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From Pat Carragher [Chair] 
Dear colleagues 

I enjoyed catching up with many of you at the study day in Birmingham at the end of last year, 
but I know that lots of you cannot get away from clinical duties for this time, not least as I 
realise that “someone needs to be back at the ranch”. 
Nonetheless, may I recognise that the speakers were 
excellent and the day was rated very highly in feedback. 
Many of these comments are already being incorporated 
into this year’s conference and Annual General Meeting 
on 24 November in 30 Euston Square in London. The 
current plan is to return to Birmingham in 2018, as this 
also proved to be very convenient for those attending in 
terms of excellent travel links.  

In the meantime the APPM executive group is continuing 
regular meetings to ensure all work streams are moving 
forward, and overall a significant number of our 
members are all very busy in multiple areas, not least 
clinically. However, you will see within this Newsletter 
that there are now two vacancies on this executive – are you interested? If so apply using the 
application method within this issue. APPM is in a reasonably healthy financial situation, and so 
we will also invest further in development of the APPM Master Formulary which Sat Jassal is 
already planning to review, and by seeking to partially subsidise training and trainee events. 

We continue to have excellent administrative and general support 
from Together for Short Lives, and we intend to continue this close 
liaison, noting that it is looking to develop a 10 year strategy to 2028, 
and that this strategy will also cross link to our work.  

Renee McCulloch has taken over from Yifan Liang as College Specific 
Advisory Committee (CSAC) (RCPCH) Chair and is continuing to build on 
Yifan’s excellent work. There are considerations to develop further 
GRID positions in Paediatric Palliative Medicine, and detailed 
discussions continue on this front. It will also be important to consider 
how to formally expand Special Interest (SPIN) training, but for the 
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present no new applications can be considered as there are 
ongoing discussions with the College of Paediatrics and Child 
Health about how to oversee standards of training and 
supervision – more on this to follow later this year.  

In addition to the APPM Study Day there are others happening 
in the coming months.  I  understand that the Yorkshire and 
Humber meeting was very good on 8 March, as was the study 
day for trainees in London on 16 March, and there have been 
other regional meetings including one in the North West of 
England.  

The 15th World Conference of the European Association of 
Palliative Care (EAPC) meeting is in Madrid, and is being 
held between 18 - 20 May and will address “Progressing 

Palliative Care”.Together for Short Lives hosts a conference 
on 10 and 11 May entitled, “Defining moments in children's 

palliative care: Transforming the family experience”, and this 
will take place at the Conference Aston, Birmingham.  

The Annual RCPCH meeting takes place on 24-26 May with 
the Paediatric Palliative session being on the afternoon of 26 
May and it will include oral presentation of abstracts, and 
Emily Harrop and David Vickers will lead on a discussion 
about the NICE Guidelines for End of Life Care for Infants, 
Children and Young People with Life limiting conditions: 
Planning and management (NG61) (December 2016) – but also 
see Emily’s very helpful summary in this Newsletter.  

The 8th Cardiff Paediatric Palliative conference will discuss, 
“Worlds apart: Culture and context in caring for the whole 
child” between 26-28 July 2017, and there are application 
invitations in all our email in-trays regarding these.  

This list is not exhaustive, so there are considerable 
opportunities for further professional development for us all, 
and there are further details of many more relevant courses 
on the Together for Short Lives website. 

Martin House Research Centre has been launched with Lorna 
Fraser and Bryony Beresford heading this up, and it is seeking 
to establish some exciting research themes. The Institute for 
Child Health in London was the venue for a recent 
consultation day for the Cochrane Pain, Palliative and 
Supportive Care group to seek consensus on progressing work 
in this field, and I am particularly grateful to Susie Lapwood 
for continuing to ensure developments in this field.  

Tracy Blount is leading on some really interesting 
developments for GPs working in children’s hospices across 
UK and Ireland, and has formed a group to advance training 
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and education, and to bring together useful resources which will be very relevant to those 
working in these in clinical environments.  

