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From the Chairman 
Dear Colleagues!

Most summer holiday periods will be well passed by now, and 
judging from my 
emails and from 
conversations 
with you many of 
you, you clearly 
are busy both 
with clinical work 
and strategic 
developments. 
Earlier this month 
we had another 
executive 
telephone 
meeting and I will 
summarise the 
main work 
streams through 
the course of this update, as it is important that we are all 
aware of the ongoing progress in many areas.!

I am also looking forward to the APPM conference at 
the NEC in Birmingham on Friday 2 December – 
the programme looks really very good, and we have a greater 
interest than ever with current booked numbers booked at 95, 
so do book soon if you want to come as there will be a ceiling 
of 150 delegates.  Tracy Blount, Anton Mayer and Renee 
McCulloch have worked really hard to put this together, and I 
am hugely grateful to the team at Together for Short Lives for 
actually making it happen in terms of booking administration, 
and much more. Our annual conference will be in London 
next, and plans are that it will be even bigger than usual, and a 
booking has already been made for 24 November 2017 at 

�1APPM Newsletter Oct 16

In this issue 
Chair Remarks  

page 1!

ICPCN Argentina 

page 5!

Research page 7!

NICE guidance 

page 9!

Challenging Case 

page12!

Preview of Study 

day session page 15!

!
!
!
!
!

APPM 
 www.APPM.org.uk

Association for 
Paediatric 
Palliative 
Medicine

http://www.APPM.org.uk
http://www.APPM.org.uk


APPM Newsletter October 2016 7 October 2016

the RCGP at Euston Square……and, based on your feedback 
after the last conference, speakers are already being provisionally 
invited! !

At the conference in Birmingham, this December Sat Jassal is 
hoping that the 4th edition of the APPM Master 
Formulary will be ready to be launched. Hopefully it will 
have a specific neonatal section – this would be excellent, 
but it is a tight deadline. Tracy Blount has been ultra-busy 
with GP engagement, and it is our hope that this next 
venue will aid that, she now has an interest group of 43 GPs 
working in children’s palliative care, there will be a 
workshop at the conference for GPs. 

I am very grateful to Yifan Liang for all her work chairing the 
College Specific Advisory Committee (CSAC) of the 
RCPCH, for overseeing the development of the Joint APPM 
and RCPCH Curriculum, and for considering GRID and SPIN 
applications. Renee McCulloch has just taken over this role, 
the next meeting is in early October when there is already a 
full agenda - confirming the view that there continues to be 
a growing interest in children’s palliative care, and training 
for this.  

Our APPM membership continues to grow and this includes a 
number of “associate members”, there is also a workshop for 
associates at the conference in Birmingham. A fee of £50 per 
annum is due for many of us soon, and the team at Together 
for Short Lives is currently approaching and re-approaching 
members (ie us!).  

Please do continue to invite your colleagues to join with 
us so as to help promote and cascade the aims of the 
APPM to: 

• Promote the practice of paediatric palliative medicine and the development of 
standards of good practice  

• Ensure appropriate standards of education, training and practice of paediatric palliative 
medicine including through the work of the Royal Colleges of Paediatrics and Child 
Health, the Royal College of General Practice and other relevant institutions.  

• Promote equity of access to appropriate and effective paediatric palliative care 
services.  

• Identify priorities for paediatric palliative care research, providing direction and 
facilitation for research as appropriate.  

• Promote co-operation and collaboration with other professionals, statutory and 
voluntary organisations involved in the care of children and young people with life-
threatening and life-limiting conditions and their families.  
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• Maintain formal links and effective communication between relevant medical colleges 
and other national and international bodies. 

The APPM continues to work very closely with Together for Short Lives, as well as relying on it 
for our administrative support.  ‘Together’ continues to hold quarterly network summit 
meetings, with the next in Birmingham on 10 November, when there will be a mixture of 
presentations and workshops, covering two of the topics raised at the last summit: 

• Commissioner involvement in children’s palliative care networks, 

• User involvement in children’s palliative care networks 

Together for Short Lives is also holding two half day events in January 2017 in 
Manchester as part of the consultation exercise from the Resuscitation Council (UK)regarding 
ReSPECT (“Recommended Summary Plan for Emergency Care and Treatment”) – formerly 
known as the ECTP - which had given many of us some concerns, so there will be further emails 
to you when we have confirmed details. However, I encourage you also to look at “Together’s” 
website for an extensive list of conferences and updates throughout the year – there are now 
many.  !
APPM is also working closely with the RCPCH for its 2017 annual conference, “Healthy 
child, healthy future: the developmental origins of health and disease”– this will be in 
Birmingham on 24-26 May 2017, and so the challenge is how we relate children’s palliative 
care within this title. Our APPM session will be on the afternoon of Thursday 25 May, and is set 
up for a different audience than the one for our APPM  annual conference event. In 2017, we 
will not be partnering with other subspecialties, but rather there will a full afternoon event 
which will probably include an update from the NICE work and also research. There will soon 
be a call for abstracts – last year we had a record low number of abstract submissions and I 
believe that this is partly because of “competition” from Rome and Cardiff, so this is a plea – 
please consider submitting or encouraging others to submit an abstract, even if is an 
update or a modification from a previous submission.  

