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Foreword

Foreword by Professor Martyn Partridge

There are no grounds for complacency with regards to asthma.
The United Kingdom has the highest prevalence of asthma in
the world. For many people, asthma is a lifelong condition,
since it often develops in childhood. Levels of morbidity in
children and young people remain high, with large numbers
continuing to report having symptoms during daily activity

and disturbed sleep at night, and a significant number having
asthma attacks. Many are not achieving the goal of asthma
management, which is to lead lives free of symptoms, despite
the availability of well-constructed guidelines and good
medicines. Some parameters have shown a recent plateauing
suggesting that improvements are not being maintained and
information regarding equalities in healthcare suggest that
significant differences in outcomes exist between geographical
areas. If we are to control this on-going burden of asthma we
need to look in detail at the services available for children and
young people with asthma to ensure optimal configuration of
care and services suitable for all. This document is designed to
provide information for all who are involved in commissioning
and delivering care for children and young people with asthma,
so that they can work alongside clinicians, young people,
children and their parents to improve outcomes.

Professor Martyn Partridge
Professor of Respiratory Medicine,
Imperial College London
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Executive summary

Asthma is a long-term condition — one that cannot be
cured, but for most children and young people, it can be
effectively managed. People with asthma live with their
condition and should be the primary decision makers in
managing their own health and healthcare as soon as they
are old enough to do so. Clinicians should be supporting
children and young people and their families to make the
right choices to manage their own asthma, by giving them
information about their condition and providing clinical
expertise. Asthma varies from day to day and from person
to person, so its daily management is not a straightforward
process. Children and young people need help getting

to recognise when their asthma is worsening and when
they need access to the expertise of the NHS. When they
do have contact with a healthcare professional, the aim
must be to make the interaction as productive as possible
and this means within a partnership of care based upon a
process of shared decision making. Inputs of care must
also be integrated across the traditional boundaries of
hospital and community based services. Everyone involved
in designing, commissioning or providing services for
children and young people with asthma should ensure that
services are designed with these principles in mind.

A child-centred service and shared decision
making with children/young people and their
parents

A collaborative approach to asthma care, where clinicians
and children/young people and their parents share decision
making, has been shown to deliver improved outcomes in
asthma management, by increasing their confidence to deal
with their condition, and improving their self-management
skills. Commissioners should actively involve families in the
development of services.

Preventing asthma

The causes of asthma are not yet well understood, so
preventing asthma from developing is not possible. Efforts
should go into encouraging breastfeeding, supporting
pregnant women to quit smoking, and reducing the impact of
environmental smoke.

Accurate and timely diagnosis

Commissioners should ensure clinicians are adequately skilled
to make an accurate diagnosis of asthma, and have access to
the required diagnostic facilities and expertise.

Information for children/young people and their
parents

Age appropriate information tailored for individual children and
young people with asthma, and their families is important to
support them at all life stages, so they can be active participants
in their care and lead lives free from symptoms.

© PCC2013



Supporting self management

Commissioners should ensure that children and young people
are supported to manage their own asthma, wherever possible,
using appropriate media, since there is Grade A evidence that
effective self-management can improve outcomes of care.

Structured review by asthma trained clinicians
Commissioners should ensure that high-quality structured
reviews are being undertaken with children and young people
by staff with asthma training, that QOF exception rates are low,
and that age-appropriate tools for monitoring control are used.

Optimising medication

For children and young people to derive optimum benefit
from their medicines and use their inhalers effectively,
commissioners, clinicians and pharmacists need to work
together to actively audit all aspects of medicines usage to
ensure it is aligned with clinical guidelines, while minimising
wasteful use of medicines.

Allergy and asthma

The co-existence of allergies with asthma is common,
associated with higher risk, but is much neglected.
Commissioners could usefully review allergy services available
for children and young people with asthma and allergies, and
ensure there is adequate provision.

© PCC2013

Executive summary

Asthma at school and in childcare settings
Commissioners should work with local authorities, public health,
primary care and the school health service to create the most
supportive and enabling environment possible for children and
young people with asthma. They should help improve asthma
outcomes through school-based initiatives such as asthma-
friendly schools programmes.

Asthma in adolescents and transition to adult
services

As adolescents move towards adulthood and independence,
theirs can be a particularly challenging and high-risk group

in which to maintain good asthma control. It is important that
services and communication with them are organised in a
manner that engages them, meets their needs and encourages
them to take more responsibility for their asthma.

Risk assessment and at risk registers

Young people should be assessed for their risk of an attack,
and potential hospitalisation, and care tailored to their needs
accordingly so they remain well controlled and free from
symptoms.

Severe/difficult-to-control asthma

This group accounts for a large proportion of expenditure

on asthma. Commissioners should ensure that appropriate
services are available to support this small group to maintain
good asthma control, with referral to a comprehensive
multidisciplinary specialised service as appropriate.



Managing acute and life-threatening episodes
Managing acute attacks well requires well-trained staff in
emergency departments and other healthcare settings who
have access to paediatric respiratory specialist clinicians for
expertise and advice in managing acute asthma in children and
young people.

Avoiding hospital admissions and emergency
department attendances

Asthma is one of the most common reasons for acute
admissions in children so deserves a high priority if admission
rates are to be reduced, and the condition is to be well
controlled. Commissioners should expect to see primary and
secondary care and emergency services working collaboratively
to find ways of reducing admissions through high quality
continual management and early intervention to address
deterioration in control.

Following up acute episodes

Comprehensive and rapid follow up of children and young
people after hospital attendance is critical to avert future
episodes and should be specifically commissioned.

Finally, children are not ‘young adults’ but have their own clinical
and socio-psychological needs that must be met.

© PCC2013



Executive summary

There is a need for more on-going support

That was a really bad
attack - what’s happening
to me? I’'m so scared Dad . .

| know, | wish there
was someone you could |
talk to about this - NOW ) |

. raham@ogiliedesign.co.u

© PCC2013 7



Who is this document for?

This document focuses on the design of services for
children and young people with asthma. Delivering
excellent child-centred services requires co-operation and
partnership between clinicians, children’s professionals
in health and education, strategic leaders in local services
and children, young people and families.

