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will inform much thinking as this sub-speciality further
develops. The venue is our largest so far, so we are
looking for as high a turnout as possible. Not just for
attendees to increase their knowledge but so as we can
learn together, network, and continue to build
relationships which will allow each of us to “find an
ear” or a second opinion when we need it.
Accordingly, I encourage you to forward the programme
to as many of your colleagues as you can, and to
highlight its likely relevance to their practice, and, if
you haven’t booked yourself, that you consider coming
too.
In the last e-update I listed the areas of development
which the APPM is involved in, and I am aware that so
much is happening both in the UK and Eire, and well
beyond. Within the last week I have attended an
International Children’s Palliative Care Network meeting
in Edinburgh, updateding me on work which is being
progressed throughout the world.
Closer to home I was recently part of a group helping
prioritise research themes for the Martin House
Research Centre. Within all of these I hear of the
continuing themes for progress in the provision of
better palliative care for all children, but particularly
for the under ones. I believe that the APPM conference
in London on 24 November 2017 will extend all our
thinking within these areas, and I hope to see you
there!
Best wishes
Pat Carragher (patcarragher@chas.org.uk)

!
!
!
!
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The 'biggest and best' study day is looming. The day has an
action packed programme which was put together earlier in the
year following last year's feedback. Interestingly, it is proving
to be very topical for 2017 and the APPM are excited to be
hosting such relevant and expert speakers. Don't miss out! Book
ASAP!!
[Dr Tracy Blount]
Find out more and book your place : here
Email appm@togetherforshortlives.org.uk to tell us which two seminars you wish to
attend
heather.mccluggage@APPM

8th APPM Paediatric
Palliative Care
Study Day

24 November 2017 | 30 Euston Sq, London

!
Draft programme
!!
08.45

Registration & Exhibitors

09.00

APPM Chair’s welcome
Dr Pat Carragher, Medical Director, CHAS (Children’s Hospices Across
Scotland)
Session 1
Chaired by Dr Jon Dorling, Clinical Associate Professor in Neonatology
School of Medicine, University of Nottingham
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!

Neonatal palliative symptom control
Dr Jon Dorling, Clinical Associate Professor in Neonatology School of
Medicine, University of Nottingham

!

Dr Edile Murdoch, Consultant Neonatologist (PPM special interest)
Simpson Centre for Reproductive Health
Royal Infirmary of Edinburgh
09.50

!

10.4011.25

11.35

12.25
13.2014.05

Case Studies: Panel discussion
Jon Dorling, Edile Murdoch, Dominic Wilkinson, Karen Hughes (Senior
Neonatal Nurse Hope House/Ty Gobaith Children’s Hospice)
Refreshments

!

Ethical challenges in perinatal palliative care
Professor Dominic Wilkinson, Consultant Neonatologist, Professor of
Medical Ethics, University of Oxford

Brunei
Auditorium

Focus groups – please note delegates are free to attend any group

!

Hospice doctors/GPs
Dr Mike Miller, Retired Medical Director, Trustee Naomi House,
Medical Advisor, React

G4.5

Hospital doctors/Trainees
Dr Renee McCulloch, Consultant Paediatric Palliative Medicine
Great Ormond Street Hospital, London

Euston

Specialist nurses and allied health professionals
Co-ordinated by Ms Julie Bayliss, Nurse Consultant, Great Ormond Street
Hospital, London

Stephenson

Lunch (including AGM from 12:55 - 13:15pm)
1st Seminar

!

!

1B

Perinatal palliative care
Dr Edile Murdoch, Consultant Neonatologist (PPM special interest)
Simpson Centre for Reproductive Health
Royal Infirmary of Edinburgh

1A

!

Symptom management- dyspnoea
Dr Fin Craig, Consultant in Paediatric Palliative Medicine, The Louis
Dundas Centre, Great Ormond Street Hospital London.
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NICE guidance for end of life care in infants, children and young
people
(NG61): development, content, implementation and quality standards
Dr Emily Harrop, Consultant in Paediatric Palliative Medicine, Helen and
Douglas House, Oxford, Deputy Chair of Guidance Development
Committee
Gemma Villanueva, Senior Systematic Reviewer, National Guideline
Alliance

14.1515.00

2nd Seminar

2A

Symptom management- dyspnoea
Dr Fin Craig, Consultant in Paediatric Palliative Medicine, The Louis
Dundas Centre, Great Ormond Street Hospital London.

