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From the Chair
From the chair:
Warm and heartfelt greetings to you all on this
cold morning in Lockdown January. I don’t know
about you, but I have put my late evening sparetime to good use with TV binge watching,
exercise and eating- not in that order and some
more often repeated on that list than others ☺.
I had until yesterday been revising very hard for
my daughter’s A level chemistry mocks, but I
have now been furloughed from this role. I am
sure all of you have similar tales. However, a
recently vaccinated aching arm and the
comradery of the APPM members brings cheer
from the ongoing passion for the work we all do.
Last year at a national level, the completion of
guidance on paediatric palliative care
commissioning models had been put on-hold. In
the last months of 2020, some activities had
started to comeback online. Yorkshire and
Humber network pilot continues, and they have
already highlighted key areas of concern around
lack of training and funding. The challenge of
resources both in terms of a well-trained
experienced workforce and funding continue to
be at the forefront of any paediatric palliative
care agenda.
NHSE is committed to a 5-year plan of improving
end of life care for all ages. Concerns about
children and young people being lost in the
much larger adult agenda continues to be
voiced. With this in mind NHSE has agreed to
continue a National Children and Young people
governance group which was initially established
to review the hospice grant allocation, but its
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remit has widened and now feeds into the NHSE
All Ages End of Life care board. There are six All
Ages End of Life workstreams which seek to
support cross-regional level project sharing.
Some of the early discussions are around the
need for mapping of services, which for
paediatrics would be greatly welcomed. Another
project that has been run in London by adult
services is ‘EARLY Identification tool’ which
guides GPs in identifying patients in the last year
of life. It uses mainly diagnostic categories,
presence of a palliative care service, advance
care plan and surprise question to support
identification. If you have a model of care,
service or project that you feel would be
relevant beyond your geographical area then
please get in touch so that we can endeavour to
feed these good ideas into these workstreams.
Within the APPM, our clinical guidelines work is
progressing well. We are about to carry out our
literature reviews and with a fair wind we hope
to have a draft for your perusal later this year.
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Our trainee reps have been working hard on an
interactive resource rich platform which they
will share in due course. We are tentatively
looking to hold our annual study (+ research) day
later this year either in person or online. One
area we are keen to improve on is our social
media engagement and would welcome a
volunteer to support this (please get in touch).
We are looking at improving website resources,
with our first focus on Advance care planning
documents. We are aware that they can be
uniquely relevant to a local service and there
has been much discussion about the role of the
ReSPECT document in the paediatric setting.
APPM does not seek to endorse one Advance
care planning document but we welcome
organisations and services to share their work,
and as long it meets NICE standards with the
origin service’s agreement, we will share it on
our website.
But for now, I need to have a quick Microsoft
team meeting before my Anywhere anytime
clinic ensuring I have documented my
consultations via the remote desktop and then
reply to my plethora of emails……. I miss the bad
old days of my Nokia brick, paper notes which
you could never find, black ink pens that leaked
and real in the flesh people.
My thoughts (and
hopes that you are
finding some
humour in these
times).
As always love to
hear from you

Anna-Karenia (AK)
Anderson
Chair of APPM

A request from Together
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for Short Lives:

“As part of our Improving Transition Programme,
we’ve been working with the Royal College of GPs
to develop a training module for GPs on essential
information to enable them to effectively identify
and support young people with life-limiting
conditions during the transition to adult services.
They are seeking a GP with an interest in this area
to put together one of these modules. A payment of
£1,300 is available. Would it be possible to share
this information with members of the APPM as they
need to find someone quickly to write up the
module, ideally in January/February.
They have put together a list of proposed content
for the module. Mike Miller is going to put
together module 1.”
Would any APPM GP be interested and able to
commit to this within the timeframe?
If so, please contact Lizzie Chambers:
lizzie.chambers@togetherforshortlives.org.uk
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World Health Organization Guidelines on the Management of Chronic
Pain in Children - Creating guidance despite a global pandemic….
Article by Dr Emily Harrop (Co-Chair of GDG)

These Guidelines address the management
of primary and secondary chronic pain in
children 0-19 years of age with a focus on
physical, psychological, and
pharmacological interventions for pain
relief.
The audience for the Guidance is a global
one: it is intended for a wide range of
settings with varied perspectives and
resources. The recommendations are for
use by national and local policy makers,
healthcare providers as well as by patients
and their families.