The document is aimed at:

® Strategic leaders and commissioners: Locally, those who
lead on services for children and those leading on healthcare
services whether in clinical commissioning groups or area
teams, working closely together and engaging with clinicians in
tertiary (specialist services), secondary and primary care, public
health, health and wellbeing boards and the children and young
people with asthma, and their parents and carers

® Primary care: All healthcare professionals working in general
practices, community pharmacists and also non-clinical staff
(eg receptionists) who are often the first person a family will
encounter in an emergency. Primary care is the cornerstone of
child-centred asthma care

® Urgent care and hospital care: Everyone in emergency and
urgent care settings (emergency departments, ambulances,

out of hours, walk-in centres) who are involved in designing
and delivering services — whether for emergency, in-patient or
out-patient care, including administrative staff who are receiving
emergencies

® Community health providers: community health colleagues
should be involved in the design and delivery of services eg
school nurses, community matrons, health visitors, community
paediatricians

@ Other healthcare providers: staff in walk-in centres, GP-
led health centres, out-of-hours services providing support to
children and young people with asthma and their families

© PCC2013



Who is this document for?

® Schools, colleges and early years settings: Head
teachers, teachers, teaching assistants, nursery staff, school
secretaries and other support staff who may all have to support
children with deteriorating asthma, self management or an
acute attack

® Other adults in children’s lives: Adults supervising children
and young people outside of school — and before reaching
school age: sports coaches, nursery attendants, child-minders,
youth workers, clubs and associations etc. Social workers,
where appropriate.

© PCC2013



The vision for children and young people
with asthma

® All children and young people with asthma are able to lead
lives free from asthma symptoms

® Children, young people and families feel that care is
personalised to their needs, organised around them, and they
are active participants in their care

® Asthma is diagnosed early, accurately and comprehensively,
using age-appropriate tools and strategies

@ Children and young people are supported by their families,
early years settings and schools, as well as health services to
self manage their asthma, to receive regular structured review
and to have rapid access to appropriate services when control
deteriorates

® In the event of an acute attack, that control is regained as
quickly as possible, and the child/ young person is supported to
avoid future loss of control

® Deaths from asthma in children and young people are
prevented

® Variations in the quality of care across the country are
explored, addressed and minimised.

This document sets out how commissioners and clinicians can
work together towards achieving this vision for young people
from birth to age 19.
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The vision for children and young people with asthma

"| want to live my LIFE!" Be careful . J

Don’t go out -
sit in the corner. .

keep calm ..

Stob it, don’t wrap me
in cotton wool - | want
to GET ON with things!

graham@ogilviedesign.co.u

© PCC2013 "



Why do we need to improve outcomes for
children and young people with asthma?

12

The UK has the highest prevalence of asthma in the world’
and asthma is the most common long-term condition in
children and young people.

® Asthma accounts for nearly one third of all long term
childhood illnesses?

® Around a million children in the UK have asthma — an average
of two children with asthma in every classroom across the
country

® The National Institute for Health and Care Excellence (NICE)
estimates that between 17% and 23% of children in the UK
have asthma. More conservative figures come from the Health
Survey for England, which found that 11% boys and 8% girls
have asthma.

Mortality rates for asthma are higher in the UK than in
many other European countries.

® There were 12 deaths from asthma among children aged 14
or under in England in 2010.

® Yet it is widely believed that there are preventable factors in
90% of deaths.

There were 24,744 emergency admissions for asthma
among children in England in 2009/10.4

® The Respiratory Atlas of Variation highlighted the 19-

fold variation between PCTs in the number of emergency
admissions for asthma in children, which is not fully explained
by socioeconomic variation

® There is also up to five-fold variation between general
practices within CCGs

® Transitional age young people, aged 16 to 19, are much more
likely to be admitted to hospital with an asthma exacerbation
than other age groups and stay in hospital longer when they
are.

The goal of freedom from asthma symptoms is not being
met in many children and young people.

® 47% boys and 48% girls with asthma had experienced an
asthma attack in the previous 12 months

® 30% had experienced daytime symptoms in the previous
week

® 20% had had their sleep disturbed by asthma symptoms®

® 1 in 8 children under 15 with asthma symptoms experience
attacks so severe they can'’t speak.

There are also significant indirect costs, beyond
healthcare, to the wider economy.

® A child with poorly controlled asthma is three times more
likely to take time off school, than a child whose condition is well
controlled. This poorer attendance is likely to have a detrimental
effect on their emotional wellbeing, as well as their educational
attainment

® Their carer is four times more likely to take time off work, with
a further effect on their own productivity.
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Why do we need to improve outcomes for children and young people with asthma?

Emergency admission rate for children with asthma
per population aged 0-17 years by PCT

Directly standardised rate 2010/11
Domain 2: Enhancing quality of life for people
with long-term conditions

Domain 3: Helping people to recover from episodes
of ill health or following injury

Lowest

Highest

© Crown Copyright. All rights reserved. DH 100020290. 2012
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Understanding the differences between
asthma in children and adults

14

While asthma is essentially the same condition in children
and adults, there are significant differences in the way
that asthma is diagnosed and treated. Children are not
little adults: children of different ages have different needs
and abilities and they respond to treatments in a different
way from adults. It is vital that commissioners recognise
the special physical, emotional and educational needs of
children with asthma and how they differ from those of
adults.

