering a treatment plan for children, 

paediatricians take it for granted that the child’s parents will always be available to the 

child, that they will usually have the child’s best interests at heart, and that they will be able 

to work alongside medical and nursing staff.  In effect, parents are expected to be 

colleagues with the paediatric team. 

 

If this collegiate relationship is going to work safely and effectively, it is essential that 

families feel both confident and competent.  It is the aim of communication with patients 

and their families to facilitate this, both by imparting information and by encouraging 

confidence.  In many conditions, particularly those that persist for many years, families will 

come to see themselves as experts not only in their individual child, but also their child’s 

condition.  At the time of diagnosis, however, it is important to be able to impart not only 

facts, but an understanding of them, in an effective manner. 

 

Factors that can make this more difficult include prior understandings (and 

misunderstandings), emotional coping mechanisms such as denial, and simple differences 

in the way information is given and received, such as vocabulary.  It can be complicated by 

difficulty in remembering information.  Devices for helping memory, such as audio 

recordings, diagrams or hand-written notes, are all important. 

 

The aim of this chapter is to consider some of the ways in which communication can be 

practically facilitated in order to reduce the chance of misunderstanding, and to optimise 

effective transfer of information and understanding, not only from doctor to family but also 

from family to doctor. 
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Basic science  
 

 

The commonest communication scenario is in a situation where the doctor is expected to 

impart news or information.  It is often the situation in which doctors feel most comfortable.  

There are always communication needs beyond simple information transfer, however, 

many of which the doctor will be unaware of but which will inevitably complicate the 

discussion if they are not acknowledged.   

 

In general, in any communication the doctor has two responsibilities to the family and 

patient.  The first, and the simplest, is simply the passing on of information that the doctor 

has and the family needs.  This needs to be done clearly and honestly. 

 

The second, more nebulous but often more important, is to ensure that the family feels 

‘valued’ by the professional. There is a power imbalance inherent in the relationship 

between doctor and patient since the doctor has the knowledge and is in his or her own 

environment.  One of the goals of good communication exchange is to redress this 

imbalance. 

 

This is more than good manners; the family or patient that feels their concerns have not 

been understood or taken seriously are less likely to work well in the team.  Difficult though 

it can be, imparting this sense of being valued to families and patients is of practical 

importance in ensuring good patient care.  Empathy – not only a capacity to understand 

something of what they are going through, but an ability to communicate back to the family 

that you have understood it – is a highly effective way to ensure this sense of being 

valued. 

 

With this in mind, the process of giving news or information can be considered in five 

stages: 

 

1.  Setting the scene 
 

Communications should take place in an environment that is conducive to the exchange of 

information.  This needs planning.  Of course it is not always possible and communication 

may at times have to be impromptu, but this should usually be avoided, if necessary by 

arranging a discussion at a specified later time. 

 

Most families find discussions with healthcare professionals, and particularly doctors, quite 

intimidating and will need positive encouragement to volunteer information.  The aim of 

setting the scene is to provide a physical and temporal space in which communication is 

facilitated.   
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 Physical space.  Privacy is essential if families are to feel comfortable discussing 

important issues.  Discussions should ideally be in a quiet room reserved for the 

purpose, whose door can be shut to ensure privacy.  The room should be 

comfortably furnished.  Sofas and armchairs are preferable to institutional chairs, 

and have the advantage of allowing professionals and family to be on the same 

physical level. 

 

 Temporal space.  It is important for families that they feel the doctor has put some 

time aside specifically for them.  An unhurried atmosphere can allow more efficient 

information exchange so that discussions can be shorter without sacrificing 

effectiveness.  Creating this ‘space in time’ is, paradoxically, a time-saving 

manoeuvre. 

 

Mobile phones and bleeps should be switched off or handed to someone outside the room 

so that the risk of interruption is minimised.  Not only does this reduce the risk of 

interruption, it also sends the message to the family that for this period of time their 

concerns are the most important.  It is important to avoid consulting a watch during the 

discussion as this will give an impression of hurry. 

 

 Removing barriers.  It is common for doctors unintentionally to discourage 

contributions from families they are interviewing.  A positive effort may need to be 

made to remove barriers.  An obvious example is the physical presence of a desk 

separating two people having a discussion.  Eye contact on the same level is 

important as it emphasises equality rather than power differential.  Doctors should 

avoid standing while the family sits, or sitting in higher chairs.  Eye contact should 

be maintained.  It can be difficult to hold someone’s gaze when breaking bad news, 

but it is very important.  The assumption made by many people if eye contact is lost 

is that information is being withheld, or that the doctor is not being entirely truthful.  

This sense of evasiveness is a powerful conviction which, once held, can be very 

difficult to change.   

 

 Having the facts straight.  It is important to realise how much importance is 

attached by families to discussions with doctors.  Where there are results to be 

communicated to the family, it is essential that it be done accurately.  Ideally, it is 

helpful to have the relevant reports printed in front of you.  If this is not possible, it is 

preferable to admit uncertainty than to discuss a half remembered result.  

 

 Who else should be there?  A counsel of perfection is that both parents should be 

present when discussions of any significance take place.  This is both for their 

mutual support, and to minimise the risk of misunderstanding between them when 

information is relayed. 

 

In practice, this is not always possible.  An alternative is to arrange a second interview to 

cover the same ground, or to make an audio recording that can be handed to the spouse. 
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If these discussions are taking place on a ward where the child is or will be admitted, it is a 

good idea to ensure that one of the nursing staff from the ward are present.  This allows 

the family to identify a more accessible information resource to whom they can turn once 

they have had time to digest the conversation and need to ask further questions.  It is also 

a good opportunity to support nursing colleagues and to emphasise that you are part of 

the same team.  This can be reassuring for families when everything else seems 

disturbing and new. 

 

 

2.  Alignment 
 

It is tempting to start the discussion with what we want to say, but this would be like aiming 

a gunshot without first looking at the target.  Instead, the first stage should be to establish 

what the family already knows or understands by inviting them to talk first.   Alignment 

essentially means getting some idea of what things look like from the family’s perspective.  

In aligning him-or herself with the patient, the doctor should gain an understanding of: 

 

 What they have already been told.  Many families will have considered leukaemia, 

perhaps because it has been mentioned as a possibility by the referring GP or other 

doctor.  Others will have no idea this is a possibility, while some will be afraid to 

mention their fear of it. 

 

 Any prior experience and its impact.  Leukaemia in childhood is cured in around 

75% of cases.  Most families who have considered it as a possibility will extrapolate 

from their own knowledge of cancer, which are usually in adults and carry a much 

worse prognosis.  What started as a discussion to ‘break bad news’ can in fact become 

an opportunity to reassure.  People look for explanations for illness, and in their 

absence will often assume that inheritance, upbringing and/or contagion might be a 

factor.    

 

 What they understand.  Even those who have had no prior experience will usually 

bring to the discussion some preconceptions which may be unhelpful and should be 

identified during the alignment phase.  This is particularly true regarding the implication 

of the diagnosis and especially prognosis.  Many families will assume a diagnosis of 

leukaemia is universally fatal, or at least always causes long-term damage, or that a 

bone marrow transplant (often thought to involve surgery like a sold-organ transplant) 

will be necessary. 

