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End of life care for infants, children and young people: planning and management

Scope

Appendix A: Scope

Guideline title

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

Short title

End of life care for infants, children and young people

The remit

The Department of Health has asked NICE: ‘To prepare a clinical guideline on the End of life
care for infants, children and young people’.

Need for the guideline

Epidemiology

a.

The death of an infant, child or young person has become an uncommon event in the
UK.

. The infant mortality rate in 2012 in England and Wales was the lowest ever recorded,

at 4 deaths per 1000 live births. As recently as 1982 the infant mortality rate was 10.8
deaths per 1000 live births. This change can partly be explained by improvements in
health care, particularly in midwifery, obstetrics and neonatal intensive care.

. Fair Society Healthy Lives: The Marmot review noted factors that were independently

associated with an increased risk of infant mortality, including births outside marriage,
maternal age under 20 years, and deprivation. Complications of pre-term birth
particularly respiratory and cardiovascular conditions, account for about half of infant
deaths. Congenital anomalies account for about a third of infant deaths.

. Between 1982 and 2012 the age-specific mortality rate in England and Wales for

children and young people aged 1 to 14 years fell by 62%, from 29 deaths to 11 deaths
per 100,000 people. The age-specific mortality rate for children aged 1 to 4 years fell
by 66% over the same period, from 47 deaths to 16 deaths per 100,000 people. Over
the past 30 years child death rates from respiratory and circulatory conditions in
England and Wales have been falling, as they have for the whole population. This
reflects general advances in medical care and preventative measures. In 2012,
congenital conditions and cancers were the most common cause of death for children
and young people aged under 16 years.

. The 2014 report, Why children die: death in infants, children and young people in the

UK noted that, despite improving mortality rates, more than 2000 children and young
people aged between 1 and 19 years died in England and Wales in 2012. From 1 to 15
years cancer and neurodevelopmental, respiratory, cardiovascular and congenital
conditions (all of which tend to be chronic and progressive) account for about 60% of
deaths. For young people aged over 15 years external causes (such as accidents) are
more common, accounting for 42% of deaths. The proportion of young people aged
over 15 years who die from chronic conditions falls to about 30%, although cancer and
neurodevelopmental conditions continue to be common causes of death.

Despite declining mortality rates, it is estimated that almost 50,000 infants, children and
young people aged 19 years or under in the UK (40,000 of these in England) are living
with a life-limiting condition and may need palliative care. They may have widely

© National Institute of Health and Care Excellence 2016

12



End of life care for infants, children and young people: planning and management

Scope

varying needs, as there are over 300 conditions that could be classed as life-limiting or
life-threatening in infants, children and young people. Some of these infants, children
and young people also have severe disabilities and multiple complex health and care
needs in addition to palliative care.

A.3.2 Current practice

g.

h.

In this guideline the term ‘life-limiting condition’ is used to refer to any condition which
either generally or in a particular individual is thought likely to result in early death.

In this guideline end of life care will include care of the infant, child or young person
and of their family members or carers from first recognition of the life limiting condition
through to their care in the last days and hours of life and after death.

Children and young people and their family members or carers may have varied ideas
about what, for them, would be good palliative and end of life care. However, most
would place a high priority on being treated with dignity and respect and as an
individual, and being involved in decision-making about their care. They would want to
be without pain, or with as little pain or other distressing symptoms as possible. The
Department of Health’s End of Life Care Strategy Fourth Annual Report (2012) notes
that 42.4% of people now die at home or in a care home.

Infants, children and young people with life-limiting conditions, including those who are
approaching the end of their life, need high-quality treatment and care that supports
them to live as well as possible and to die with dignity. Providing such treatment and
care often involves decisions that are complex and emotionally distressing, especially
towards the end of their lives. The GMC guidance Treatment and Care Towards the
End of Life considered that patients were ‘approaching the end of life’ when they were
likely to die within the next 12 months. However, a more flexible approach defining this
phase of care is adopted for infants, children and young people in this NICE guideline,
because they may have long-term life-limiting conditions. Together for Short Lives' A
guide to end of life care states that most adults only need palliative care at the end of
their lives, but many infants, children and young people with life-limiting conditions
need palliative care over a much longer period. During this time their condition may
fluctuate and there may even be times when it is difficult to determine if death is
imminent.

. Palliative care combines a broad range of relevant health and other care services.

Good palliative and end of life care depends on establishing good communication and
care coordination and this requires effective networking arrangements between the
relevant services. These include the hospital, hospice, primary care and community
professionals, ambulance services, other support providers, and dedicated palliative
care teams.

Children’s Palliative Care (CPC) aims to make infants, children and young people with
a life-limiting condition as comfortable as possible by relieving pain and other
distressing symptoms. It also provides them and their family members or carers with
psychological care and social, spiritual and religious support as appropriate. CPC may
be needed early in the course of an illness, together with other therapies to treat the
condition. It may start from the antenatal stage, and may continue after the young
person turns 18. It may be part of a plan for transition to adult care when appropriate.

.CPC is delivered by various providers, including primary, secondary and tertiary

services, community services and hospices. CPC can be commissioned from the NHS
providers working collaboratively. CPC is also provided by the voluntary sector
(including children’s hospices), although there is geographical variation in this
provision.

. Some hospitals have specialist palliative care teams. Palliative care teams can provide

care to infants, children and young people and their family members or carers (as
appropriate) in hospitals, hospices and at home. However, not all palliative care teams
currently provide care in all of these settings.
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0. There is variation in palliative care practice, particularly in how services are delivered.
Together for Short Lives has recommended that locally available community-led CPC
should be central to the arrangements and should be supported by specialist medical
input, community nursing teams, children’s hospice services, specialist palliative care
providers, access to secondary and tertiary care, community paediatrics, primary care,
emotional and psychological care and support, and local authority children’s services
(social care, spiritual and religious support, education, housing and leisure). In contrast,
NHS England in its 2013/14 NHS Standard Contract for Palliative Care recommends
that multi-disciplinary palliative care teams led by clinical consultants should plan,
deliver and evaluate palliative care services across a managed clinical network.

A.4 The guideline

The guideline development process is described in detail on the NICE website (see section
6, ‘Further information’).

This scope defines what the guideline will (and will not) examine, and what the guideline
developers will consider. The scope is based on the referral from the Department of Health.

The areas that will be addressed by the guideline are described in the following sections.

A.4.1 Population
e Groups that will be covered

p. Infants, children and young people aged up to 18 who have a life-limiting condition and
their family members or carers (as appropriate).

Subgroups for consideration will include:

o Infants, children and young people with complex considerations that entail specific care
needs, for example those with communication difficulties.

o Those with an antenatal diagnosis of a life-limiting condition.
e Groups that will not be covered
g. Adults aged 18 years and older.

r. Infants, children and young people aged up to 18 years without a recognised life
limiting condition who die unexpectedly (for example accidental death).

A.4.2 Setting
s. All settings in which NHS-commissioned healthcare is provided.

A.4.3 Management
o Key issues that will be covered

t. Care of infants, children and young people with a life-limiting condition and their family
members or carers (as appropriate) before death.

u. Assessing needs and developing a personalised care plan, including parallel care
planning. (Parallel planning refers to the development of plans that allow for
unpredictability in the course of the condition.)

v. Information and communication with children and young people and/or with the families
and carers of infants, children and young people in relation to organ or tissue donation.

w. Communicating and providing information, from recognition of a life-limiting condition
until after death.

X. ldentifying the preferred place of care and the preferred place of death.

y. The safe and effective management of distressing symptoms (such as pain and
respiratory distress).
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z. The role of oral and medically assisted hydration and nutritional support during end of
life care.

aa. The psychological and emotional needs of infants, children or young people with life-
limiting conditions.

bb. The psychological and emotional needs of the family members or carers (as
appropriate) of infants, children and young people with life-limiting conditions.

cc. The support needs of infants, children and young people and their family members or
carers (as appropriate), including social, practical, spiritual or religious.

dd. Recognising when infants, children and young people are likely to die within a few
days or hours.

ee. Decisions regarding life sustaining interventions, including cardiopulmonary
resuscitation.

ff. The organisation of services providing the end of life care of infants, children and
young people with life-limiting conditions.

gg. The needs of family members or carers after the death of an infant, child or young
person and bereavement support before and after the death.

hh. Care of the infant, child or young person’s body after death.

e Issues that will not be covered
ii. The long-term specialist management of bereavement.

jj- Clinical management of the life-limiting condition.

Main outcomes

kk.Quality of life of the child or young person and their family members or carers (as
appropriate)
Il. Satisfaction of the child or young person with their care.

mm. Satisfaction with care of the family members, carers (as appropriate) to the infant,
child or young person.

nn. Whether children and young people are able to die in a place they or their family
members or carers (as appropriate) choose.

00. Psychological well-being, for example resilience, depression or anxiety in the child or
young person and their family members or carers (as appropriate).

pp. Preventing and managing pain and other distressing symptoms, for example
restlessness or agitation.

Review questions

Review questions guide a systematic review of the literature. They address only the key
issues covered in the scope, and usually relate to interventions, diagnosis, prognosis, service
delivery or patient experience. Please note that these review questions are draft versions
and will be finalised with the Guideline Development Group.

gg. What symptoms, signs, or combinations of symptoms or signs indicate that infants,
children or young people are likely to die within a few hours or days?

rr. What preferences do children and young people with a life-limiting condition and their
family members or carers (as appropriate) have for place of care and for place of
death, and what determines those preferences?

ss.What is the clinical and cost effectiveness of a home-based programme of care,
compared with care in other settings?

tt. What service delivery arrangements (including neonatal intensive care and rapid
transfer from intensive care units) can best provide for the needs of infants, children
and young people with life-limiting conditions, and for the needs of their family
members and carers (as appropriate) during this time and after death?
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uu. What is the clinical and cost effectiveness of a defined multi-disciplinary team (MDT)
of a particular composition compared with one of a different composition and compared
with care without a defined MDT?

vv.What psychological and psychopharmacological interventions are clinically and cost
effective for children and young people with life-limiting conditions, especially during
the end of life, and for the family members and carers (as appropriate) of infants,
children and young people with a life-limiting condition?

ww. What interventions are safe, and clinically and cost effective for managing pain and
other distressing symptoms associated with life-limiting conditions?

xX.What is the effectiveness of medically assisted hydration in infants, children and young
people during end of life care?

yy.What is the effectiveness of medically assisted nutrition support in infants, children and
young people during end of life care?

zz.What aspects of communication and information provision do infants, children and
young people with life-limiting conditions and their family members or carers (as
appropriate) find helpful or unhelpful, especially as they approach the end of life?

aaa.What assessments are helpful in developing and reviewing the personalised care
plan for infants, children and young people with life-limiting conditions?

bbb.What forms of social and practical support are helpful to infants, children and young
people with life-limiting conditions and their family members or carers (as appropriate)?

ccc. What forms of spiritual or religious support are helpful to infants, children and young
people with life-limiting conditions and their family members or carers (as appropriate)?

ddd.What information do infants, children and young people with life-limiting conditions
and their family members or carers (as appropriate) need in order to be involved in
advanced care planning, including if appropriate decisions about stopping life-
sustaining treatment and attempting cardiopulmonary resuscitation?

eee.Before and after an infant, child or young person dies, what considerations do their
family members or carers (as appropriate) consider important (for example,
communication, emotional, spiritual and religious support, care of the body, and
managing practical arrangements)?

fff. What aspects of communication and information provision help the family members or
carers (as appropriate) of an infant, child or young person with a life-limiting condition
to make decisions on organ or tissue donation?

Economic aspects

Developers will take into account both clinical and cost effectiveness when making
recommendations involving a choice between alternative interventions. A review of the
economic evidence will be conducted and analyses will be carried out as appropriate. The
preferred unit of effectiveness is the quality-adjusted life year (QALY), although this may not
always be an appropriate measure for some analyses in this guideline. Costs considered will
usually be only from an NHS and personal social services (PSS) perspective. Further detail
on the methods can be found in The Guidelines Manual.