APPM has also been asked to offer a half-day session at the Association of Palliative 
Medicine (APM) in Belfast on 30 and 31 March 2017, and so we will be looking for 
speakers for this soon. There is a theme to this being developed but if you have a wish to be a 
speaker in Northern Ireland please do get in touch with Anton Mayer or myself. 

Meetings for trainees in PPM, as initiated by Michelle Hills, and now being overseen by 
Jonny Downie, continue to develop well. They are now being held twice per year, the next one 
will be on 31 October 2016, and is in Glasgow. It may already be at its capacity of 30 
attendees, but please email jonathan.downie85@gmail.com for more information. 

Neonatal work is the area of greatest growth in PPM at present, with a growing awareness of 
its importance, and the need to develop it further on a strategic level. APPM is looking to co-
opt a consultant neonatologist to the executive, and this is progressing well, so more on this 
soon.  It may well be that this is also a significant part of the programme of the 2017 APPM 
conference. Certainly, there is now increasing evidence of the importance of high quality 
neonatal palliative care, withThe ChiSP Study (2015 – University of York) further informing this.  

Research continues to be a very important part of the work of APPM, the multi-disciplinary 
joint Research Group is helping develop a culture of research and build research capacity 
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across the children’s palliative care sector. The group is chaired by Professor Myra Bluebond-
Langner and incorporates wider task and finish groups, such as: 

• Task force to support doctoral students (chair Maddie Blackburn) 

• Data task force (chair Lorna Fraser) 

• Publications Task force producing Synopsis [http://www.togetherforshortlives.org.uk/
members/resources/3036_synopsis,] chair Lizzie Chambers 

• Short life task and finish groups set up for particular pieces of work 

Succession planning continues for the APPM executive and there are likely to be two places to 
be filled at the AGM in December – are you interested? If so, please do contact any of the 
current executive group, to discuss this further. 

Finally, we are for ever looking for interesting articles, so I have “put my head above the 
parapet” and you will see that I have presented a challenging case within this Newsletter – who 
else can for the next edition? I also had the opportunity to travel to Argentina earlier this year 
and you will see some of this within this edition. 

I look forward to seeing many of you in the coming months.  Meantime, keep going! 

Pat Carragher           patcarragher@chas.org.uk or pat.carragher@appm .org.uk 
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7th Study Day 

!
DATE: Friday 2nd December 2016 

VENUE: Hilton Birmingham Metropole, NEC 

 (great for transport links!) 

The prices have been held at the same level as last year’s study 
day: !
 • £150 for APPM members (find out how to join the APPM      

here) 
 • £160 for non-APPM members       
          
  Find out more and book your place at:        
     http://appm.org.uk/15.html       

http://www.appm.org.uk/2.html
http://appm.org.uk/15.html
http://www.togetherforshortlives.org.uk/members/resources/3036_synopsis,
mailto:patcarragher@chas.org.uk
http://www.appm.org.uk/2.html
http://appm.org.uk/15.html
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2nd International Children’s Palliative Care 
Network: 18-21 May 2016, Buenos Aires, Argentina 
Cuidados  Palliativos Pediatros….Ahora!! Children’s Palliative Care…Now!     "

!  

La Boca, Buenos Aires 

Along with other children’s hospice and NHS colleagues in the UK and Eire, CHAS had 
hosted Dr Guillermina Mosca’s visit to children’s palliative care facilities in the 
summer of 2014. I was able to keep up links as “Guille” continued her paediatric 
palliative work in Argentina, whilst she is also working in general paediatrics. Partly 
as a consequence of this and of meeting Dr Ruti Kiman in Rome later that year, I was 
able to self-finance a trip to Argentina for the above conference. I arrived a few days 
before it and left three days after it finished, which includes some excellent clinical 
shadowing in three children’s hospitals in Buenos Aires.  