It’s busy with an all-time high interest in palliative medicine for babies, children and young 
people. Please do look at the Newsletter and feedback to us all on how we can make it as 
appropriate to our aims and objectives which are summarised on the opening page of 
www.appm.org.uk., and to your needs. 

Best wishes 

Pat Carragher  [Chair of APPM] 

!
ReSPECT launch  

(Recommended Summary Plan for Emergency Care and Treatment) 
Many readers will be familiar with using Advance Care Planning documents such as the 
supraregional CYPACP, Emergency health care plans (EHCP) and other local versions of 
advance care planning documentation for children.  As many will know, in the last couple of 
years Resuscitation Council UK has hosted a working group to produce a single form and 
process that could be used for all ages and nationwide (and hopefully be widely recognised, 
accepted and transferrable). Where adopted, the hope is that this will replace adult DNACPR 
forms, and could be incorporated into children’s advance care planning documentation. 

Thanks to very active engagement from the APPM Executive for the consultation around this, 
we are pleased to report that many of our concerns in relation to initial drafts were 
addressed and our suggestions incorporated into the final version of the new form.  

The website to support this process and host the new forms and supporting documents was 
launched on 28 Feb: www.respectprocess.org.uk   Do have a look – there is a specimen form, 
and a range of useful supporting material under the ‘health and care professionals’ tab 
including information leaflets, implementation guidance, professionals guidance etc.    

To quote the new website:  
“ReSPECT is a process that creates personalised recommendations for a person’s clinical care 
in a future emergency in which they are unable to make or express choices. It provides health 
and care professionals responding to that emergency with a summary of recommendations to 
help them to make immediate decisions about that person’s care and treatment. ReSPECT can 
be complementary to a wider process of advance/anticipatory care planning… ReSPECT can be 
for anyone but will have increasing relevance for people who have complex health needs, people 
who are likely to be nearing the end of their lives, and people who are at risk of sudden 
deterioration or cardiac arrest. Some people will want to record their care and treatment 
preferences for other reasons.” 

Of note, 

1.  ReSPECT is about a process, not just a form.  

2. The plan includes broad priorities for care, (not just guidance for CPR decisions), and 

3. It is hoped that the plan will more likely be created through conversations (plural) 
rather than a one-off decision moment. (In these aspects it deviates from traditional 
adult DNACPR forms, and is more akin to existing paediatric ACP and EHCP 
processes).  

This launch is just a beginning, and the form is just a tool.  There will next need to be 
awareness-raising, good communication, and decisions about implementation in each area, 
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followed by training and rollout.  The website provides opportunity for organisations to 
register intention to implement the form in their area.  People shouldn’t expect to use the 
new form until it has been formally adopted for their locality, although it may be that 
paediatric and adult sectors won’t adopt it simultaneously in each area.  

For information, in the CYPACP collaborative (which will now cover much of England) we plan 
to adapt the current CYPACP form to include ReSPECT in 
place of the current ‘resuscitation’ section. We have been 
liaising with Dr Peter-Marc Fortune and Dr Serena Cottrell 
(the paediatric medical reps on the national ReSPECT group) 
and our hope is that we may be able to produce an early 
‘quick update’ of our Supraregional CYPACP document quite 
soon, incorporating the new form. There will then a full 
CYPACP working group meeting, hopefully in June, to work 
towards producing a more definitive revision for more 
positive and specific rollout.  !
Watch this space  – we will keep you posted. !
Dr Susie Lapwood 
Head of research and professional development and Senior 
specialty doctor, 
Helen and Douglas House hospices for children and young 
people, Oxford 
APPM Executive !!

Paediatric palliative Care research priorities in a Cochrane context:   
From priorities to answerable questions  

- Personal reflections on an inspirational day. 
!
We had been aware for some time that there are very few Cochrane reviews relating to 
paediatric palliative care.  I had begun to build relationships with the Cochrane Pain, Palliative 
and Supportive care group (PaPaS), to support development in this area, since they just 
happened to be based in Oxford where I had worked for many years, and found their Chair, Prof 
Chris Eccleston, very keen to work together to host a prioritising day, bringing together leaders 
and experts in paediatric palliative care research (and related fields), as well as leaders and 
experts within Cochrane, in the hope of: !