 

 What vocabulary they use.  It is during this listening phase that doctors should note 

how the family uses certain aspects of language, both by listening to the words that are 

used and those that are avoided.  The term tumour, which to doctors can mean benign 

or malignant disease, is usually synonymous with ‘cancer’ to lay people.  Some families 

studiously avoid using the term ‘cancer’ or ‘leukaemia’ preferring instead ‘tumour of the 

blood’.  If this is the phrase that the family already understands and which 

accommodates their coping mechanism, forcing them to use a more precise term may 
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jeopardise both their understanding and their coping.  It is also discourteous; constant 

and unnecessary corrections emphasise the power imbalance between doctor and 

patient.  

 

 

Tools available to the professional during this stage include: 

 

 Open questions: These are questions that encourage someone to define the 

agenda of the discussion by allowing them free rein to decide how to interpret the 

question.  There are different ways of doing this; a good one is to start by saying 

“We haven’t met before, so it would help me if you could summarise for me what 

has happened up until now”.  This allows the family to interpret the question in 

whatever way they choose.  Such an approach can often be dramatically revealing, 

such as the response “Well, it all started when we moved near some power cables 

after my husband left us four years ago”. 

 

 Closed questions:  Closed questions are often considered less helpful, as their 

object is to narrow down the discussion and focus on specific issues.  Carelessly 

used, their effect can be to restrict discussions to what the doctor wants to talk 

about, rather than what the family needs to hear.  Nevertheless, closed questions 

can be crucial: consider, for example, the importance of an answer to the question 

“has anyone in your family suffered from leukaemia”.  Discussions with no closed 

questions can be poorly-focused and deeply unsatisfactory. 

 

 Summarising and checking:  Since the purpose of the alignment phase is to gain 

an understanding of the perspective of patient and family, it is important to confirm 

that our understanding is in fact accurate.  This can be done, for example, using the 

formula “From what you have said, it seems that you already 

suspected/understand/worry about etc…”  This is an opportunity for families to 

correct the doctor, or to confirm that his understanding is correct.  Even if no 

correction is needed, it allows the family to feel the professional has listened to 

them, and the doctor to gain a better sense of their information needs.  

 

3. Imparting information 
 

Although, as has been seen, it is an important goal of discussions with families that they 

feel listened to, this is rarely enough.  The doctor is expected to be able to give information 

in an authoritative way.  Furthermore, it is important that information be received and 

understood accurately by the family, since competent collaboration is necessary in caring 

for the patient. 

 

Information should be imparted at an appropriate level and an appropriate pace. 

 

Appropriate level: The appropriate level is the information needed to deal with the 

immediate situation, and that necessary to allay the family’s major fears and anxieties.  At 
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the time a diagnosis of leukaemia is made, for example, it is important that the family 

should understand the nature of leukaemia, the immediate tests that are required and the 

significance of their results.   Families will commonly ask for information about increasingly 

remote possibilities, giving ever more speculative ‘what if’ questions.  The result can be 

discussion of more and more complex and uncertain possibilities, the vast majority of 

which will never happen.  Paradoxically, passing on too great a volume of information in 

this way will reduce exchange of the information that is really needed.  Giving too much 

information can be as detrimental to communicating understanding as giving too little.  

There is a difficult balance to tread between appearing to avoid answering questions, and 

resisting the temptation to discuss in detail possibilities that are unlikely.  Furthermore, 

families will usually expect from a doctor some indication of what his or her own opinion is.  

Often, questions raised by families at the initial interview will reveal more general concerns 

which may need to be addressed.  For example, detailed questions about the side effects 

of chemotherapy before leukaemia has been confirmed, let alone classified, may indicate 

a concern that even if the child is cured, he or she will be left with long term damage.  

Whilst addressing the specific detail of different chemotherapy protocols may not be 

appropriate, reassurance that most cancer survivors are healthy certainly is. 

 

It may be necessary to close down parts of the discussion that range too far into the 

speculative.  In this situation, it can be helpful to make a further appointment at a specific 

date and time once further results are available.  This avoids a sense of abrupt closure. 

 

There is often surprisingly little difference in understanding of practical care between 

families between those of a high level of education and those without.  What is often 

needed, however, is for the same concepts to be explained in different ways.  The danger 

here is of sounding patronising on the hand or incomprehensibly technical on the other.  

One way to minimise the risk of either extreme is to avoid using jargon words, using 

instead the terms chosen by the family themselves.   

 

So, information should be given at a level that is appropriate for the needs of the family at 

that time.  Most families will need more or less the same amount of information, 

irrespective of their educational level.  It is therefore the doctor’s responsibility to ensure 

that information is imparted in a way that is comprehensible to the specific family. 

 

Appropriate pace:  The rate at which people can assimilate information depends on a 

large number of uncertain factors.  It includes their prior understanding, both because of 

their background and experience and also how much has already been discussed with 

them beforehand.  There is no way to know how quickly a family is ready to receive 

information except by continually checking.  A useful way of ensuring that information is 

being given at the appropriate rate is to use summaries.  These serve to reiterate what has 

been said, to punctuate the discussion and provide a pause, and also a chance to invite 

questions.  A typical summary would be something like: 

‘So we’ve talked about the two different sorts of leukaemia, lymphoid and myeloid, and the 

fact that they are treated quite differently and that lymphoid is on the whole easier to treat 

than myeloid.  We’ve also talked about the fact that before we can know which it is, we will 

need to do a bone marrow and we talked a little bit about what that will involve and in 
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particular the fact that he will be asleep when it is done.  Is there anything you would like 

to ask about those things before we go on?’ 

 

Written materials can be valuable adjuncts to communication.  Drawings made during the 

discussion can often help to clarify what is being said, but if they are complex it is often a 

good idea to have practised them beforehand.  Good quality written materials for families 

to take away can provide ongoing information that can be accessed at an appropriate 

pace and without pressure.  However, written material alone has its limitations and should 

not usually be used without an opportunity for discussion with a knowledgeable person.  It 

is difficult for any process of alignment to take place before printed materials are read, so 

that families may find themselves presented with a series of words that are unfamiliar but 

carry a message of dire news they are not yet prepared to hear.  Poor written information 

may be positively harmful, but there are many printed resources of great quality and these 

should be made available to families after or at the time of the discussions. 

 

Written materials also give an opportunity for families to access their own reference 

resources outside the meeting in order to clarify or expand on what has been written.  The 

internet is, of course, a mixed blessing in facilitating the development of expertise among 

families.  Much of what is published on the net is strongly held opinion rather than having a 

basis in fact.  Nevertheless, there are also some extremely valuable resources.  Families 

will access the internet anyway and if they are told they shouldn’t, most will simply do so 

without letting the medical team know.  The wisest approach is probably to encourage 

families to use the internet, but invite them to bring what they discover back for further 

discussion.  It is also helpful to provide three or four reputable and relevant internet 

locations.   

 

 

4. Checking 
 

It has already been seen that information should be imparted at a pace that is appropriate, 

and that the only way of knowing what is an appropriate rate is to check with the family 

that they are happy to move on to the next stage of discussion.  This is equally true once 

all the information has been imparted.  Again, the only way to know if the family feels they 

have had enough information (and feels their concerns have been addressed) is to ask 

them.  The technique of summarising is useful at this point but even without that, the 

question should be asked:  ‘Before we move on, is there anything you would like to ask 

about what we’ve already discussed?’  It may be helpful at this point to reassure families 

that they will not be thought stupid if they do ask a question:  “no one expects you to 

remember everything first time and we are perfectly happy for you to ask again.  If I am not 

here, my nursing colleagues are around and will usually be able to answer your 

questions.”  Such an approach also empowers and supports your nursing colleagues as 

sources of expert information in their own right. 
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It can be tempting, especially if time is limited, to invite questions in a way that actively 

discourages them: “You haven’t any questions, have you ?”  Generally, families will need 

positive encouragement to ask.  