This Guideline consists of:
https://apps.who.int/iris/bitstream/handle/10665/337999/9789240017870-eng.pdf?sequence=1&isAllowed=y
•
•
•
•
•

Guiding principles
Best practice statements
Four key recommendations
Identified research gaps
Uptake & Implementation guidance

Annexes are also provided containing evidence reports:
https://apps.who.int/iris/bitstream/handle/10665/337644/9789240017894-eng.pdf?sequence=1&isAllowed=y
Why write this guidance?
It is universally recognised that chronic pain in children is a significant public health problem globally and a
leading cause of morbidity in children. Pain in children differs from that in adults for physiological, cognitive,
developmental, and social reasons. Furthermore, pain experienced early in childhood has long reaching
impacts causing maladaptive neurological changes which in turn lead to poor worse health outcomes in adult
life.
Meeting as a Guideline Development Group (GDG) and Scoping the work
The scope for this guidance was developed in the wake of the United Nations Office of Drugs and Crime
World Drug Report (2019), which highlighted ‘the global paradox of too much and not enough’, describing
the difficulty of ensuring appropriate access to controlled substances for medical purposes while preventing
their diversion and misuse. It is worthy of note that while Canada, Europe and the US comprise only 17% of
the word’s population, they consume 89% of the world’s supply of morphine. Due to the constraints of the
COVID-19 pandemic, all meetings were conducted via Zoom, which was certainly challenging at times, when
up to 40 people were involved in some of the sessions! The work involved a patient representative from the
stage of scoping onwards.
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WHO Chronic pain guideline cont.

The GDG first determined the scope of the guidance, this included
defining key questions for systematic review and prioritised potentially
relevant outcomes, during the course of a virtual meeting. The resulting
scope can be summarised as: ’The management of primary and
secondary pain in children aged 0-19 years, with a focus on physical,
psychological, and pharmacological interventions for pain relief’.
Based on this scope, WHO commissioned two reviews from the
Cochrane group examining:
1.
2.

The quantitative evidence of benefits and harms of physical, psychological and
pharmacological interventions
The qualitative evidence on patient, family, caregiver and healthcare provider
experiences with, and perceptions of, benefits, harms and sociocultural
acceptability of those interventions

An economic impact evaluation was also conducted by the UK based
National Guideline Alliance (NGA), a multi-speciality guideline
development centre who usually provide reviews for NICE (National
Centre for Health and Care Excellence).
Agreeing the Recommendations
The GDG formulated four final recommendation in September 2020
through a series of virtual meetings. Evidence to decision frameworks
were used to ensure a transparent process and comprehensive
discussion. Recommendations could be ‘for’ or ‘against’ a specific
intervention, and either ‘strong’ or ‘conditional’. Overall, the GDG
discussed and agreed on the final recommendation by consensus, on the
rare occasions when consensus could not be reached within a meeting,
anonymised voting occurred via Email. The GDG members were very
mindful of the world climate, for example, we asked for further
analysis to examine the effectiveness of delivering psychological
interventions remotely. Four conditional recommendations were
agreed, the last of which deals specifically with the issues of opioid
stewardship.
Overall, the recommendations strongly advocate for a comprehensive
biopsychosocial approach to the management of pain, with guiding
principles stating that access to pain management is a fundamental
right and that children should have the right to enjoyment of the
highest attainable standards of health.
Best Practice Statements
The GDG also formulated several statements which represent best
practice for the clinical management of chronic pain in children, the
patient representative was key to this part of the process.

