
Hope everyone is keeping cool in this 
Australia-level warmth - even I'm feeling it! 

I'd like to update you all on a few key lines of work on your
behalf - around the Modern Service Framework (MSF), work
with Together for Short Lives (TfSL) Categories and our
working group to update the constitution.
 
Work alongside NHSE on the MSF continues with the recent
publication of an interim report found here Written
statements - Written questions, answers and statements -
UK Parliament . We continue to advocate for the inclusion of
all ages into the framework including perinatal palliative
care, and for the provision of timely 24/7 face to face
support for all families known to our services when needed.
It can be a challenging space recognising all the similarities
with our adult population colleagues and still ensuring
adaptation to the differences with perinatal and paediatric
context without having important (but difficult to measure)
outcomes de-prioritised. As requests for feedback and
further updates come through we will aim to keep you
informed. 
 
It is very exciting to see the outcomes from work co-
authored with TfSL updating the categories of conditions
that many of us base our discussions around identification
of palliative care need on. Also, it was so great to have the
work so warmly received so far, having supported two
launch webinars with
presentations at conferences planned in addition. Please
see this work here: Categories of Children's Palliative Care |
Together for Short Lives. 
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We also joined TfSL for their All-Party Parliamentary Group for Children Who Need
Palliative Care (brings together members from different political parties to focus
on specific issues or interests). This was a great event to draw attention to both
the needs of the palliative care services and also provide an opportunity for a
parent to share their experience in a political forum. 
 
I want to thank David, Laura and Sue for all their help as the working group on the
constitution (or terms of reference) for APPM based on discussions held at our
Strategy Day last year. We hope the new document will reflect the evolution of the
organisation, as well as our expectations and commitments, and is clear and easy
for members to understand. We hope to circulate a finalised draft prior to the
Annual General Meeting for information and to formally approve updates to this at
that meeting. 
 
As always please reach out if there are matters you feel need to be prioritised. Also
consider becoming more involved with APPM activities - the Council, the executive,
the SIGs, the events - there are many opportunities (not all of which we can
always respond to without help!). We are a member-led organisation and want to
harness all the skills and passion in this community to advance paediatric
palliative care!

Have a great summer everyone 

Christine

...and from Laura

APPMConference 2026
Tickets are now available for the Conference with a research-focussed day on Day 1
followed by a day looking at 'Pushing the Boundaries', including an ethics round
table in the afternoon.  Having listened to feedback about the desire to network, we
are really pleased that there will be a conference dinner on the evening of 12
November. We are looking forward to seeing as many of you there as possible.

Joint short course with BACCH
We are really excited that the APPM is working in collaboration with BACCH to
create a virtual short course 'Introduction to Paediatric Palliative Care for
Community Trainees'. This will run in December and we hope will be the start of a
suite of courses run in collaboration. If you would like to be involved, please contact
chair@appm.org.uk.

Neonatal Alliance
The APPM continues to contribute to the Neonatal Alliance. Our next meeting is 2
July. The Alliance seeks to ensure that the voices of patients with perinatal palliative
care needs are heard, and are reflected in the upcoming MSF.
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Nursing
Claire House was proud to host the APPM nurses’ study day in June —bringing together
colleagues from across the North to explore the complex ethics of withdrawing life-
sustaining treatment.  A powerful, thought-provoking day featuring expert insights,
partnership working, and a moving contribution from a bereaved parent.  Thank you to
Katie Tallowin, Associate Director of Services and Impact, Together for Short Lives, Dr
Sarah Mahoney, PICU Consultant and  Dr Ed Horowicz, Clinical Ethics Co-Chair, Alder Hey
Children’s Hospital,  Dr Emma Gates, Palliative Care Consultant and Kat Williams, Nurse
Consultant (Perinatal Lead), Claire House Children’s Hospice.

“I really enjoyed today. It really has made me think more about the ethical challenges we face
and most importantly the impact we have on our patients”

“A really good day focused on nursing considerations. Good to get an understanding of wider
impact and what is happening nationally. Really good to focus networking for the North.”

We are holding another Nurses’ Study Day on 15 September in Benfleet, Essex.
This will follow the same pattern in terms of content but will use local speakers.
This is the first time that we have split the days and it seems to be working well,
giving nurses a chance to get to reasonably local venues thus saving on travel
expenses which means we are able to keep the costs low.  Places are still available,
so please contact admin@appm.org.uk to book your place.  The cost is £35 for an
APPM member and £40 for a non-member.
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A child dying before their parents is the wrong order of things.