I arrived into a cold and wet Autumnal day in May of this year, with the leaves falling 
just a few weeks after the trees had burst from bud in a wet and mostly cool Spring 
in Scotland! I found a country which had just elected a new government and which 
was suffering from 25% annual inflation, and with this inevitable poverty for many. 
My attic loft accommodation which Guille had arranged for me was ideal, but my 
Catalan Spanish was extremely poor in a city where there was very little English 
spoken, and I was grateful for the time she made to show me around her city, with 
all its history.  

I met up with colleagues from paediatric palliative care from across the world for 
dinner on the night before the pre-conference workshops, and we were well looked 
after by our hosts. The workshops the following day were varied and I soon got used 
to using headphones for the translation elements, but I chose to attend the pain 
workshop led by Stefan Friedrichsdorf, Ross Drake, Alison Twycross and Veronica 
Dussel – there was much learning for me in terms of multimodal management. My 
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recommendation is that if you ever have the chance to attend anything led by one of 
these, take it – as it was the best learning that I have had for US$ 50 in a long time! 
Some of these speakers are hosting similar in Rome on 18 November – note to self, 
and others! During that day and later on, too, I had the opportunity to promote the 
APPM Master Formulary and with this came the probability to have it translated into 
Spanish, something which I am following up on.  

Joan Marsdon, Rut Kiman , Mary Ann Muckaden and Julia Downing formerly 
subsequently welcomed 400 delegates to the conference, with 300 coming from 
Latin America. The lectures were excellent, as were the opportunities for asking 
questions, but the chance for networking with colleagues who ranged from working 
full time in paediatric palliative care to those who were just entering it was really 
excellent, and I have brought home some excellent contacts, and I am trying to 
maintain the links made. It is clearly impossible to detail a 3 day conference in this 
short summary but highlights included “The Big Debate: Decision Making at the End 
of Life” when Richard Hain and Eduard Verhagen (Netherlands) went head to head on 
the ethics of different choices at end of life – the conference audience clearly were 
much more in tune with Richard’s presentation but Eduard gave a very good account 
of a different alternative, but one memory for me of the debate is that “intention 
influences moral purpose”.  

Lastly, on the conference, Father Rick Bauer (USA) wrapped the 3 days up with a 
review of the need for spirituality in children’s palliative care. He believes in his role 
it is not his job to evangelise either patients or their parents, but rather to ensure 
that we all have a self-understanding, and have a process of self-reflection not just 
to provide spiritual care but to be part of a team providing olistic palliative care to 
children, young people and their families.  

Children’s hospital playground 

I subsequently had visits 
to 3 different children’s 
hospitals throughout BA, 
which was arranged by 
Ruti Kiman, for which I 
remain very grateful. I 
saw medicine and 
nursing practised in 
different areas across the 
city of 4 million people, 
with some units 
seemingly better 
resourced than others. In 
each were very 
dedicated clinicians who 
often also practised 
within private medicine 

(there is clearly a very different set up from within the UK) and this was able to 
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finance their work with the state system, where income is much nearer the average 
income, and a significant contrast to the situation in the UK and Eire. I learnt 
significantly watching 
colleagues practise in an 
environment quite 
different than the ones I 
work in, and I was very 
unsure if a children’s 
hospice would have a 
place not. 

  

!
!

Ruti Kiman and APPM chair - in white coats….. 

I do know that various of the trainees whom I met are keen to set up exchanges with 
the UK and Eire, so if this is an area in which you are interested, either in terms of 
spending some time in Argentina or hosting a colleague from Buenos Aires, get in 
touch with me. Over the next few years APPM has pledged to explore this on a multi-
international level, and both Anton Mayer and I are keen to consider how this can be 
investigated further. 

Recommendation: the next ICPCN conference is in South Africa in 2018. I will plan 
to try to attend; I hope to see you there. 

Pat Carragher 

!

RESEARCH 
!

APPM is committed to supporting continuing engagement and sharing of information in 
relation to research in paediatric and young adult palliative care. The evidence base in 
our field is weak at present and we are committed to improving it.   
!
Research is critical to the future development and success of children’s palliative care 
services.  The need for evidence to demonstrate the value, impact and cost-
effectiveness of children’s palliative care provision is paramount 
!
Here is some information about research planned, under way or recently completed, as 
well as links to resources to support research, and to the research page of the 
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Together for Short Lives website: http://www.togetherforshortlives.org.uk/
professionals/research.
!
Please do be in touch if you are interested in research, and in particular let us know 
if you have a particular research interest or are undertaking a research project in 
the field. 