RESEARCH GAPS

The evidence achieved moderate
certainty only in the area of
psychological interventions, for
physical and pharmacological
interventions, the evidence was
considered of very low quality.
Recommendations are made for
research in a wider range of
settings, combined modalities,
and examining the real-world
resource implications.
Specific populations of children
were identified, where research
is particularly lacking:
1.
Younger children, under
10 years of age
2.
vulnerable children such
as those with developmental or
intellectual disabilities, exposed
to trauma or challenging life
experiences, living in
humanitarian settings, and with
comorbid mental health
conditions.
3.
children with chronic
cancer-related pain during or
following cancer treatment
4.
children with life-limiting
conditions or those requiring
end-of-life pain management
both in inpatient settings and in
the community.
5.
Indigenous populations,
and family members including
siblings and caregivers of children
with chronic pain.
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WHO Chronic pain guideline cont.

RESEARCH GAPS CONT.
The lack of clear evidence for the effectiveness and safety of opioids in children
was highlighted as a particular concern, with key gaps including:
1.
The effectiveness and safety of opioids including morphine in end-of-life care and in lifelimiting conditions, including longer-term use in the latter condition.
2.
The effectiveness and safety of longer-acting opioids and subcutaneous infusions of
morphine in children needing end-of-life care.
3.
Population-level surveillance for adverse events including overdose and misuse.
4.
Studies of societal attitudes towards the appropriate use of opioids for chronic pain in
children, as well as overdose, misuse and addiction

I would recommend these guidelines to all APPM members treating children with chronic pain, or for those
considering research in the area. Service development and quality improvement should be informed by
guidance such as these, and it is usually easier to fund research projects that address an identified research
gap.
WHO are also finalising guidance on ‘ensuring balanced national policies for access and safe use of controlled
drugs’, which will sit alongside this work.

For a research update, you may wish to take a look at this paper on data use in PPC
research from the Joint Research Group:
Harris, N., Noyes, J., Fraser, L., Lapwood, S., Harrop, E., Blackburn, M., Price, J.,
Chambers, L., Bluebond‐Langer, M. and (2020), Managing and sharing research data in
children's palliative care: Risks, benefits and imponderables. J Adv Nurs, 76: 27942797. https://doi.org/10.1111/jan.14527
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BBC News is carrying out research into the experiences
of BAME doctors during the coronavirus pandemic,
given that many of them have been disproportionately
impacted by the virus. We are interested in finding out
how their experiences compare during the first,
second and current waves of the virus, and whether
doctors feel better protected now as a result of Covid19 workplace risk assessments. We also ask about the
human toll of the virus on doctors’ mental and
physical health, and whether doctors have
experienced bullying and discrimination during the
pandemic.
We have drawn up a short, anonymous questionnaire
which we are inviting BAME doctors to complete. The
data will be held in accordance with GDPR rules and
will not be forwarded on within or outside of the BBC.
The findings will be used to inform a report for the
BBC's national TV and Radio News programmes, as
well as our Online platforms.
The deadline for submitting responses is 23.59 on
31st January 2021.
Should you require any further information, or would
like to get in touch in confidence about your
experiences, please contact Amara Sophia Elahi at the
BBC: amarasophia.elahi@bbc.co.uk
The survey can be accessed
here: http://www.smartsurvey.co.uk/s/5DNO52/
Thank you for your time.
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When caring for a child with a life-limiting (or lifethreatening) condition, the difference that a motivated GP
can make to the holistic care of the family is (in my
experience) huge. Whilst GPs may only care for a handful
of such children in their careers, they are the ones that will
continue to support the families for years or even decades.
This study seeks to identify what children and their family
consider to be the role of the GP in their care.
I appreciate that now more than ever, GPs time is being
stretched, but this paper does highlight the importance of
engaging with them to ensure the best care for the family.
[Editor]
Dr Sarah Mitchell has said that “Covid has brought more