Over and over again we hear families push back against paediatric palliative care
and hospice referrals thinking it means we will give up. Yet we all know that we are
doing positive work and can bring such quality of life to young people so they live
a full life. We see the expert symptom management, the careful listening to
families, the collaborative working and peaceful, dignified end of life care in a
place of their choosing. At the moment, paediatric palliative medicine only really
hits the public when there is a high profile legal case in the media involving
conflict, angry families and professionals with high levels of moral distress.

I have always worked my hardest for my own patients and taught other
professionals about palliative care to help a larger number. More recently, I
accepted that I need to go a step further and educate the public. This urge has led
to me to step out of my comfort zone and write The Wrong Order of Things which
is being released on 10 September 2026 but is available for pre-order now.

The Wrong Order of Things is a book that doctors and nurses will enjoy but it is a book for
EVERYONE so you can give it to your partners, your parents and your friends as well as counting it
as CPD! I would like society to understand what children’s palliative care is. I need to debunk the
myths that hang over our specialty. I need people to reflect. 

Michelle Hills
Consultant in Paediatric Palliative Medicine
Martin House Children’s Hospice/Leeds Teaching Hospitals NHS Trust

The Wrong
Order of

Things by
Michelle Hills
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Available for pre-order now from Amazon, Waterstones and all good
bookshops.

Through a series of anonymised composite real-life stories, my book
shows us what children can teach each and every one of us about
making the most of our uncertain lives and remembering and honouring
those we have lost. I explore the often-difficult path families must
navigate - the delicate tightrope between having hope and accepting
reality and I touch on conflict, withdrawing life-sustaining treatment,
knowing when to stop and going to court as well as joyful moments
where children with short lives do beautiful things.

Please do share with your networks, follow me on Instagram
(michellehills_dr), TikTok (DrMichelleHills) and Facebook (Dr Michelle
Hills) and consider pre-ordering.

https://amzn.eu/d/05HyoLLZ

Thank you

Media reviews
‘This book required much tea and many tissues, but I am grateful for
these inspiring stories.’

‘This brave book explores the collaborative teamwork of children's
palliative care services, whose focus is not to add days to life (although
with good symptom management, that is often the case) but to add
peace, fun, contentment and joy to every precious day that remains’ 
Dr Kathryn Mannix 

‘This was truly the easiest of difficult reads.’
Evie King author of ‘Ashes to Admin’ and ‘Get Ahead of Being Dead’
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The APPM Conference returns to Birmingham on 12–13 November 2026, bringing
together hospice and palliative care professionals from across the UK to learn,
network and connect in a relaxed environment.

Day 1 will focus on research in paediatric palliative medicine, featuring
presentations from innovative and influential researchers across Europe. It will
include two workshops:

Day 1 will conclude with a complimentary drink in the bar, followed by a new
event asked for through feedback last year to have more networking time: a three-
course dinner at the hotel. Tickets are £50 each.

Day 2 will explore “Pushing the Boundaries”, focusing on innovation and
development in paediatric palliative medicine. Topics will include genomics, GI
dystonia, new APPM clinical guidelines and an afternoon Ethics Round Table with
an invited panel, plus audience questions and views via Slido.

Conference registration is now open.
To register, book through Eventbrite or contact admin@appm.org.uk to request an
invoice.

Workshop 1: Delegates are invited to submit research project ideas for
discussion with experienced Chief Investigators. Two proposals will be selected
for the session. Please send up to 200 words outlining a research idea you
would like to develop as a group activity to admin@appm.org.uk by 1 October.
This will help the panel choose the strongest proposals and prepare for the
discussion.
Workshop 2: Designed for delegates who are new to research, this workshop will
cover the basics of starting a project, how the process works and what is
involved in setting up a study.