The main differences can be summarised as:

® Gender differences in prevalence: Up to puberty, there are
more males than females with asthma. At puberty, this reverses

® Partnership: Clinicians need to work in partnership with
parents if young children are to be free from symptoms.
Education and partnership working must focus on both parent
and child, and as the child moves toward independence in
adolescence, the parent needs to be supported to pass control
to the young person

©® Developmental stage: Attention needs to be given to the
developmental stage of children and young people and all
aspects of care tailored accordingly

® Safeguarding issues: robust systems for safeguarding
children need to be in place. Concordance in children may be
poor and impact control of symptoms due to insufficient parental
supervision or understanding

@ Diagnosis: There are significant problems in diagnosing
asthma in children under the age of five, partly due to their
difficulty in performing the diagnostic tests, and partly because
viral wheezing illness can be confused with asthma. Many
children have episodes of wheezing, cough and difficulty
breathing, which are associated with viral upper respiratory tract
infections, but these symptoms are not persistent, and such
episodes often stop by school age

® Allergic component: It is more common for asthma to be
associated with allergies in children than in adults. And children
may have more than one allergic condition — such as eczema or
food allergy — alongside their asthma

© PCC2013



Understanding the differences between asthma in children and adults

® Treatment: While generally the same range of medications
is used in adults and children, the preferred delivery devices
may be different, doses may vary and the stepwise treatment
pathway varies

©® Emergency care: The British asthma guideline outlines
different approaches to emergency care in children under two,
2-5 and over five years of age

® Adolescence: Symptoms may reduce or disappear
altogether in adolescence, yet these people should be apprised
of the risk of asthma returning again in later life, sometimes
after years of apparent improvement

® Deaths: Deaths from asthma are relatively uncommon in
children and young people. Less than 35% of the deaths from
asthma are in the under-75 age group, (352 deaths in 2010 for
England and Wales) and, of these, only 18 were under 20 years
of age (1.78%).

© PCC2013
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The policy context

DOMAIN 1

Preventing
people from

dying
prematurely

AT
asthma

Accurate and
timely diagnosis

Asthma in the
workplace

16

NHS outcomes framework

DOMAIN 2

Enhancing
quality of life
for people with
long-term
conditions

Patient-centred,
shared decision
making

Supporting self
management

Information for
patients

Structured review

Optimising
medication

Risk assessment

and at-risk registers
Smoking cessation

Asthma and
mental health

DOMAIN 3
Helping people
to recover from

episodes of ill

health or
following injury

Managing acute
episodes
Avoiding hospital
episodes

Follow up after
acute episodes

DOMAIN 4

Ensuring that
people have
a positive
experience

DOMAIN 5
Treating and caring
for people in a safe

environment and
protecting them

of care from avoidable harm

Severe/brittle/
difficult asthma
Optimising
medication

Patient-centred,
service and
shared decision
making

Information for
patients

Supporting self
management

What this means for asthma care

The mandate from government to NHS England
This sets out the objectives for the NHS and highlights the
areas of health and care where the government expects to see
improvements.

® Preventing people from dying prematurely
® Enhancing quality of life for people with long-term conditions

® Helping people to recover from episodes of ill health or
following injury

® Ensuring that people have a positive experience of care

® Treating and caring for people in a safe environment and
protecting them from avoidable harm.

What this means for children and young people is that the NHS
will work with other agencies to promote health and wellbeing in
a joined-up approach, to give them the best start in life.

The outcomes frameworks

Since 2010, the DH has published three outcomes frameworks,
one for each part of the health and care system. The outcomes
framework for public health, adult social care and the NHS
include the outcomes for health and care that matter most to

all of us, including children, young people and their parents. As
one of the primary mechanisms by which the health and care
system is held to account, they will act as a focus for action and
improvement.

© PCC2013



The policy context

NHS Outcomes Framework’
The NHS Outcomes Framework 2013— THE CCG OUTCOMES
14 includes measurable outcomes to A
demonstrate improvement in critical
areas: for example in infant and perinatal
mortality, and through better support to ©
children and young people with asthma, N»mm
diabetes and epilepsy.

A number of improvements recommended
by the forum have now been included in , pee

the NHS Outcomes Framework 2013—-14:

® A new indicator to measure potential years of life lost for
children and young people

® A new indicator to measure cancer survival for children
® All data will be presented in five-year age bands up to 25 to

enable effective transition to be monitored.

Public Health Outcomes Framework:?

The Public Health Outcomes Framework

details the broad range of opportunities ST
to improve and protect health across the | cu peaze e
life course and to reduce inequalities in Qe |m
health that still persist. The framework is |
focused on two high-level outcomes to be
achieved across the public health system
and beyond. They are:

ADCS

[NHS]
Health Education England

healthwatch § PRt Bty
X ®WAL Royal College
B s, Vi s
RePcH (G oo COEED

Public Health
England

® Increased healthy life expectancy

® Reduced differences in life expectancy
and healthy life expectancy between communities.

© PCC2013

The CCG Outcomes Indicator Set?
The aim of the CCG Outcomes Indicator
Set is to support clinical commissioning
groups (CCGs) and health and wellbeing
partners in improving health outcomes by
providing comparative information on the
quality of health services commissioned by
CCGs and the associated health outcomes.
It will cover a balanced range of indicators, | .22  pi® o
reflecting each of the five domains of the
NHS Outcomes Framework, including
clinical effectiveness, patient experience and patient safety.

outcomes framework (QOF)

Guidan

Quality standard for asthma

NICE has developed a quality standard for asthma to cover
people of all ages. Eleven statements encapsulate the most
important points from the British asthma guideline, and these
focus on some of the areas of current weakness in asthma
management. Commissioners can use the quality standard

in their contracts, to drive improvements in quality and
providers can use the quality standard as a benchmark against
which to provide best practice care. A guide specifically for
commissioners accompanies the quality standard and provides
some guideline costs for implementation. See Annex C

Quality and Outcomes Framework (QOF) for asthma
There are currently four asthma indicators in QOF that relate to
children to varying degrees. '°All children receiving medication
for asthma should be on an asthma register, all on register
should have an assessment of their asthma control using a
recognised tool, those over 8years old should have had their
diagnosis confirmed, and 14-19 year olds should have their
smoking status recorded.

17
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An outcomes strategy for COPD (NS
and asthma: NHS companion
document™

This strategy includes a chapter on COPD and Asthimar 3y for

NHS Companion Document

improving asthma outcomes and
identifies key areas to focus on under
the five NHS England domain headings.
This echoes many of the key areas
highlighted in this Good Practice Guide
for Children and Young People.

Children and Young People’s
Health Outcomes Forum?'?