opportunities than ever to improve that interface and this
paper gives examples of solutions that children and families
have developed in order to obtain the care they need from
their GP surgeries.”
Mitchell S, Harding S, Samani M, et alExperiences of
general practice of children with complex and palliative
care needs and their families: a qualitative studyBMJ Open
2021;11:e041476. doi: 10.1136/bmjopen-2020-041476
This is an open access paper available from the following
link:
https://bmjopen.bmj.com/content/11/1/e041476.info
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Service mapping survey: please complete Together for Short Lives’ important questionnaire
Dear colleague
I hope you are all well during these strange times.
I would very grateful if your organisation could complete Together for Short Lives new
online children’s palliative care service mapping survey by Friday 22 January please. I
appreciate you have a lot of pressing issues to contend with at the moment, but this
survey will help inform families what support is available locally and crucially support our
work to ensure sustainable 24/7 care for every child and young person who needs it.
Before you complete the survey online: <image008.png>
please download this pdf copy to help you to prepare your answers in advance. You may need to speak to colleagues to gather
all the information you need.
Please only make one submission per organisation. For example, please make one submission for your NHS trust as
whole. If you are a children's hospice organisation which provides services across multiple sites, please make one
submission for your whole organisation.
How we will use your information
Together for Short Lives will use the information you provide through this survey to create a comprehensive map. This
will show the extent to which different elements of children’s palliative care are available to children and families across the
UK. It will set out what they are, where they are provided, when they are provided and who they are provided by.
We want to make sure key audiences understand the extent to which established children’s palliative care standards are
being met in hospitals, children’s hospices and in the community across the UK.
We want to be able to articulate where gaps in services are. In England, we will use this information to influence those who
plan, fund and provide children’s palliative care to fill them. This would help to reduce the postcode lottery in the way in
which children’s palliative care is planned, funded and provided. In Northern Ireland, Scotland and Wales, we will
discuss the data we receive with our members and work with them to determine if and how it might add value to work to
influence policy and practice.
We also want to make sure that families know what services are available for them to access, in addition to when, where
and who they are delivered by. We would like them to be able to make informed choices about the children’s palliative care
they decide to access.
We are asking each NHS trust, voluntary sector and independent children’s palliative care provider to complete this survey
to tell us which children’s palliative care services they provide, in what locations, when and to whom. This will inform what
we publish about each service when we refresh our existing service directory.
Please note that by completing the survey, you are giving Together for Short Lives consent to publish the information that
you have provided us with. This is except for the personal details you provide us with in questions 1-3 (inclusive); we will
not publish this or share it with third parties. Neither will we publish the information that you provide us with in questions 2629 (inclusive) about the ethnicity of the children who are referred to you in a way which can be attributed to your
organisation. We may wish to publish and share sector-wide analyses of the answers we receive to questions 26-29
(inclusive).
Please help share this survey with other children’s palliative care providers
We are inviting all children’s palliative care provider organisations to respond, including those in the
statutory, voluntary and private sectors. Please do share this survey with your networks to make sure we receive as many
responses as possible.
If you have any queries about the survey or how we will use your information, please
contact lizzie.chambers@togetherforshortlives.org.uk, james.cooper@togetherforshortlives.org.uk or
dan.steer@togetherforshortlives.org.uk
Thank you in advance for your help.
Best wishes, Andy Fletcher
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RCPCH Conference Webinar 8th October 2020
APPM and Child Health Ethics and Law Special
Interest Group (CHELSIG)
Review by Dr Lizzie Bendle

https://www.rcpch.ac.uk/resources/ethic
s-framework-use-acute-paediatricsettings-during-covid-19-pandemic
‘This recently updated ethical framework is a
modification of guidance developed for treatment
decisions relating to adults by the Clinical Ethic Advisory
Group (CEAG) in Oxford, Chaired by Professor Dominic
Wilkinson. The principles relating to decisions for
children in the setting of the pandemic are the same as
those for adults. The framework emphasises
that decisions should be ethically consistent and apply
to patients both with COVID-related and non-COVID
related illness. The focus of the ethical framework
provides guidance for a national emergency where there
is extremely high demand and limited critical care
capacity. However, it is important to note that (unlike
adult ICU) at the time of writing (December 2020) there
is enough paediatric critical care capacity across the UK.
As we all know, decisions should be focused in the best
interests of the child, and actively involve parents in
decision-making. This revised document also
acknowledges the need to prioritise non-critical care
treatment given the problem of reduced access to
services during the pandemic and significant increase in
waiting lists and waiting times for treatment. This is in
recognition that the problem of access to treatment for
non-COVID-19 illness is one of the most serious
problems for children’s health care arising from the
pandemic.’