Abstract submissions, including poster presentation
opportunities, are open and the date has been extended to

Tuesday 14 July. 
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EAPC 2026 Prague – Palliative Care Research; from strong
foundations to new horizons

14-16 May 2026
 + Face to face meeting of the Steering Committee of the EAPC 

CYP Reference Group held on 13 May 2026
Dr Emily Harrop

While in Prague, I attended a pre-conference, face to face meeting of the steering
committee on Wednesday 13  May at the Olga Foundation. We used this meeting to set
our European shared priorities for the next few years:

th

1.Working within our reference group to address the issues of perinatal palliative care
in member states

2.Working with adult colleagues within EAPC to improve the experience of Transition
aged patients across Europe, with the aim of setting up a specific Task Force

3.Understanding the role of ‘palliative sedation’ in children’s palliative care within
Europe, acknowledging cultural differences 

Key Messages we learned from others:
Scott Murray (Edinburgh) gave a plenary of the value (or not) of interventions
based on prognostication. He highlighted the important of avoiding ‘prognostic
paralysis’ and speculated that AI may offer interesting insights in future. 
Lucy Coombs spoke on the design of the current symptom management templates
at the Royal Marsden (CYP palliative oncology focused). These were bring shared
electronically and had different versions for professionals and for families. 
Dr Dave Lysecki (Ontario) presented his data on cost savings from the introduction
of a specialist paediatric palliative care service - it was compelling:
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Dr Merlin Deckers (Germany) spoke about a health App that was able to support the

delivery of remote paediatric palliative care (Tel Pa-Kids). Telehealth ‘burden’ was

reported as being low by families and video consultations gave ‘an extra layer of

security’. 

Georgina Murphy-Jones (London Ambulance Service) spoke about the use of

paramedics in delivering end of life care ‘at place’ and various training interventions and

pathways supporting this. Considering their role to be ‘OUT OF hospital care’ rather than

‘PRE hospital care’ as they have reduced rates of conveyance to acute settings. This is

similar work to our own collaborations / education / pathways locally. This was becoming

the norm for much of Europe. 

Sergi Navarro (Barcelona) updated us on the progress of the PalliaKid project across five

European nations, looking to promote a unified approach to early identification,

multidimensional assessment and advance care planning for CYP. Sadly the UK can’t be

part of this research, as the funding is from Horizons Europe (4.5 million over 5 years).

Sergi is speaking at the APPM Research Day on 12 November. 

Thomas Hershel (Denmark) spoke about PPI in his country and received some assertive

challenge from Emily Tammam – the UK seems to be leading the way in the public

engagement in children’s palliative care, and CYP teams also seem to be doing this more

organically than many adult services. 

Julia Downing, ICPCN gave a lecture on the outcomes of the Ghana project, and how the

ripples had begun to spread across West Africa. HDH and the APPM were acknowledged

as key contributors to the programme. Julia reminded us how useful the WHO

conceptual model of palliative care can be for strategic development in the speciality

(see above). 

Laure Dombrecht (Belgium) presented the results of the European questionnaire on

‘palliative sedation’ we had an active discussion about the label of ‘palliative sedation’,

reflecting on differences between this and the doctrine of double effect. Interestingly

the clinical decisions made in the various settings were not very different at all to UK

practice, but we would not label this as ‘palliative sedation’, since our primary intention

would always be to treat the underlying symptom (but to potentially tolerate the

sedation as a second effect) – this will probably now lead to healthy discussion of this

issue. 

The conference closed with a very moving plenary from a husband and wife team from

Holland and Denmark, who are a chaplain and a psychologist, reflecting on the overlap of

their roles and how this had led them to create an integrated approach to loss, grief and

existential awareness. 

The next EAPC congress is in Glasgow 20-22 May 2027 and the theme will be:

‘Humanising the Future; new generations, new technologies, enduring values’. 

If you are attending a conference and would like to share some reflections, please send

them to admin@appm.org.uk for the next Newsletter 8
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THE APPM
NEEDS YOU

 HELP SHAPE THE APPM

 

Trainee representative(s)
Conference committee
team members
Social media lead

 Education team 
Perinatal group 
Research 
Specialist Nursing 
Hospice Leads 
Transition 
Pharmacy 
Trainees 
Guidelines
All Ireland

EXECUTIVE ROLES

Please contact Sue for
more details:
admin@appm.org.uk 

SPECIAL INTEREST GROUPS

There are lots of opportunities to
join the APPM Executive and the
Special Interest Groups
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The transition from children’s to adult hospice services is a critical yet complex
phase for young people with life-limiting conditions. Advances in healthcare mean
that more young people with complex conditions are living into adulthood,
increasing demand on adult palliative care services There is a growing imperative
to ensure that care models evolve with them.