Status

e Scope

This is the final scope.
e Timing

The development of the guideline recommendations will begin in January 2015.
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Related NICE guidance

Published guidance

¢ Related NICE guidance

Pressure ulcers (2014) NICE guideline CG179

Neuropathic pain — pharmacological management (2013) NICE guideline CG173
Opioids in palliative care (2012) NICE guideline CG140

Patient experience in adult NHS services (2012) NICE guidance CG138

Organ donation for transplantation (2011) NICE guideline CG135

Acutely ill patients in hospital (2007) NICE guideline CG50

Improving outcomes in children and young people with cancer (2005) NICE cancer
service guidance

o Improving supportive and palliative care for adults with cancer (2004) NICE cancer
service guidance

¢ Published quality standards
o End of life care for adults (2013) NICE quality standard 13

0O O O O O O O

Guidance under development

NICE is currently developing the following related guidance (details available from the NICE
website):

o Transition from children's to adult services. NICE guideline (publication expected
January 2016)

o Care of the dying adult. NICE guideline (publication date to be confirmed)

Further information

Information on the guideline development process is provided in the following documents,
available from the NICE website:

o How NICE clinical guidelines are developed: an overview for stakeholders the public
and the NHS

o The guidelines manual.

o Information on the progress of the guideline will also be available from the NICE
website.
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Appendix B: Stakeholders

5 Boroughs Partnership NHS Foundation Trust

Acorns Children's Hospice

Action for Sick Children

Action on Hearing Loss

ALD Life

Alder Hey Children's NHS Foundation Trust

Allocate Software PLC

Amgen UK

AMORE health Ltd

AMORE Studies Group

Apetito Ltd

Aspen Medical Europe

Association for Continence Advice

Association for Dance Movement Psychotherapy UK
Association for Palliative Medicine of Great Britain
Association of Ambulance Chief Executives

Association of Anaesthetists of Great Britain and Ireland
Association of British Healthcare Industries

Association of British Neurologists

Association of Chartered Physiotherapists in Oncology and Palliative Care
Association of Chartered Physiotherapists in Respiratory Care
Association of Child Psychotherapists

Association of Child Psychotherapists, the

Association of Directors of Adult Social Services
Association of Hospice & Palliative Care Chaplains
Association of Paediatric Chartered Physiotherapists
Association of Respiratory Nurse Specialists
Barchester Healthcare

Barnardo's

Barnet and Chase Farm Hospitals NHS Trust

Barnsley Hospital NHS Foundation Trust
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Basildon and Thurrock University Hospitals NHS Foundation Trust
Baxalta UK Ltd

Belfast Health and Social Care Trust

Bereavement Services Association

Betsi Cadwaladr University Health Board

Bevan Commission

Birmingham and Solihull Mental Health NHS Foundation Trust
Birmingham Children's Hospital NHS Foundation Trust
Birmingham St Marys Hospice

Birmingham Women’s NHS Foundation Trust

Black Country Partnership Foundation Trust
Blackthorn Medical Centre

Bliss

Bloodwise

Bolton Hospitals NHS Trust

Bowel Cancer UK

Bradford District Care Trust

Brainstrust

Bristol Royal Hospital for Children

British Academy of Childhood Disability

British Acupuncture Council

British Assaociation for Counselling and Psychotherapy
British Association for Music Therapy

British Association of Music Therapy

British Association of Prosthetists & Orthotists

British Association of Psychodrama and Sociodrama
British Association of Skin Camouflage

British Association of Social Workers

British Dietetic Association

British Heart Foundation

British Infection Association

British Liver Trust

British Lung Foundation
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British Medical Association

British Medical Journal

British National Formulary

British Nuclear Cardiology Society

British Paediatric Neurology Association

British Pain Society

British Psychological Society

British Red Cross

British Renal Society

British Society for Antimicrobial Chemotherapy
British Society of Paediatric Gastroenterology Hepatology and Nutrition
British Specialist Nutrition Association

British Thoracic Society

BTG International Ltd

BUPA Foundation

Calderdale and Huddersfield NHS Trust
Cambridge University Hospitals NHS Foundation Trust
Cambridgeshire Community Services NHS Trust
Camden Link

Camden Provider Services

Camden, Islington ELiPSe and UCLH &HCA Palliative care service
Campaign for Better End of Life Care

Cancer Network User Partnership

Cancer Phytotherapy Service

Cancer Research UK

Cancer Voices

Cancer52

Caplond Services

Capsulation PPS

CARE NI

Care Council for Wales

Care England

Care Quality Commission
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Carers Lewisham

Catholic Bishops Conference of England and Wales
Central London Community Health Care NHS Trust
Central Manchester University Hospitals NHS Foundation Trust
Chartered Society of Physiotherapy

Chelsea & Westminster Hospital NHS Foundation Trust
Child Bereavement Charity

Children’s Heartbeat Trust

Children's Hospice Association Scotland

Children's Law Centre

Children's Liver Disease Foundation

Christian Medical Fellowship

Chroma

Church of England

Cicely Saunders International

Claire House Children’s Hospice

Clatterbridge Cancer Centre

CLIC Sargent

College of Occupational Therapists

College of Paramedics

Community District Nurses Association
Compassion in Dying

Complementary and Natural Healthcare Council
Contact

Coordinate My Care

Cornwall Partnership NHS Foundation Trust
Covidien Ltd.

Croydon University Hospital

Cruse Bereavement Care

Cumbria Partnership NHS Foundation Trust

CVAA

CWHHE Collaborative CCGs

Cystic Fibrosis Trust
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Dementia UK

Department of Health

Department of Health, Social Services and Public Safety Northern Ireland
Difficult Conversations

Drinksense

Dudley Metropolitan Borough Council

East Anglia's Children's Hospices

East Cheshire NHS Trust

East Kent Hospitals University NHS Foundation Trust
East Lancashire Hospitals NHS Trust

East Midland Ambulance Services NHS

East Midlands Ambulance Service NHS
Equalities National Council

Equality and Human Rights Commission
Esoteric Practitioners Association UK/EU

Essex County Council

Ethical Medicines Industry Group

Europa Healthcare Solutions

Faculty of Dental Surgery

Faculty of Intensive Care Medicine

Faculty of Pain Medicine of the Royal College of Anaesthetists
Farleigh Hospice

Five Boroughs Partnership NHS Trust
Forgetmenot Childrens Hospice

Foundation Trust Network

Freshwinds

Genetic Alliance UK

Gentle Dusk

George Eliot Hospital NHS Trust

Glencare

Gloucestershire Hospitals NHS Foundation Trust
Gloucestershire LINK

Great Western Hospitals NHS Foundation Trust
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Greater Manchester & Beyond Coalition of PLW & HIV

Greater Manchester and Cheshire Cardiac and Stroke Network
Greater Manchester Chaplaincy Collaborative

Greater Manchester West Mental Health NHS Foundation Trust
Greenwich & Bexley Community Hospice

Grunenthal Ltd

Harrow Council

Havens Hospices

Health and Care Professions Council

Health and Social Care Information Centre

Healthcare Improvement Scotland

Healthcare Quality Improvement Partnership

Healthwatch Bristol

Healthwatch Darlington

Healthwatch Halton

Heart of England NHS Foundation Trust

HEART UK

Heatherwood and Wexham Park Hospitals NHS Foundation Trust
Helen and Douglas House

Help the Hospices

Heritage Manor Ltd

Hertfordshire Partnership NHS Trust

Hindu Council UK

Hockley Medical Practice

Holisticedge

Home Instead Senior Care

Hospice of St Francis

Hospice UK

Humber NHS Foundation Trust

Hywel Dda University Health Board

ICU Steps

Impact of Neutropenia in Chemotherapy European study group

Independent Age
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Institute of group analysis

Integrity Care Services Ltd.

International Brain Tumour Alliance
International Longevity Centre UK

Isabel Hospice

James Cook University Hospital

James Whale Fund for Kidney Cancer
Jessie May

JT Healing

KCI Medical Ltd

Kidney Cancer Support Network

Kidney Research UK

Lactation Consultants of Great Britain
Lancashire Care NHS Foundation Trust
Lancashire County Council

Lancashire Teaching Hospitals NHS Trust
Leeds Community Healthcare NHS Trust
Leeds Teaching Hospitals NHS Trust
Leicestershire Partnership NHS Trust
Lings bar hospital

Livability lcanho

Liverpool Heart and Chest Hospital NHS Trust HQ
Liverpool University

Liverpool Women's NHS Foundation Trust
London Ambulance Service NHS Trust
London Borough of Redbridge

London Cancer

London Clinic

London North West Healthcare NHS Trust
Luton and Dunstable Hospital NHS Trust
Macintyre

Macmillan Cancer Support

MacoPharma
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Making Waves

MAP BioPharma Limited

Marie Curie

Martin House Children's Hospice

Mascot Child & Family Services Ltd
Mastercall Healthcare

Medicines and Healthcare Products Regulatory Agency
Medway Community Centre

Mencap

Mid Yorkshire Hospitals NHS Trust

Milton Keynes Hospital NHS Foundation Trust
Ministry of Defence

Motor Neurone Disease Association

Multiple Sclerosis Society

Multiple System Atrophy Trust

Murray Hall Community Trust

Muscular Dystrophy UK

Myeloma UK

Napp Pharmaceuticals Ltd

National Bereavement Alliance

National Cancer Action Team

National Cancer Peer Review Programme
National Care Forum

National Childbirth Trust

National Clinical Guideline Centre

National Collaborating Centre for Cancer
National Collaborating Centre for Mental Health
National Collaborating Centre for Women's and Children's Health
National Council for Palliative Care

National Deaf Children's Society

National Diabetes Inpatient Specialist Nurse
National End of Life Care Intelligence Network

National End of Life Care Programme
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National Institute for Health and Care Excellence
National Institute for Health Research

National Institute for Health Research Health Technology Assessment Programme
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National Patient Safety Agency

National Public Health Service for Wales
National Radiotherapy Implementation Group
Neonatal & Paediatric Pharmacists Group
Nester Healthcare Group Plc

Neurocentrx pharma Itd

Neuromodulation Society of UK & Ireland
Newcross Healthcare Solutions

Newlife Foundation for Disabled Children
NHS Barnsley Clinical Commissioning Group
NHS Blood and Transplant

NHS Bolton CCG

NHS Cambridgeshire

NHS Cambridgeshire and Peterborough CCG
NHS Central Lancashire

NHS Choices

NHS Chorley and South Ribble CCG

NHS Coastal West Sussex CCG

NHS Confederation

NHS Derbyshire county

NHS England

NHS England North

NHS Gloucestershire CCG

NHS Hardwick CCG

NHS Haringey CCG

NHS Health at Work

NHS Kidney Care

NHS National Specialised Commissioning Team

NHS Nene CCG
NHS North East Lincolnshire CCG
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NHS Plus

NHS Sheffield

NHS Sheffield CCG

NHS Somerset CCG

NHS South Central

NHS South Cheshire CCG

NHS Trust Development Authority

NHS Wakefield CCG

NHS Warwickshire North CCG

NHS West Cheshire CCG

Norfolk and Norwich University Hospital
Norfolk and Suffolk Palliative Care Academy
Norfolk Hospice Tapping House

North East Autism Society

North East London Foundation Trust

North London Hospice

North of England Cardiovascular Network
North of England Commissioning Support
Northamptonshire Healthcare NHS Foundation Trust
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Anglia Ruskin
University in
Chelmsford

She reviewed a book
called ‘Luna’s red hat’
which relates to a
child’s grief after the
suicide of a parent.

No interests to be
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(London School of
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to be published at the
very end of 2016 /
early 2017.

| have not been paid to
undertake this work,
and do not express
personal opinions
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1 Appendix D: Review protocol

D.12 Information provision

Key issues in the scope  Communicating and providing information, from recognition of a life-
limiting condition until after death.

Care of the infant, child or young person’s body after death.

Related review question  Before and after an infant, child or young person dies, what

in the scope considerations do their family members or carers (as appropriate)
consider important (for example, communication, emotional, spiritual
and religious support, care of the body, and managing practical
arrangements)?

Review question: What information and information type (written or verbal) is perceived
as helpful and supportive by children and young people (if
appropriate), and their family or carer before and after an infant, child
or young person dies including managing practical arrangements, and
care of the body?

Objective To identify the content and type of information that is experienced as
helpful and supportive or a hindrance by the children or young people
and their families or carers (as appropriate) before and after an infant,
child or young person dies in relation the life limiting condition,
likelihood of death and practical arrangements, and care of the body.

Population Infants, children and young people (up to age of 18 years) with life
limiting conditions, their families or carers (as appropriate) and
healthcare professionals

Population size and indirectness:
¢ No restrictions on sample size will be applied
o Studies with indirect population will not be included

Subgroups and Important subgroups:
sensitivity analyses e people receiving information from interpreters
Setting Community, primary, secondary and tertiary care ideally in a UK

context, but evidence from other countries will be considered if there is
insufficient direct evidence
Context and likely Context

themes Information content and type with regards to life limiting conditions,
likelihood of death, practical arrangements, and care of the body

Themes will be identified from the literature, but expected themes
are:

e Use of jargon and terminology
e Uncertainty around likelihood of death
e Methods of information provision (tools to facilitate)
o Verbal
o Written
o Online
o Apps
o Play
e Choice and options (treatment related)
¢ Direct practical information (how and when)

Study design Study designs to be considered:
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Population size and
directness

Search strategy

Review strategy

Equalities

¢ Qualitative studies (for example, ethnographic studies, interviews,
and focus groups)

e Mixed-methods observational studies where qualitative data were
reported (for example, survey studies)

Exclude:

e Purely quantitative studies (including surveys with only descriptive
quantitative data)

Population size and directness:

o No sample size specification.

o Studies with indirect populations will not be considered

Sources to be searched: Medline, Medline In-Process, CCTR, CDSR,
DARE, HTA, Embase, PsycInfo, CINAHL.