Due to the Covid-19 Pandemic the annual Royal College
of Paediatrics and Child Health (RCPCH) conference was
changed to a virtual format. There was an afternoon
joint Webinar for Paediatric Palliative Care and Ethics,
co-chaired by the APPM and CHELSIG committees, and
an additional e-poster viewing area. It was a very
interesting and varied afternoon, with some excellent
sessions. For those of us working in Paediatric Palliative
Care it was particularly useful to hear the presentations
on the legal context of parental rights, best interests
and significant harm, along with an explanation of
adolescent decision making and the differences
between competence and capacity, followed by an
overview of how to manage ethical tensions in practice
in paediatrics. There were also informative talks about
how to support doctors to deliver paediatric palliative
care on neonatal units, and learning from bereaved
parents to improve children’s palliative care. A
particular highlight for me, and other attendees I have
spoken to, was the presentation by Imam Islam from
Southampton Chaplaincy Team on how to talk with,
and support, children and parents of Muslim Faith
when approaching difficult decisions, particularly
around the topics of redirection of care and end of life.
He gave an excellent talk, and highlighted the
importance of working collaboratively with chaplaincy
services to truly holistically support our patients and
their families.
As you can see, the afternoon was varied and
informative. It was a great success, a credit to the
teams organising is virtually for the first time. A
recommendation for upcoming virtual events.
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2021 COMPETITION TIME
1) Photography:
We are looking to improve and
expand the photos on the APPM
website, and so are inviting
entries for a photography
competition.
Please send us your entries on
a theme of:
"What Paediatric Palliative
Care Means to Me".
The entries will be viewed and
scored by members of the
APPM executive committee. We
will run an annual competition,
with all suitable entries being
displayed at the annual APPM
study day.
The winning entry each year
will be announced at the
annual study day, and in the
newsletter, with the winner
receiving a certificate and
prize (either book voucher or a
book, to be confirmed each
year). Runner-up photographs
will also be considered for use
on the website. Please email
chair@appm.org.uk with any
entries (and to request a copy
of our consent form for use of
the photographs in the APPM
display and website).
Please also adhere to your
local consent policy if taking
or sharing photographs of
patients or families.

2) Medical students:
This is open to all medical
undergraduate students each
academic
year
(annual
competition).
Please write a 500 word essay
entitled:
"What Paediatric Palliative
Care Means to Me".
Please send your entry to
chair@appm.org.uk by 31st July
each year. The essays will be
reviewed
and
scored
by
members
of
the
APPM
executive committee, and the
winner will be contacted by
email by end of the following
September.
The winning entry will have
their essay printed in the APPM
autumn newsletter that year,
as well as a free place at the
next APPM study day (excluding
travel and accommodation),
where they will receive a
certificate and their prize
(these can be posted if the
winner is unable to attend).
The essays judged to be in
second and third place will also
receive a certificate and prize.
Prizes to be determined on an
annual basis, but likely to be a
free textbook or book voucher.

3) Audit:
Open to all postgraduate
doctors who are in foundation
or paediatric training posts (or
doctors in non-training posts
who have not reached the level
of Consultant). This is an
annual competition.
Please complete an audit, on a
topic of your choosing, that is
relevant
to
Paediatric
Palliative Medicine. Please
send a powerpoint presentation
of your audit (maximum of 20
slides) to chair@appm.org.uk
by 31st July each year. The
audits 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
the
following
September.
The winning entry will receive
a free place at the following
APPM study day (excluding
travel and accommodation),
where they will receive a
certificate and will have the
opportunity to do an oral
presentation of their audit. The
audits judged to be in first,
second and third place will all
receive certificates, along with
a prize (to be confirmed on an
annual basis, but likely to be a
book voucher or free Paediatric
Palliative Care textbook)
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2020 COMPETITION WINNERS
Congratulations to Stephanie Lloyd-Davies who won our 2020 Photography Competition, with her winning
entry of a photo on the theme of “What Children’s palliative care means to me”.
“a sunset view of the gardens at Ty Gobaith Children’s Hospice in North Wales”