Dr Susie Lapwood –  slapwood@helenanddouglas.org.uk 

Relevant information sharing within APPM / TFSL takes the form of:  

- APPM Newsletters, ad hoc e-communications as relevant 

- TFSL APPM list of research networks (work in progress) 

- TFSL APPM list of people engaged in PPC research and their subject 
interests (work in progress) 

- Regular 2 way information sharing between TFSL / APPM research 
group and APPM exec  

TFSL/APPM joint research group 
 http://www.togetherforshortlives.org.uk/professionals/research 
Some papers produced or informed by the APPM / TFSL joint research group are: 

• Review of Accomplishments of Joint Research Group 

• Submission from Together for Short Lives to Nuffield Council on Bioethics : Response to 
Call for Evidence on Children and clinical research: ethical issues  

• Submission from Together for Short Lives to RCPCH to inform revision of RCPCH 
Guidelines for the ethical conduct of medical research involving children !

• Research Group Terms of Reference - Revised June 2015 
• Together for Short Lives Research Strategy 2015-18 

!
Current UK research interests in paediatric palliative care (PPC) 
We would like to populate an area of the website with a list of research groups, 
research interests and contact names. Please let us know of research you have 
completed, are undertaking or hope to develop, relevant to the field of palliative care 
for children and young adults, and whether you are happy for this information to be on 
the APPM and Together for Short Lives websites. !
External links to support PPC research and information sharing (funding 
bodies etc) !
Cochrane Pain, Palliative and supportive care group 
http://papas.cochrane.org/; Tweets by @CochranePaPaS 
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We are working with Cochrane PaPaS to set up a Cochrane prioritising day for 
paediatric palliative care. The PaPaS group is already undertaking many reviews around 
pain.  !
James Lind Alliance have undertaken a research priority setting exercise in adult 
palliative care (2015), accessible here: http://www.jla.nihr.ac.uk/top-tens/palliative-
and-end-of-life-care-top-10 !
Palliative Care Research Society UK www.pcrs.org.uk !
European Association for Palliative Care Research Network http://www.eapcnet.eu/
Themes/Research/AbouttheEAPCResearchNetwork.aspx !
NICE (National Institute for Health Care Excellence) https://www.nice.org.uk/; 
https://www.nice.org.uk/guidance/service-delivery--organisation-and-staffing/end-of-life-care 
NICE guidance is being developed for end of life care in infants, children and young 
people.   
NICE guidance is already available for Supportive and Palliative care for adults with 
cancer https://www.nice.org.uk/guidance/csg4,  
and for end of life care in adults https://www.nice.org.uk/guidance/ng31 
NICE guidance includes recommendations for further research. !
NIHR (National Institute for Health Care Research) http://www.nihr.ac.uk/ 
NIHR puts out calls for research bids, and supports training and research fellowships !
Contact information: 
APPM research link Dr Susie Lapwood (slapwood@helenanddouglas.org.uk); deputy 
Dr Emily Harrop (eharrop@helenanddouglas.org.uk)  

!
Update on the Development of NICE Guidance for End of Life 
Care for Infants, Children & Young People 
Dr Emily HARROP, Interim Chair of Guideline Development Committee  

Formal Title 

End of life care for infants, children and young people: The planning 
and management of end of life care for infants, children and young 
people with life-limiting conditions 

What is the timescale for this work? 
The Department of Health asked NICE: ‘To prepare a clinical guideline on the End of life care for 
infants, children and young people’ in April 2014. The scope was developed and a workshop was 
held with stakeholders (including many of you) to capture a range of feedback. The Guideline 
Development Committee were interviewed and recruited by December 2014, and have met every 
4-6 weeks since. The draft guidance was submitted to NICE in May 2016 and was released for 
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stakeholder feedback on 1st July (until 12th August). The final guidance will then be published in 
December 2016. !

Why now?  
NICE had already been commissioned to produce national guidance on ‘The Care of Dying Adults 
in the last days of life’, partly in response to the ‘More Care, Less Pathway’ report in July 2013. 
Guidance for those less than 18 years if age followed and it became clear that this would need to 
cover a much longer time frame than the ‘last days of life’ both because of the lack of 
predictability in the paediatric population and the nature of palliative care for children.  

Who is covered?  
These guidelines cover children with a life limiting illness, and do not consider children who die 
suddenly and unexpectedly. It is estimated that almost 50,000 infants, children and young people 
aged 19 or under in the UK (40,000 of these in England) are living with a life-limiting condition at 
any one time and may therefore need palliative and end of life care. They may have widely 
varying needs, as there are over 300 conditions that could be classed as life-limiting or life-
threatening in  this age group. Some of these infants, children and young people also have 
severe disabilities and multiple complex health and care needs in addition to palliative and end of 
life care needs. 