-         Introducing Cochrane methods and the Cochrane review process to the PPC 
community. 

- Underlining and sharing the known priorities for paediatric palliative care research 

-  Considering which of these priorities might be well served by undertaking a Cochrane 
review as part of the research 

-         Beginning to translate a few of these priorities into possible Cochrane review 
questions 

We planned this with input from Prof Myra Bluebond-Langner, Cochrane PaPaS group and 
consultation with the Together for Short Lives / APPM research group. 

What happened? 
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The day saw over 60 invited experts and leaders gather at the Institute of Child Health, 
London, to be welcomed by Prof Chris Eccleston.   
Prof Myra Bluebond-Langner set the scene from the PPC research perspective,  drawing 
together the main research priorities in PPC already identified through previous studies 
internationally (e.g. NICE 2016, Liossi et al 2016, Baker et al 2015, Downing et al 2015, Liben 
et al 2014, Hain et al 2012, Knapp et al 2009, Steele et al 2007). She grouped these into 4 
broad subject areas: the illness experience, decision making, pain and symptom management, 
and service development and delivery.  She invited us to consider what of these priorities might 
be ‘Cochrane-able’ and how a Cochrane review might help.  !
Prof Eccleston and Anna Erskine then gave a helpful introduction to Cochrane, now a global 
independent network, aiming to produce high quality, independent, useful and accessible 
systematic reviews of best evidence to inform healthcare decision-making. Reviews may 
investigate the effects of interventions for example for prevention, treatment, rehabilitation, 
or organisation of care. Chris highlighted the value of undertaking Cochrane reviews, for the 
researchers and for their organisation, as well as in enhancing the evidence base and informing 
practice. He underlined the fact that an ‘empty’ review (finding no evidence) can itself have 
value to direct resources for future research.  He then gave helpful tips about how to get 
involved, and explained some of the training and support resources available from Cochrane.  !
There followed a very helpful question and answer session, benefitting from Cochrane experts 
on the panel and in the audience (David Tovey (Cochrane Editor in Chief), Phil Whiffen, Anna 
Erskine, Bridget Candy, Prof Martin Burton (Director of UK Cochrane) and Prof Jane Noyes). This 
began to address some of the practical questions arising from initial presentations. This 
included helpful discussion around the place of qualitative methods in Cochrane reviews, and 
about potential relationships between Cochrane and other reviewing processes and 
organisations such as NICE. !
The rest of the day we were set to work in small groups, each with representatives from both 
Cochrane and PPC. The task of the first groups was to ask ‘What do we want to know?’ We were 
asked to consider our stakeholders, think about what we want to know, and what sort of 
evidence matters, and then to consider priority topics for evidence synthesis and summary 
(possibly through a Cochrane review).  !
After feedback of the lists of topics suggested by the groups,  we returned to our working 
groups to ask ‘How can we make the questions answerable’, considering one or more of these 
topics in more detail. For those priority topics felt to be ‘Cochrane-able’, we began to outline 
the bones of a review question, trying to define for each an appropriate population, 
intervention, comparator and outcome(s). !
It was a privilege to witness this unique meeting of experts, with constructive shared listening 
and learning amongst delegates of such high calibre from both PPC and Cochrane backgrounds.  !
What are our hopes for the future? !
The day closed with Chris suggesting some practical ways forwards. This included the invitation 
to get involved with the Cochrane community, (for example through membership, peer 
reviewing, social media), as well as to continue to clarify priorities to inform the Cochrane key 
priority list which could in turn enhance leverage for funding of reviews . Myra summed up the 
day, reminding us that the research question should drive the methodology (not vice versa). We 
need first to ask the right question, then  pick the right study method.  As she said 
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 ‘Cochrane PaPaS has opened the door. Dare we walk through…?’ !
 I hope and expect that this will prove to be the beginning of continuing productive 
conversations and  collaboration between researchers in our field and Cochrane PaPaS, to 
study, record and improve the evidence base in our field and to stimulate further primary 
research where there is none. Thankyou everyone! 