Limits (for example date, study design): All study designs. Apply
standard animal/non-English language filters.

Supplementary search techniques: No supplementary search
techniques will be used.

See appendix for full strategies (Appendix E:)
Appraisal of methodological quality

e The methodological quality of each study will be assessed using the
Critical Appraisal Skills Programme (CASP) checklist for qualitative
studies and the quality of the qualitative evidence will be assessed
by GRADE-CERQual approach for each identified theme.

Data synthesis:

¢ Thematic analysis of the data will be conducted and findings
presented.

No equality considerations over and above those stated in the
equalities impact form are identified for this topic.
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Item

Key issue in
the scope
Review

question in the

scope

Review
question:

Objective

Population

Subgroups and

sensitivity
analyses

Setting

Context and
likely themes

Study design

D.21 Communication

Details
Communicating and providing information, from recognition of a life-limiting
condition until after death.

What aspects of communication and information provision do infants, children
and young people with life-limiting conditions and their family members or
carers (as appropriate) find helpful or unhelpful, especially as they approach the
end of life?

What are the barriers and facilitators to effective communication between the
child or young person, the family or carer and the healthcare professionals
about the life limiting condition and likelihood of imminent death?

To identify themes in the experiences, opinions and attitudes of the dying
children or young people and the families or carers of infants, children or young
people (as appropriate) on the factors that encourage and prevent good
communication between them and the healthcare professional when talking
about the life limiting condition or the likelihood they are entering the last days
of life (as well as experiences, opinions and attitudes of the healthcare
professional).

Children and young people (up to the age of 18 years) with life limiting
conditions; families or carers of infants, children or young people (as
appropriate) and healthcare professionals

Population size and indirectness:
¢ No restrictions on sample size will be applied
o Studies with indirect population will not be included

e Important subgroups:
¢ people with communication difficulties
e people communicating through an interpreter

o Community, primary, secondary and tertiary care ideally in a UK context, but
o evidence from other countries will be considered if there is insufficient direct
e evidence
Context
Communication about the life limiting condition and likelihood of death
Themes will be identified from the literature, but expected themes are:
o Healthcare professionals’ skill and experience and specialist training
o Empathy and rapport (cultural and religious considerations)
e Timing (when to initiate)
e Resources (time spent with individuals and place of communication, that is,
privacy in hospital)
o Families’ acceptance of prognosis
e Translation services
e Methods of communication (tools to facilitate)
o Verbal
o Written
o Online
o Apps
o Play
Study designs to be considered:
¢ Qualitative studies (for example, ethnographic studies, interviews, and focus
groups ;)
¢ Mixed-methods observational studies where qualitative data were reported
(for example, survey studies)
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Item

Population size
and directness

Search
strategy

Review
strategy

Equalities

Details
Excluded

¢ Purely quantitative studies (including surveys with only descriptive
guantitative data)

Population size and directness:

o No sample size specification.

o Studies with indirect populations will not be considered

Sources to be searched: Medline, Medline In-Process, CCTR, CDSR, DARE,

HTA, Embase, Psycinfo, CINAHL.

Limits (for example date, study design): All study designs. Apply standard

animal/non-English language filters.

Supplementary search techniques: No supplementary search techniques will be

used.

See appendix for full strategies (Appendix E:)

Appraisal of methodological quality

e The methodological quality of each study will be assessed using the Critical
Appraisal Skills Programme (CASP) checklist for qualitative studies and the
quality of the qualitative evidence will be assessed by Grading of
Recommendations Assessment, Development and Evaluation- Confidence in
the Evidence from Reviews of Qualitative research (GRADE-CERQual)
approach for each identified theme.

Data synthesis

e Thematic analysis of the data will be conducted and findings presented.

No equality considerations over and above those stated in the equalities impact
form are identified for this topic.

D.32 Advance Care Planning

Item

Details

Key issue in the scope Assessing needs and developing a personalised care plan including

parallel care planning

Review questions in o What assessments are helpful in developing and reviewing the

the scope

personalised care plan for infants, children and young people with life-
limiting conditions?

¢ What information do infants, children and young people with life-limiting
conditions and their family members or carers (as appropriate) need in
order to be involved in advanced care planning, including if appropriate
decisions about stopping life-sustaining treatment and attempting
cardiopulmonary resuscitation?

Proposed approach —  Rationale: This could both be tackled in one question since the

gualitative

Review question

Objective

overarching focus is on planning. It should also be highlighted that this is
a process of shared decision making in planning (which not the main
focus in the review questions in the scope)

What are the barriers and facilitators to the child or young person, the
family or carer of the infant, child or young person and the
multidisciplinary team in being involved in decision making to inform the
development, assessment and reviews of personalised, parallel and
advanced care planning (including if appropriate decisions about
continuing or stopping life-sustaining treatment and attempting
cardiopulmonary resuscitation)?

e To explore which positive and/or negative experiences and opinions of
the child or young person with a life-limiting condition and the family or
carer (as appropriate) of the infant, child or young person with a life-
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ltem

Population and
directness

Subgroups and
sensitivity analyses

Setting

Context and likely
themes

Study design

Search strategy

Review strategy

Details

limiting condition and the multidisciplinary team to facilitate or hinder
the formulation of personalised (including parallel and advance) care
plans for the last days of life and how they can be used to improve
current practice.

Infants, children and young people (up to age 18) with a life limiting
condition, their families or carers (as appropriate) and healthcare
professionals

Population size and indirectness

¢ No sample size specification.

¢ Studies with indirect populations will not be considered

e The following groups perspectives will be taken into consideration:
e Parents/ carers and family members (that is, siblings)

Children or young person

Healthcare professionals

Important subgroups:

People with communication difficulties

Community, primary, secondary and tertiary care ideally in a UK

context, but evidence from other countries will be considered if there is

insufficient direct evidence

Context:

Planning for the end of life

Themes:

Themes will be identified from the literature, but expected themes are:

¢ Reluctance to include the child or the family in all decisions in the
development of plans

e Timing of planning

¢ Need for regular reviews

e Assessments of needs

Professional roles

Cultural, religious and ethical differences

Dealing with uncertainty

emotional burden

We will include:

¢ Qualitative studies (for example ethnographic studies, interviews, focus
groups)

¢ Mixed-methods observational studies where qualitative data were

reported (for example survey studies)

We will exclude:

e Purely quantitative studies (including surveys with only descriptive
guantitative data)

Sources to be searched: Medline, Medline In-Process, CCTR, CDSR,

DARE, HTA, Embase.

Limits (for example date, study design): All study designs. Apply

standard animal/non-English language filters.

Supplementary search techniques: No supplementary search techniques

were used.

See appendix for full strategies (Appendix E:)

Appraisal of methodological quality:

The methodological quality of each study will be assessed using the
Critical Appraisal Skills Programme (CASP) checklist for qualitative
studies and the quality of the qualitative evidence will be assessed by
GRADE-CERQual approach for each identified theme.
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ltem Details

Data synthesis:

e Thematic analysis of the data will be conducted and findings
presented.

Equalities No equality considerations over and above those stated in the equalities
impact form are identified for this topic.

D.41 Place of care and place of death

Item
Key issue in the scope

Review question in the scope

Review question

Objective (quantitative)

Objective (qualitative)

Language
Study design
(quantitative)

Study design (qualitative)

Population and directness

Setting

Outcomes (quantitative)

Importance of outcomes

Details
Identifying the preferred place of care and the preferred place
of death.

What preferences do infants, children and young people with a
life-limiting condition and their family members or carers (as
appropriate) have for place of care and for place of death, and
what determines those preferences?

What preferences do children and young people with a life-
limiting condition and their family members or carers (as
appropriate) have for place of care and for place of death, and
what determines those preferences?

To assess the preferences regarding place of care and place
of death among children and young people who are
approaching end of life and their family members or carers (as
appropriate).

To examine factors that are associated with and/or influence
preference of place of care or place of death among children
and young people who access end of life care and their
families or carers (as appropriate)

English
e Systematic reviews

e Observational cohort studies (case-control, cross-sectional
studies will be considered if there is limited availability of any
other evidence).

¢ Mixed method studies

e Chart reviews

¢ Qualitative studies (for example, ethnographic studies,
interviews, and focus groups)

e Mixed-methods observational studies where qualitative data
were reported (for example, survey studies))

e Only published full text papers to be considered

Infants, children and young people up to the age of 18 years
who are approaching end of life and their families or carers of

Community, primary, secondary and tertiary care ideally in a

UK context, but evidence from other countries will be

considered if there is insufficient direct evidence

¢ Availability of options

e Circumstances that facilitate or hinder availability of choices
(personal, social, practical)

e Characteristics of acceptable place for care or to die
e changes in the care and treatment (trajectory of care)
e Cultural, ethnic or religious influences on choice of care

Critical:
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ltem
(quantitative)

Context and likely themes
(Qualitative)

Stratified, subgroup and
adjusted analyses

Search strategy

Review strategy
(quantitative)

Review strategy
(qualitative)

Equalities

Details

o Availability of options

e Circumstances that facilitate or hinder availability of choices
(personal, social, practical)

e Characteristics of acceptable place for care or to die

Context information

Preference and reasoning with regards to choices of place of
care and death from the perspective of the child or young
person or from the families of the infant, child or young person.

Themes will be identified from the literature, but expected
themes are:

o Availability of options

e Circumstances that facilitate or hinder availability of choices
(personal, social, practical)

e Characteristics of acceptable place for care or to die

e changes in the care and treatment (trajectory of care)

e Cultural, ethnic or religious influences on choice of care

Groups that will be reviewed and analysed separately:

e Neonates

e all other age groups up to 18 years

e In the event of heterogeneity, the following subgroups will
be considered Socio-economic background

e Cultural, ethnic or religious background

Sources to be searched: Medline, Medline In-Process, CCTR,

CDSR, DARE, HTA, Embase, Psychinfo, CINAHL.

Limits (for example date, study design): All study designs.
Apply standard animal/non-English language filters.

Supplementary search techniques: No supplementary search
techniques were used.

See appendix for full strategies (Appendix E:)

e Appraisal of methodological quality

¢ For quantitative evidence, the methodological quality of each
study will be assessed using NICE checklists and the quality
of the evidence for an outcome (across studies) will be
assess using GRADE.

Data synthesis

e Meta-analysis will be conducted if appropriate.

e Appraisal of methodological quality

e For qualitative evidence, the methodological quality of each
study will be assessed using the Critical Appraisal Skills
Programme (CASP) checklist for qualitative studies and the
quality of the qualitative evidence will be assessed by
GRADE-CERQual approach for each identified theme.

Data synthesis

e Thematic analysis of the data will be conducted and findings
presented.

No equality considerations over and above those stated in the
equalities impact form are identified for this topic.
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D.52 Organ and tissue donation

ltem

Key issue in
the scope

Review
guestion

Objective

Language
Study design

Population
and
directness

Stratified,
subgroup and
adjusted
analyses

Setting

Context and
likely themes

Details

Information and communication with children and young people and/ or their
families and carers of infants, children and young people in relation to organ or
tissue donation.

What aspects of communication and information provision facilitate or hinder
discussions between children and young people with a life limiting condition and
their family members or carers (as appropriate) with healthcare professionals to
make decisions on organ or tissue donation?

The aim of this review is to identity what aspects of communication and
information provision influence the attitudes of the child, young person, or the
family or carers of an infant, children or young person with a life-limiting condition
towards organ and tissue donation.

English

¢ Qualitative studies (for example, ethnographic studies, interviews, and focus
groups;)

e Mixed-methods observational studies where qualitative data were reported (for
example, survey studies)

Exclude: purely quantitative studies, including surveys with only purely descriptive
quantitative data

Population

e Parents or carers of an infant, child or young person with a LLC up to the age of
18 years

e Children or young people with a LLC up to the age of 18
¢ Health care professionals

Studies with indirect populations will not be considered.
No restrictions will be made based on sample size.
Important subgroups

e Parents/carers

e Those who have planned for an out of hospital death (this effects the type of
donation — tissue donation is still possible)

e Young people

e Health care professionals

e Children, young people, parents/carers with English not as a first language,
those with communication difficulties and developmental difficulties

Community, primary, secondary and tertiary care, ideally in a UK context.
Evidence from other countries will be considered if there is insufficient direct
evidence.