What is covered? 

• Providing information to patients and their families 

• Communication 

• Shared decision making and advance care planning 

• Provision of care (in different clinical settings) 

• Managing distressing symptoms 

• Managing hydration & nutrition 

• Recognising signs that a child or young person is likely to die within hours or days  

• Organ Donation 

• Spiritual and psychological support  

What could not be covered?  
NICE’s remit does not cover guidance on the training of staff, or on specific support mechanisms 
for healthcare professionals involved in delivering care (however important committee members 
might acknowledge these are). 

How where the views of Young People considered?  
Children, young people and their family members or carers may have varied and differing ideas 
about what, represents good palliative care and their priorities may change over time. During the 
process of developing this guideline a piece of work was commissioned to specifically capture the 
views and experiences of children and young people with life limiting conditions receiving care in 
the UK health service.  

What do we mean by ‘end of life care’?  
In this guideline end of life care will include care of the infant, child or young person and of their 
family members or carers from first recognition of the life limiting condition through to their care 
in the last days and hours of life and after death. The 1997 publication ‘A Guide to the Delivery of 
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Children’s Palliative Care Services’ was one of the first documents to examine palliative care for 
children.  It defined this as ‘an active and total approach to care, embracing physical, emotional, 
social and spiritual elements which focuses on enhancements of the quality of life for the child 
and support for the family and includes the management of distressing symptoms, provision of 
respite and care through death and bereavement’. The scope of this guideline seeks to address 
all the elements of this inclusive definition. 

Who is the guidance for?  
There is wide regional variation in palliative and end of life care practice, particularly in how 
services are delivered. Specialist palliative and end of life care services for children may be 
delivered in a variety of settings. Consultant-led teams may be found within some children’s 
hospices, as well as in tertiary children’s hospitals, and also within community-based services. 
Hospices and community services offering a specialist service will often offer ‘in-reach’ to local 
hospitals, as well as supporting palliative and end of life care in hospice, schools and at home. 
Core palliative and end of life care skills exist in most local community teams, among children’s 
community nurses and general paediatricians/general practitioners. Patients are likely to need 
different types of services at different stages of their illness, and most are best served when the 
tiers of the different services involved communicate smoothly and work well to support each 
other. Thus allowing the right care to be delivered at the right time and in the right place. The 
guideline is aimed at all providers of paediatric palliative and end of life care, whatever their level 
of practise and children and young people with life limiting conditions and their parents or carers. 
It also seeks to improve equity in service provision by influencing those who commission care. 
The guidance applies in all settings in which NHS-commissioned healthcare is provided. 

What are the desired outcome measures? 

• Quality of life of the child or young person and their family members 
or carers (as appropriate) 

• Satisfaction of the child or young person with their care. 
• Satisfaction with care of the family members, carers (as 

appropriate) to the infant, child or young person. 
• Whether children and young people are able to die in a place they 

or their family members or carers (as appropriate) choose. 
• Psychological well-being, for example resilience, depression or 

anxiety in the child or young person and their family members or 
carers (as appropriate). 

• Preventing and managing pain and other distressing symptoms, for 
example breathlessness, seizures, restlessness or agitation. 

What can we do in areas where there was a paucity of evidence?  
In areas where the committee felt that there was a particularly acute need for more evidence, we 
were able to write specific research recommendations. These have been reviewed by the NIHR, 
who are increasingly working more closely with NICE. We hope that this will make new research 
more easily ‘fundable’.  

What has the response been so far?  
At the time of this newsletter being published we will still be addressing stakeholder comments, 
and the final version will remain embargoed until December. The media response to the draft 
release is summarised in the Storify below, put together by Jay Stone from the NICE media team. 
https://storify.com/JayStone/in-the-news 

Where can I find the documents published to date?  
https://www.nice.org.uk/guidance/indevelopment/gid-cgwave0730/documents 
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A challenging case for a children’s 
hospice team to consider: !
Ethical decisions can be really difficult!