How can you find out more? 

Do check out the overall Cochrane website where there is a wealth of useful information and 
training resources (www.cochrane.org; www.training.cochrane.org; www.cochranelibrary.com). 
Follow their Facebook and Twitter feeds to keep in touch with what is happening:  
@cochranecollab; @CochraneLibrary; @CochraneUK;  #CochraneEvidence.  In particular, check 
out the Cochrane Pain, Palliative and Supportive Care group website and Twitter feeds too   
@CochranePaPaS,  #CochranePPCP 

Dr Susie Lapwood 

Taken from a longer article published in eHospice, International Children’s edition, March 2017 

!
‘Better is possible. It does not take genius. 
It takes diligence. It takes moral clarity. It 
takes ingenuity. And above all, it takes a 
willingness to try.’ 
!

Atul Gawande 

!
The above quote came to mind as I arrived at the 4th APPM trainee study day in London 
on Thursday, 16th March 2016. I was met by 12 dynamic, enthusiastic trainees who had 
travelled from across the UK, each as passionate as the other in the acquisition of 
knowledge and skills to enhance their practice and improve the care delivered to 
babies, children and young people with life-limiting illness. There was a real sense, a 
grass-root passion, to see the specialty continue to develop, to increase training 
opportunities and serve families in an effective and meaningful way.  !
The APPM trainee study days were conceptulised by Dr Michelle Hills as an opportunity 
to delivery curriculum based teaching to trainees interested in pursuing specialist 
training in PPM, and to develop relationships with fellow interested trainees. Since 
the first study day at Martin House on 11th February 2016, the group has grown with a 
regular stream of interested trainees getting in touch with members of the trainee 
group.  !
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At our most recent study day, we were joined by Drs Jo Laddie, AK Anderson and Lynda 
Brooke who provided a stimulating and well received programme. Jo Laddie spoke on 
becoming a Consultant in PPM, navigating the management landscape with regards to 
job planning and service development. She highlighted the importance of good quality 
data collection and making realistic expectations of ourselves. AK Anderson delivered 
two excellent presentations on delivering PPM to children on Phase I/II clinical trials 
and complex case studies in Oncology. AK challenged us to consider the role research 
plays in PPM, how we can get involved and the impact of embedding PPM services in 
Oncology services. Lynda Brooke shared her experiences in complex pain management 
as well as providing a CSAC update and training Q&A. Lynda highlighted the multi-
modal approach necessary to the treatment of pain and the challenges of pain 
assessment. The informal feedback at the close of the day was extremely positive and 
accompanied a thirst for more educational opportunities. The next trainee day 
planning is already underway; the focus will be on research in PPM.  !
Whilst we are keen to keep the content of the study days aimed at trainees pursuing 
higher level training in PPM, I was struck by the number of interest local trainees 
when the previous study day was held in Glasgow. I have therefore recommended that 
we do not change the focus of the APPM trainee events, but that we all take 
responsibility for our local areas to ensure that trainees have access to relevant PPM 
training.  !
In addition, to the continued provision of biannual training days, I have recently 
created a trainee website – www.ppmtn.co.uk. This was created to provide a virtual 
platform to share educational resources, training events, interesting papers and 
networking opportunities outside of the training days. It also addressed the needs of 
trainees who may not be able to attend a particular study day. The website is in its 
infancy but will continue to be developed and extended in response to feedback and 
welcomed input. The latest suggestion, from Dr Brooke, is to create a secure blog/ 
forum to allow CSAC/Trainee conversations to be shared. It would be wonderful if you 
were able to forward any resources and knowledge of events or training opportunities 
on to me for inclusion in the website. !
I hope you will be as encouraged as I am by the enthusiasm and commitment of the 
trainee group. We are incredible grateful to the APPM for their support with the 
training days both through subsiding the costs and the provision of expert speakers. As 
a trainee group we are keen to expand and develop an increasing network. I would be 
delighted to hear from any interested trainees – jonathan.downie85@gmail.com.  
I wish you all a very blessed Easter.  
Warm regards, !
Jonny  !!!!!!!!
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"  

End of Life Care for Infants, Children and Young People with Life limiting conditions: 
Planning and management NG61 (December 2016) – A rough Guide to the Documents 

Dr Emily Harrop, Consultant in Paediatric Palliative Care, Helen & Douglas House / Oxford University Hospitals; 
Deputy Chair of the Guideline Development Committee 

The NICE guidance was finalised in December 2016, all the related documents are hosted on 
the NICE website and are now feely accessible, however it can be a little tricky to navigate. 
The following article is a whistle stop tour of the different resources included in the suite of 
documents.   