In January 2012, the then secretary of
state for health established the Children | #erortor e cioren

and Young People’s Health Outcomes OUTCOMES FORUM
Forum to:

® |[dentify the health outcomes that
matter most for children and young
people

® Consider how well these are supported
by the NHS and Public Health Outcomes Frameworks, and
make recommendations; and

® Set out the contribution that each part of the new health
system needs to make in order that these health outcomes are
achieved.

The Forum'’s report highlighted two key messages:

® Too many health outcomes for children and young people are
poor and for many this is related to failures of care

® There is substantial and unexplained variation in many
aspects of children’s healthcare. The UK is worse than many
other countries in Europe for many outcomes that could

be improved through better healthcare and preventative
interventions.

They recommended four new outcome indicators for inclusion
within the NHS outcomes framework — all of which would
benefit children and young people with asthma:

® Time from first NHS presentation to diagnosis or start of
treatment

® Integrated care — developing a new composite measure
® Effective transition from children’s to adult services

® Age-appropriate services — with particular reference to
teenagers.

© PCC2013



Improving children and young
people’s health outcomes - a
system-wide response

The Government published its response
to the Forum: Better Health Outcomes For
Children And Young People: Our Pledge'?
and Improving Children And Young
People’s Health Outcomes: A system

Improving Children and Young
People’s Health Outcomes:
a system wide response

wide response in February 2013. “The
importance of supporting children with long

term conditions was highlighted in the third

ambition for the pledge — ‘Good mental and physical health and
early interventions, including for children and young people with

long-term conditions, will be of equal importance to

caring for those who become acutely unwell.’

Specialised services for difficult
to control/ severe paediatric
asthma

While most children and young people
with asthma will be managed in primary
care with some input from secondary care,
there is a small proportion with asthma
that is very difficult to control. This group
will be covered by specialised services as
outlined in specification 128 in the manual

Commissioning Board

for prescribed specialised services's and

will be managed by specialised services in tertiary care.

© PCC2013

Facing the Future - Royal College
for Paediatrics and Child Health
(RCPCH)

This is a suite of publications under the
banner Facing the Future, which sets
out standards of care in paediatrics
(2010), what is required to deliver these
standards, and most recently, an audit
of the extent to which these standards
are being met. (April 2013)'6 Its focus is
on the capacity and staffing required to

The policy context

meet the desired standards, and may therefore be useful for

commissioners of paediatric services.

You’re welcome - quality criteria for young people

friendly health services

The Department of Health published this 10-point guide to

making health services more accessible and sympathetic to
young people in 2011. It covers the importance of involving
young people in the design of health services, of supporting
them as they move from paediatric to adult services, and of

supporting those with long-term health issues.
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Respiratory Atlas of Variation' o Bl
Published in September 2012, the A

Respiratory Atlas highlights considerable
variation in respiratory services across
England. Map 14 shows that there is a
19-fold variation between PCTs in the
emergency admission rates for children
with asthma. It proposes that this may be
due to suboptimal symptom management
in the community, suboptimal
management in emergency departments,
and variation in admission criteria between centres or
clinicians. Fig 14.2 also indicates that deprivation may be
linked to admissions rates for children with asthma. Case study
eight shows how one area used pharmacists to undertake
Medicines Use Reviews (MURs) to address issues of control.
Guidance is given to commissioners for how to address a high
admission rate.

NHS Allas of Variation in Healthcare
for People with Respi

RightCar”

National review of asthma deaths’®

In the first project of its kind, this review is designed to learn
more about why so many people still die from asthma in the
UK. From February 2012 to March 2013, every death from
asthma across the UK was systematically investigated. Results
are expected in early 2014, which may contribute to our
understanding of how to avoid and manage acute attacks. The
number of deaths from asthma in England each year has been
at a plateau of around 1,000 for several years, with up to 30
deaths in the under 25 age group.
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The policy context
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Role of commissioners in improving outcomes for childr
and young people with asthma

Commissioners need to be working towards the goal of
asthma management just as clinicians and patients are.

By working towards freedom from symptoms for patients,

they should be able to reduce emergency department
attendances and asthma admissions, manage the cost of

medication, and achieve improved patient experience and

quality of life for the patient.

‘The NHS and social care have been designed around the system,
rather than the individual. To children, young people and their families,
that system feels fragmented and often means they have to tell their
story repeatedly, striving unsuccessfully to be heard and get the
properly joined-up care they need. Designing and planning health

and healthcare round the needs of the individual child or young

person, taking account of their changing needs over time, will improve
their experience of the service and their health outcomes — not just

at a point in time, but for the longer term — and improve their lives
enormously.’

From report of Children and Young People’s Health Outcomes Forum

What do commissioners need to know to design
a good asthma service for children and young
people?

® What asthma care looks like locally. Their local figures and
geographical context for prevalence, consultations, attendances
in emergency departments, admissions and readmissions,
deaths, cost of care, cost of prescribing, smoking prevalence
rates and how these vary from national and/or similar areas.
These data should be available from:

The local public health observatory

The Respiratory Atlas of Variation, and Children and Young
People’s Atlas of Variation'®

INHALE (Interactive health atlas for lung conditions in
England) is a repository of valuable information on respiratory
disease which can be interrogated at PCT level20

The disease management information toolkit for asthma
in children was developed by ChiMat and is a useful tool for
commissioners to assess the impact of asthma locally.?!

® What the main challenges/weaknesses/issues are in
managing asthma locally — such as access to care during flare
ups, care provided in emergency departments and on wards,
speed and content of follow up after exacerbation, competence/
training of health professionals conducting reviews, education/
self management support, education/ healthcare interface

® What the clinical guidelines say about best practice — the
quality standard sums up the key areas for attention in 11
statements

® How these translate into service needs for people with
asthma

© PCC2013



Role of commissioners in improving outcomes for children and young people with asthma

® The experience and expectations of people with asthma and
their carers: people with asthma should be invited to become
involved in the design and evaluation of asthma services

® Levers for change — the national and local levers that
are available to them to drive improvements in quality and
outcomes of services

® |t is important that commissioners work closely with local
authorities, particularly since local authorities have a new role.
From April 2013, local authorities are statutorily responsible

for delivering and commissioning public health services

for children and young people aged 5-19. This will include
providing prevention and early intervention services, delivering
the Healthy Child Programme and addressing key public health
issues such as sexual health, emotional health and wellbeing
issues, obesity, drug, alcohol and tobacco misuse.??