!

!

2B

Perinatal palliative care
Dr Edile Murdoch, Consultant Neonatologist (PPM special interest)
Simpson Centre for Reproductive Health
Royal Infirmary of Edinburgh

2C

!

NICE guidance for end of life care in infants, children and young
people
(NG61): development, content, implementation and quality standards
Dr Emily Harrop, Consultant in Paediatric Palliative Medicine, Helen and
Douglas House, Oxford, Deputy Chair of Guidance Development
Committee
Gemma Villanueva, Senior Systematic Reviewer, National Guideline
Alliance

15.00

Refreshments/ Networking

!

15.20

Session 2
Chaired by Dr Anna-Karenia Anderson, Consultant in Paediatric Palliative
Medicine, Royal Marsden Hospital and Shooting Star Chase Hospice.

!

!

Brunei
Auditorium

A new public health approach to EOL care:
Dr Libby Sallnow, Palliative Medicine, University College London Hospital
and Doctoral Student, University of Edinburgh

16.00

Paediatric palliative care in court
Victoria Butler-Cole, Barrister at 39 Essex Chambers, Chair of Trustees of
Compassion in Dying Advisor to the Medical Mediation Foundation

16.45

Closing remarks
Dr Pat Carragher, APPM Chair, Medical Director, CHAS (Children’s Hospices
Across Scotland)

17.00

End

!
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!
For Hospice Doctors

!

The APPM are continuing to work hard for hospice doctors and
have had a very encouraging few months. Collaboration with other
groups specifically regarding curriculum, training and competencies is being
developed. The aim is to enable hospices to target appropriate training and
education, empower CQC preparations, enhance clinical governance, structure
appropriate service delivery. and aid succession planning and recruitment
strategies, It could also frame appraisal development in hospices.!
There is also a push to engage all hospices in the UK to provide support and
professional development. The APPM is looking forward to helping build a national
picture of levels of working in hospices to aid commissioning and future planning. !
There is a need for improving our 'conversations' so we are also looking at options
for this with social media and secure chatrooms. More to come....... !
At the 8th study day there will be an opportunity for hospice doctors to network and
learn together in the break out time. The programme is very relevant for hospices.
We hope to see you there!
Tracy Blount

!
!
Curriculum and APPM Trainee Update

!
RCPCH Curriculum – RCPCH ‘Progress’
!

By Jonny Downey

The purpose of the paediatric curriculum is to train doctors who have and maintain
detailed knowledge and understanding of diseases in babies, children and young
people.

!

The redevelopment of the paediatric postgraduate training curriculum first began in
late 2014. The aim of the redevelopment was to create a more modern, flexible and
user-friendly curriculum that would better meet the needs of trainees, trainers,
patients and employers. The curriculum provides a framework for training, articulating
the standard required to work at the consultant level, and at key progression points
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during their training, as well as encouraging the pursuit of excellence in all aspects of
clinical and wider practice.

!

The new RCPCH Progress curriculum is designed to support and encourage training and
clinical practice in line with Good Medical Practice. In 2017 the GMC published the
Generic Professional Capabilities, which provide the educational articulation of Good
Medical Practice. These standards are a compulsory minimum regulatory requirement
for all doctors in training, ensuring quality, consistency and flexibility across
postgraduate medical training.

!

Although the new curriculum will not be formally launched until August 2018, the
RCPCH invited the PICU and PPM CSAC to join an ‘early-adopters’ scheme. Early
Adopters are the first group of trainees to start using the new RCPCH Progress
Curriculum. They will have access to the new curriculum documents and e-Portfolio,
and use it for recording evidence throughout the training year.

!

Early Adopters will provide vital feedback to RCPCH to ensure that the guidance and
supporting information is user-friendly, and that e-Portfolio works smoothly with the
new curriculum format. This will be achieved by early adopters using the curriculum
and updated e-Portfolio throughout the year, providing feedback through focus groups
and questionnaires at set points, or at any time through a dedicated email address.

!
New Paediatric Palliative Medicine (PPM) Curriculum
!
!

The purpose of the Level 3 PPM curriculum is to support the trainee Paediatrician in
developing the skills and knowledge required to work safely and confidently as a
consultant in PPM.

!

The PPM CSAC have worked alongside the RCPCH in developing the new curriculum.
The PPM curriculum contains 11 learning outcomes. Learning outcomes are outcomes
which the trainee must demonstrate they have met to be awarded their Certificate of
Completion of Training (CCT).