Hospice UK, supported by The National Lottery Community Fund, is delivering a
four-year national programme (2025–2029) aimed at improving transition
outcomes for young people across the UK, ensuring adult hospices and palliative
care services have the skills, confidence and data needed to support young
adults, strengthening collaboration across children’s, adult and community
services and embedding co-production, with young people’s voices at the centre. 

These ambitions reflect a broader shift towards person-centred, developmentally
appropriate care that recognises transition as a journey rather than a single event.

Key components of the programme:
1. National Community of Practice
 A growing network of professionals sharing learning, building confidence and
developing best practice in transition care. If you would like to join this
community, you can sign up online. The next meeting is on 23  July 2026 at 10am.r

2. Centres of Learning
 Four regional hospices are working collaboratively as “centres of learning,”
testing approaches, generating insights and supporting wider sector
improvement. 

3. Workforce development and resources
 The programme is developing practical resources to support hospice staff in
delivering age-appropriate and coordinated care for young adults. 

Hospice UK’s National Transition Programme 
and Conference
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4. Data and evidence generation
 A key objective is to collate and share data on need and service provision,
enabling more strategic planning across regions. 

5. Co-production with young people
 A dedicated young people’s forum is embedded within the programme, ensuring
that lived experience directly shapes service design and improvement.

The Transition Conference 2026
A key moment in the programme is our first-ever Hospice UK Transition
Conference, taking place on Wednesday 9 September 2026 in Manchester. 
This one-day event is designed to bring together professionals from across
children’s and adult services to share expertise and learning, strengthen
collaboration and shape the future of transition support.

While the full programme continues to evolve, the conference, aimed at a wide
range of professionals, will include:

Lived experience insights from young people and families
Practical discussions on effective transition models
Sessions focusing on young adult-specific care needs
Opportunities for networking and peer learning

You can find out more and view the programme so far on the Hospice UK website
or please email a.whateley@hospiceuk.org

Amanda Whateley
​   Clinical Programme Manager ‑ Transition
Hospice UK
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With thanks to the many of you already involved, PPCEducate continues to
develop as a digital platform supporting the learning needs across health, social
care and education, accessible via https://ppceducate.co.uk

275 learners from across the UK have logged in between Feb-May 2026, and the
recommended resources are being viewed. The existing independent and blended
learning courses continue to have 5-7 learners completing the course and having a
certificate issued per month, with really positive feedback. 

The ‘Bereavement Care in PPC’ module was launched at the end of April – thanks
to those who worked hard to make it our smoothest module development yet! 

Work has recommenced on the ‘Care after Death’ and ‘Education & schools’
workstreams, and the ‘Grab & Go’ worksheets are starting to be trialled across
different environments. 

The Southeast PPI (subset of the strategic development CYP PEoLC Group) ran
another successful webinar, entitled “Living in Hospital”. See following page for a
summary and to watch on catch-up. 

There is ongoing work in sustainable funding of the platform. As APPM members,
you have free access to the Opioids in Children module on PPCEducate – do take
advantage of this or encourage others to book on. 

If you are interested in joining the South of England PPC Education Network,
getting involved in development of the modules or access to any of the resources,
please do contact us via ppceducate@gmail.com. Otherwise follow us across
usual social media platforms @PPCEducate.
Charlotte Holland 
Project Lead for PPCEducate 

Education Opportunities
PPCEducate 
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Leading the way in palliative care 

simulation training
 
At Martin House Children’s Hospice, we are pioneering simulation training in
paediatric palliative care, providing education to healthcare and allied
professionals across the UK.

While simulation training has been used in medicine for years, we are the first to
develop a suite of courses designed to increase knowledge and understanding of
children’s palliative care, and currently the only centre in the UK offering care
after death and spirituality simulation courses.

Alongside key clinical skills, our simulations focus on the management of people
and communication, which are vital to providing high-quality palliative care.
We currently have five simulation courses: paediatric palliative care in the acute
setting; care after death; advance care planning and symptom management;
perinatal palliative care skills; and spirituality in paediatric palliative care.
One of the areas where our simulation training differs from other courses – and
where we are breaking new ground – is that quite often, our mannequins ‘die’
during or prior to the scenario. In standard simulations this is seen as a negative
outcome, but in palliative care simulations our aim isn’t necessarily ‘saving’ the
patient.