The checklist in annex A outlines what a good service should

look like. It should support leaders to determine how they are
doing and where to focus improvement efforts.

© PCC2013

Example of good practice

Yorkshire and Humber Children and Young
People’s (CYP) Asthma Impact Project July
2012-March 2013 - phase 2 — Commissioning
for Better Outcomes

To influence effective local practice it was
important to assist the commissioners to
understand their local picture and what level
of intervention was needed. This included
providing the context; background, the aims,
goals and purpose, the available research as
well as evidence (national and local) relevant
to improving asthma outcomes. ChiMat was
commissioned to provide an analysis of a

range of data relating to hospital emergency
admissions for asthma in the under 18s. This
information was found to be invaluable to
PCTs. It included emergency admissions by
age, gender, ethnicity and potential costs
savings.

Each PCT was supported to identify their
priorities and their relative impact versus
the ease of implementation and the potential
gains in terms of health outcomes, CYP
experience and cost savings.

For further information contact: Pauline.
Dumble@caresolutionsyorkshire.com




How to use this guide

This publication is not about managing individual patients.
Instead it aims to identify the elements of good service that
people with asthma need, so that:

® Commissioners know what a good service looks like and
commission it

® Providers can see what a good service should include and
deliver it.

This good practice guide is not prescriptive about where care
happens, (unless there is clear evidence in the guidelines), so
the content will be of value to people commissioning services
from secondary care, those considering the services that
primary care and pharmacy provide, and public health and local
authorities in the context of their role in providing prevention
and early intervention services.

This publication has been organised around key headings,
which set out:

® What the clinical guidelines say about best practice relevant
to service design and delivery. The SIGN/BTS asthma guideline
2012 is the source of this material unless otherwise specified??

® \What the evidence tells us — either from literature or from
other studies, audits and surveys on current patterns of care in
the NHS and other healthcare systems

® What this means for those designing, commissioning and
providing services

® Relevant examples of good practice.

At the end there is a checklist of good practice points that
commissioners and providers can use to benchmark their own
locality or service against. (Annex A)

This document has been organised around areas of weakness
in asthma care, which if addressed, could make a significant
impact in improving outcomes for people who live with this
condition. These are the areas that commissioners and anyone
involved in service design should focus on. They are closely
aligned with the 11 statements of the NICE asthma quality
standard (annex C), and these statements are highlighted in the
relevant chapters. There is excellent evidence for these areas
and clear guidance in the SIGN/BTS guidelines, yet they are not
being translated into practice. It is these areas that this good
practice guide will focus on.

Clinical
guidelines

Implications for
service design

and commissioning

Evidence - clinical
research, patient
experience and
real world data
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Guidance on good practice: How to use this guide

The care pathway
The sections follow broadly in the order of the asthma pathway shown here.

R LTI

Ongoing support

Child/young person has
treatment initiated

e EEEEEEEEEEEsEEEEEEEE R,

Urgent need for healthcare

Child/young person has
unscheduled intervention

Child/young person
presents...

Child/young person has

P
(EELLEE LTS

regular reviews

EEmEEE ..
P

L TR d

Child/young person is

diagnosed with asthma Exacerbation!

with symptons
suggestive of
asthma(cough,
chest tightness,
wheezing
or breathness
characteristically
worse at night or
in early morning.

What patients
can expect

Access to healthcare
staff with appropriate
asthma training.

Investigation &
diagnosis are
comprehensive and
appropriate for
age of young person

Making a diagnosis
of asthma may require
repeated visi
over time.

Expert opinion is
available if necessary.

Self-management
and support

Child and parent/carers
have opportunity to
express any concerns
or ask questions and
their understanding
of diagnosis should
be checked.

Schools and others

Are aware of symptoms
and alert parents to
any symptoms.

What patients
can expect

Medi
according to the British
Asthma Guidelines.

Start at the step
appropriate to
the symptoms.

Options for inhaler
devices are discussed
with child/parent and a
choice is made together.

Inhaler technique is
demonstrated and
taught.

Personal Asthma
Action Plan (PAAP)
is offered and issued.

Self-management
and support

Children, young people
and parents are offered
appropriate simple
information about
treatments and
necessary lifestyle
changes.

Families should be given
contact information for
all local services
including out-of-hours
services and NHS Direct.

Families should be
given website address
of Asthma UK.

Schools and others

Schools are aware of
the presence and content
of a PAAP.

What patients
can expect

Regular review includes:

« Assessment of control

« Assessment of inhaler
usage and compliance.

« Agreement of any
changes to treatment

« Review and revision
of PAAP as necessary.

Self-management
and support

Discussion of
self-management
approaches as part
of wider review.

Specific support given
in areas that children,
young people or
parents/carere identify.

Young people may
value taking a‘buddy’
to their review.

Schools and others

When control is sub
optimal helpful
information is obtainable
from the school.

What patients
can expect

Any unscheduled
intervention must be
followed up with a
review to check that
control has been
regained and if not -
adjust treatment
and review self
management plan.

What patients
can expect

Rapid access to
competent emergency
intervention 24/7 - as
close to home as
possible when
symptoms do not
respond to usual
treatment. Whether in
primary care, out of
hours, emergency
dept, walk in centre.

Self-management
and support

Response to an
exacerbation as
recommended within
the PAAP.

Praise offered in
cases of optimal
self-management.

Schools and others

Response to exacerbation
based on staff training
and individual child’s
PAAP.

Support child or young
person when they come
back to school.
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One of the key messages within the Report of the Children and
young people’s health outcomes forum was:

‘Children, young people and their families really struggle to get
their voices heard and to be involved in decisions about their
own health. This makes it difficult for them to take responsibility
for their treatment and care.’

Children and young people reported that they want:

® To have a say and to be listened to in decisions about their
health, and to take a lead where able

® Health staff to show respect and recognition of their right to
be involved in decisions about their health and care

® To give their own views about their health needs and the
care they receive.