Main website hosting the guidance:  

https://www.nice.org.uk/guidance/ng61 
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Recommendations are hosted here, and can be downloaded.  

Resources menu:  

https://www.nice.org.uk/guidance/ng61/resources 

Baseline assessment tool – Excel spread sheet for assessment of current service provision 
Slightly clunky to use, but allows you to decide which of the recommendations apply to your 
service, and to decide whether you have evidence of activity / meet the requirement  

Resource Impact Report 
An economic modelling exercise looking at some of the most economically sensitive parts of 
the guidance as applies to standardise populations, on a ‘what if’ basis. Useful for tackling 
commissioners and funding bodies.  

Resource Impact Template  
This allows you to apply some of the economic modelling to your service / patient population 

Research Recommendation Information  
This gives some extra detail on the five prioritised research recommendations. Note that there 
are a total of ten overall research recommendations in the full guidance.  

Information for Patients / the Public 

https://www.nice.org.uk/guidance/ng61/informationforpublic 

• Guidance version written for families and carers 

• Guidance version written for young people 

Both of these downloadable documents give plain English summaries of key areas of the 
guidance, as well as suggesting questions that parents / carers / young people could ask those 
caring for them, in relation to the delivery of care.  

Evidence Page – Full Guidance and appendices  

https://www.nice.org.uk/guidance/ng61/evidence 

Appendix A – Scope. Many of you were involved as Stakeholder is shaping the original 
scope.  

Appendix B – List of Stakeholders – I’m sure you’ll all find your organisations listed.  

Appendix C – Potential conflicts of interest declared by committee members – fairly dull to 
read! 

Appendix D – Final review protocols agreed by the committee (20 of them) – this would be 
of interest to anyone thinking of undertaking a significant systematic review (eg Cochrane 
review) as it details the specific review questions that have already been addressed under 
the GRADE system by systematic reviewers at NICE.  

Appendix E – Search strategies used by the systematic reviewers  

Appendix F - Summary of identified studies  

Appendix G – Evidence tables  
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Appendix H – Excluded studies  

Appendix I – Forrest Plots (there were a few – honest!) 

Appendix J – GRADE evidence tables  

Appendix K – Health Economics Chapter - explains the economic rationale permitting 
recommendations for rapid transfer and 24/7 support at home  

Appendix L – Together for Short Lives Report - specifically commissioned piece of work to 
seek user engagement (in addition to the two parent representative on the committee). 
Young people were interviewed, leading to the identification of common themes. The 
report is illustrated with some lovely quotes from the participants.  

Full Guidance - this is the over 400 pages version with ALL the extra information linking 
evidence to recommendations, as well as qualitative evidence theme maps.  

Pathways  

http://pathways.nice.org.uk/pathways/end-of-life-care-for-people-with-life-limiting-
conditions 

Lastly – hot of the press this month – the guidance for adults & children at the end of life can 
now be viewed as an interactive flowchart, hosted in the NICE Pathways website. This allows 
you to home in on specific topics more easily – useful at the coal face.  

"  

Next Steps 

Quality Standards are currently being written. Consultation on the draft standards will be 18th 
April to 16th May and a final version is due out in October 2017. Please register as a stakeholder 
for the quality standards if you are interested and have not already done so – its not too late.  