 

If checking reveals that some areas of the discussion have not been understood as well as 

you had thought, it will be necessary to go back over the information again.  This may 

need to be done many times.  Rarely it may be necessary to guillotine the discussion, for 

example if it becomes clear that the family is simply unable to take in the information at 

that time. 

 

 

5. Future plans 
 

It is important the family does not feel they are being abandoned at the end of the 

interview. Most families will feel reassured and more secure simply knowing that there are 

plans for further conversations.  In the first instance, it is valuable to introduce other 

members of the team, ideally by having them to hand during the discussions, and to refer 

to them during the conversations so that families recognise yours is not the only expert 

voice.  Assurances such as ‘the nurses who work on this ward are very familiar with 

children with leukaemia and are always available to answer questions while you are on the 

ward’ can be both encouraging for families and supportive for colleagues.  It may be 

helpful to add that if they are not sure of the answer they will know whom else to ask;  this 

allows colleagues to involve senior members of the team without feeling they have lost 

face in doing so. 

 

For children who are to be discharged home, the contact may be the primary care team, or 

a nursing outreach team.  It is helpful to provide a contact phone number if at all possible. 

 

At the same time, families will often appreciate knowing that there will be a second 

opportunity to discuss things with the person who has initially given them the information.  

In an outpatient setting, this is achieved by arranging their next visit.   On the ward, it is 

helpful to set a time and a day when the discussion can take place.  It is important to 

remember that these appointments will be of enormous significance to families so should 

not be undertaken lightly.  For example, if it is not possible to be sure of the exact time on 

a Tuesday when the next meeting should take place, it is better to say ‘I will be there some 

time on Tuesday afternoon but can’t say exactly when’ rather than giving a spurious 

appointment time and then not being able to be there.  Generally, families fully understand 

that doctors’ lives are busy and often unpredictable and that they may not be able to give 

an exact time. 

 

Finally, it is important to ensure that the plans that have been drawn up for meeting again 

are acceptable to the family.  This of course particularly important if the child is to be 

discharged into the community since, if the plans are impractical for the family, the child 

will simply default and be lost to follow-up.  So, once again, the conversation should finish 

by summarising what has been said and inviting questions. 
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Summary 
 

’s role is essentially to ask the minimum number of questions necessary to illicit 

information from the family about their own fears, anxieties and understanding.  This is 

followed by a period when the doctor gives information in a way that takes account of the 

way in which the family is most likely to be able to assimilate it accurately and easily.  

Before leaving this section, the doctor should ensure that what has been said has been 

understood.  This can only be done by asking and, if necessary, by repeating the 

information.   Finally, a plan of action should be evolved which should include 

arrangements for the discussion to be continued both on an ongoing basis (for example 

with the nurses on a specialist ward) or at a specific future discussion.  This should allow 

the twin purposes of communication with families – the passage of information, and 

establishment of a sense of being ‘valued’ – to be achieved. 

 

 

Communication with colleagues  
 

Colleagues, too, need to be treated with courtesy and respect.   This is more than the 

simple dictates of etiquette; it is important because it is essential to good communication 

and therefore impacts directly on patient care.  The result of brusqueness or rudeness is to 

irritate, and the result of irritation is usually to close the door to further discussion.  

Courtesy is important because it helps avoid positions becoming entrenched and instead 

encourages exchange of professional views.   

 

For situations in which important patient data is to be passed on to colleagues, a 

combination of verbal and written communication is ideal.  Verbal communication is the 

most effective means of exploring, explaining or clarifying a difficult clinical situation.  A 

verbal handover, for example, allows information about patients to be passed on, but 

unlike a written handover it can also communicate less concrete aspects; something about 

relative urgency, non-specific worries, a condition that is improving or worsening, or other 

diagnostic possibilities that have been considered. 

 

Written information, on the other hand, is particularly valuable when data needs to be 

stored in such a way that it can be easily accessed by different professionals on many 

occasions.   Writing in the notes is usually done by a junior member of the team, and is 

often seen as something of a chore.  As the only permanent record of most of the clinical 

decisions that are made by a team, it is imperative that entries in medical notes are written 

well.   It is self-evident that written information should be accurate.  Notes should be 

legible, dated and signed with a name that can be read, and some brief description of role 

(eg. paeds SHO), ideally with a contact bleep or extension number.  They should be 

structured, beginning with a brief summary of the problems existing and new (including 

important medications, eg “Ribavirin day 4”), of the history and examination findings, a 

brief summary of the status that day (“Generally better, but some respiratory problems 

remain, cause unclear, NPA awaited”), and a bullet-point list of plans arising out of that 
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day’s assessment.  This is sometimes known as the ‘SOAP’ system: Subjective (ie what 

others and the patient tell you) Objective (ie what you find on examination), Analysis (ie 

how you interpret the situation) and finally Plan. 

 

In outpatients, the main record of an appointment is the letter to the GP.  These are 

usually more easily legible than hospital notes as they are typed, and provide a valuable 

cumulative narrative over months, years or even decades.  They are typically written by 

diverse doctors, of all seniority, many of whom will have moved on from the team at the 

time their letter is read.   Again, the need for letters to be clearly and systematically written 

is obvious, and the SOAP system works well.  Letters should, where possible, be kept to 

less than one side.  The two most important elements of an outpatient letter are a problem 

list or introductory paragraph summarising the issues, and a closing paragraph detailing 

the plan.  This should include further possibilities (eg “If tramadol is ineffective or poorly 

tolerated, we should consider introducing a small dose of morphine”). 

 

It is perhaps ironic that for paediatricians, the main role of a ‘GP letter’ is often seen to be 

to provide a record for other members of the paediatric team rather than for the GP.  A 

letter written with this in mind may not be enough if you are asking the GP to become 

actively involved in the child’s follow-up care in the community.  GPs have to read a huge 

number of letters each day, more than they can possibly read, and are faced with the task 

of identifying from this deluge those that need them to take some action, rather than simply 

informing them that someone has been seen.  Even where you are not asking the GP to 

undertake some specific task, it is the primary care team who will usually renew the 

prescriptions you have started.  They are in the position of needing to write up medications 

you have prescribed, on patients they may not have seen for some time.  If the child is to 

be managed safely by collaboration between hospital and primary care teams, the GP 

needs to have information presented in a way that is clear, accurate and quickly 

assimilated.  You can readily derive a set of ‘dos and don’ts’ of writing to GPs simply by 

imagining yourself in the position of the GP who has to read the letter. 

 

1.  Do ask the patient which GP to write to. 
 Until recently, every patient was registered with a single GP, but nowadays, patients are 

registered with a practice, and before long there will be the option to be registered with two 

or more practices.  Most hospital computer systems, however, currently automatically 

insert into a letter the name of the registered GP and this is unlikely to change in the near 

future.  Despite changes in GP cover, most patients will continue to have a preferred or 

‘usual’ Dr, and it is to this individual that the letter should ideally be addressed. The easiest 

way to ensure this might be to ask the patient or parent, or to reply to the GP who referred 

the patient. A GP tends to read more thoroughly a letter bearing his or her name. The 

same applies to addressing the letter to the current registering practice. 

 

2.  Do begin the letter with a statement of the diagnosis.   
Where available, a diagnosis (or diagnoses) should be stated at the beginning of the letter.  