For example, one course has the scenario of a young person admitted to A&E, who
is clearly unwell but has an advance care plan (ACP). While the first instinct can be
to make the child better, the aim of the simulation is to explore the content of the
ACP with the family and discuss treatment options.

We offer a mixture of low and high-fidelity simulations, and work with Bradford
Teaching Hospitals NHS Foundation Trust and Yorkand Scarborough Teaching
Hospitals NHS Foundation Trust, using their acute setting high-fidelity simulation
suites. This is important, because we want to break down preconceived ideas that
good palliative care only happens in a hospice – good palliative care is possible
anywhere. 
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Palliative care training isn’t embedded yet within mandatory medical or nursing
training, so increasingly professionals seek it out. Subjects like care after death
aren’t frequently taught formally, with professionals learning on the job from more
experienced colleagues. 

Our simulation training is about preparing people, in a safe environment, to have
these vital conversations, to feel more confident talking to families about subjects
like death and dying, ACPs, preferred place of care, and post-death care, or
whether active treatment is the best option.

Another important aspect of our simulation training is to slow down. We know
hospital staff are time poor, and decisions often need to be quick, but in a
palliative setting it’s often about stopping, listening and finding time to think first. 
Simulation training gives time and space to explore this way of working, and how it
can be integrated into the high-quality care they already deliver. Active listening is
an important part of all of our courses, and an especially strong theme in our
spirituality course.

A wide range of health professionals attend our courses, from consultants to allied
health workers, along with Martin House care staff as part of their ongoing
professional development.

It means there is a real mix of experience, and we place huge value on the debrief –
even more than the simulation – there’s really deep, shared MDT learning in those
discussions, both from those taking part and those observing the simulation. 
We work hard to create a brave space within debriefs, giving professionals the
chance to be vulnerable and ask questions they’ve never had time or space to ask
before. We hear past – often challenging – clinical experiences discussed, and rich
learning and experience being shared that can’t be read from a textbook. 
It gives people confidence to deal with real-life situations in future, and
reassurance there is always a colleague to phone for support. It is such a pleasure
to watch candidates develop and their confidence grow with their evolving skills
during the course.

We have been running simulation courses since 2022, in the past 12 months alone
training 160 healthcare professionals from across the UK, plus presented our
findings at conferences nationally and internationally. 
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Other healthcare providers have also commissioned us to run simulation course.
Most recently, we worked with Yorkshire Ambulance Service to deliver a new
innovative course on palliative care and pregnancy loss in the pre-hospital setting.
We are always developing new courses, and from early 2026 will have a bespoke
education centre at Martin House, as part of our major rebuild and redevelopment
programme. This will provide a dedicated simulation room and seminar space,
with state-of-the-art facilities, allowing us to run more courses in-house, in
addition to our work with NHS partners.

Ultimately, as health professionals, we only have one chance to ensure a child or
young person has good palliative care at the end of their life. Our simulation
training is leading the way in helping professionals learn how they can deliver that
care in any setting.

Mandy Thorpe, Lead Practice Educator at Martin House Children’s Hospice.

You can find out more about the Martin House Education Centre simulation
courses and book at www.martinhouse.org.uk/education.
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In the last issue of the APPM Newsletter, the Memory Milk Gift Initiative, which
is based at The Countess of Chester Hospital and was launched by the Milk
Bank at Chester in partnership with Forget Me Not Children’s Hospice was
highlighted and at that time the team had been shortlisted for two categories in
the upcoming Royal College of Midwives Awards.  

Memory Milk Gift Initiative

The Memory Milk Gift Initiative was recognised
in the Educator of the Year category, whilst its
Advisory Board won Multi-disciplinary Team of
the Year at the RCM awards in February. 

Today, Memory Milk resources are used in
hospitals, milk banks and universities across
the UK, helping professionals better support
families during one of the most difficult
moments of their lives — and turning loss into
care, legacy and healing.

Congratulations to the Milk Bank Team and
Sara Balmforth, Palliative Care Midwife, Forget
Me Not Children’s Hospice

Photograph courtesy of the Royal College of Midwives

Survey on the use of 
Dexmedetomidine

The APPM would like to survey use of dexmedetomidine to inform guidance for
its use in palliative care. Please consider completing this MS forms via QR code
or link to allow us to understand where dexmedetomidine is being used and
how we might best take this work forward.