Context

Information and communication regarding tissue and organ donation.
Themes will be identified from the literature, but expected themes are:
e Bereavement experience (consolation)

o Altruism

e Organ donation as part of care plan

¢ Religious beliefs

o Family influences
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Search
strategy

Review
strategy

Equalities

D.63 MDT

Item

Key issue in the
scope

Review question
in the scope

Review question

Objective

Details

Impact on siblings

Cultural influences

Body integrity

Death rituals

Medical mistrust

Uncertainty about organs used for medical research instead of transplantation
o Withdrawal of treatment in order to make donation possible
Lack of information about the donation process

Individual’s knowledge about the process

Information about suitability

Family expectations about the possibility of transplantation

Feeling guilty about giving parts of the infant, child or young person’s body
away

Opting-out/ changing your mind

Healthcare professional attitude towards donation

Being approached at the right time, in the right way

Being approached by a professional that is specifically trained

Sources to be searched: Medline, Medline In-Process, CCTR, CDSR, DARE,
HTA, Embase, Psycinfo, CINAHL.

Limits (for example date, study design): All study designs. Apply standard
animal/non-English language filters.

Supplementary search techniques: No supplementary search technigues were
used.

See appendix for full strategies (Appendix E:)

Appraisal of methodological quality

e The methodological quality of each study will be assessed using the Critical
Appraisal Skills Programme (CASP) checklist for qualitative studies and the
quality of the qualitative evidence will be assessed by GRADE-CERQual
approach for each identified theme.

Data synthesis:

e Thematic analysis of the data will be conducted and findings presented.

No equality considerations over and above those stated in the equalities impact
form are identified for this topic.

Details

The organisation of services providing the end of life care of infants, children
and young people with life-limiting conditions.

What is the clinical and cost effectiveness of a defined multi-disciplinary team
(MDT) of a particular composition compared with one of a different
composition and compared with care without a defined MDT?

In infants, children and young people living with life limiting conditions, what is
the clinical and cost effectiveness of receiving care from different models of
MDT care including team composition and working arrangements?

To determine in infants and children up to and including the age of 18 years
with a life limiting condition and in their families and carers, what is the clinical
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Item

Language
Study design

Population and
directness

Stratified,
subgroup and
adjusted
analyses

Intervention

Comparison

Outcomes

Importance of
outcomes

Details

and cost effectiveness of receiving care from a defined multi-disciplinary team
(MDT) of a particular composition compared with one of a different
composition or receiving care without defined a MDT?

English

e Systematic reviews

e Randomised controlled trials (RCTSs)

o Conference abstracts of RCTs (if full text papers are not available)
e Cohort studies (if limited evidence from RCTs available)

e Uncontrolled studies (only if no other evidence is found)

Exclude:

o Case series, commentaries, qualitative studies

o Studies published before 1995 (the Committee considered that studies prior
to this year would be too different in clinical practice and would therefore not
be applicable).

Infants, children and young people up the age of 18 years who are
approaching the end of life and their families and carers

Population size and indirectness:

¢ No restrictions on sample size will be applied

o Studies with indirect population will not be included

Groups that will be reviewed and analysed separately:

e None

In the event of heterogeneity, the following subgroups will be considered:
By condition (e.g., oncological versus others)

Need for certain HCP treatment (that is, some infants, children or young
people may need a particular professional, for instance a physiotherapist
whereas others may not)

Multi-disciplinary team in palliative care (for example, it could include palliative
care consultation team, inter-disciplinary team, multi-professional team, trans-
professional team, network meetings)

¢ Multi-disciplinary team care of different composition

No multi-disciplinary team care (individuals without a coordinated
arrangement of care)

usual care

Prevention of unplanned hospital admissions
Discharge time

Quality of life of the child, young person

o Quality of life of the parent, carer

e Satisfaction of the child, young person

¢ Satisfaction with care of the parent or carer (for example level of care and
Improved communication)

o Control of symptoms (pain, dyspnoea, nausea/vomiting)

Critical outcomes:

e Prevention of unplanned hospital admissions
o Quality of life of the child, young person

o Quality of life of the parent, carer
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Item
Setting

Search strategy

Review strategy

Equalities

Item

Details

Community, primary, secondary and tertiary care ideally in a UK context, but
evidence from other countries will be considered if there is insufficient direct
evidence

Sources to be searched: Medline, Medline In-Process, CCTR, CDSR, DARE,
HTA, Embase, Psycinfo, CINAHL.

Limits (for example date, study design): All study designs. Apply standard
animal/non-English language filters.

Supplementary search techniques: No supplementary search techniques were
used.

See appendix for full strategies (Appendix E:)
Appraisal of methodological quality:

e The methodological quality of each study will be assessed using appropriate
checklists and the quality of the evidence for an outcome (that is, across
studies) will be assessed using GRADE.

Synthesis of data:

¢ Meta-analysis will be conducted if appropriate.

For non-randomised studies, evidence from studies using multivariable

analysis will be considered in the first instance and only if there are none

available will studies with univariate analysis be considered.

Other considerations if there is sufficient data:

o Default MIDs will be used: 0.75 and 1.25 for dichotomous outcomes; 0.5
times SD for continuous outcomes.

¢ Record any considerations for continuous data for example if final and
change scores will be pooled and if any study reports both, the method used
in the majority of studies will be analysed.

If studies only report p-values, this information will be entered into GRADE

tables without an assessment of imprecision possible to be made

No equality considerations over and above those stated in the equalities
impact form are identified for this topic.

D.71 End of life care around the clock

Details

Key issue in the scope  The organisation of services providing the end of life care of infants,

children and young people with life-limiting conditions.

Review question in the  What service delivery arrangements (including neonatal intensive care

scope

Review question

Objective

and rapid transfer from intensive care units) can best provide for the
needs of infants, children and young people with life-limiting conditions,
and for the needs of their family members and carers (as appropriate)
during this time and after death?

What is the effectiveness of day and night specialist telephone health
care professional support or parents/carers support, day and night
community nursing support, and the combination of the two for the
needs of infants, children and young people with life-limiting
conditions, and for the needs of their family members and carers (as

appropriate) during this time and after death as part of service
delivery?

e To assess the effectiveness of day and night specialist telephone
support for health care professional or for parents/carers support in
providing for the needs of infants, children or young people living with
life limiting conditions, and their families/carers

e To assess the effectiveness of day and night community nursing
support service in providing for the needs of infants, children or young
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ltem

Language
Study design

Population and
directness

Stratified/

subgroup and adjusted
analyses

Intervention

Comparison

Details
people living with life limiting conditions, and the needs of their
families/carer

¢ Or to assess the effectiveness of the combination of telephone
support and community nursing support, in providing for the needs of
infant, child or young person living with life limiting conditions, and
their families/carers?

English

e Systematic reviews

e Randomised controlled trials (RCTs)Conference abstracts of RCTs (if
full text papers are not available)

e Cohort studies (only if RCTs unavailable or limited data to inform
decision making)

¢ Uncontrolled studies (only if there is no other evidence found)

Sample size: No sample size restrictions

Population: infants, children and young people with life limiting

conditions (up to age 18)

Directness: ideally representative population sample from UK national

data registry or regions where relevant services are readily available
(evidence from other settings could be considered if relevant);

Groups that will be reviewed and analysed separately:
e neonates

¢ infants/children and young people discharged from intensive care
services

¢ conditions, e.g. cancer

e locations where services are delivered (home versus hospice)

¢ regions where the availability of relevant EOLC services differ

e Important confounders need adjusted for in comparative studies:
¢ age, conditions

e community support services available, other medical and social
support services, and palliative care in place

e socio-economic, cultural background of the family

For day and night remote access to specialist advice, (for example
email, telephone, or video conference ):

e parents/carers day and night telephone access to health care
professional advice

e nurses’ telephone access to 24/7 specialist medical advice
e For day and night nursing support:

e standard community nursing

¢ specialist (palliative care) nursing

e or combination of day and night of both

e Exclude:

e day and night service delivery related to the longer term management
of the life limiting condition rather than related directly to ‘end-of-life’
care.

For day and night specialist telephone advice, day and night
nursing support interventions, and the combination of the two:

e No day and night specialist telephone advice;
e No day and night community nursing support;

¢ No day and night specialist telephone advice or day and night
community nursing;

e Practices without routine access to day and night services
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e Convention/standard or usual home/hospice care without the
additional/complementary support of day and night specialist tele
support or/and community nursing support

e Other medical and community support/services with different
packages or configurations

e Standard community care (more relevant to day and night nursing
support intervention)

Outcomes ¢ Quality of life of the infant, child or young person and their
families/carers (as appropriate), e.g. anxiety in child and
families/carers

o Satisfaction with the care on the part of the infant?, child or young
person and/or their families/carers (as appropriate)

e Change in health resources utilisation (e.g., reduction in unintended
hospital re-admission rates, reduction of hospitalisation, reduction in
length of hospital stay)

e Change in level of distressing symptoms such as pain, agitation

e Change in home visits by nurses (mainly relevant to day and night
specialist advice support)

Importance of Preliminary classification of the outcomes for decision making —
outcomes Critical outcomes:
¢ Quality of life of the infant?, child or young person and their
families/carers (as appropriate), e.g. anxiety in child and
families/carers

o Satisfaction with the care of the infant?, child or young person and
their families/carers (as appropriate)
Setting All settings in which NHS-commissioned healthcare is provided.
Search strategy Sources to be searched: Medline, Medline In-Process, CCTR, CDSR,
DARE, HTA, Embase

Limits (for example date, study design): All study designs. Apply
standard animal/non-English language filters.

Supplementary search techniques: No supplementary search
techniques were used.

See appendix for full strategies (Appendix E:)
Review strategy Appraisal of methodological quality:

e The methodological quality of each study will be assessed using
appropriate checklists and the quality of the evidence for an outcome
(that is, across studies) will be assessed using GRADE.

Data synthesis:

e Meta-analysis will be conducted if appropriate.

For non-randomised studies, evidence from studies using multivariable

analysis will be considered in the first instance and only if there are

none available will studies with univariate analysis be considered.

Other considerations if there is sufficient data:

e Default MIDs will be used: 0.75 and 1.25 for dichotomous outcomes;
0.5 times SD for continuous outcomes.

e Record any considerations for continuous data for example if final and
change scores will be pooled and if any study reports both, the
method used in the majority of studies will be analysed.

o If studies only report p-values, this information will be entered into
GRADE tables without an assessment of imprecision possible to be
made

© National Institute of Health and Care Excellence 2016
65



End of life care for infants, children and young people: planning and management

Review protocol

ltem
Equalities

Details

No equality considerations over and above those stated in the equalities
impact form are identified for this topic.

D.83 Rapid transfer

Item

Key issue in the
scope

Review question
in the scope

Review question

Objectives

Language
Study design

Population and
directness

Stratified,
subgroup and

Details
The organisation of services providing the end of life care of infants, children
and young people with life-limiting conditions.

What service delivery arrangements (including neonatal intensive care and
rapid transfer from intensive care units) can best provide for the needs of
infants, children and young people with life-limiting conditions, and for the
needs of their family members and carers (as appropriate) during this time and
after death?

Discussed:

What service delivery arrangements can best provide for the needs of infants,
children and young people with life-limiting conditions, and for the needs of
their family members and carers (as appropriate) during this time? The
following topics were prioritised to provide an adequate service.

e New:

e What services have to be in place to make rapid transfer available to take
infants, children and young people with a life limiting illness to their preferred
place of care in their last days of life as part of service delivery?

¢ To determine the clinical effectiveness of a rapid transfer programme
(including from neonatal intensive care) compared with standard transfer
programme or care without such arrangement in facilitating the infant, child
or young person with a life-limiting condition to die in their preferred place of
care.

e As an integrated part of the rapid transfer programme, particular
consideration will be given to infants, children or young people with a life-
limiting condition who need compassionate extubation in the preferred place
of care (what services should be in place to facilitate)

English

We will include:

e Systematic reviews

e Randomised controlled trials (RCTs) (RCTs are not expected to be found
due to the nature of the question)

o Conference abstracts of RCTs (if full text papers are not available)

e Cohort studies (only if RCTs unavailable or limited data to inform decision
making)]

o Uncontrolled studies (only if there is no other evidence found)
We will exclude:

e Case series and case studies

e Qualitative studies

Infants, children and young people (up to age 18) with life limiting conditions
who are approaching the last days of their life

Population size and indirectness:

¢ No restrictions on sample size will be applied

e Studies with indirect population will not be included
For both parts of the question:

e Groups that will be reviewed and analysed separately:
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ltem
adjusted
analyses

Intervention

Comparison

Outcomes

Details
e Neonates — transferred from neonatal intensive care

¢ All other infants, children and young people discharged from paediatric
intensive care

e Those who may not be in intensive care but are expected to deteriorate and
die within hours/days

¢ Important confounders (when comparative observational studies are
included for interventional reviews):

o Age of the infant, child or young person
¢ Infants with anticipated early death

¢ Advanced care planning

e Support from community services

For the first part of the question: rapid transfer from hospital care, e.g. to
home or to hospice care or to alternative setting, components/elements of the
programme could include:

e Advanced care planning

e Ambulance

e Other transport

¢ Staffing

e Medications

e Equipment and other necessary supplies
¢ Availability of home / hospice extubation
o care plan after death

e carrying out any necessary regulatory or legal obligations (for example,
Informing coroner of death within 24 hours)

e For the second part of the question: home/hospice extubation,
components/elements of the programme could include:

e HCP support in the preferred place of dying (for example, nursing support)
e Specialist support to HCPs and parents
¢ Advanced care planning specific to compassionate extubation

e communication between HCPs and parents (for example discussion of the
process and readiness to proceed)

e Care plan after death
o We will exclude:

¢ Interventions that are part of the longer term management of the life limiting
condition rather than directly related to ‘end-of-life’ care.