This theme is reiterated throughout the document, stressing
the need for high quality services that are co-ordinated around
individual and family need, and emphasising the importance of
a collaborative approach and shared decision-making.

The government supports the development of programmes to
allow children and their families to self manage and be fully
informed about health related issues by ensuring that they are
provided with the information they need to lead a healthy life.
In February 2013, the encouraged a wide range of healthcare
organisations to sign up to a commitment to improve outcomes
for children and young people - its first ambition was:
‘Children, young people and their families will be at the heart of
decision-making, with the health outcomes that matter most to
them taking priority.’2*

A child-centred service and shared decision-making with
children/young people and their parents

Involving parents and children, and young people actively in the
diagnosis and management of asthma is essential. Most of the
time, they will be managing on their own, so it is key that they/
their parents understand the condition, how it affects them as
an individual, and how to control symptoms effectively so that
they can live symptom-free lives. Shared decision making in
healthcare requires a mutual partnership between the clinician,
and the parents and young children, or the young person.
Sharing decision-making in asthma is associated with improved
outcomes by increasing their confidence to deal with their
condition, and improving their self-management skills. Specific
skills and tools to use with school age children include visual
aids; turn taking, clarifying communication and role modelling.
The goal is to change a two-way discussion between clinician
and parent into a genuine three-way discussion.?5

The British asthma guideline is clear that reviewing patients
using a patient centred style of consultation can lead to

OUR opinions are vital

WHO are
the experts
on Asthma"

improved outcomes.
It’s people who
HAVE asthma

graham@ogilviedesign.co.uk]
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Children and young people with asthma should not just be
considered as service users but also as co-creators throughout
the commissioning cycle, particularly in planning and reviewing
services. In practice, this means:

Asking children/parents and young people about the quality
of local asthma services

Inviting children/parents and young people to plan, develop
and monitor asthma services in their area

Consulting with and inviting children/parents and young
people to become members of respiratory working groups to
improve local asthma services

Involving children/parents and young people in creating care
pathways, so their perspectives are central to the process

All involved in designing services for people with asthma
ensuring that children/parents and young people are treated as
equal and expert partners with their healthcare professional at
each stage of their treatment and care.

The RCPCH document Not Just a Phase: A Guide to the
Participation of Children and Young People in Health Services
gives practical advice on how to encourage participation of
children and young people at different levels of service design
and care provision.

Service leaders should develop a culture of participation
within their organisation.

© PCC2013

The participation of children and young people should be
evaluated systematically and the outcomes shared with key
stakeholders. The contribution that children and young people
make should be valued and any successes celebrated.26

Commissioners should require providers to produce evidence of
joint decision-making, and should expect to find this in patients’
notes. In this context shared decision making involves:

Eliciting the child’s/parent’s or young person’s goals for
treatment

Determining the child’s/parent’s or young person'’s relative
priorities regarding symptom control and regimen convenience
Discussion of side effects

Cost of medications where relevant

Sharing with the child/parent or young person information
about available treatments (both devices and dosing)

The child/parent or young person and clinician then coming to
a mutual decision regarding the optimal treatment regimen.

Significantly enhanced concordance is seen with such
interventions and a reduced need for unscheduled health care.

27
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Preventing asthma

SUSCEPTIBILITY

Genetic factors
Early life factors
Changes in diet/ breast feeding
Maternal/passive smoking

Use of medication

Obesity/physical activity

Vaccination

Migration

ENVIRONMENT

Changes in home
environment
(moulds, cooking
methods, chemicals,
pets, allergens)

Changes in outdoor
environment

ASTHMA

Recommendations in clinical guidelines

® The guideline states there is little evidence for any strategies
for preventing asthma from developing in children, although
breast feeding may have a potential protective effect regarding
early asthma

® There is an increased risk of infant wheezing associated

with maternal smoking during pregnancy, which adversely
affects infant lung function. Early life exposure to environmental
tobacco smoke is associated with later persistent asthma.

What the evidence tells us

® Unfortunately, apart from the avoidance of occupational
sensitizers in adults, asthma cannot yet be prevented from
developing and cannot be cured. Asthma arises as a result of
an interaction between a susceptible host and a factor or factors
in the environment

® Maternal smoking during pregnancy appears to increase
the risk of wheeze and asthma among children who are not
exposed to maternal smoking after birth?”

® The major risk factors for childhood asthma are a family
history of asthma and allergies, early and persistent allergic
sensitisation to environmental allergens — including tobacco
smoke, and viral lower respiratory illnesses in early life28

@ Children with a predisposition to develop asthma may be
at greater risk of developing asthma during childhood if their
mother was overweight before their pregnancy.??
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What does this mean for commissioners and
service developers?

® There is no value in developing or commissioning
services designed to prevent asthma occurring (primary
prevention)

® However, all of the following represent good practice
and should be encouraged:

Breastfeeding where possible

Avoidance of smoking in the pregnant mother due to
adverse effects on foetal lung development

Avoidance of exposure of young children to tobacco
smoke, particularly in cars and the home. Evidence is
emerging of the impact of the English ban on smoking
in public places on emergency admissions in children,
and a paper from 2013 suggests that admissions in
children have reduced.3°

Although good practice, these cannot at present be

claimed to definitely reduce the risk of a child developing
asthma. More research is needed.

© PCC2013

Preventing asthma
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Accurate and timely diagnosis

Recommendations in clinical guidelines

® There are important differences between diagnosing asthma
in children and adults; age impacts on differential diagnosis,
natural history of wheezing ilinesses, ability to perform certain
investigations and their diagnostic value

® There is no single test to diagnose asthma. More rather than
less testing may be required, and in difficult cases, extra, more
sophisticated testing is worthwhile

® There is a well documented method for diagnosis of asthma
— based on the probability of the presenting symptoms being
asthma

® The initial assessment of children suspected of having
asthma should focus on the presence of key features in the
history and clinical examination — including age at presentation,
sex, severity and frequency of previous wheezing episodes,
coexistence of atopic disease, family history of atrophy,
abnormal lung function. Scoring systems such as the Asthma
Predictive Index (API) may be of benefit in quantifying these.
Alternative diagnoses should be carefully considered

® The basis for diagnosis should be recorded in patient notes,
as should the probability of an asthma diagnosis — high,
intermediate or low

® Repeated assessment and measurement may be necessary
before confirmatory evidence is achieved

® Primary care staff trained in asthma management deliver
improved diagnosis.