!
A challenge of children’s hospice medicine for the organisation which I work for seems to be 
that we are facing increasing numbers of palliative and end of life situations, and many of 
these offer a significant ethical challenge. Very clearly this is also the case for very many of us, 
so this is offered as a case which is meant to ask questions of you, and what you might do, or 
for you to reconsider what course of action you have taken if you have been in a similar clinical 
situation.  !
I have parental permission to relate this case of a youngster who was 3½ years old when he 
died -  “George” had an undiagnosed neurological condition (probably a VACTERL association 
condition) which appeared to be associated with an increasing gastrointestinal failure, of no 
certain cause. His case seems to be setting something of a precedent as there are now other 
cases which we are being invited to become involved with in terms of ongoing management.  !
George lived in a moderately remote part of Scotland but for the last year of his life he spent 
over 10 months in hospital or in a children’s hospice. George was the youngest of 3 children, 
and either his mother and/or his father (or both) stayed with him in hospital for much of this 
duration, and they showed remarkable resilience as he and they faced increasing clinical 
challenges. This had an obvious knock on effect for them in terms of their care of their other 
children, their relationships with their families and friends, and with equally obvious 
employment issues.  Batteries of test were undertaken with some being later repeated and re-
repeated, and the hospital team was unable to show why his condition continued to 
deteriorate, but often in a stepwise way when he developed spasms of discomfort which 
appeared to have an abdominal cause,” as all else was excluded”. These spasms of pain and 
agitation needed to be met by an increase in the use of background and “as required” 
medications, after which George settled for 2-6 weeks, until another episode arrived. However, 
with time the intervals between his “bad times” were significantly lessening.  !
George had been unwell for much of his life when he was referred to our hospice organisation 
for consideration of him attending for medically supported short term breaks to a children’s 
hospice. This is approximately 150 miles from his home, but also over 100 miles from the 
children’s hospital where he had spent considerable time in its high dependency unit. It was 
there where I first reviewed his care needs as he was just recovering from one of his “bad 
times”. In the course of his life George had needed a myriad of surgical operations which 
included fashioning of a gastrostomy, and subsequently a jejunostomy, later an 
appendicostomy, then a vesicostomy and, also various central line insertions, to the point 
where there were no further sites were available for future central line insertions, should his 
current one become non-functional, and it was being accessed twice daily to commence and 
discontinue parenteral nutrition (PN).  On one night just before this meeting, when his PN 
could not connected because George had developed a fever of 37.5C, he had become 
significantly hypoglycaemic, with the immediate need to intervene, with a peripheral 
intravenous site eventually being secured.  !
George had two short planned admissions to a children’s hospice, each for 4 days, and he and 
his family appeared to enjoy their time there. These were before a longer admission to hospital 
where it had become necessary to continue PN for an extended time, as even 5mL /hour of 
enteral fluids seemed to trip significant abdominal spasms. A second opinion was obtained from 
colleagues at Great Ormond Street Hospital but no obvious cause could be found for his 
intermittent spasms and with it a steadily worsening GI failure. Some enteral medications were 
continued, even though there was some doubt that they were all being absorbed,so his 

�12APPM Newsletter Oct 16



APPM Newsletter October 2016 7 October 2016

polypharmacy regime was rationalised and the remaining medications were administered by iv, 
topical or buccal route, these included fentanyl and clonidine patches. With ever increasing 
needs for the management of his significant crying episodes with the use of parent- / nurse- 
controlled administration of morphine by iv route, and additionally with iv or buccal 
benzodiazepines and iv paracetamol. !
George had not accessed a short stay at the children’s hospice for 6 months when I was asked 
to see him again in hospital, he had been an inpatient throughout this period, although he had 
had several day passes out so that he could do things with his family, but remained quite local 
to the children’s hospital. !
Long term PN had come at a high personal cost, in terms of every spike of fever needing blood 
cultures and an infection screen,  the introduction of intravenous antibiotics, and an extended 
period in hospital, [a time to pick up other intercurrent infections,] and so the cycle of hospital 
care had inevitably needed to continue. The hospice at home team and a Diana Children’s 
Nurse were able to augment the care in hospital provided by the hard pressed NHS staff, and 
this allowed George’s parents brief respites away from the wearying environment of a high 
dependency unit.  !
But George’s condition was worsening, and he was too unwell to go home, because on an 
increasingly frequent cyclical basis, he required medical review and intravenous access of his 
central line for symptom relief - and every intervention delivered by a central route came, 
with admittedly a low, risk of infection but every fever an extension of his hospitalisation. 
 