For the first part of question: rapid transfer

e Standard transfer programme

¢ No transfer programme

¢ Transfer programme with different components/elements

For the second part of the question: home/ hospice extubation
¢ Extubation programme/preparation with different components
For the first part of question: rapid transfer

Infant, children or young person quality of life/ death

Parents or carers’ quality of life before and after death

Infant, child or young person satisfaction with the care

Parents or carers’ quality of life satisfaction with the care
Transfer time

e Waiting time prior to home/hospice discharge

e Unexpected hospital re-admission

o Access of family to the patient infant, child or young person in both settings
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Importance of
outcomes

Setting
Search strategy

Review strategy

Equalities

Details

For the second part of the question: home/ hospice extubation
¢ Infant, child or young person quality of life/ death

e Parents or carers’ quality of life before and after death

¢ Infant, child or young person satisfaction

e Parents or carers’ quality of life satisfaction

Critical outcomes for decision making:

¢ Quality of life of the infant , child or young person or/and their
families/carers, e.g., pain of the infant, child or young person, release of
distressing symptom of the infant, child or young person, and anxiety of
infant, child or young person and parents or carers

e Satisfaction of the infant , child or young person and their families/carers
with the care

¢ Waiting time prior to home/hospice discharge

All settings in which NHS-commissioned healthcare is provided.

Sources to be searched: Medline, Medline In-Process, CCTR, CDSR, DARE,

HTA, Embase

Limits (for example date, study design): All study designs. Apply standard

animal/non-English language filters.

Supplementary search techniques: No supplementary search techniques were

used.

See appendix for full strategies (Appendix E:)

Appraisal of methodological quality:

e The methodological quality of each study will be assessed using the
appropriate checklist and the quality of the evidence for an outcome (that is,
across studies) will be assessed using GRADE.

Synthesis of data:

Meta-analysis will be conducted if appropriate.

For non-randomised studies, evidence from studies using multivariable

analysis will be considered in the first instance and only if there are none

available will studies with univariate analysis be considered.

Other considerations if there is sufficient data:

¢ Record any considerations for continuous data for example if final and
change scores will be pooled and if any study reports both, the method used
in the majority of studies will be analysed.

o State how outcomes will be recorded, e.g. If studies only report p-values,
this information will be entered in GRADE tables and will be downgraded for
imprecision due to the imprecision in reporting.

e State analysis considerations, e.g. If cohort studies are included, the
minimum number of events per covariate to be recorded to ensure accurate
multivariate analysis.

o State the MIDs, e.g. default MIDs will be used: 0.75 and 1.25 for
dichotomous outcomes; 0.5 times SD for continuous outcomes.

No equality considerations over and above those stated in the equalities
impact form are identified for this topic.

D.93 Care based in the child or young person’s home

Item

Key issue in the

scope

Details

The organisation of services providing the end of life care of infants,
children and young people with life-limiting conditions.
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Review question
in the scope

Review question

Objective

Language
Study design

Population and
directness

Stratified,
subgroup and
adjusted analyses

Intervention

Details
What is the clinical and cost effectiveness of a home-based programme of
care, compared with care in other settings?

In infants, children and young people who are recognised to have a life-
limiting condition, what is the effectiveness of a home-based programme of
care compared with care in other settings?

There is uncertainty around this timeframe, but it is aimed that the evidence
would look at home care providing ‘end-of-life’ care rather than care related
to the life limiting condition. Therefore it was decided to take a pragmatic
approach by which we would use:

e 2 months as a direct population

¢ Could have 2 -6 month indirect population

e Over 6 months would be excluded since this would not refer directly to
palliative ‘end-of-life’ care.

e To determine the clinical and cost effectiveness of a home-based
programme of care compared with care in other settings in infants,
children and young people with a life-limiting condition who are
approaching the last days of their life.

English

We will include:

e Systematic reviews

e Randomised controlled trials (RCTs)

e Conference abstracts of RCTs (if full text papers are not available)
e Cohort studies (if no or few appropriate RCTs found)

e Uncontrolled studies (only if no other evidence is found)

We will exclude:
e Case series, case studies
e Qualitative studies

Infants, children and young people (up to age 18) with a life-limiting
condition and who are within the last two months of their life.

Population size and indirectness:

¢ No restrictions on sample size will be applied

e 2 months — direct population

e 2- 6 months — indirect population

Groups that will be reviewed and analysed separately:

e Oncology (has an established care path from hospital to home care)
however this is not as well established in other LLCs which are likely to
benefit more from new recommendations

In the event of heterogeneity, the following subgroups will be considered:

e Type of home care programme (including length or intensity of
programme)

Provision of comprehensive (holistic care) at home that fulfils the following

(this list has been adapted from the description of a home palliative care

service for adults Cochrane review (Gomes 2013)):

¢ Children with advanced terminal conditions who have been identified as
likely to be in their last weeks or days of life

e The majority of services are provided at home with the aim of enabling the
child to stay at home

e Specialist care provision by staff with experience in palliative / hospice
care
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Comparison

Outcomes

Importance of
outcomes

Setting

Search strategy

Review strategy

Details
¢ Care that aims to deliver different physical and psychological components
¢ All environments where the home care needs are provided

We will exclude:

e Interventions not directly delivering care to children and their families (i.e.
training in delivery of home care, coordination of services, interventions
related to assessments of care needs only)

¢ Evaluations of home care differing in only one component of care (e.qg.
medication regimen)

e Interventions that deliver only one physical or one psychological
component of palliative care (as this does not address the holistic nature
of palliative care). This could include effectiveness of home
psychotherapy, pain medication etc.)

e For each study extract the data that indicates the particular type of
homecare and it can then be decided on a case by case basis whether it
can be classified a defined programme.

¢ Inpatient hospital or hospice care

¢ Different types of home-based care

e Usual care

¢ Unplanned/precipitous admission to hospital

e Family or care giver stress and distress

e Infant, child or young person’s satisfaction/comfort

e Parent/ carer satisfaction/comfort

e Control of symptoms (pain, dyspnoea, nausea/vomiting)

e Infant, child or young person’s health related quality of life — levels of
comfort, lack of distress

e Parent/ carer health related quality of life

Critical outcomes for decision making:

e Symptom control

e Family or caregiver stress and distress

Community, primary, secondary and tertiary care ideally in a UK context,

but evidence from other countries will be considered if there is insufficient
direct evidence

Sources to be searched: Medline, Medline In-Process, CCTR, CDSR,
DARE, HTA, Embase, Psycinfo, CINAHL.

Limits (e.g. date, study design): All study designs. Apply standard
animal/non-English language filters.

Supplementary search techniques: No supplementary search techniques
were used.

See appendix for full strategies (Appendix E:)
Appraisal of methodological quality:

The methodological quality of each study will be assessed using the
appropriate checklist and the quality of the evidence for an outcome (i.e.
across studies) will be assessed using GRADE.

Synthesis of data:
Meta-analysis will be conducted where appropriate.

For non-randomised studies, evidence from studies using multivariable
analysis will be considered in the first instance and only if there are none
available will studies with univariate analysis be considered.

Other considerations if there is sufficient data:
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Equalities

Details

e Default MIDs will be used: 0.75 and 1.25 for dichotomous outcomes; 0.5
times SD for continuous outcomes.

e Record any considerations for continuous data for example if final and
change scores will be pooled and if any study reports both, the method
used in the majority of studies will be analysed.

o If studies only report p-values, this information will be entered into
GRADE tables without an assessment of imprecision possible to be
made

No equality considerations over and above those stated in the equalities
impact form are identified for this topic.

D.102 Emotional and psychological support and interventions for
3 children and young people

Item
Key issue in the scope

Review question in the
scope

Review question

Objectives
(quantitative)

Objectives
(qualitative)

Language

Study design
(quantitative)

Study design
(qualitative)

Details

¢ The psychological and emotional needs of infants, children or young
people with life-limiting conditions.

e What psychological and psychopharmacological interventions are
clinically and cost effective for children and young people with life-
limiting conditions, especially during the end of life, and for the family
members and carers (as appropriate) of infants, children and young
people with a life-limiting condition?

o Are psychological interventions effective for infants, children and young

o people with life-limiting conditions and what factors influence the

o attitudes of children and young people and the family’s involvement
and

¢ decisions about choices of those interventions?

e To assess the effectiveness of psychological interventions/therapies for
improving psychological well-being (such as resilience, depression,

fear, or anxiety) in infants, children or young people living with life-
limiting conditions (LLC) and approaching the end of life

e To assess the effectiveness of psychological interventions/therapies for
reducing physical symptoms (such as pain) associated with LLC in
infants, children or young people who are approaching the end of life

¢ To identify and describe the factors that influenced children, young
people, and their parents/carers’ attitudes in making choices about
psychological therapies, who are living with LLC and approaching the
end of life;

e To identify and describe children, young people, and their
parents/carers’ experiences with psychological therapies

English

e Systematic reviews
e Randomised controlled trials (RCTSs)

e Cohort studies (only if RCTs unavailable or limited data to inform
decision making)]

o Uncontrolled studies (only if there is no other evidence found)

¢ Qualitative studies (for example, ethnographic studies, interviews, and
focus groups)
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e Mixed-methods observational studies where qualitative data were
reported (for example, survey studies)

e Exclude:

e purely quantitative studies (including surveys with only descriptive
guantitative data)

Population and Population

directness e Infants, children or young people up to the age of 18 years with a LLC
and/or are approaching the end of life

e Population size and indirectness
o No sample size specification
o Studies with indirect populations will not be included
Stratified, subgroup e Groups that will be reviewed and analysed separately:
and adjusted analyses 4 None
o In the event of heterogeneity, the following subgroups will be
considered:
e By age
¢ By mental development stage (including communication difficulties)

e By specific conditions (oncology, neuromuscular, degenerative,
neurodisability, DMD, significant technology dependents)

¢ By time point and trajectory of the illness when psychological therapies
were employed

¢ gender of the infant, child or young person
e Important confounders: (for observational comparison studies)

o Age (mental development stage of the infants, children or young
people ) and stage of the disease of the infants, children or young
people (the most important confounders that should be controlled for)
conditions,

e socio-economical status of the infants, children or young people
e cultural, religious background of infants, children or young people

Intervention e Any psychological approaches that are primarily psychological, and

¢ have credible recognisable psychological/ psychotherapeutic content
(as

o defined in Eccleston 2015 Cochrane review), for example:
e Behavioural therapy: relaxation based

e Cognitive behaviour therapy (CBT): cognitive coping; cope skills
training; parent operant strategies;

e Group psychotherapy
e Exclude:

o studies that compared psychological with pharmacological
interventions

e Case studies

* Note. At times the parents are those that are trained in and apply the
therapy to their child.

Comparison Mainly relevant to the quantitative part of the review:
(quantitative) « No psychological intervention (Waiting list/usual care )
o Alternative psychological interventions
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Outcomes e Psychological well-being (for example resilience, depression, fear,
(quantitative) anxiety, mood change) of infants, children or young people

¢ Quality of life of infants, children or young people

e Satisfaction infants, children or young people /parents/carers

e Changing clinical symptoms (for example pain and agitation)(agitation)
o Adherence to care plan or management of condition

Importance of e Critical outcomes

quantitative outcomes  pgychological well-being (for example resilience, depression, fear,
anxiety, mood change) of infants, children or young people

¢ Quality of life of infants, children or young people
¢ Changing clinical symptoms (for example pain and agitation)(agitation)

Context and likely Context:
themes ¢ psychological therapies after the iliness is diagnosed, during the
(qualitative) process of dying
e Themes will be identified from the literature, but expected themes
are:

e Patients perceptions of treatments effectiveness, for example for
anger, sadness, depression, trauma, isolation, stigma and so on.

o Their attitudes toward psychological therapies (personal values,
cultural differences; therapies deemed helpful or not helpful);

e Their experiences with psychological therapies (perceptions; cultural
differences; experiences with the therapist; helpful or unhelpful);

e Unmet needs (access, early access, availabilities, flexibilities,
resources; burdens due to the lack of psychological therapies);

¢ Timing of the access to psychological intervention (Tier 1 to 4
interventions, which tier of intervention should be offered)

¢ Challenges experienced (coping of infants, children or young people
during the process; skills of therapist, misconceptions; referrals);

o Factors related to the therapist (skills / experience, time)

e Parents attitudes related to consent to psychological therapy (with
regards to disclosure of prognosis diagnosis)

¢ Parents experience of being involved in providing therapies and
participating in the therapy for the child

Setting Community, primary, secondary and tertiary care funded by the NHS
(hospices too if evidence available); if no direct evidence from the UK,
findings from other countries will be considered

Search strategy Sources to be searched: Medline, Medline In-Process, CCTR, CDSR,
DARE, HTA, Embase, Psyclinfo.