What the evidence tells us

® A prompt diagnosis is crucial to reducing the impact of
asthma on children and their families and yet making a definite
diagnosis of asthma can sometimes be difficult

® There is evidence of over-diagnosis, delayed diagnosis and
mistaken diagnosis of children with more serious disorders (eg
cystic fibrosis)

® The major risk factors for childhood asthma are a family
history of asthma and allergies, early and persistent allergic
sensitization to environmental allergens and wheezing caused
by viral lower respiratory illnesses in early life3

® Under fives: The diagnosis of asthma in children who cannot
do lung function tests (ie under five or six years of age) can be
challenging and may result in misdiagnosis. The challenge is
that there can be many causes of these symptoms (particularly
viral wheeze) in childhood

® Children under three with recurrent respiratory symptoms are
more likely than older children to have a diagnosis other than
asthma as a cause of their symptoms

® Some parents find the diagnosis of asthma difficult to
accept and some may find it difficult to understand. This is
particularly important to address when children are young, as
the responsibility for self-management relies on the parents
managing symptoms. Parents need to have support and
information as much as their children; this needs to be tailored
to their context, concerns and circumstances.

© PCC2013



What this means for commissioners and service
developers

The asthma quality standard highlights the importance
of accurate and high quality diagnosis.

Statement 1. People with newly diagnosed asthma are
diagnosed in accordance with BTS/SIGN guidance.

® Children over five should have access to a
comprehensive diagnostic service with all appropriate tests
as set out in the guideline

® Healthcare professionals in primary care should be
trained in asthma diagnosis and management, and be
competent in undertaking and interpreting quality assured
spirometry, in any setting where diagnosis takes place

® Healthcare professionals need to be aware and have an
understanding of differential diagnoses in children

® Comprehensive allergy testing services should be
available to establish whether a child has concomitant
allergies, since children with asthma have a higher risk of
associated allergic conditions such as eczema and allergic
rhinitis (see chapter on allergy)

® Auditing general practice records will help to establish
whether the probability of asthma (high, intermediate, low)
has been determined and the basis for diagnosis has been
recorded in the notes.

© PCC2013

Accurate and timely diagnosis

Examples of good practice

Video observation

Asthma symptoms are intermittent, and a child who was
badly short of breath and coughing at three in the morning
may be normal when seen at midday in a GP surgery.
However, technology is helping to overcome this. It is
increasingly common for parents to be able to film children
when they are having trouble breathing; this can provide
very useful information to clinicians. Children and their
families are excellent sources of innovative approaches to
diagnosis.

| was extremely scared when Sion was diagnosed with moderate
asthma at the age of one. However, | was given a full explanation
of what asthma is, how to recognise asthma symptoms, how to
avoid asthma triggers and how to use an inhaler.

Mother of 10 year old

Thomas was diagnosed with asthma in 2003 when he was three
years old, after repeated hospital admissions with severe coughs
and breathing problems. Having a son with severe asthma is
incredibly frightening and stressful, which is made worse when
health care professionals lack vital knowledge about the condition.
Sandra, mother of 8 year old
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Information for children/young people and their parents

Recommendations in clinical guidelines

® Every consultation is an opportunity to review, reinforce
and extend knowledge and skills of younger children and their
parents, or of older children

® Information for patients and families about how to recognise
and respond to loss of control or increasing symptoms is
essential

® Simple verbal and written instructions and information on
drug treatment should be provided to patients and parents

® Parents should be advised about the relationship between
cigarette smoke exposure and wheezy illnesses

@ Information for adolescents — written and oral — should
be personalised, rather than general and use non-medical
language that adolescents can understand.

Information can fundamentally improve our health, our
wellbeing, our care services and the outcomes of our care.
Improved information quality and information sharing

is critical to modernising care through raising the quality of
that care, improving outcomes and reducing inequalities,

as well as improving productivity and efficiency.

The power of information: FPutting all of us in control
of the health and care information we need
(The Information Strategy May 2012 )

32

What the evidence tells us

® Giving information is an important component of any
partnership approach to a long term condition, as set out in
Equity and Excellence: Liberating the NHS, and patients should
be given information according to their needs and preferences

® The need to give information to parents and children will exist
during investigations, at diagnosis and throughout the life of an
individual with asthma. However the type of information they
need may vary at these different stages, and certainly it will vary
as the child gets older

@ Information needs to be age appropriate, and ideally would
have the target age group involved in design of any materials
used to give information

® Giving information in isolation should usually be accompanied
by structured self management support, and shared decision
making about treatment

® Asthma UK reports that members of their children’s and
young people’s forum want:

Good, child friendly information about what is available and
how they can access it

To be able to receive information directly from health staff,
as well as from parents who are important providers and
translators of information.
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Information for children/young people and their parents

What does this mean for commissioners and
service developers?

® Provision of information should be built into every step of an
asthma care pathway, so there is discussion and agreement
about appropriate and consistent information for parents and
children

® Commissioners should expect providers to demonstrate that
they are providing parents and children with information tailored
to their asthma as an individual, which encourages them to be
active partners in their care

@ Clinicians should be providing information to patients in a
format appropriate and understandable to them, taking account
of issues such as language and levels of health literacy.32
Commissioners can expect to see evidence of this in clinical
practice. This sharing of information could include signposting
patients to a range of sources including:

Reputable organisations such as Asthma UK and the British
Lung Foundation

NHS sources such as NHS Choices
Relevant helplines
Self-management courses

Local self-support groups

Other community support resources, including local physical
activity groups

Voluntary sector organisations
Other sources of information about asthma.