GP notes are usually computer-based and use a diagnostic code for diseases, such as the 
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Read code.  Where there is a locally agreed disease coding system, including the relevant 

code in the GP/clinic letter is helpful, particularly for new diagnoses.   

 

3.  Do keep it short and well organised. 
The shorter a letter is, the more likely that a GP will read it thoroughly. Arguably there is a 

conflict here between the two roles of the clinic letter – a record for hospital notes on the 

one hand and communication with the GP on the other.  A particular bug-bear for GPs is 

having the contents of their own referral letter regurgitated in a clinic letter, yet these 

details do need to be recorded among the outpatient letters.  In fact, however, even for the 

record this is really only necessary on the first visit.  Reiteration on subsequent occasions 

is unnecessary and results in a letter that is turgid and difficult to read - for primary care 

and hospital teams alike.  To enable GPs easily to skip what they already know, one 

solution is to preface this paragraph with “to summarise the background” and/or to use 

subheadings (eg ‘GP Action’) to draw attention to the relevant sections of the letter. 

 

4.  Do not use specialty-specific jargon.  
Another barrier for those trying to assimilate the information in clinic letters is the use of 

terminology or abbreviations seldom used outside the specialty.  GPs should not be 

expected to need a dictionary of paediatrics to translate your letter.  Courtesy, as well as 

the interests of effective communication, demands that you use a professional vocabulary 

you have in common.  Even among paediatricians, some abbreviations can be highly 

ambiguous: a patient who needs a ‘PEG’ may end up with a gastrostomy, laxatives or a 

form of asparaginase chemotherapy. 

 

5.  Do write a management plan. 
 Management plans facilitate an effective and efficient collaboration between 

professionals, both between primary and hospital teams and within them.  It is not always 

easy to see why a certain paediatrician at a certain time chose a particular course of 

action, nor what second and third options were considered.  A management plan along the 

lines of “if X fails, I would recommend Y or Z” allows others to see what your long-term 

strategy is.  It also allows the primary care team to continue your management plan 

without the child needing to wait until the next visit to you or, more likely, someone else on 

the paediatric team. 

 

This should include a clear plan for follow-up, whether your plan is for that to be in primary 

or secondary care.  The time-honoured closing formula “we would be happy to see him 

again…..”  emphasises that you have discharged the patient, but can be irritating to read, 

as willingness to review the child should go without saying.  If the phrase is necessary, it 

can perhaps be softened by adding “of course”  to indicate that you acknowledge this.   

 

6.  Do give clear, consistent and constructive messages to the family 
Where a specific ‘GP Action’ is recommended, it is helpful to spell out what has been said 

to the patient. If a GP reads that he or she should be altering medication, this will be 

translated into a change on the patient’s prescription list.   The GP needs to know whether 
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the patient/parent has been told the prescription will be ready, or whether they are 

expecting the GP to call first to let them know it is ready, or whether the prescription is 

contingent on follow up investigations/examinations etc.  Care of the child is through 

collaboration with the primary care team, and it is important that their working relationship 

with the family is not jeopardised by unclear or undermining messages from the hospital. 

 

In this regard, it is also helpful to remember that it is rarely appropriate to collude with 

families who castigate their GP.  Apart from anything else, families with this habit will 

probably be representing the hospital team in parallel discussions in a similarly critical light 

to the GP.  It often appears that some agreement is required with the observation “I kept 

telling them that there was something wrong but they wouldn’t listen”.  The need for 

families is usually for their anger to be acknowledged and understood, rather than 

encouraged and fuelled.  Paradoxically, indeed, most feel more anxious and uncertain if 

professionals allow themselves the luxury of uninformed criticism of one another.  Rather 

than joining in the heaping of coals on the head of an unfortunate and absent GP, a more 

appropriate and effective response from a paediatrician is to acknowledge the importance 

of the issue with an empathic “That must have been frustrating” or even “I can see that 

made you angry”.  Such an acknowledgement is true, helpful and supportive irrespective 

of the actual circumstances, but does not imply that you agree that the GP (to whose care 

they will soon return) is incompetent.  Having expressed their anger and seen that it is 

understood, families will often not feel the need to mention it again and the collaborative 

relationship between family and professionals in primary care and hospital teams is 

unscathed.   

 

If, in your view, there are real grounds for concern about the way in which a GP has acted, 

the best solution is to take it up in discussion with senior colleagues.  Again, as a matter of 

courtesy, it is rarely appropriate for junior members of the paediatric team to take it on 

themselves to contact a GP with a view to correcting their practice.  ‘Educating’ GPs is a 

delicate matter: some are grateful and some offended.  Most do, however, rely on 

specialists to disseminate knowledge and best practice, so if the referral illustrates a 

learning need the issue should not be ducked.  

 

8. Do draw attention to changes in prescription 
Any change in medication should be typed in bold type, listed before the body of the letter, 

or as a last resort highlighted by hand at the time the letter is signed. An exhaustive and 

up-to-date medication list is useful, but can be misleading unless it is strictly accurate. 

Patients may be under several different consultants, so that your knowledge of their 

medication list may be incomplete.  Remember that after the first month of a hospital 

prescription, what the patient will actually be prescribed, and will therefore be able to take, 

depends upon what is entered onto the GP computer.   

 

9.  Don’t always wait for the letter to get through the mail. 
Realistically, even if you dictate a clinic letter the moment you have seen the patient (as is 

ideal), there will usually be a delay of around a week while it is typed, signed, posted and 

finally received and read.  If there is any likelihood that the GP may need to know the 
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outcome of the clinic appointment this period, it is better to fax it, or better still, to contact 

the GP by telephone.  Many GPs do visits during the afternoon, and may be easier to 

contact during the morning.  Receptionists have a reputation for being highly skilled in 

protecting GPs’ time by deflecting calls.  This reputation is perhaps unfair; it is established 

as a result of the need to avoid interrupting consultations for a GP to speak to patients.  

There is no dedicated doctors’ hotline.  In reality, most receptionists will quickly recognise 

the need to put another doctor through immediately.  A useful phrase is “I need to speak 

directly to Dr X about a patient of ours”. It is helpful to state at the outset whether the 

urgency is such that the GP should be interrupted during a consultation. If the GP is out on 

visits, ask for a mobile ‘phone number. Messages are less satisfactory: you will have no 

way of knowing whether or not it has got to its recipient.  If you have the address, email is 

the obvious solution, but is still beset by fears about confidentiality. 

 

Summary 
 

Like patients, professional colleagues are part of a collegiate relationship which, in order to 

function smoothly, demands communication that is sensitive and affirming.  Again, we 

have suggested some practical ways in which this can be achieved, but underlying all 

these suggestions is the principle that people should feel they are valued as part of a team 

supporting and caring for the child.  Information exchange should of course be accurate, 

but accuracy alone is not enough.  It needs to be made accessible and easily assimilated.  

Whilst this can be challenging, particularly when communicating with colleagues outside 

the hospital, it is an essential part of clinical care.  It is not simply an issue of politeness, or 

professional courtesy and etiquette: children’s safety depends on it. 
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Goals of communication 
 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

  

 
To enable the family of a child or young person to become competent 
colleagues in his/her medical care through: 
 
 Imparting factual information and understanding: 

o to an appropriate level 
o at an appropriate pace 
o using appropriate language 

 
 Imparting a sense of participation in the team through: 

o Seeking their perspective 
o Empathic acknowledgement (implied and overt) of their concerns 
o Soliciting their views in decision-making. 
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 Goal Tools 

1. Setting the scene To remove barriers to exchange of 

information by: 

 

 Creating physical space 

 Creating temporal space 

 Using appropriate body language 

 Including appropriate people 

 

Arrangement of room 

 

Handing over bleep 

 

Eye contact 

 

Inviting spouse and others in family 

2.  Alignment To seek perspective of family: 

 

 What have they already been told, 

and what does it mean to them (eg 

does leukaemia mean to them 

they will inevitably lose their child) 

? 