Limits (for example date, study design): All study designs. Apply
standard animal/non-English language filters.

Supplementary search techniques: No supplementary search techniques
were used.

See appendix for full strategies (Appendix E:)
Review strategy Appraisal of methodological quality:
(quantitative)
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e The methodological quality of each study will be assessed using
appropriate checklists and the quality of the evidence for an outcome
(that is, across studies) will be assessed using GRADE.

Synthesis of data:

¢ Meta-analysis will be conducted if appropriate.

For non-randomised studies, evidence from studies using multivariable

analysis will be considered in the first instance and only if there are none

available will studies with univariate analysis be considered.

Other considerations if there is sufficient data:

e Default MIDs will be used: 0.75 and 1.25 for dichotomous outcomes;
0.5 times SD for continuous outcomes.

¢ Record any considerations for continuous data for example if final and
change scores will be pooled and if any study reports both, the method
used in the majority of studies will be analysed.

o If studies only report p-values, this information will be entered into
GRADE tables without an assessment of imprecision possible to be

made
Review strategy Appraisal of methodological quality
(qualitative) « The methodological quality of each study will be assessed using the

Critical Appraisal Skills Programme (CASP) checklist for qualitative
studies and the quality of the qualitative evidence will be assessed by
GRADE-CERQual approach for each identified theme.

e Data synthesis:

¢ Thematic analysis of the data will be conducted and findings
presented.

Equalities No equality considerations over and above those stated in the equalities
impact form are identified for this topic.

D.113 Emotional and psychological support and interventions for
4 parents and carers

Iltem Details

Key issue in the scope e The psychological and emotional needs of the family members or
carers (as appropriate) of infants, children and young people with life-
limiting conditions.

e The needs of family members or carers after the death of an infant,
child or young person and bereavement support before and after the
death.

Review questions e Are psychological interventions (including short term bereavement

¢ therapies) effective for family members and carers of infants,
children

e and young people living with LLCs? and what factors influence their

¢ attitudes about those interventions before and after the death of an
infant, child or young person with a life-limiting condition?

Objectives e To assess the effectiveness of psychological interventions/therapies
(quantitative) for
e improving psychological well-being such as resilience, depression,

e fear, or anxiety in carers/families (including siblings) of infants,
children
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e or young people with life-limiting conditions (LLC) before and after
the
e child’s death
Objectives e To identify and describe factors that influenced carers/families’
(qualitative) (including siblings) attitudes towards psychological therapies, whose

child (or sibling) living with LLC and/or approaching the end of life,
before and after the child’s death

¢ To identify and describe carers/families’ (including siblings)
experiences with psychological therapies, challenges faced, and
unmet needs (such as access, resources, burdens due to the lack of
adequate psychological therapy either provided to them or to their
child (sibling) with LLC)

Language English
Study Qes_ign e Systematic reviews
(quantitative)  Randomised controlled trials (RCTs)

e Cohort studies (only if RCTs unavailable or limited data to inform
decision making)]

e Uncontrolled studies (only if there is no other evidence found)

[ ]
Study design ¢ Qualitative studies (for example, , ethnographic studies, interviews,
(qualitative) and focus groups)

Mixed-methods observational studies where qualitative data were
reported (for example, survey studies)

Exclude:

¢ purely quantitative studies (including surveys with only descriptive
guantitative data)

Population and Population

directness e carers/families (including siblings) of infants, children or young people
up to the age of 18 years with a LLC approaching the end of life, and
before and after the child’s death

e Population size and indirectness

¢ No sample size specification

o Studies with indirect populations will not be included
Stratified, subgroup Groups that will be reviewed and analysed separately:
and adjusted analyses e None

e In the event of heterogeneity, the following subgroups will be

considered:

e Gender

e Cultural background, ethnicity, spirituality

e Sibling’s age

¢ By infants, children or young people’s age

¢ By infants, children or young people’s mental development stage

¢ By infants, children or young people’s specific conditions (neuro-
disability, cancer and so on)

e Grandparents

e By time point and trajectory of the illness when psychological
therapies would be needed:

e Important confounders (for observational comparison studies):

e Age (mental development stage of the infants, children or young
people conditions,

¢ stage of the disease of the infants, children or young peoples
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Intervention

Comparison
(quantitative)

Outcomes
(quantitative)

Importance of
guantitative outcomes

Context and likely
themes

(qualitative)

Details

e socio-economic status of parents/carers

e cultural, religious background of parents/carers (siblings,
grandparents)

Any psychological approaches that are primarily psychological,
and have credible recognisable psychological/ psychotherapeutic
content ( Eccleston 2015), for example:

e CBT;

e Family therapy;

¢ Problem solving therapy;
o Multi-systemic therapy;
e Exclude:

e Studies that compared psychological with pharmacological
interventions

e Case studies

¢ No psychological intervention (Waiting list/usual care )
e Alternative psychological interventions

¢ Psychological well-being (for example resilience, depression, fear,
anxiety, mood change) of carers/families (including siblings) before
and after the infant, child or young person’s death

¢ Quality of life of carers/families (including siblings)before and after
the infant, child or young person’s death

¢ Satisfaction of carers/families (including siblings) before and after the
infant, child or young person’s death

e Coping of carers/families (including siblings)before and after the
infant, child or young person’s death

o Activity of daily living and parenting; before and after the infant, child
or young person’s death?

o Family function before and after the infant, child or young person’s
death

e Critical outcomes:

¢ Psychological well-being (for example resilience, depression, fear,
anxiety, mood change) of carers/families (including siblings) before
and after the child’s death

¢ Quality of life of carers/families (including siblings)before and after
the child’s death
o Family function before and after the child’s death

Context:

psychological therapies after the illness is diaghosed, during the
process of dying, and after the infants, children or young people’s
death

Themes: will be identified from the literature, but expected
themes are:

e Bereavement for carers/families (including siblings) before and after
infants, children or young people’s death (perceived benefits from the
intervention)

e Carers/families’ (including siblings) perceptions of treatments
effectiveness, for example for anger, sadness, depression, trauma,
isolation, stigma, feelings of guilt, and so on.

e Carers/families’ (including siblings) attitudes toward psychological
therapies (personal values, cultural differences; therapies deemed
helpful or not helpful);
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Setting
Search strategy

Review strategy
(quantitative)

Review strategy
(qualitative)

Equalities

Details

e Carers/families’ (including siblings) experiences with psychological
therapies (stigma associated with treatment; perceptions; cultural
differences; experiences with the therapist; helpful or unhelpful);

¢ Unmet needs (access, availabilities, flexibilities, resources; burdens
due to the lack of psychological therapies);

e Challenges experienced (coping of carers/siblings during the
process, preparing for bereavement and going on after death of the
infants, children or young people’s; skills of the therapists;
misconceptions; referrals);

e Factors related to the therapist (skills / experience, time)

e Parents’ attitudes about disclosure to the siblings (psycho-education:
normalising and validating experience)

Community, primary, secondary and tertiary care
Sources to be searched: Medline, Medline In-Process, CCTR, CDSR,
DARE, HTA, Embase, PsyclInfo.

Limits (for example date, study design): All study designs. Apply
standard animal/non-English language filters.

Supplementary search techniques: No supplementary search
techniques were used.

See appendix for full strategies (Appendix E:)

Appraisal of methodological quality:

e The methodological quality of each study will be assessed using
appropriate checklists and the quality of the evidence for an outcome
(that is, across studies) will be assessed using GRADE.

Synthesis of data:

¢ Meta-analysis will be conducted if appropriate.

For non-randomised studies, evidence from studies using multivariable

analysis will be considered in the first instance and only if there are

none available will studies with univariate analysis be considered.

Other considerations if there is sufficient data:

e Default MIDs will be used: 0.75 and 1.25 for dichotomous outcomes;
0.5 times SD for continuous outcomes.

¢ Record any considerations for continuous data for example if final
and change scores will be pooled and if any study reports both, the
method used in the majority of studies will be analysed.

o If studies only report p-values, this information will be entered into
GRADE tables without an assessment of imprecision possible to be
made

e Appraisal of methodological quality:

e The methodological quality of each study will be assessed using the
Critical Appraisal Skills Programme (CASP) checklist for qualitative
studies and the quality of the qualitative evidence will be assessed by
GRADE-CERQual approach for each identified theme.

e Data synthesis:

e Thematic analysis of the data will be conducted and findings
presented.

No equality considerations over and above those stated in the
equalities impact form are identified for this topic.

© National Institute of Health and Care Excellence 2016

77



End of life care for infants, children and young people: planning and management

Review protocol

D.121 Social and practical support

Item

Key issues in the
scope

Review question in
the scope

Review question

Objectives
(quantitative)

Objectives
(Qualitative)

Language

Study design
(Quantitative)

Study design
(Qualitative)

Population and
directness

Stratified, subgroup
and adjusted
analyses

Details

The support needs of infants, children and young people and their family
members or carers (as appropriate), including social, practical, spiritual or
religious.

Care of the infant, child or young person’s body after death.

I) What forms of social and practical support are helpful to ICYP with LLC
and their family members or carers (as appropriate)?

0) Before and after an infant, child or young person dies, what
considerations do their family members or carers (as appropriate)
consider important (for example communication, emotional, spiritual and
religious support, care of the body, and managing practical
arrangements?

What factors of social and practical support (including care of the body)
are effective in end of life care of infants, children and young people with
life-limiting conditions and their family members or carers (as appropriate)
and what influences attitudes about these before and after death?

e To assess the effectiveness of social and practical support interventions
¢ for infants, children or young people who are approaching the end of life
and their family members or carers.

¢ To identify and describe factors that influence infants, children and
young people and their families’ or carers’ attitudes towards social and
practical support interventions

¢ To identify and describe infants, children and young people and their
family or carers’ experiences with social and practical support
interventions, challenges faced and unmet needs.

English

e Systematic reviews
e Randomised controlled trials (RCTSs)

e Cohort studies (only if RCTs unavailable or limited data to inform
decision making)]

e Uncontrolled studies (only if there is no other evidence found)

e We will exclude case studies

¢ Qualitative studies (for example, ethnographic studies, interviews, and
focus groups)

¢ Mixed-methods observational studies where qualitative data were
reported (for example, survey studies)

Infants, children or young people with a LLC

Parents or carers of infants, children or young people with a LLC
approaching the end of life, and before and after death

Population size and indirectness:

¢ No sample size specification

¢ Studies with indirect population will not be considered
Groups that will be reviewed and analysed separately:
e None
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Intervention
(Quantitative)

Comparison
(quantitative)

Outcomes
(quantitative)

Importance of
outcomes

(quantitative)

Context and likely
themes

(Qualitative)

Details

¢ In the event of heterogeneity, the following subgroups will be
considered:

e Cultural background

o Ethnicity

e Spirituality

e Time point of the illness

Practical and social interventions — in addition to usual care — to support
infants, children and young people with a LLC and their families or carers
including, but not only:

- Peer support groups

- (Community) support groups

- Respite care

- Assistance with day to day care

- Domestic services

- Help with getting house arrangements (for example documentation)

- Joint clinics

- Transport arrangements

- Equipment supply

- Advice on financial support (by hospital social worker)

- Advice and information about funeral arrangements

- Legal and regulatory requirements

- Practical advice regarding any of the above

- Care of the body — for example bathing, cooling arrangements

- Exclude interventions that are required by the condition itself — for
example home oxygen

e Usual care

e Infants, children or young people’s well-being, including psychological
well-being, common mental disorder or death distress

e Infants, children or young people’s coping
Parents or carers coping

Infants, children or young people’s quality of life
Parents or carers quality of life

Family functioning

Infants, children or young people’s and their families’ or carers’ health
service use

Facilitating preferred place of care

Critical:

e Infants, children or young people’s well-being, including psychological
well-being, common mental disorder or death distress

e Infants, children or young people’s coping

e Parents or carers coping

Context:

Social and practical support during for end of life care and after the death
of the Infants, children or young people’s

Themes will be identified during the literature, but expected themes are:
Social support

¢ Value of contact with people who have similar experiences
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Setting

Search strategy

Review strategy
(quantitative)

Details

¢ Value of (community) support groups

¢ Value of hospital volunteers

Practical help

e Family or carers coping with their caregiver role
e Family functioning

e Infants, children or young people’s health service use
¢ Financial stress

e Provision of equipment

e Time spent on caregiving activities

o Need for a break

e Lack of coordination for hospital appointments
o Lack of time with partner or other children

e Lack of time for self-care

e Care of the body after death

e Family’s preferences immediately after the child’s death with regards to
the body

¢ Transfer of the body to mortuary or funeral directors,

o Effect of need to maintain cool environment for body

¢ Practical arrangements with regards to funeral directors

o Preferences with regards to clothes or artefacts (favourite outfit or toy)
e Fear about changes in the body

Cultural differences with regards to care of the body

Community, primary, secondary and tertiary care ideally in a UK context,
but evidence from other countries will be considered if there is insufficient
direct evidence

Sources to be searched: Medline, Medline In-Process, CCTR, CDSR,
DARE, HTA, Embase

Limits (for example date, study design): All study designs. Apply standard
animal/non-English language filters.