!

Each outcome is broken down in a number of key capabilities these are mandatory
capabilities which must be evidenced by trainees, in their e-Portfolio, to meet the
Learning Outcome.

!

In order to guide trainees and trainers each key capabilities has a selection of
illustrations. Illustrations are examples of evidence and give the range of clinical
contexts that the trainee may use to support their achievement of the Key Capabilities.

!
The learning outcomes from PPM include:
! •
•

Demonstrates specialist expertise in the management of life-threatening illness
and life-limiting conditions across the paediatric spectrum, from the unborn
baby, neonate and infant to the child and young person.
Works as a specialist expert in paediatric palliative medicine across a range of
settings and within the MDT, by providing a holistic approach to care.
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•
•
•

•

•
•

28 September 2017

Recognises, assesses, anticipates and manages the full range of symptoms
experienced as disease and illness progress.
Prescribes, reviews and monitors pharmacological treatment and
nonpharmacological interventions necessary to manage patients with lifelimiting illness, and at the end of life; ensures non-pharmacological
interventions are integrated into care at all stages of management.
Works together with patients, families and professionals to facilitate decision
making regarding planning and provision of care towards the end of life; ensures
good practice and provides appropriate support and guidance in decision-making
and advance care planning.
Makes complex decisions and supports others
making complex ethical decisions within the
recognised UK framework.
Demonstrates expertise in the physiological
process and practical requirements of death
and dying in childhood.
Recognises grief and the need for
bereavement care, including support for all
family members and those who require
specialist input.
Recognises the impact of managing stressful,
sensitive and often complex situations; the
impact of multiple bereavements and the risk
of burnout specific to palliative medicine;
and the vulnerabilities of practitioners and
colleagues.
Works as a leader to improve evidence for,
access to, and provision of paediatric
palliative care.
Possesses the procedural skills necessary to
practise competently and effectively as a palliative care consultant, with the
confidence to advise and support others.

RCPCH/APPM Trainee Curriculum Event

!

The next APPM trainee event will take place on the 12th October 2017 at the RCPCH,
London. At this event, GRID trainees will have the opportunity to meet with the new
curriculum team and be provided with expert training and support.

!
!
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!
!
Shaping quality standards for End of life care for
Infants, Children & Young People

!

NICE develop quality standards following the publication of key guidelines - in this case
standards for the NICE End of Life Guideline for infants, children and young people with
life-limiting conditions (NG61).
The quality standards are designed to drive and
measure quality improvements within a particular area
of care. The scope aims to cover areas of practice that
are in need of aspirational, but achievable
improvements (rather than necessarily reflecting
current practice).
Topics to be covered are prioritised on the basis of:
•Known variation in care
•Patient experience
•Patient safety
•Cost impact
•

Equality issues

The road to developing Quality Standards
1. Quality Standards (QS) are developed independently to the underpinning NICE
guideline. The Quality Standards Advisory Committee (QSAC) is larger and has a
different structure and membership with an independent Chair and a number of
standing members. Some of the original NICE guideline development committee
members are also invited to apply as ‘topic experts’ – in our case this included the
Chair, Deputy Chair, Parent Representative and four others (from backgrounds
including Psychology, Nursing, General Practice, and Youth Work).

!

2. The process started with the publication of a topic overview describing the
proposed core elements to be covered. Stakeholders were then invited to
comment.

!

3. The QSAC reviewed the feedback and heard the views of the invited ‘topic
experts’ before prioritising the areas to be covered. Interestingly, consensus of the
APPM Newsletter Autumn 17
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QSAC does not allow for the Quality Standard to include interventions different or
in addition to those in the original guideline, but it can help shape the choice of
topics and the wording of the statements.

!
4. Draft standards were then drawn up by the Quality Standard team at NICE. These
typically consist of five statements, each with an associated quality measure. After
a very lively initial meeting, we were allowed to work up six statements –
something of a record!

!

5. Each Quality Standard comes with the supporting rationale, suggested quality
measures, and desired outcomes. Information is also provided about how the
statements are likely to apply service users, service providers, health and social
care providers and commissioners.

!

6. These draft Quality Standards then went out for consultation again, to
stakeholders, who were asked to comment on whether they would:

!

•

Measure quality improvement

•

Be sufficiently important

•

Work in practice

!