 Have they any prior experience 

and/or (mis)conceptions ? 

 What vocabulary does the family 

use, and what words do they 

strenuously avoid ? 

 

Open questions – to allow family to set 

agenda and broaden the discussion to 

identify new areas that need to be 

addressed. 

 

Closed questions – to obtain specific, often 

detailed, information about certain areas. 

 

Summarising and checking – serves at 

least four functions: 

 Ensures the family’s understanding is 

accurate. 

 Ensures the doctor’s understanding of 

what the family understands is accurate. 

 Allows the family to feel their competent 

involvement is given high priority by staff. 

 Allows one section of the discussion to 

be rounded off and another begun. 

  

3.Imparting 

information 

To give information to family: 

 At an appropriate level (neither 

confusingly complex nor 

patronisingly simple) 

 At an appropriate pace 

 Using appropriate language 

Drawings and diagrams – can be helpful in 

clarifying complex issues, particularly if done 

as doctor speaks.  A good idea to rehearse 

these beforehand. 

 

Printed materials – many available, often 

local.  Internet most obvious and most widely 

accessed. Printed materials: 

 Can be accessed repeatedly and in 

family’s own time 

 Allow external references to be made (eg 

to web-based resources) 

 Are generic and may apply only 

incompletely to the individual patient. 

 

Summarising and checking 

 

4.  Checking To establish that : 

 

 information has been accurately 

received and understood 

 no new questions have arisen that 

should be addressed 

 the pace of discussion is 

appropriate and it is acceptable to 

begin to close the discussion 

Repetitions as often as necessary 

 

Reassure that everyone needs things to be 

repeated 

 

Actively solicit questions 

 

Explain that there will be other 

opportunities to ask. 
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Rarely, need to ‘guillotine’ discussion 

5.  Plans To ensure family feels ‘safe’ having 

been given the information: 

 

 Knowing there will be another 

opportunity to ask questions of the 

interviewer 

 Knowing there are other 

accessible expert people who can 

answer questions in the meantime 

 Having a clear idea of what the 

next steps are and what depends 

on their outcome 

Numbering steps on fingers 

 

Checking plans are: 

 

 Understood accurately  

 Acceptable 

 

Drawing attention to other sources of 

information: 

 

 Ward staff 

 Specialist nurses 

 Other medical colleagues 

 Internet sites 

 Printed materials 
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Communication Skills Tools 

 

Tim Warlow 

 

One of the great challenges in understanding the goals and wishes of children and families 

and providing them much needed information towards the end life, is ensuring clear two-

way communication. Many of these conversations are in one sense or another ‘breaking 

bad news’.  Whether the child’s condition changes or the approach to managing the child 

does, many of the steps towards the end of life involves loss to that child and family. As 

health professionals we need to understand what children and families know already, 

impart information sensitively and ensure understanding and ongoing support. Many of us 

do this naturally many times a day in our practice. However, when conversations relate to 

death and dying we can avoid discussing the topic or withhold difficult news.  Our own 

sense of inadequacy, lack of training, insufficient time and fear of negative impact on the 

child or family all contribute. It is at these times that having a strategy for communication 

can help to support quality communication and facilitate the goals, wishes, fears and 

hopes of the family being heard. These goals and wishes can then become the 

cornerstone of our family centred advanced care planning.  

 

Two of the many tools which can help in such situations are the ‘Cardiff Toolkit’ (Pearce 

and Finlay 2007) developed here in Wales, and the ‘SPIKES protocol’ (Baile and Buckman 

2000). Both are taught on the ‘Palliative Medicine for Health Care Professionals’ MSc 

hosted by Cardiff University.  These tools are outlined below and will provide a framework 

for practice scenarios used in the ‘Handling Difficult News in Paediatrics’ workshops.  

 

 

The Cardiff six-point toolkit 

 

The Cardiff Toolkit breaks down key aspects of any palliative consultation, offering tools 

which can be refined by professionals.  It supports open conversation as well as the use of 

‘breaking bad news’ communication protocols such as SPIKES. The six points are not in 

any particular order but all require consideration at various points throughout the 

consultation. 

 

The six points are: 

 

 Comfort 

 Question style 

 Language 

 Listening/use of silence 

 Reflection/acknowledgement 
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 Summarising 

 

1. Comfort: 

 

Ensuring all parties are comfortable physically and feel safe emotionally is vital when 

having difficult discussions. Consider the following: 

 Setting: Appropriate room, quiet, no interruptions, lighting. 

 Physical comfort: Seating, positioning of those involved. 

 Emotional comfort and ease: Tone of voice, greeting, courtesy, allowing and 

encouraging the expression of emotion, avoiding the temptation to provide false 

reassurance or false hope. 

 

2. Question style: 

 

Employ a variety of question styles to fully explore goals, wishes, values, fears and 

preferences of the family, encouraging discussion of difficult topics where information 

needs to be shared. Avoid asking multiple questions in the same sentence or leading 

questions directing the patient towards the answer you are seeking. 

 Using open questions to illicit complete information in patient’s own words e.g. ‘How 

have things been?’ 

 Focused questions to explore topics raised during open questioning or challenge 

e.g. ‘Tell me more about your pain?’ 

 Hypothetical questions to explore possibilities or probabilities in relation to difficult 

issues e.g. ‘Have you ever thought about what might happen if the chemotherapy 

does not work as we hope?’  

 Direct questions to clarify key points e.g. ‘Do you feel any numbness or tingling?’ 

 

3. Language: 

 

Up to 60% of communication is non-verbal, 33% the tone of voice we use and 7% the 

spoken word. Language considers all these aspects.  

 Consider body posture, expression and overall demeanour to communicate 

concern/compassion. Appropriate eye contact is vital. 

 Consider tone of voice and pace of speech (eg slow, calm speech when managing 

angry reactions or denial). 

 Avoid jargon, use simple developmentally appropriate words the patient can 

understand.  

 

4. Listening/Use of silence: 

 

Silence helps by allowing the patient to assimilate news, ask a question or react to difficult 

news. It can be harder for the professional than the patient to be silent at key points but it 

is vital to enable bad news to be digested and reactions explored. 
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 Allow the patient to talk – avoid interrupting until the patient has told the whole 

story. 

 Encourage continuation of dialogue with words such as ‘yes’, ‘I see’, or maintaining 

eye contact and using appropriate body language. 

 Once difficult news is shared, allow silence until broken by the patient themselves, 

either verbally or by a change in posture/gesture. 

 

5. Reflection/Acknowledge: 

 

One of the most powerful tools is using short phrases to reflect back what has been said 

encouraging further disclosure: 

 

Father: ‘Life is going to be very difficult from now on.’ 

Doctor: ‘Difficult?’ 

Father: ‘I don’t know how my wife will cope when Jacob gets more unwell…..’ 

 

Reflection demonstrates that you are listening.  It encourages the patient to continue their 

story or clarify what the concern or issue is really is about. Equally, a question can be used 

to reflect back to the patient to encourage further dialogue. This is especially useful when 

patients make comments to which there is no straight forward answer, or where a deeper 

concern underlies a more general question: 

 

Teenager: ‘Doctor, I’ve been thinking for a while….am I going to die?’ 