George’s parents were at the point of asking whether active interventions should still be 
pursued. So, after much discussion, George was transferred to one of our children’s hospices on 
the understanding that “we” would try things out in terms of moving his medication regime to 
one which his extended primary care team at home could help his parents manage. George was 
transferred from hospital in a 100 mile ambulance trip which was made into a game for him. 
He seemed delighted to see a garden with green grass with a football on it, real windowless 
sunlight, and overall a less clinical environment…….and he was with his parents, his two 
siblings and his grandparents – all together under the one roof.  !
George’s complicated care was continued, but should his PN continue indefinitely or not? 
Should his fevers mean he is to be re-admitted to hospital for acute treatment? Could all his as 
required medications be managed by non-iv routes which might mean that he could be 
discharged home? !
Over the next 2 weeks of this planned admission we strove to introduce other medications 
which might allow him to go home. Two weeks became three weeks, as George’s condition 
seemed to be managed well, only for his underlying symptoms to break through again, and so 
his admission was extended further. !
In this time, I visited his children’s hospital to discuss his management with his both his usual 
and an extended group of professionals, and they visited him and his family in the children’s 
hospice. I also needed to discuss therapeutic and palliative interventions with some of you, and 
this was helpful. However, as George entered his sixth week at the children’s hospice, his 
overall condition was also clearly deteriorating further…..with the gap between flares up of his 
“abdominal symptoms” falling to a time less than 4 good days, followed by 10 bad days. !
So, when it is possible to consider discontinuing “total” parenteral  nutrition?  !
The work from Larcher V, et al (arch Dis Child 2015;100(Suppl 2):s1-s23. doi:10.1136/
archdischild-2014-306666)Making decisions to limit treatment in life-limiting and life-
threatening conditions in children: a framework for practice.proved hugely helpful  in 
determining which option should be followed. My understanding of Article 2 of the European 
Convention of Human Rights where “there is no obligation to provide life-saving treatment 
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(which includes feeds and/or fluids) if it would be futile and where responsible medical opinion 
is of the view that such treatment is not in the best interests of the patient”. 
 
With this in mind, we had face to face discussions with George’s hospital teams, and also 
discussions with my medical defence team, which advised we were using the appropriate 
methodology.  There followed further teleconferences with hospital colleagues and then 
telephone calls with many including George’s General Practitioner team.  Throughout the 
above there were daily and sometimes twice or three times daily assessments of George and 
then detailed discussions with his parents. I was able to show them paragraphs as laid out by 
Larcher et al (paragraph 3.1.3) which advises that withholding of treatment (which includes 
fluids and/or feeds) if George had: !

• Brain death 
• Imminent death 
• Inevitable demise !

 but none of these immediately applied in his case.  
  
The document goes on to consider that “quality rather than quality of life is more problematic 
because of the potential or actual differences in views of the healthcare team and children and 
families as to what constitutes quality of life and the values that should be applied to define 
it”.  However, this can often be considered in terms of: !

• Burdens of treatments – which appeared to apply as the interventions were meaning 
that George could not readily go home, and because he was becoming just so tired 
battling to continue with life as he now knew it.  

• Burdens of illness and/or underlying condition – his symptoms were now becoming so 
severe that even significant increases in his medications did not fully manage his 
symptoms on his worst days.  

• Lack of ability to derive benefit - probably also applies, but not necessarily.  !
Paragraph 3.2.4 of the RCPCH document discusses clinically assisted nutrition and hydration in 
terms of “all children have a basic need for food and drink to maintain adequate levels of 
nutrition and drink to maintain adequate levels of nutrition and hydration and to prevent 
adverse outcomes associated with malnutrition or dehydration”. !
“Just because we can, should we?” was the ongoing question, but also, “For how long can 
we?”   !
“In whose best interests?” was discussed many times. !
Eventually, and after many discussions, it was jointly decided that next time George’s agitation 
really worsened, we would recommend to his parents that we would treat these symptoms, but 
we would not commence his parenteral nutrition that evening. They had the full opportunity to 
question this, but after very significant heart-searching, they agreed to follow this 
recommendation. !
George became gradually more tired and he died peacefully 3 days later in a children’s 
hospice, but he was surrounded by his parents and his extended family. Along with other 
colleagues we continue to offer them significant bereavement support, as they try to work out 
everything that happened to their wee boy.  !
Dr P J Carragher 
Medical Director to Children’s Hospice Association Scotland  !
Editorial comment. many thanks to Pat for being so honest about how difficult this case was. !
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A sneek preview of something from the study day 

Lessons from Aviation: Are checklists the tip of the iceberg? 
!
This year’s APPM Conference (2nd December) has a session examining what we, as clinicians in a 
high risk speciality, can learn about risk management from the aviation industry. It will be 
delivered by two safety management experts from an air traffic control background, both of 
whom have military and civilian experience.  

This includes: 

• How we manage acceptable ‘risk’ 

• The impact of human factors on clinical practice / clinician error 

• Blame free culture and learning from honest incident reporting.  

This article will aim to illustrate these concepts, so as to whet your appetite. 

Managing Risk 

Managing risk involves weighing the benefits of performing a manoeuvre or intervention with 
the possibility of a negative outcome.  