Dexmedetomidine Use in Paediatric Palliative
Care – Short Survey
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An updated version of the ‘Standard’ Child and Young Person’s
Advance Care Plan is now available.

Summary:
Following feedback from first responders in emergency situations, we have
amended the Child and Young Person’s Advance Care Plan (CYPACP) to make the
Emergency Management section easier to find quickly.  

The Emergency Management pages are now on the reverse of the document and
can be accessed by turning it over. A larger, clearer prompt on the front also
directs readers to do this.

The new versions are available on our website via the following link:
Standard Advance Care Plan (with and without ReSPECT) – CYPACP

Context and background:
When crafting an Advance Care Plan there must always be a balance between the
patients / families and authors of the document whilst also considering the end
users of the document. 

The aim has been to sensitively start with important elements of who the child is
and preferences of care before emergency management is discussed.
However, by making the Emergency Management section more accessible and
prominent at the back of the document we hope the document will be easier to
use in an emergency whilst maintaining the key principles of completing an ACP
with the patient/family.

Solution:
We have discussed this within the collaborative and want to maintain the
principle of ‘building’ towards the emergency pages when writing the plans.
However, we also recognise the need to make these vital pages easier to find
quickly.

We hope the following changes achieve this balance:
The wording on the front page is now much larger: ‘FOR EMERGENCY
MANAGEMENT TURN TO BACK PAGE’, making it clear that the document can
simply be turned over to find the relevant emergency page.
‘EMERGENCY PAGES TO BE FOUND AT BACK OF DOCUMENT’ now appears in
the footer of every page.
The final two pages have been reordered so that, when the document is
turned over, the emergency management page appears before the signature
page.

Child & Young Person’s 

Advance Care Plan
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The emergency pages will contain ReSPECT where this is used locally, or
an alternative version where ReSPECT is not used.

Important information when preparing paper copies for distribution or for
patients and families to keep

For this system to work, it is essential that, when distributing the document:
The document is printed double-sided 
The back page should be on an even-numbered page, so it is positioned as the
back page.

If expanding other sections means this is not the case, please add
appropriate spacing between sections to ensure the back page remains
correctly positioned. THIS IS VITAL TO ENSURE THE SYSTEM WORKS.

Education:
We believe education is key. We therefore encourage all professionals who may
come into contact with children and young adults who have a CYPACP to
familiarise themselves with the document.

We are also continuing to work closely with Resuscitation Council UK and other
national organisations like BAPM, BACCH, etc to support this. Advance Care Plans
have now also been successfully included in the APLS programme.
We are always keen to work with other organisations that can support this work. If
you work with first responders, we would welcome the opportunity to help
develop education packages for your teams. Please contact us at
admin@appm.org.uk.

Ross Smith & Helen Bennett
CYPACP Collaborative Group Co-Chairs
June 2026

New guidance now available on the CYPACP website:
https://cypacp.uk/

ACPs in schools/organised groups
The role of the Medical Examiner and SUDIC
Organ and tissue donation guidelines
MCA and DoLS
Spirituality in advance care planning

These sets of guidelines / resources / help sheets have been written
and approved by the CYPACP Collaborative Steering Group. If,
however, you find something that you wish to challenge, please do
not hesitate to contact admin@appm.org.uk with your concern. 20
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APPM Trainee Reps Report
The RCPCH PPM subspeciality curriculum matched monthly teaching programme

continues to bring a really interesting and varied learning opportunity for trainees

with excellent feedback from our sessions. Attendance has been increasing over

this year with an expanding diversity of clinicians from allied sub-specialities

joining the trainee group which is fantastic to expand our educational reach.

We held an APPM & Child Bereavement UK Bereavement Study Day in May which

was funded by True Colours Trust and proved incredibly popular being a very

speedy sell-out. This offered a deep dive into bereavement for those already

working within palliative care and there were some really interesting and thought-

provoking discussions had. 

Our education programme continues to be hosted on PPCEducate and offers a

one stop shop for session recordings, discussion forums, silly question boxes and

GRID/SPIN training related information. Do get in touch of you wish to join.

We continue to offer a mentoring programme for the subspeciality GRID

application process with excellent feedback, so keep an eye on your emails for the

upcoming application window programme.