Doctor: That is a very difficult thing for you to have to think about, what makes you ask 

               that now? 

Teenager: ‘I need to make sure my girlfriend is ok without me.’ 

 

This process of reflection, as well as genuine sympathy and good non-verbal 

communication ensures the patient feels acknowledged in their concerns. This builds trust 

and opens the door for more difficult conversations which the health professional may 

have to initiate.  

 

6. Summarizing: 

 

Summarising is the process of taking salient information given by the patient and 

recapping this back during the consultation. It demonstrates you have been listening, 

allows the clinician to clarify points made, provides opportunity for the patient to add 

further points or details, and provides a way of re-orientating the consultation if it has lost 

direction. Summarising and reflection are both useful tools if as a clinician you get stuck at 

any point in the consultation and need to regroup before continuing the discussion.  

 

 

SPIKES – A six step protocol for delivering bad news 
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Effective communication of difficult news is vital to avoid misunderstandings and enable 

patients and families to plan effectively for the future. It ensures patients concerns and 

fears can be addressed, as well as their expectations of treatment in the future. It can be 

extremely stressful, especially where the possibilities for further life sustaining treatment 

are limited, or if the news is not expected by the patient and family. Many studies have 

demonstrated that families do want more information, and greatly value being told the truth 

even if it is not what they want to hear. Significant harm and future regret can result if false 

hope is given or facts omitted, as families are robbed of their ability to make decisions or 

plans based on the reality of their situation.   

 

Key goals in breaking bad news discussions include: 

 

 Gathering information from the patient to determine current knowledge, 

expectations and preferences for amount and type of information they wish to 

receive. 

 Provide the right amount of intelligible information in line with the patient’s wishes. 

 Support the patient in receiving the information 

 Provide an ongoing plan jointly. 

 

The six-point protocol below provides a suggested outline for achieving the goals above. 

There is much overlap with the Cardiff Toolkit, and many parts of the toolkit can be 

incorporated into the steps of this protocol. 

 

S -  Setting up the interview 

 

Privacy, ensuring all relevant people are present, ensuring no interruptions and adequate 

time for discussion. See Cardiff Toolkit ‘Comfort’ section.  

 

P – Perception:  ‘What do you already know?’ 

 

Ask before you tell. Use open ended questions to understand what the patient or family 

know about the condition, thoughts they have had concerning the news to be shared. This 

is vital if information shared is to meet the patient’s needs and be properly understood.  

 

I – Invitation:  ‘What do you want to know?’ 

 

Whilst most patients and families wish to know full details about the news to be shared, 

some do not. It is prudent to ask how much information patients wish to know, and what 

sort of details are important for them. Some patients prefer statistics and percentages, 

others a drawn diagram of the condition.  

 

K – Knowledge:  Warning shot then breaking the news 
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 Warning the patient bad news in coming can lessen the shock e.g. ‘Unfortunately, 

the news is not what we had hoped……’ 

 Use simple, clear language with no jargon. Ideally use words and phrased used by 

the patient in relation to their own condition. Avoid bluntness or harshness. 

 Give the information in chunks and check for understanding.  

 Remember, if there are no life sustaining treatment options, care and treatment still 

continue but the goal of that treatment changes.  There is never a time when ‘there 

is nothing more we can do.’ 

 

E – Empathy 

 

 Leave time for the patient to respond before providing more information. 

 Observe the emotion of the patient – silence, anger, denial, grief, shock. 

 Identify the emotion observed 

 Acknowledge the emotion then explore this with the patient if appropriate e.g. ‘I can 

see this is very upsetting for you to hear’, ‘You look very worried, what particularly 

are you worried about?’ 

 Validate the patient’s response e.g. ‘It is completely understandable that you feel 

this way.’ ‘This is a very normal reaction.’  

 

S – Strategy and Summarise 

 

The initial consultation may not be the right time to discuss an ongoing plan but for some it 

reduces anxiety and uncertainty and reassures that support will continue. Explore the 

patient’s wishes and goals moving forward. Summarising the discussion provides 

opportunity to ensure understanding and clarify points discussed.  

 

There are many other strategies for breaking bad news and some professionals find no 

strategy is needed at all. The principles of the Cardiff Toolkit and SPIKES protocol can be 

modified and incorporated into your own communication repertoire and used to reflect on 

your own communication skills in real life scenarios.  

 

References: 

 

Pease N. Communication to promote life near the end of life. Oxford University Press. 

Oxford. 2007 

 

Baile et al. Spikes – A Six-step protocol for delivering bad news: Application to the patient 

with cancer. The Oncologist. 2000;5:302-311 
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Section 2: Advance and emergency care planning 

Introduction 

 

Richard Hain 

 

If you were to ask those working with children what they mean by ‘Advance and 

Emergency Care Planning’, you would probably get lots of different answers. For 

some, it is simply another name for the DNACPR order (Do Not Attempt 

CardioPulmonary Resuscitation). For others, it is a record of the instructions that 

parents give for what doctors should do if their child becomes acutely and severely 

unwell. For others, the purpose of an Advance or Emergency Care Plan is primarily 

that it indicates a child should no longer be admitted to the intensive care unit if 

they become seriously unwell, because they are now seen to be ‘palliative’. 

 

Although there are elements of truth in all of those, none of them is entirely correct. 

The main function of advance and emergency care planning is to facilitate dialogue 

between the child's family on the one hand, and health care team on the other, 

about what might and should happen as a child’s death seems to be approaching. 

That is important, because without such a dialogue it is easy to fall into one of two 

errors about the relationship between what the family wants, and what the 

healthcare team should offer.  It can be tempting to imagine that the parents’ view 

is irrelevant, and that it is doctors who should make that decision, solely on the 

basis of what, as a matter of medical and scientific logic, is best for the child. On 

the other hand, it may seem to some that decisions at the end of life are entirely 

those of the parents. 

 

 

Who speaks for the child ? 

 

There is no doubt that most children, especially those with life-limiting conditions, 

do need an adult to speak for them. Most are non-verbal, either because they are 

too young to articulate abstract concepts or because they are cognitively impaired. 

The job of an adult speaking for a child is to express what the child's interests are. 

But there are two different sorts of interest. The first sort of interest (objective 

interests, or needs) are the sort that do not depend on the individual child herself. 

They are simply facts about the universe. That would include, for example, a child's 

need for oxygen or for food. Those needs are not subject to anybody's opinion or 

experience; we can know them simply by knowing enough medicine and some 

facts about the child that we can observe and measure. Those objective interests 

need to be articulated by someone who knows the facts, and that is most likely to 

be a doctor. 
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But there are also other interests that depend on the nature of the individual child. 

Those can be called subjective interests, or preferences. Some children prefer to 

take their medicine as tablets, while others prefer syrup. For most children, there is 

no rational reason why one should be better than the other. It is simply a matter of 

what that individual child prefers.  These subjective interests must be expressed by 

someone who knows that individual child well. Ideally, it would be the child herself, 

but if the child cannot express what she wants, it needs to be the person who 

knows her best. For most children, that is her parents.  What that means is that 

where parents need to make decisions on behalf of their children, they must make 

it on the basis of a correct understanding of what the child is needs are, and an 

ability and willingness to articulate the child’s preferences rather than their own. 