Related Documents illustrating the guidance:  

News coverage:  

Draft guidance news story: https://indepth.nice.org.uk/nice-guidance-on-end-of-life-care-for-
children-aims-to-end-inconsistences-in-treatment/index.html  
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Final guidance news story: http://indepth.nice.org.uk/end-of-life-care-must-support-the-
whole-family-not-just-the-dying-child-says-nice-in-new-guidance/index.html  

Tweet chat and coverage storify: https://storify.com/JayStone/in-the-news 

Blogs: 

Organ donation blog (Bobbie):  https://www.nice.org.uk/news/blog/finding-comfort-in-a-
difficult-time 

Adam’s story blog (Zoe):  https://www.nice.org.uk/news/blog/my-promise-to-adam  

Working together blog (Fin):  https://www.nice.org.uk/news/blog/working-together-to-
support-care-at-the-end-of-life 

Hearing a child’s voice blog (Jan and Jo):  https://www.nice.org.uk/news/blog/hearing-a-
child-s-voice-in-national-guidance  

Raising children’s spirits (Stephen and Paul): https://www.nice.org.uk/news/blog/raising-
children-s-spirits  

Homecare blog (Karen): https://www.nice.org.uk/news/blog/home-is-where-the-heart-is 

Getting to the right place blog (Deirdre and Emily): https://www.nice.org.uk/news/blog/
getting-to-the-right-place-for-the-final-time  

Film clips:  

Play therapy film: https://www.youtube.com/watch?v=wksBuK9ndo4  

Music therapy film: https://www.youtube.com/watch?v=Tv0hsWRv3DA&t=1s 

Why is this guidance needed? Film: https://www.youtube.com/watch?v=HimtVF8j8aM  

Roy’s story (film): https://www.youtube.com/watch?v=qlVrGlq5iWw 

Amana’s story (film): https://www.youtube.com/watch?v=B4pPYt20j_g  

!
Opportunities for ‘Live’ Discussion  
There will be sessions on the NICE Guidance at the RCPCH Annual Conference (26th May) and 
Together for Short Lives Conference (11th May), with other possible events later in the year.  

!
Could you give some of your talents to the APPM exec? 
Each member is responsible for a particular job within the exec. 

We need two vacancies filled and are happy to find a job for you which will suit your talents 

if you would like to be considered for one of those posts please contact either Pat Carragher at 
patcarragher@chas.org.uk or pat.carragher@nhs.net  or Anton Mayer at 
anton.mayer@appm.org.uk or Anton.Mayer@sch.nhs.uk 
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!
`we will then send a doodle pol out to the membership with all the nominations and a vote will 
take place 

!!
What does great Children's Palliative Care 
look like in 2028? 
 !
This is the key question that Together for Short Lives is asking as it begins a wide ranging 
conversation to help shape its strategy from 2018 onwards.!
 !
Together for Short Lives wants to improve the quality of life and the quality of end of life 
care for children and young people with life-limiting and life-threatening conditions. The 
charity wants to ensure that their families are supported, informed and empowered on 
their journey with their child. That’s why Together for Short Lives has begun a 
conversation to engage and listen to families, young people, professionals, service 
providers and those with an interest in children's palliative care to help develop its 
strategy.!
 !
Together for Short Lives is particularly keen to hear from APPM members who can 
engage in one of 4 ways!
 !
! 1.! Respond to their short survey here by sharing your thoughts on our key        

questions:  What does great children’s palliative care look like in 2028?  What 
needs to happen in order to get there? What could Together for Short Lives’ 
role be in achieving that?!

" 2." Submit a short article or blog to them (500 – 700 words) which addresses the        
questions above – they would like to publish these on their website and publish 
them widely to encourage wider thinking or debate (please email 
emma.dixon@togetherforshortlives.org.uk)!

! 3.! Share this with your networks and promote this link in newsletters in newsletters        
and social media using the twitter hashtag #forthe49000!

! 4.! Look out for details of their forthcoming strategy meetings or invite them to one of        
your meetings to discuss the strategy.!

 !
Over the next few months Together for Short Lives will be sharing your ideas, views and 
ambitions through blogs, newsletters and social media. Check out their facebook page, 
and If you’re on twitter you can catch up with the latest with #forthe49000!!
Katrina McNamara!
Together for Short Lives
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