And congratulations to Ed Lau who won our 2020 Medical Student Competition, with his winning entry:
“What Paediatric Palliative Care Means to Me?
Advances in medical technology and knowledge have resulted in increasing numbers of children living with
complex chronic conditions.1 While this reflects the success of modern day paediatric healthcare, it has
inevitably resulted in a growing number of technology-dependent medically-fragile paediatric patients admitted
to hospital.2 While lifespan has been increased, many will still have conditions that are life-limiting in nature and
unfortunately improvements in the quality of life for these children and their families have not seen the same
scale of achievement.3 Paediatric palliative medicine has been growing in response to these unmet needs. From
my clinical experience, it has been reassuring to see the philosophy of palliative care applied from the time of
initial diagnosis, and not wait until curative therapies have been exhausted. But this has led me to wonder how
medical schools can better prepare us to deal with palliative medicine, particularly in paediatrics.
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Understandably, talking to children and family regarding palliative care can be distressing from both sides, but
such a conversation can often be desired and even bring relief.4 Clinicians must convey that it does not mean
stopping all forms of treatment, and instead, reassure that the aim is to match interventions with patient goals,
including relieving pain/distressing symptoms and ultimately improving the quality of life for both child and
family. While initially, denial and palliphobia are well recognised, patience and compassion, along with skills in
communicating the principles of palliative medicine will hopefully reassure families as they supplement their
child’s treatment with this additional medical field.5
I was lucky enough to see this conversation first-hand, during a General-Practice consultation.
“Palliative care is not about helping me to die well, but to help my family and I to live well.” Miss X-2020.
After a consultation with Miss X, a fourteen-year-old child diagnosed with leukaemia, I realised the power of
palliative medicine in helping to shoulder the burden of care. Fortunately, I shadowed a clinician skilled at
communicating such a sensitive topic. However, the encounter made me wonder how I would personally address
this situation. It made me realise that, as a student entering his first clinical year, I didn’t feel confident
approaching such a topic. Indeed, this is reflected across the medical student population and while students
acknowledge the importance of palliative care in education, it does not reflect the clinical and academic exposure
of students to palliative care.6 Studies have also shown that students, in general, would recommend palliative
medicine to be a core component of the curriculum,7 and even insist that it is “never too early to implement more
palliative education”.6 While the academic side is strongly covered at medical school, more time dedicated to
this field of medicine will allow medical schools to have the chance to provide the foundations of palliative care
communication and cover more specific cases, such as paediatric palliative medicine. Ultimately, to me,
paediatric palliative medicine is a medical field with a fluid nature, changing constantly to adapt to patient’s
needs, its focus being the quality of life.”
Bibliography
1. Cohen, E, Patel, H. (2014). ‘Responding to the rising number of children living with complex chronic
conditions’. CMAJ 4;186(16): 1199-200. doi. 10.1503/cmaj.141036
2. Burns, KH, Casey, PH, Lyle, RE, Bird, TM, Fussell, JJ, Robbins, JM. (2010). ‘Increasing prevalence of
medically complex children in US hospitals’. Pediatrics 126(4): 638-46. doi. 10.1542/peds.2009-1658
3. Rapoport, A, Liben, S. (2015). ‘Paediatric palliative care: There is always more we can do’. Paediatr
Child Health 20(3): 123-4. doi. 10.1093/pch/20.3.123
4. Wharton, RH, Levine, KR, Buka, S, Emanuel, L. (1996). ‘Advance care planning for children with
special health care needs: a survey of parental attitudes’. Pediatrics 97(5): 682-7
5. Friedrichsdorf, SJ, Bruera, E. (2018). ‘Delivering Pediatric Palliative Care: From Denial, Palliphobia,
Pallilalia to Palliactive’. Children (Basel). 5(9): 120. doi. 10.3390/children5090120
6. Lee, AYS, Carlon, B, Ramsay, R, Thirukkumaran, T. (2017). ‘Integrating exposure to palliative care in
an undergraduate medical curriculum: student perspectives and strategies’. Int J Med Educ 8: 151-52.
doi. 10.5116/ijme.58cc.500c
7. Centeno, C, Ballesteros, M, Carrasco, JM, Arantazmendi, M. (2014). ‘Does palliative care education
matter to medical students? The experience of attending an undergraduate course in palliative care’. BMJ
Support Palliat Care 6(1): 128-34. doi. 10.1136/bmjspcare-2014-000646
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SCRIPT eLearning programme for prescribing revalidation