 

So one reason why it is important for the health care team to take seriously what 

parents want is that parents are the people most likely to know the child, and what 

the child might prefer. Another is that parents are colleagues. They are the people 

on whom the impact of any decision about the childcare at the end of life will be the 

greatest. A third, more controversial, reason is that to a certain extent the well-

being of parents is the responsibility of the paediatric team. There is no doubt that it 

is the child who is our first and major concern.  It can even be part of our 

responsibility is to oppose the wishes of parents where they are for something that 

would, as a matter of fact, harm their child.  At the same time, the interest of most 

children cannot be entirely isolated from the well-being of parents.  Children are 

likely to be better cared-for by parents who feel confident and well supported than 

those who feel undermined and kept in the dark.  And in any case it is a matter of 

human compassion that we also concern ourselves with what is best for the child's 

parents. It is correct for paediatric teams to say that the needs of the child must 

carry more weight than the needs of the parents, but that is not the same as saying 

that the needs of parents have no weight at all. 

 

The purpose of advanced planning is not only to record what parents want doctors 

to do, or to set out what the doctors are prepared to do. Rather, it is a dialogue in 

which health care team and parents bring their respective expertise to bear on an 

exploration of what is, as a matter of fact, the best thing to do for the individual 

child. 

 

The problem: different agendas, different timescales 

 

When it comes to decisions about medical intervention at the end of life, the sort of 

questions parents are asking themselves are often quite different in kind from those 

that health care team are considering. As well as wanting to know facts, parents 

are asking themselves questions that can have no clear answers: “What if he could 

have survived this episode? How do I know if he's suffering? What would God say 

if I let him die? What about my other children? Can I bear him to die at home? 

Should I expect a miracle? What if I agreed to let him die today and a cure were 

found tomorrow? How can I bear to know I'd seen his last smile?” And, perhaps 
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most difficult of all: “How could I live with myself if I agreed to stop?” 

 

The question to health care team needs to ask, on the other hand, is quite simple: 

“Do we intubate him now or not?”.   The decision needs to be made urgently, and 

primarily on the basis of physiological data available to the clinician in that moment.  

The questions being asked by the family need much more time. Many of them are 

ultimately unanswerable, others are not answerable on the basis of data alone but 

rely on perceptions and value judgements.  All need careful exploration, 

consideration and reflection in repeated discussions over the course of weeks or 

months.  It takes time – sometimes a lot of time. 

 

There is therefore a problem. At the end of life, there is enough data for the medical 

team to make a decision, but there is no time for the family to think through their 

existential questions. But in order for there to be time to the family to work through 

their own questions, advanced planning has to be commenced many months 

before death is expected. At that point, there is not enough information to be clear 

what the mode of the child's death will be. If end of life planning is left until the end 

of life, there is data but there is no time. If it is introduced much earlier, there is time 

but not enough data. 

 

 

What the PAC-Plan is 

 

The purpose of the PAC-Plan is to support timely and sensitively paced 

conversations that resolve the conflict between the family’s need for time and the 

clinicians’ need for information. The PAC-Plan provides three things: 

 

1. A ‘script’ that offers clinicians a structure for difficult discussions about end of 

life care. 

2. A record of what has been discussed. 

3. A means of disseminating the results of those discussions. 

 

1.  PAC-Plan as a script 

 

The PAC-Plan explores three potential scenarios that might unfold at the end of the 

child's life:  

 

 An acute deterioration that is easily reversible. An example might be if 

the child receives an inadvertent overdose of a respiratory suppressant drug. 

Under those circumstances, it is usually fairly obvious that a child should be 

intubated and ventilated while the effects of the drug dissipate, irrespective 

of the fact that she has a life limiting condition. 

 

 An acute deterioration that is irreversible. Parents might need to consider 

what would happen, for example, if they went into their child's bedroom one 
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morning and found that she had died during the night. Again, it is usually 

clear that under those circumstances it would not be appropriate to make 

any attempt at resuscitation. 

 

 An acute deterioration that is potentially reversible, but only by 

interventions that are too harmful.  The more difficult scenario is where an 

intervention might potentially reverse an immediate deterioration, but that the 

cost to the child (in terms of the harm it would cause her) would be too great 

to justify introducing it. Most parents understand that idea, but need time to 

consider its implications for their own child. It requires parents to weigh the 

extension of their child’s life (albeit only by a few months) against the 

distress and pain that resuscitation and ventilation will undoubtedly cause. 

For many parents, that is new information. It takes time to process the full 

implications. 

 

 

2.  PAC-Plan as a record 

 

The PAC-Plan provides a record of the content of, and agreements to, those 

discussions. It records that the discussion has happened, and some of the content 

(for example, the parent's preference for the place of care at the end of their child's 

life). It also sets out what the family would ideally like to happen in each of the three 

scenarios of deterioration: reversible, irreversible or potentially reversible. 

 

It is important to make clear to families that the PAC-Plan does not constitute any 

kind of legal consent form.1  Doctors do not need parents’ consent to withhold 

interventions they consider to be, on balance, harmful to the child. The PAC-Plan is 

a record of what that what the family would ideally prefer, and it is reasonable to 

promise that the result of completing it will be to make it more likely that those 

preferences will be realised.  But parents also need to know that it is not any kind of 

advance directive and is not legally binding on anyone. 

 

 

3.  PAC-Plan as a means of disseminating information 

 

The PAC-Plan is a means of sharing in a timely fashion the information that has 

been gathered, so that it can influence decisions at the end of life that might need 

to be taken quickly. It is also an opportunity to ensure that everyone who needs to 

know that the child is expected to die has that information on record, where it can 

be easily accessed at the time important decisions need to be made. That would 

                                                        
1 That is not as clear as it might seem.  Parents do need to give consent for the information contained within 
the PAC-Plan to be disseminated, because it contains confidential medical data.  They are also encouraged 
to sign the PAC-Plan alongside the signature of the responsible clinician, because it makes clear that both 
are comfortable that the record of discussions is accurate.  But the PAC-Plan is not a consent form nor any 
kind of legally-binding advance directive.  
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include, for example, the ambulance service who need to decide whether to 

attempt to resuscitate a child in the home before transferring to the Emergency 

Unit, or to transfer straight to a children's hospice for end of life care. 

 

The original version of the completed PAC-Plan is kept by the parents. That is 

important, because they need to know that what is written there is under their 

control. If a parent has a PAC-Plan that says the child should not be resuscitated, 

and chooses not to show it to the ambulance team, it says something about their 

own decision-making in that moment. Copies of the PAC-Plan should be in every 

version of the child's medical notes, including those in the Children's Hospital and 

the local paediatric unit as well as the GP. Relevant sections of the PAC-Plan are 

also disseminated to the ambulance service and to the police. 

 

What the PAC-Plan is not 

 

The PAC-Plan provides a script for discussing end of life scenarios that are 

reversible, those that are irreversible, and those that are intolerable. It provides a 

record of the fact of the discussions, the place of care and/or death that the family 

would prefer, and the interventions they would ideally like to happen at the time of 

acute deterioration. Finally, it offers a way of disseminating the results of those 

discussions to the medical notes, the ambulance service and the police. 

 

There are some important things that the PAC-Plan is not: 

 

 It is not a new version of the DNACPR.   It is no longer ever appropriate for 

the healthcare team unilaterally to decide that a child should not receive 

certain interventions on the basis of their illness.  

 It is not parental permission to withhold some treatments. The medical team 

does not require such permission and parents on their own would not be in a 

position to give it. 