We have put a call out for people who wish to present at the APPM Conference

trainee journal club on 12-13 November 2026, but please get in quick as interest is

high this year and spaces limited. 

Please also be aware of the changes made to the APPM competitions to include

Palliative care related Audits and Quality Improvement Projects. This is a fantastic

opportunity for early career doctors and nurses. (See page 

And finally, Paula Ann and I are coming to the end of our respective SPIN and

GRID training and are sadly stepping down as trainee reps in the next few months.

We have both really valued and enjoyed this opportunity and would highly

recommend trainees consider these roles. Please do get in touch to express your

interest in becoming one of the next two trainee reps. 

If you want to get involved with any of our educational or mentoring activities,

please get in touch at trainee@appm.org.uk

Emily Titherington and Paula Ann Bailey
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APPM Annual Competitions
Undergraduate Essay Writing Competition 
This is open to all medical or nursing undergraduate students each
academic year (annual competition). 
Please write a 500 word essay entitled "What Paediatric Palliative Care
Means to Me". 
 Send your entry to chair@appm.org.uk by 1 September each year. The
essays will be reviewed and scored by members of the APPM Executive
Committee, and the winner will be contacted by email within two
months of the closing date. The winning entry will have their essay
printed in the APPM winter newsletter that year and will receive a
certificate and prize (book token). The essays judged to be in second
place will also receive a certificate. 

Postgraduate Audit/Quality Improvement Competition 
Open to all postgraduate non-consultant grade doctors, and nurses
with less than 5 years experience in palliative care.
This is an annual competition. 

 To enter you will need to complete an Audit or Quality Improvement
Project (QIP), on a topic of your choosing, that is relevant to Paediatric
Palliative Medicine. Send a PowerPoint presentation of your audit/QIP
(maximum of 20 slides) to chair@appm.org.uk by 31 July each year.
The audit/QIP’s will be reviewed and scored by members of the APPM
Executive Committee, and the winner and runner-up will be contacted
by email by end of September. The winning entry will receive a free
place at the next APPM Conference (excluding travel and
accommodation), where they will receive a certificate and may have
the opportunity to do an oral presentation of their audit/QIP. The
audits judged to be in second place will receive a certificate and a
prize (usually a book token).
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New resources & publications 
Transdermal clonidine patch use in the management of childhood
hypertonia: a cross-sectional, UK-wide service evaluation
Lumsden DE, et al. Arch Dis Child 2025;0:1–7.
doi:10.1136/archdischild-2025-329648

Symptom management: how can specialist paediatric palliative
care teams help?
Holland C, et al. Arch Dis Child Educ Pract Ed 2026;0:1–5.
doi:10.1136/archdischild-2025-
328557

Managing uncertainty in antenatal counselling
The concept of the work emerged from discussions in a meeting of
the APPM Perinatal Special Interest Group. 
https://ep.bmj.com/content/early/2026/04/15/archdischild-2025-
329875

Paediatric Palliative Care & Society Webinar Series
This series brings clinicians, educators and community voices
together to explore how systemic, structural, and global factors
shape paediatric palliative care. Aiming to support the workforce
in providing inclusive and equitable care.
https://medtribe.com/courses/paediatric-palliative-care-society-
webinar-series?utm_source=share-modal&utm_medium=copy-link

New website: Perinatal Palliative Care
https://www.perinatalpalliativecare.org/
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Membership of the APPM

Thank you for continuing to be part of the APPM.  Just a reminder that the benefits of
being an APPM member are as follows:
  

Joining a community of like-minded health professionals committed and focused on
improving care and service delivery to life-limited children and their families. 
Reduced rates on educational study and research days 
Free access to ‘Palliative Medicine’ journal online 
Twice yearly newsletters with further update emails throughout the year 
Free membership of the European Association of Palliative Care with a wide range of
benefits including cheaper conference registration
Free membership of the ICPCN  
Supporting the APPM work: 

Formulary (first and only specialist paediatric palliative care formulary) 
Development of resources for health professionals 
Development of peer-reviewed, evidence-based clinical guidelines 

Regular provision of evidence-based lectures, interactive workshops and
presentations on a range of topics relevant to Paediatric Palliative Medicine for
trainees and nurses
Free access to some PPCEducate courses
Access to a network of health professionals working within the field of PPM for
advice, support and mentorship.
Opportunities to join Special Interest Groups such as Hospice Medical Leads,
Perinatal, Nursing and Pharmacy

We did increase our membership fees this year but this is the first adjustment we have
made in four years, and it reflects the rising costs of delivering our work, supporting
guideline development, producing the Formulary, maintaining resources, and providing
educational opportunities for the paediatric palliative care community.
 