7. Final changes and re-wordings were agreed at a lively and passionate follow up
QSAC meeting
8. Lastly, the Quality Standards were checked by NICE before being edited and
prepared for publication on the NICE website as well as being incorporation in to
the NICE Pathway.
The new Quality Standards (QS160) were released on 12th September 2017
You can read them by following this link:
https://www.nice.org.uk/guidance/qs160

!

There is also some guidance available on how to implement quality standards:
https://www.nice.org.uk/standards-and-indicators/how-to-use-quality-standards
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Looking ahead: Improving care for children and families
End of life care for infants, children and young people is obviously a vast subject, with
many topic areas that do not lend themselves to numerator and denominator style
outcome measures. This was frustrating at times, in that it made it impossible to have
clear Quality Standards for fundamental topics such as adequate management of specific
symptoms. Those of you who have spent time looking at outcome measures won’t be
surprised to hear how challenging this piece of work was.
Despite this, I do believe that within the constraint of the process, the final Quality
Standards are the best that could be achieved and I sincerely hope that they are useful in
supporting quality improvement and reducing inequity of care for life-limited children and
their families. The standards have the potential to improve important areas of care
including:
•

Active engagement of families in advance care planning

•

Knowing clearly who is leading on clinical decision making for their child at a given
time

•

Having access to an appropriate multi-disciplinary team including specialist
expertise

•

Understanding the sources of emotional support available for the child & wider
family

•

Having timely access to support for grief and loss

•

Having adequate support for those preferring home end of life care.

Dr Emily HARROP
Consultant in Paediatric Palliative Care
Deputy Chair of CDG for NG61 and Topic Expert for QS160

!
!
!
!
!
!
!
!
!
!
!
!
!!
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!

Educational opportunities
!
!
!

Course title:
programme in
Care!
Date:
Location:

Paediatric Palliative Care: An education and Training
Specialist Symptom Management and Interdisciplinary
Monday 22nd January – Friday 26th January 2018!
UCL Great Ormond Street Institute of Child Health, London!

Brief description:
Presentations and workshops will be conducted over the week by specialist
clinicians and academics from the Louis Dundas Centre for Children’s
Palliative Care. The Louis Dundas Centre is an integrated programme of
research and clinicial practice.
Who should attend?
Specialists in the field of PPC, general paediatricians with an interest in
PPC, hospice doctors and nurses, specialist PPC community teams, PPC
CNS, developing practitioners in PPC medicine or nursing as well as
researchers interested in developing projects in paediatric palliative care
which contribute to clinical practice and policy.!

!

Contact ICH Events: Tel. +44 (0)207 905 2699; e-mail
ich.events@ucl.ac.uk !

!

Link: http://www.ucl.ac.uk/ich/short-courses-events/short-courses-

events-publication/paediatric-palliative-care/january-2018

!
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APM Neurological Palliative Care Special Interest Forum
In collaboration with Arthur Rank Hospice Charity

!

AN UPDATE ON PROGRESSIVE
NEUROLOGICAL DISEASE

!

Monday 6th November 2017
9am -5pm

!

VENUE: Education Centre, Arthur Rank Hospice
Cherry Hinton Rd, Shelford Bottom. Cambridge CB22 3FB

!

Topics include
Prolonged disorders of conciousness
Management of muscle spasm
Artificial nutrition in neurological conditions , including feeding issues MDT
and use of nasal endoscopy in MND
Management of Duchenne Muscular Dystropy

•
•
•
•

!
Cost £110
!

Register online via Eventbrite

http://www.arch.org.uk/pro-education.asp
further information available from the Education team
education@arch.org.uk tel 01223657780

!

!
!
!
!
!
!
!
!
!
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—————————————————————————————————————————————————————

!

"
I would like to remind members of this charity. React supports children with potentially
terminal illnesses and their families with equipment both medical and domestic. Also there are
holiday homes around the UK and, on occasion, financial help for accommodation costs when a
child is being treated out of area. Applications are checked and a means test is applied. This
service neatly dovetails with the care provided by the organisations we work within.
When dealing with your patients please think of React. We might be able to help!
www.reactcharity.org Dr Mike Miller
—————————————————————————————————————————————————————————-

!
!
We would like to do an article on “blended diets” in the next
issue, If you have any experience of using it we would love to
hear from you

!
heather.mccluggage@westerntrust.hscni.net!
!
!
!
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