SCRIPT is a web-based eLearning programme used to standardise training and provide continuing professional
development relating to prescribing, therapeutics and medicines management available to both medical and non-medical
prescribers. It was created in 2010 and developed into a collection of innovative e-learning portfolios designed to
encourage safe and effective prescribing and medicines management among healthcare professionals.
SCRIPT was developed by the University of Birmingham and OCB Media, and commissioned by Health Education England.
Each e-learning portfolio has been specifically designed for foundation doctors, foundation dentists, paediatric specialist
trainees, nurses, general practitioners, pharmacists and other non-medical prescribers. The portfolios are also available
to undergraduate medical, pharmacy and nursing students.
SCRIPT e-learning modules cover a wide range of therapeutic topics. A module usually takes approximately 1 hour to
complete and does not have to be completed in one sitting. Content has been authored by a team of expert healthcare
professionals and is reviewed and updated on a regular basis.
Benefits of SCRIPT eLearning:
•
•
•
•
•

Safer prescribing
SCRIPT will enhance your knowledge and confidence in prescribing correctly, improving patient safety,
therapeutics and medicines management.
Professional development
You will receive a certificate for each module that you complete, which can be used in your online learning
portfolio
Flexible learning SCRIPT is easy to use. You can access the modules at a time which suits you and revisit them
even after completion.

Access: You can learn more about the SCRIPT e-learning programme by visiting the SCRIPT website
at: https://www.safeprescriber.org/
Registration is Free with an NHS.uk or NHS.net email address.
Article by Nirusha Govender, Pharmacist representative, APPM Executive committee.
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Problem Solving in Paediatric
Palliative Care
In 2019, we recognised a gap in the educational
provision for those who wished to develop their
skills in paediatric palliative care but who were
unable to commit to a longer masters course. Being
mindful of the squeeze on study leave in all sectors
and wanting learning to be put into practice, a new
course was designed combining traditional teaching
with a project based approach.
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“This course is providing invaluable
knowledge and experience for my
clinical practice..I really benefitted from
the group discussions / scenarios and
chatting through difficult cases

Half of each
day concentrated on key skills
and knowledge through delivered
through case discussion and lectures. After
lunch students worked in small groups to develop
their own projects which included audit, quality
improvement projects and literature review.

Impact
Cardiff University's School of Medicine, in
collaboration with Ty Hafan Children's Hospice and
the All Wales Managed Clinical Network for
Children's Palliative Care, thus created a Masters
level short CPD course in paediatric palliative care.
The course focuses on helping delegates develop a
good core knowledge in order that they can then
translate theory into practice and effect lasting
change. It aims to improve the quality of care and
culture within professional teams.
The student group included nurses, complementary
therapists, occupational therapists, paediatric
registrars and consultants. We were particularly
keen to welcome a significant number of
professionals working in neonates and community
services. This interdisciplinary group enabled
delegates to build and widen their understanding
across sectors, allowing interesting and diverse
discussions during the face-to-face sessions.

Course content
This was a blended learning programme,
comprising four face-to-face days, with
supplementary online learning. The key teaching
included:
•
Early days: principles and philosophy of
paediatric palliative care, identification of need,
referral to services, assessment
• Period of stability/need for parallel planning including symptom control
• End-of-life phase including Paediatric Advance
Care planning
• Bereavement and staff support

Delegates have reported that the course
• improved their daily practice and the support
they provide children and their families
• improved their own confidence
• improved communication with families.

Outcomes
Following completion of the short course 5
delegates presented their projects at national and
international meetings. Some published their work
across their organisations and four delegates
enrolled onto the MSc Palliative Care programme at
the University.

What
next?