Supplementary search techniques: No supplementary search techniques
were used.

See appendix for full strategies (Appendix E:)

For the quantitative review:
Appraisal of methodological quality:
e The methodological quality of each study will be assessed using

appropriate checklists and the quality of the evidence for an outcome
(that is, across studies) will be assessed using GRADE.

Synthesis of data:

e Meta-analysis will be conducted if appropriate.

For non-randomised studies, evidence from studies using multivariable
analysis will be considered in the first instance and only if there are none
available will studies with univariate analysis be considered.

Other considerations if there is sufficient data:

e Default MIDs will be used: 0.75 and 1.25 for dichotomous outcomes; 0.5
times SD for continuous outcomes.

e Record any considerations for continuous data for example if final and
change scores will be pooled and if any study reports both, the method
used in the majority of studies will be analysed.

If studies only report p-values, this information will be entered into GRADE

tables without an assessment of imprecision possible to be made

© National Institute of Health and Care Excellence 2016

80



End of life care for infants, children and young people: planning and management

Review protocol

ltem

Review strategy
(qualitative)

Equalities

Details

For the qualitative review:

e The methodological quality of each study will be assessed using the
Critical Appraisal Skills Programme (CASP) checklist for qualitative
studies and the quality of the qualitative evidence will be assessed by
GRADE-CERQual approach for each identified theme.

Data synthesis:
e Thematic analysis of the data will be conducted and findings presented.

None that are not already considered in the equalities impact form.

D.133 Spiritual and religious support

Item
Key issues in scope

Review questions in
the scope

Review question

Objectives
(quantitative)

Objectives
(qualitative)

Language
Study design
(quantitative)

Details

e The support needs of infants, children and young people and their
family members or carers (as appropriate), including social, practical,
spiritual or religious.

e Care of the infant, child or young person’s body after death.
o What forms of spiritual and practical support are helpful to infant, child

or young people with life-limiting condition and their family members or
carers (as appropriate)?

e Before and after an infant, child or young person dies, what
considerations do their family members or carers (as appropriate)
consider important (for example communication, emotional, spiritual
and religious support, care of the body, and managing practical
arrangements?

What factors of spiritual or religious support (including care of the body)

are effective in end of life care of infants, children and young people with

life-limiting conditions and their family members or carers (as appropriate)
and what influences attitudes about these before and after death?

e To assess the effectiveness of spiritual and religious support for infants,
children or young people with a life-limiting condition who are
approaching the end of life and their family members or carers

¢ To identify and describe the factors that influence children and young
people living with a life-limiting condition and their families or carers
attitudes towards religious and spiritual support.

e To identify and describe the experiences of children and young people
living with a life-limiting condition and their families or carers, with
religious and spiritual support, challenges faced and unmet needs.

English

We will include:

e Systematic reviews

e Randomized controlled trials (RCTs)

e Conference abstracts of RCTs (if full text papers are not available)

e C studies (only if RCTs unavailable or limited data to inform decision
making)]

e Uncontrolled studies
We will exclude:
e Case series and case studies
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Study design
(qualitative)

Population and
directness

Stratified, subgroup
and adjusted
analyses

Intervention

Comparison
(quantitative)
Outcomes
(quantitative)

Importance of
outcomes

(quantitative)

Context and likely
themes

(qualitative)

Details
¢ Qualitative studies

e We will include:

¢ Qualitative studies (for example, ethnographic studies, interviews, and
focus groups)

e Mixed-methods observational studies where qualitative data were
reported (for example, survey studies, interviews, focus groups,
observations )

o We will exclude:

e Purely quantitative studies (including surveys with only descriptive
guantitative data)

e Infant, child or young people (up to age 18) with a life-limiting condition
approaching the end of life

e Parents or carers of Infant, child or young people (up to age 18) with a
life-limiting condition approaching the end of life, and before and after
death

Population size and indirectness:

¢ No sample size specification

o Studies with indirect population will not be considered
Subgroups:

e Cultural background, ethnicity, spirituality, religion/ faith
¢ Time point of the illness

Any spiritual or religious intervention.

As defined by the Cochrane review (Candy 2012): by spiritual or religious
interventions we mean “those that contain at least some reference to
beliefs and/or experiences in a realm that transcends the material world
and/ or daily experiences” (King 2009).

e Usual care

e Infant, child or young person’s well-being, including psychological well-
being, common mental disorder or death distress

e Infant, child or young person’s physical symptoms, such as pain,
fatigue, hypersomnia and breathlessness

Infant, child or young person’s coping

Family or carers’ coping

Infant, child or young person’s quality of life
Family or carers’ quality of life

Family functioning

Infant, child or young person’s health service use

¢ Critical outcomes for decision making:

e Infant, child or young person’s well-being, including psychological well-
being, common mental disorder or death distress

e Infant, child or young person’s physical symptoms, such as pain,
fatigue, hypersomnia and breathlessness

e Infant, child or young person’s coping

Context:

Spiritual and religious support during end of life, and after the infant, child
or young person’s death

Themes:

Themes will be identified from the literature, but expected themes are:

¢ Wellbeing of infant, child or young person

o Wellbeing of family
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e Comfort of family
Comfort of infant, child or young person
¢ Relationship with God or a higher being, transcendence
¢ Relationship with self
¢ Relationship with others
¢ Relationship with nature and music
e Hope
e Meaning and purpose in life
¢ Need for positive outlook
e Fear
e Institutional support
o Staff awareness and training
e Time and timing (having quality time at the right moment)
e Assessment of spiritual needs
e Unmet spiritual needs
e Themes related to care of the body after death
¢ Professionals’ awareness of religious preferences/ practices
e Spiritual or religious rituals with regards to care of the body
¢ Choice of cremation or burial
¢ Choice of music

¢ Spiritual feelings with regards to ‘green/environment’ issues (green
burials do not permit the child to be embalmed)

¢ Incense and aromatherapy
¢ Washing of the child after death
¢ Disposal of ashes
Setting Community, primary, secondary and tertiary care.

Search strategy Sources to be searched: Medline, Medline In-Process, CCTR, CDSR,
DARE, HTA, Embase

Limits (for example date, study design): All study designs. Apply standard
animal/non-English language filters.

Supplementary search techniques: No supplementary search techniques

were used.
See appendix for full strategies (Appendix E:add link)
Review strategy Appraisal of methodological quality:
(quantitative) e The methodological quality of each study will be assessed using the

appropriate checklist and the quality of the evidence for an outcome
(that is, across studies) will be assessed using GRADE.

Synthesis of data:

Meta-analysis will be conducted where appropriate.

For non-randomised studies, evidence from studies using multivariable
analysis will be considered in the first instance and only if there are none
available will studies with univariate analysis be considered.

Other considerations if there is sufficient data:

e Default MIDs will be used: 0.75 and 1.25 for dichotomous outcomes;
0.5 times SD for continuous outcomes.

e Record any considerations for continuous data for example if final and
change scores will be pooled and if any study reports both, the method
used in the majority of studies will be analysed.

o If studies only report p-values, this information will be entered into
GRADE tables without an assessment of imprecision possible to be
made
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Review strategy Appraisal of methodological quality:
(qualitative) The methodological quality of each study will be assessed using the

Critical Appraisal Skills Programme (CASP) checklist for qualitative
studies and the quality of the qualitative evidence will be assessed by
GRADE-CERQual approach for each identified theme.

Data synthesis:
Thematic analysis of the data will be conducted and findings presented.

Equalities No equality considerations over and above those stated in the equalities
impact form are identified for this topic.

D.143 Managing pain
Item Details

Key issue in the scope The safe and effective management of distressing symptoms (such as
pain and respiratory distress)

Review question What interventions are safe, and clinically cost-effective for managing

in the scope pain and other distressing symptoms associated with life-limiting
conditions?

Review question What pharmacological and non-pharmacological (excluding

psychological) interventions are effective for the management of pain in
infant, children or young people with a life-limiting condition?

Objective e The aim of this review is to assess the clinical effectiveness, the safety
and the cost-effectiveness of pharmacological and non-
pharmacological treatments for the management of pain in infant,
children or young people with a life-limiting condition.

Language English
Study design We will include:
e Systematic reviews of RCTs
e Randomised controlled trials (RCTs), including cross-over RCTs
e Conference abstracts of RCTs (if full text papers are not available)

e Cohort studies (only if RCTs unavailable or limited data to inform
decision making)

e Uncontrolled studies (only if not other evidence is found)

We will exclude:
¢ Qualitative studies
e Case reports and case series
Population and Infant, children or young people (up to age 18) with a life-limiting
directness condition and with pain due to:
o Noiceptive pain
o bone pain (due to cancer)
o headache (related to raised intracranial pressure)
o neuropathic pain
o visceral pain
Population size and indirectness:
e No sample size specification
¢ No restrictions on year of publication
¢ Studies with indirect population will not be considered
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Stratified, subgroup Groups that will be reviewed and analysed separately:
and adjusted analyses o None

In the presence of heterogeneity, the following subgroups will be
considered:

¢ By individual drugs within drug classes

e Route of administration:

o Oral, enteral, nasogastric (NG) tube, orogastric (OG) tube,
percutaneous endoscopic gastrostomy (PEG)/ gastrostomy

o Transmucosal (includes sublingual, buccal, nasal, rectal)
o Subcutaneous
o Intramuscular
o Intravenous
o Transdermal
o Inhalation
o Epidural
o Topical
¢ Delivery system:
o Bolus injection
o Continuous infusion (SC or 1V)
o Patients controlled analgesia (PCA)
o Nurse controlled analgesia (NCA)
e Type of pain:
o Location
o Intensity
o Duration

Important confounders (when comparative observational studies are
included for interventional reviews)

o Age
e Severity of pain
Intervention Pharmacological interventions, including:
Non-opioids:
o Paracetamol
o Sucrose
o NSAIDs: ibuprofen, diclofenac, ketorolac,
o Nitrous oxide
o Ketorolac (1V)
o Diclofenac
o Naproxen
e Opioids:
o Morphine
o fentanyl
o Tramadol
o Buprenorphine
o Hydromorphone
o Oxycodone
o Diamorphine
¢ Local anaesthetics:
o Lidocaine patches
o Ametop
o Topical lidocaine (EMLA)
o Topical diamorphine
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e Adjuvants (drugs with a primary indication that is not for pain but that
nevertheless have analgesic properties are explicitly administered for
pain relief)

o Antidepressants:
- amitriptyline (can also be used for neuropathic pain)
- nortriptytline (can also be used for neuropathic pain)
o Adjuvants for neuropathic pain:
- Amitriptiline
- Nortriptytline (used for neuropathic pain but dosing only available
for older children)
- Anticonvulsants
- Gabapentin
- Pregablin
- NMDA antagonist ketamine
- Corticosteroids
o Adjuvants for bone pain:
- Bisphosponates
- Calcitonin
- Corticosteroids
o Adjuvants for bowel spasm:
- Antichoinergic
- Hyoscine butylbromide
- Octreotide
o Adjuvants for muscle spasm
Benzodiazepine
Botulinum toxin A
- Baclofen
- Tizanidine
- Dantrolene
- Clonidine
o Palliative chemotherapy
o Palliative radiotherapy (bone pain and raised intracranial pressure)

e Steroids (indicated for headache related to brain tumour and liver
capsule pain and bone pain sometimes)

e Medical formulations of cannabis: sativex

e Chronic pain rehabilitation strategies (includes both pharmacological
and non-pharmacological)

Non-pharmacological interventions, including (but not only):

e Acupuncture/ acupressure

Cold/ heat

Massage

Music therapy

Physiotherapy

Reflexology

Transcutaneous electrical nerve stimulation (TENS)

We will exclude:

e Interventions for pain not related to end of life care

Comparison e Any other pharmacological (within group and between group)
¢ Any other non-pharmacological intervention
e Combinations of the above
¢ Routes of administration (same drug or same drug class)
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Outcomes

Importance of
outcomes

Setting
Search strategy

Review strategy

Details

o NOTE Different dosages is not seen as a comparison of interest, given
that dosages vary often

e Pain (measured by a validated scale, such as FLACC, NIPS)

e Infant, children or young person'’s levels of distress

e Parents or carers’ levels of distress

o Adverse events, particularly opioid related:
o Constipation
o Nausea / vomiting
o ltching
o Urinary retention
o Fatigue
o Confusion
o Respiratory depression
o Unwanted levels of sedation

e Infant, children or young people quality of life (validated instrument,
such as PedQL)

e Parents or carer’s quality of life

e Control of other distressing symptoms (agitation, breathlessness, and
SO on)

e Proportion of children taken home/ re-admission to hospital/ admission
to hospice

¢ Critical outcomes for decision making:

¢ Pain (different ways of measuring pain depending on the age of the
child)

e Adverse events

e Infant, child or young person and Parents or carer’s quality of
life(validated instrument)

UK, primary, secondary care and tertiary care

Sources to be searched: Medline, Medline In-Process, CCTR, CDSR,

DARE, HTA, Embase.