We remain committed to keeping membership affordable while ensuring we can continue
to offer high‑quality services and strengthen our support for health professionals within
the field of paediatric palliative care. 

We very much hope that you will continue to be a part of the APPM and encourage
others in your teams to join.  

Sue Lakie - Newsletter Administrator
Email: admin@appm.org.uk
Website: https://www.appm.org.uk/ 24
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	Nursing
	The Wrong Order of Things by Michelle Hills
	A child dying before their parents is the wrong order of things.
	Over and over again we hear families push back against paediatric palliative care and hospice referrals thinking it means we will give up. Yet we all know that we are doing positive work and can bring such quality of life to young people so they live a full life. We see the expert symptom management, the careful listening to families, the collaborative working and peaceful, dignified end of life care in a place of their choosing. At the moment, paediatric palliative medicine only really hits the public when there is a high profile legal case in the media involving conflict, angry families and professionals with high levels of moral distress.
	I have always worked my hardest for my own patients and taught other professionals about palliative care to help a larger number. More recently, I accepted that I need to go a step further and educate the public. This urge has led to me to step out of my comfort zone and write The Wrong Order of Things which is being released on 10 September 2026 but is available for pre-order now.
	Michelle Hills Consultant in Paediatric Palliative Medicine Martin House Children’s Hospice/Leeds Teaching Hospitals NHS Trust
	https://amzn.eu/d/05HyoLLZ

	EAPC 2026 Prague – Palliative Care Research; from strong foundations to new horizons 14-16 May 2026  + Face to face meeting of the Steering Committee of the EAPC  CYP Reference Group held on 13 May 2026 Dr Emily Harrop
	Key Messages we learned from others:
	If you are attending a conference and would like to share some reflections, please send them to admin@appm.org.uk for the next Newsletter
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	Leading the way in palliative care  simulation training
	You can find out more about the Martin House Education Centre simulation courses and book at www.martinhouse.org.uk/education.

	Memory Milk Gift Initiative
	In the last issue of the APPM Newsletter, the Memory Milk Gift Initiative, which is based at The Countess of Chester Hospital and was launched by the Milk Bank at Chester in partnership with Forget Me Not Children’s Hospice was highlighted and at that time the team had been shortlisted for two categories in the upcoming Royal College of Midwives Awards.
	The Memory Milk Gift Initiative was recognised in the Educator of the Year category, whilst its Advisory Board won Multi-disciplinary Team of the Year at the RCM awards in February.
	Today, Memory Milk resources are used in hospitals, milk banks and universities across the UK, helping professionals better support families during one of the most difficult moments of their lives — and turning loss into care, legacy and healing.
	Congratulations to the Milk Bank Team and Sara Balmforth, Palliative Care Midwife, Forget Me Not Children’s Hospice

	Survey on the use of  Dexmedetomidine
	The APPM would like to survey use of dexmedetomidine to inform guidance for its use in palliative care. Please consider completing this MS forms via QR code or link to allow us to understand where dexmedetomidine is being used and how we might best take this work forward.
	Dexmedetomidine Use in Paediatric Palliative Care – Short Survey

	Child & Young Person’s  Advance Care Plan
	An updated version of the ‘Standard’ Child and Young Person’s Advance Care Plan is now available.
	Important information when preparing paper copies for distribution or for patients and families to keep

	New guidance now available on the CYPACP website: https://cypacp.uk/
	ACPs in schools/organised groups
	The role of the Medical Examiner and SUDIC
	Organ and tissue donation guidelines
	MCA and DoLS
	Spirituality in advance care planning
	These sets of guidelines / resources / help sheets have been written and approved by the CYPACP Collaborative Steering Group. If, however, you find something that you wish to challenge, please do not hesitate to contact admin@appm.org.uk with your concern.
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	And finally, Paula Ann and I are coming to the end of our respective SPIN and GRID training and are sadly stepping down as trainee reps in the next few months. We have both really valued and enjoyed this opportunity and would highly recommend trainees consider these roles. Please do get in touch to express your interest in becoming one of the next two trainee reps.
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