“I Have thoroughly enjoyed the course; I
have gained so much knowledge and
information that will be included to move
daily palliative care forward with my health
board. Thankyou so much for the
opportunity to do this course.”

The coronavirus
pandemic meant that
the 2020
course had to be
cancelled, but
it has been re-imagined for
2021. The same structure will be followed using
virtual technology to bring delgates together for
teaching and project work and we hope to offer the
opportunity for all to get together in the summer for
the final session if restrictions allow. :
If you would like to find out more about this course,
please see
https://www.cardiff.ac.uk/professionaldevelopment/available-training/shortcourses/view/problem-solving-in-paediatric-palliativecare

Or contact Dr Jo Griffiths at
GriffithsJM2@cardiff.ac.uk
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Trainee Update
Our new Paediatric Palliative Medicine Education Network in collaboration with CHAS Project Echo got off to
a flying start in 2020 with our first education sessions or ‘clinics’ focusing on ‘Management of malignant
pleural effusions’ and ‘Ethics, conflict and treatment decisions’.
Children’s Hospices Across Scotland (CHAS) has partnered with Project ECHO (Extension for Community
Healthcare Outcomes) to offer this FREE collaborative model of clinical education and care management.
We are currently in the process of finalising our programme for 2021 and have an exciting range of
international speakers lined up covering topics such as the ‘Neurobiology of pain’, ‘Anaesthetic adjuncts to
pain’ and ‘Non-pharmacological management of pain’. The programme has been created with the needs of
GRID trainees, paediatric consultants and nurse practitioners in mind and will complement The Royal College
of Paediatrics and Child Health Progress Paediatric Palliative Medicine Curriculums for both GRID and SPIN
training.
Clinics take place 3pm on the last Thursday of the month and use anonymised clinical case presentations
which provide an opportunity to seek advice or support from the other specialists within the clinic.
If you are interested in receiving details of our programme and joining ECHO please
email projectecho@chas.org.uk who will be able to send you a registration form and details of how to access
the teaching sessions. Or alternatively if you have any questions please don't hesitate to contact the APPM
trainee representatives Sophie and Laura using trainee@appm.org.uk.

Other Educational Opportunities

DATE TO BE CONFIRMED: https://www.rcpch.ac.uk/news-events/rcpch-conference
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A second request to support some research….
My name is Eiman Nabag, and I am a PhD
student at the Swansea University.
The
research I am conducting for my Doctoral
thesis involves exploring the role of Islamic
religion and culture in end-of-life decision making
for children with life-threatening conditions, their
families, and healthcare practitioners. This project
will be conducted under the supervision of Dr
Tracey Maegusuku-Hewett and Professor Fiona
Verity.
The purpose of this
culture and religion
improving the quality
threatening illnesses
stage.

study is to explore Islamic
as one of the factors in
of life for children with lifeand their families throughout the illness period, and especially at end-of-life

The research aims to look at health professionals perspective on the importance of culture in
delivering care for children and their families at end-of-life; as well as the perspective of parents on the
ways culture and religion shape their understanding of palliative care, parental responsibilities and
decision making at end-of-life.
I am hereby inviting you to take part of a 15-30 minutes phone interview to capture your thoughts
and perspective on decision making in paediatric palliative care as a health care practitioner caring for
children in a multicultural society.
Your responses to the questions will be kept confidential. Each interview will be assigned a number
code to help ensure that personal identifiers are not revealed during the analysis and write up of
findings. There is no compensation for participating in this study. However, your participation will be a
valuable addition the research and findings could lead to greater public understanding of cultural
importance in paediatric palliative care.
This study has been reviewed and given favourable opinion by an NHS Research Ethics Committee.
If you are willing to participate please e-mail me at 748993@swansea.ac.uk and suggest a day and
time that most suitable for you. If you also require any further information, please do not hesitate to
contact me via the e-mail address mentioned above.
Thank you for your time and consideration.
Yours sincerely,
Eiman Nabag
College of Human and Health Sciences, Swansea University
Swansea, SA28PP
Wales, UK
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Please let us know what you think about the newsletter, and send any
suggestions/requests for content
by email: newsletter@appm.org.uk or tweet: @theAPPMuk