Limits (for example date, study design): All study designs. Apply
standard animal/non-English language filters.

Supplementary search techniques: No supplementary search
techniques were used.

See appendix for full strategies (Appendix E:)
Appraisal of methodological quality:

e The methodological quality of each study will be assessed using the
appropriate checklist and the quality of the evidence for an outcome
(that is, across studies) will be assessed using GRADE.

Synthesis of data:

Meta-analysis will be conducted where appropriate.

For non-randomised studies, evidence from studies using multivariable

analysis will be considered in the first instance and only if there are none

available will studies with univariate analysis be considered.

Other considerations if there is sufficient data:

e Default MIDs will be used: 0.75 and 1.25 for dichotomous outcomes;
0.5 times SD for continuous outcomes.

e Record any considerations for continuous data for example if final and
change scores will be pooled and if any study reports both, the
method used in the majority of studies will be analysed.
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Equalities

Details

o If studies only report p-values, this information will be entered into
GRADE tables without an assessment of imprecision possible to be
made

No equality considerations over and above those stated in the equalities
impact form are identified for this topic.

D.152 Managing agitation

Item

Key issue in the
scope

Review question
in the scope

Review question

Objective

Language
Study design

Population and
directness

Stratified,
subgroup and
adjusted analyses

Details

The safe and effective management of distressing symptoms (such as pain
and respiratory distress)

What interventions are safe, and clinically cost-effective for managing pain
and other distressing symptoms associated with life-limiting conditions?

What pharmacological and non-pharmacological interventions (excluding
psychological) are effective for the management of agitation in infants,
children or young people with a life-limiting condition who are approaching the
end of life?

e The aim of this review is to assess the clinical effectiveness, the safety and
the cost-effectiveness of pharmacological and non-pharmacological
treatments for the management of agitation in infants, children or young
people with a life-limiting condition who are approaching the end of life.

English

We will include:

e Systematic reviews of RCTs

e Randomised controlled trials (RCTS) - including cross over RCTs

o Conference abstracts of RCTs (if full text papers are not available)

e Cohort studies (only if RCTs unavailable or limited data to inform decision
making)

e Uncontrolled studies (only if not other evidence is found)

¢ Before and after implementation or evaluation studies
We will exclude:
o Qualitative studies
e Case series and case reports
Infants, children and young people (up to age 18) with a life-limiting condition
who are approaching the last days of their life and who are experiencing
agitation.
This is aimed at the very end of life (days), (as recognised from the signs and
symptoms — in another review topic).
Population size and indirectness:
* No sample size specification
o As highlighted in the signs and symptoms protocol:
o up to 5 days will be direct population
o 6 days to 2 weeks will be indirect
o 2 to 4 weeks very indirect and will be considered on a case by case basis
only
Groups that will be reviewed and analysed separately:
o Neonates
o All other age groups
In the event of heterogeneity, the following subgroups will be considered:
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¢ Mechanisms/ causes of agitation
Delivery system
Route of administration
Type of agitation

Important confounders (when comparative observational studies are
included for interventional reviews)

e Severity of agitation
e Age
o Time before death
Intervention Pharmacological interventions, including:
e Benzodiazepines
o Midazolam
o Lorazepam
o Diazepam
o Clonazepam
Benzodiazepines
o Midazolam
o Lorazepam
o Diazepam
o Clonazepam
Neuroleptics
o Haloperidol
Levomepromazine
Other sedatives
o Phenaobarbital
o Chloral hydrate
¢ Beta-blockers/ Propanolol?
Non-pharmacological interventions, including:

¢ Soothing / comforting methods such as, calming voice, gentle touch or
provision of familiar objects

e Music
e Communication aids
e Massage

o If in danger of harming himself / herself- physical restraints (such as when
agitated movements might dislodge a central line or a tracheal airway)

o Other methods of distraction
e Play
e Functional assessment of environmental trigger
Comparison ¢ Placebo
* No treatment / usual care
e Cross comparisons between any of the above (within group and between

group)
e Combinations of the above

e Routes of administration (same drug or same drug class)
Outcomes e Reduction of agitation

¢ Infant, child or young person’s levels of distress alleviated

e Parents or carers’ levels of distress alleviated

e Infant, child or young person’s (health-related) quality of life

e Parents or carers’ quality of life

o Infant, child or young person’s satisfaction
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Importance of

outcomes

Setting
Search strategy

Review strategy

Equalities

Details
e Parents or carer’s satisfaction (also retrospective)
o Adverse events, including unwanted levels of sedation
O
Critical outcomes for decision making:
¢ Reduction of agitation
¢ Infant, child or young person’s levels of distress
¢ Infant, child or young person’s (health-related) quality of life
UK, primary, secondary care and tertiary care
Sources to be searched: Medline, Medline In-Process, CCTR, CDSR, DARE,
HTA, Embase.

Limits (for example date, study design): All study designs. Apply standard
animal/non-English language filters.

Supplementary search techniques: No supplementary search techniques
were used.

See appendix for full strategies (Appendix E:)

Appraisal of methodological quality:

e The methodological quality of each study will be assessed using the
appropriate checklist and the quality of the evidence for an outcome (that is,
across studies) will be assessed using GRADE.

Synthesis of data:

Meta-analysis will be conducted where appropriate.

For non-randomised studies, evidence from studies using multivariable

analysis will be considered in the first instance and only if there are none

available will studies with univariate analysis be considered.

Other considerations if there is sufficient data:

o Default MIDs will be used: 0.75 and 1.25 for dichotomous outcomes; 0.5
times SD for continuous outcomes.

¢ Record any considerations for continuous data for example if final and
change scores will be pooled and if any study reports both, the method
used in the majority of studies will be analysed.

o If studies only report p-values, this information will be entered into GRADE
tables without an assessment of imprecision possible to be made

No equality considerations over and above those stated in the equalities
impact form are identified for this topic.

D.163 Managing respiratory distress

Iltem

Key issue in the
scope

Review question in
the scope

Review question

Objective

Details

The safe and effective management of distressing symptoms (such as
pain and respiratory distress)

What interventions are safe, and clinically cost-effective for managing
pain and other distressing symptoms associated with life-limiting
conditions?

What pharmacological and non-pharmacological interventions (excluding
psychological) are effective for the management of respiratory distress in
infants, children or young people with a life-limiting condition who are
approaching the end of life?

e The aim of this review is to assess the clinical effectiveness, the safety
and the cost-effectiveness of pharmacological and non-pharmacological

© National Institute of Health and Care Excellence 2016

90



End of life care for infants, children and young people: planning and management

Review protocol

ltem

Language
Study design

Population and
directness

Stratified, subgroup
and adjusted
analyses

Intervention

Details

treatments for the management of respiratory distress in Infant, child or
young people with a LLC who are approaching the end of life.

English

We will include:

e Systematic reviews of RCTs

e Randomised controlled trials (RCTS) - including cross over RCTs
e Conference abstracts of RCTs (if full text papers are not available)

e C Cohort studies (only if RCTs unavailable or limited data to inform
decision making)]

¢ Uncontrolled studies (only if not other evidence is found)

We will exclude:

¢ Qualitative studies

e Case series and case reports

Infant, child or young person (up to age 18) with a life-limiting condition
who are approaching the last days of their life and who are experiencing
respiratory distress.

This is aimed at the very end of life (days), (as recognised from the signs
and symptoms — in another review topic).

Population size and indirectness:
¢ No sample size specification
¢ As highlighted in the signs and symptoms protocol:
o up to 5 days will be direct population
o 6 days to 2 weeks will be indirect
o 2 to 4 weeks very indirect and will be considered on a case by case
basis only
Groups that will be reviewed and analysed separately:
o Neonates
¢ Infants (> 28 days), children and young people

In the event of heterogeneity, the following subgroups will be
considered:

e Mechanisms/ causes of respiratory distress
e Type of respiratory distress (dyspnoea...)

¢ Prior conditions leading to shortness of breath (such as asthma, cystic
fibrosis...)

¢ Delivery system
e Route of administration

Important confounders (when comparative observational studies are
included for interventional reviews)

e Severity of respiratory distress
e Time before death
o Age
Pharmacological interventions, including:
e Diuretics for fluid overload/ pulmonary oedema
o Furosemide
e Anti- secretory agents
o Hyoscine hydrobromide/ Scopolamine hydrobromide
o Atropine
o Glycopyrronium Bromide (previously known as Glycopyrrolate)
e Bronchodilatators
o Salbutamol
o Ipratopium bromide
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Comparison

Outcomes

Importance of
outcomes

Setting
Search strategy

Review strategy

Details
e Inhaled steroids
¢ Nebulised saline
e Sedative and anxiolytic agents:
o Opioids
o Benzodiazepines
e Oxygen
Non-pharmacological interventions, including:
e Repositioning
e Fans and opening windows
e Square breathing (breathing technigues)
e Chest physiotherapy
e Mechanical airway suctioning
¢ Non-invasive ventilation (BIPAP, CPAP)

e Placebo
e No treatment/ usual care

e Cross comparisons between any of the above (within group and
between group)

e Combinations of the above
¢ Routes of administration (same drug or same drug class)

¢ Objective and subjective signs of respiratory distress alleviated
e Infant, child or young person’s levels of distress alleviated

e Parents or carers’ levels of distress alleviated

e Infant, child or young person’s (health-related) quality of life

e Parents or carers’ quality of life

e Infant, child or young person’s satisfaction

e Parents or carers’ satisfaction (also retrospective)

e The number of different types of interventions (including varying doses
and types of anticholinergics) needed to change noise intensity.

o Adverse effects, including unwanted levels of sedation

¢ Critical outcomes for decision making:

e Infant, child or young person’s subjective distress alleviated

¢ Objective and subjective signs of respiratory distress alleviated

e Parents or carers’ distress alleviated

UK, primary, secondary care and tertiary care

Sources to be searched: Medline, Medline In-Process, CCTR, CDSR,
DARE, HTA, Embase.

Limits (for example date, study design): All study designs. Apply standard
animal/non-English language filters.

Supplementary search techniques: No supplementary search techniques
were used.

See appendix for full strategies (Appendix E:)
Appraisal of methodological quality:

e The methodological quality of each study will be assessed using the
appropriate checklist and the quality of the evidence for an outcome
(that is, across studies) will be assessed using GRADE.

Synthesis of data:

Meta-analysis will be conducted where appropriate.

For non-randomised studies, evidence from studies using multivariable

analysis will be considered in the first instance and only if there are none

available will studies with univariate analysis be considered.
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Equalities

Details

Other considerations if there is sufficient data:

e Default MIDs will be used: 0.75 and 1.25 for dichotomous outcomes;
0.5 times SD for continuous outcomes.

e Record any considerations for continuous data for example if final and
change scores will be pooled and if any study reports both, the method
used in the majority of studies will be analysed.

o If studies only report p-values, this information will be entered into
GRADE tables without an assessment of imprecision possible to be
made

No equality considerations over and above those stated in the equalities

impact form are identified for this topic.

D.173 Managing seizures

Iltem

Key issue in the
scope

Review question in
the scope

Review question

Objective

Language
Study design

Population and
directness

Details
The safe and effective management of distressing symptoms (such as
pain and respiratory distress)

What interventions are safe, and clinically cost-effective for managing pain
and other distressing symptoms associated with life-limiting conditions?

What pharmacological and non-pharmacological (excluding psychological)
interventions are effective for the management of seizures in infants
children or young people with a life-limiting condition who are approaching
the end of life?

e The aim of this review is to assess the clinical effectiveness, the safety
and the cost-