 It is not a legally binding instruction by parents as to what the healthcare 

team should or should not do in the event of an acute deterioration. Parents 

do not have a moral or legal right to harm their child, and they do not acquire 

such a right simply by asking the doctor to do the harm for them. Parents 

should expect to be able to choose from among several reasonable 

treatment options to their child, but that does not extend to the right to 

choose an intervention that is not reasonable because it will, on balance, 

harm the child. 

 It is not a pass that means the child should automatically be excluded from 

the intensive care unit. The presence of the PAC-Plan represents an 

acknowledgement by parents and health care team that the child’s lifespan 

is likely to be limited. That is relevant to the discussion about whether 

intensive care is appropriate, but it does not render that discussion 

superfluous.  Intubation and ventilation will certainly be justified in many 

children with life-limiting conditions who have a PAC-Plan in place.  There 
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still need to be discussions with the intensive care team at the time they are 

considered. 

 

 

Summary 

 

PAC-Planning assures parents that the healthcare team’s goal, like theirs, is to do 

the best for their child.  It assures them that their knowledge and views are 

important in achieving that goal, but that they will not have to make end of life 

decisions alone. 

 

Parents cannot refuse treatment that is in their child's interests, nor can they insist 

on treatment that is not. Their views are nevertheless extremely important. Those 

views are complex, and need time to explore. The purpose of advance care 

planning using the PAC-Plan documentation is to provide a script to support those 

explorations, a record that they have taken place and what was discussed, and a 

means of disseminating the information to the people who need to know. 

 

  



 Page 31 

PAC-Plan in practice 

 
Kath MacSorley 
 

When starting Paediatric Advanced Care planning with a family be prepared that these 

discussions may take an hour but more often take days to months of discussion and will 

develop and change over time and as the child’s condition changes.  The discussions are 

often challenging for the professional and families alike and are often very difficult for a 

family to undertake as they think about things that they would rather not think about. Some 

people are real planners and want to plan everything down to the last detail whilst for other 

families it will be enough to think about basic things as laid out in the PAC plan. 

 

Who should complete the PAC plan? 

 

Any professional working with the family can complete or contribute to the PAC planning 

process – It does not have to be the Palliative care team (although they are always happy 

to help and advice with and support the process). It is best done by a professional who 

knows the child and family well and is available to support them through the process. 

However one of the child’s consultants should be involved at some point. This professional 

will have a feeling for the best time to introduce the PAC plan and will know when it is and 

isn’t a good time to talk with the family. Often you will go into an appointment with the 

intention of talking about the PAC plan but will arrive and know that this isn’t a good time 

and at other times it may come up when you are talking about something else. 

 

When to complete a PAC plan. 

 

If you would not be surprised if a child were to die prematurely, during this episode of care 

or within the next year it is probably a good idea to start thinking about a PAC plan. Often 

families will have heard about PAC planning from other families or professionals or it might 

come up naturally in conversation whilst discussing other things with the family. 

Sometimes especially if you know the family well you will already have some idea of what 

their wishes may be and what their fears are. 

The best time to complete a PAC plan (although not always practical) is when a child is 

well and the family can consider things objectively knowing that they have time to think 

about things. Often you find a PAC plan will be discussed after a period of acute illness if 

the child has been very unwell and especially if they have been in intensive care. 

 

Starting the process. 

Usually after deciding that a PAC plan will be completed a copy will be left with the family 

to look at. It is important that you explain that they do not have to fill this out themselves 

(this can cause a lot of stress for a family if they think you are leaving it for them to fill in) 

they can make notes on the copy if they wish but you will go back to them to discuss it and 

answer any questions they may have. You may at this point talk about who they would like 
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involved in the discussions and which consultant (if it is not the consultant leading the 

conversations) they would like involved. 

It may be appropriate to discuss some of the information given in the previous section at 

this point – such as it not being a legal document and a document that will evolve and 

change with time and importantly that the family are not wholly responsible for decisions 

made at end of life but will be advised by and work in partnership with the medical team or 

this might be best left for future discussions. 

 

Further discussions. 

 

Over the following weeks or months discussions may take place once or several times with 

health care professionals and issues discussed and information given. It is useful as a 

professional to think about the possible ways that the child may die – for example it might 

be because of deterioration in their disease or because of recurrent chest infections or gut 

failure many families will want to explore this and helping them to understand how this 

might happen will help them to make appropriate choices and decisions. Some families will 

have had experience of resuscitation and the paediatric intensive care unit and will 

probably need less explanation around these situations than a family who has not, but it is 

always good to discuss this – for example commonly parents who have seen an 

interaosseous needle inserted may not want their child to go through this experience again 

– but it would be important for them to understand the consequences of this.  

During the process it might be necessary to involve other professionals such as the organ 

donation nurses – this might simply be a phone call to them to obtain information or it 

might mean them talking with the family. 

 

Discussion about who the family would like contacted in an emergency or to support them 

if their child should die is also important, often we would recommend this is the children’s 

hospice as they have family support teams that are on call twenty four hours a day and 

can support the family if this is needed. 

 

Who to share the document with. 

 

Once everyone is happy with the document it is impotent to discuss who it will be shared 

with and gain the parents consent to share it with other professionals and outside 

agencies for example the police. When thinking about this it is helpful to think about whom 

else is responsible for the child at different times for example are they cared for by a 

respite team, do they go to school/nursery? Which hospitals do they access as well as 

health care professionals who are involved in their care. 

At the moment Ty Hafan children’s Hospice acts as a central repository for the PAC plans 

(this might change in the future) but we recommend that all the PAC plans are collated 

here so that if one can’t be found any where else in an emergency a copy can be found 

there. 

A copy of the form should be sent to the Welsh Ambulance service with the parents 

permission and they will place a marker on the house, so that when a call goes out from 

the home the crew attending will know there is a child in the home with a PAC plan and will 
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ask for it on entering the home. Page 7 of the PAC plan should be printed in a different 

colour to the rest of the plan so the ambulance crew can turn straight to it and know what 

management has been discussed.  

Different police forces require different information, for example the South Wales Police 

don’t require the PAC plan itself but just a form filling in (which can be obtained from the 

Palliative Care Office) where as the Gwent police force have the whole document. (I need 

to check this with Pat – she isn’t back until the 10th).The South Wales force use Dates of 

Birth on all their databases so they will need the parents dates of Birth. Again once the 

police have all the information they will place a marker on the house so if any calls are 

made to them they will know there is a child in the home with a PAC plan. It is important to 

let the family know that although involvement with the police is less likely if the child has a 

PAC plan they may sometimes still attend. 

Obviously if there is a change in address or the child dies it is important to let the relative 

agencies know. 

A copy should also be placed in the front of the medical notes and on the relevant Trusts 

electronic records if possible. The original copy should stay with the family. 

 

Additional documentation. 

 

Additional documents can be attached to the PAC plan; these may include symptom 

control plans, wishes documents, organ transplant wishes or emergency epilepsy plans.  

 

The document should be reviewed regularly – this may be as the child’s condition changes 

or yearly. It should be remembered that it is often traumatic for the family to have these 

discussions in the first place and so to review it will also be difficult for lots of families and 

will need to be done sensitively. Families often wish to change their PAC plan especially if 

the child becomes very unwell and they decide they no longer want unnecessary hospital 

visits or admissions to Intensive care. 

 

If you are completing a PAC plan and need help or support the Paediatric Palliaitive care 

team in your area will be very pleased to advise and support. 
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The PAC-Plan document itself 
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Policy 
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