An everyday example might include the ways in which we decide the maximum speed that we 
are personally comfortable to drive at on a motorway (see Figure one). This will involve a 
‘personal risk assessment’ by the individual, and may depend on the circumstances faced on a 
given day.  

!

#  

Figure One (David Marx)  
Personal risk management relating to driving on a motorway  
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#  

Figure Two  
Prescribing ‘risk management’ grid from Palliative Care Formulary (Twycross)  

A similar risk stratification can be applied to prescribing decisions in palliative care (see Figure 
two). In the absence of robust, specific evidence to back up prescribing, we have to justify 
‘how fast we want to drive’, when making a decision to use a particular drug. Factors here may 
include the severity of the symptom and the status of the patient.  

Human Factors 

Human beings make mistakes – this is an inescapable truth. Punishing an individual for making 
an error is likely to miss opportunities for wider learning and changing systems in a way that 
would minimise a recurrence. The Swiss cheese model (Figure three) illustrates how missed 
opportunities for ‘defences’ from error can line up to allow a system to fail and a mistake to 
happen.  

!

#  

!
Figure Three 
The Swiss cheese model (James Reason)  

!
!
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Incident reporting and ‘blame free organisational culture’  

In order to improve a system, the true number of errors occurring needs to be reported 
honestly. In order for this to happen, staff need to feel ‘safe’ in reporting incidents. They need 
to feel confident that information will be anonymised, analysed, collated and shared in a 
‘blame free’ environment.  !

#  

Figure Four (H R Heinrich)  
The tip of the iceberg  

Organisations may be ranked in terms of how they address ‘safety culture’ (Figure Five). This 
illustrates the potential for unsafe practice in situations where financial targets and the pursuit 
of unrealistic goals prevail. The aim must therefore be to examine organisational culture within 
our own environments to move as close as possible to the green box.  

#  

Figure Five 
Safety Culture (Parker, Hudson et al)  

Example in Hospice Medicines Management  
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Incident reporting at a children’s hospice revealed a disproportionately high incidence of a 
particular type of ‘medicines administration error’ leading to omission of doses. This had 
occurred on numerous occasions where a drug was prescribed two / three times daily, and the 
nurse administering the first dose had only written in the time of the first dose given (and not 
subsequent doses due).  

#  

Figure Six  

Attempts were made to remind the Care Team to put in all the doses required (writing in all 
the times of administration) – this had limited effect. 

Doctors were asked to add the times to the charts, but simply shifting responsibility from one 
professional group to another did not make much impact either, and in fact caused confusion, 
as it deviated from usual established practice.  

A member of the Clinical Human Factors Group visited the hospice to deliver a teaching 
workshop on human factors and risk management. He suggested redesigning the drug chart to 
move the 24 hour clock spaces for times of administration closer to the recorded frequency 
(BD, TDS etc), as well as making them both the same colour. The aim being to ‘link’ the data 
and minimise the impact of human factor on safe prescribing. Early impressions are positive, 
and a full audit will be conducted after 6 months of the new charts.  

!
!
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#   #  

Figure Seven - Old drug chart    Figure Eight – New drug chart  

!
In Summary 

Improved Safety Performance requires: 

• Leadership & accountability from the top down 

• Focus on all of the failed defences, not just an individual error 

• Understand that ALL people make errors – coach and train errors, but don’t tolerate 
recklessness 

• Promote a Just Culture for safety incident reporting  

• Apply appropriate remedies for the right error types, including good check list (but not 
limited to these) 

Visit www.chfg.org for more information  

!
Has your appetite been wetted? !

come and join us in Birmingham on Dec 2nd!!
!
!
3rd APPM Trainees Study Day 
!
31st October 2016 

Training and Learning Centre, Room: L2007 (level 2) Royal Hospital for Children 
Glasgow, G51 4TF, 1345 Govan Road , Glasgow, G51 4TF!
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Contact email	
jonathan.downie85@gmail.com!

How to Manage: End of life care and 
bereavement 
28th November 2016 

!
RCPCH     5-11 Theobalds Road, London, WC1X 8SH!
Contact email	
events@rcpch.ac.uk!
Phone number	
0207 092 6104!
Price	
RCPCH members - Consultants £175; RCPCH members - Trainees £135; SAS 
doctors, AHPs and Nurses £135; Non-RCPCH members £200!!
For more events and training opportunities see the Together for short lives website!
!
http://www.togetherforshortlives.org.uk/professionals/events!!!
If you have any comments about any of the above articles or would like to write an 
article for the newsletter please contact !
heather.mccluggage@appm.org.uk
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