© PCC2013

Examples of good practice

Using new media and technology to provide information

to parents and children can bring a fresh approach to
giving information. One example is an online support
group for parents of children with asthma. Parents received
information and reassurance from other parents in peer
support sessions. Parents appreciated the accessibility
and anonymity of the online support group. This innovative
online peer support intervention, informed by parents’
preferences, could be adapted for different cultural groups
or for specific types of asthma.33

Asthma UK has developed programmes such as Big Up
Your Chest (See chapter 18 — asthma in adolescents) and
My Asthma as educational initiatives for children and young
people, using innovative ways of communication such as
Facebook to engage young people in the media they are
familiar with.

The readability of materials is highly relevant to health
literacy, as adolescents cannot use information to
guide their choices about health behaviour if they fail to
understand information provided to them.

Manganello Health education research 2008
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Supporting self management

(See also chapter on information for children/young
people and their parents)

Recommendations in clinical guidelines

® Self-management plans have been recommended in asthma
guidelines since 1990 and are supported by grade A evidence.
They can decrease hospitalisation for and deaths from asthma

® Personalised action plans should be introduced as part of a
structured educational discussion

® Children and young people with asthma should be offered
self-management advice on that is age-appropriate, that
focuses on individual needs and is reinforced by a written
personalised action plan

® Clinicians need to educate and empower adolescents to
manage as much of their asthma care as they are capable
of doing while supporting parents to gradually hand over
responsibility for management to their child

® Innovative approaches to self-management advice in
teenagers (web-based, in groups, peer-delivered within
schools) appear to have more success than more traditional
programmes

® A hospital admission represents a window of opportunity to
review and reinforce self-management skills. Before hospital
discharge, patients should receive written personalised
action plans, given by clinicians with expertise in asthma
management.

What the evidence tells us

® Educational programmes for the self management of asthma

in children and adolescents improve lung function and feelings of
self control, reduce absenteeism from school, number of days with
restricted activity, number of visits to an emergency department,
and possibly number of disturbed nights. Educational programmes
should be considered a part of the routine care of young people
with asthma34

® Learning self-management strategies related to asthma
prevention or attack management can help improve children’s
lung function and feelings of self-control, as well as reduce school
absences and days of restricted activity and decrease emergency
department attendances3®

® Educational interventions for children who have attended the
emergency department for asthma lowers the risk of the need for
future emergency department visits and hospital admissions. A
Cochrane review looked at studies which compared usual care for
asthma to more intensive educational programmes and the results
showed a statistically significant reduction in the treatment groups
needing subsequent emergency department visits or hospital
admissions3¢

® |n general, self-management advice works well for persons
with moderate to severe asthma as well as for those with mild to
moderate asthma3”

® Several studies have confirmed that asthma specialist nurse
support of school-age children at or shortly after hospital
attendance improves symptom control, self-management and re-
attendance rates®®
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Schools can be a setting for children and young people to
learn skills in self management — potentially mediated by a
trained community health worker, not a health professional,
and in groups or individual. This approach can improve
knowledge of asthma, self-efficacy, and self-management
behaviours3940

Self management is a cost effective intervention for all
children and young people*!

Yet many children and young people with asthma do not
have a written self-management plan.

People need to know just how serious asthma is

People don’t just need
‘stronger drugs . .’ \ /

information and

[No - people need
EDUCATION /

graham@ogilviedesign.co.uk]
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Self-management plans feature in the asthma quality standard from NICE
and are an important lever for driving improved care.

Statement 3. People with asthma receive a written personalised action plan.

Commissioners should stipulate in contracts that every child and their family, or
young person should receive tailored information about their asthma, and have a
personalised asthma action plan, so they can respond appropriately to symptoms
and particularly to any worsening of control.

Evidence of written asthma action plans should be available in patients’ notes,
and commissioners should actively audit this

Commissioners should know the percentage of children and young people in
their locality that have written asthma action plans

Asthma trained practice nurses are key to supporting children, young people
and their families in understanding their asthma, and knowing how to maintain
control.

Commissioners should ensure that no child or young person with asthma
leaves hospital without a written self-management plan, developed and agreed
jointly by the clinician and child/parent or young person, and a discussion about
how to avoid future exacerbations. This should be communicated to the patient’s
practice and pharmacist, so they can reinforce the content of the plan, and give
consistent advice. This includes patients who have been in-patients, and those
who have attended an emergency department

Developing a CQUIN or discharge bundle would help to ensure that more
children and young people are given self-management plans.
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Examples of good practice

The North West region has developed a CQUIN for
paediatric asthma, which shows the key points defining
good practice in dealing with an asthma attack in a
child. Included in these points is the development of a
written asthma plan on discharge. http://tinyurl.com/
a8pdxep

(see also a poster describing CQUIN in annex B)

The State of California requires health maintenance
organisations (HMOs) to expand their existing self-
management support for children with asthma

to education in clinic settings (including group
education) for symptomatic children, and in clinic and
community settings (to include school or home based
education) for children with uncontrolled asthma.
Their assessment of the cost found that the expansion
of coverage in education for children would not be
very costly, particularly for children with uncontrolled
asthma given the potential improvements in asthma
outcomes.4?

See examples of self-management plans in annex D.

Asthma UK has a range of resources to support
patients in understanding their condition and in
managing their own asthma. This includes a checklist
of the information they need and the actions they
should be able to take if their asthma worsens. The
Be in Control pack is available from their website, and
comprises a personal asthma action plan, a medicine
card, a peak flow diary and a copy of Making the Most
of Your Asthma Review. It is suitable for children aged
over 12. http://tinyurl.com/ac7m9le

Professionals and parents of younger children should
be encouraged to use Asthma UK’s award-winning My
Asthma self-management resources, which engage
children in monitoring their own symptoms to stay on
top of their asthma. http://tinyurl.com/bz8utcj

Asthma UK and NHS Yorkshire and Humber

A project to improve care in primary care involved five
GP surgeries in Hull, Wakefield and Leeds and was
undertaken jointly with Asthma UK over a 12-month
period. They identified the number of children at risk at
the start and undertook a structured review/consultation
in line with an agreed specification. They undertook 288
reviews and 19 follow-up reviews. A key outcome was
that the use of self-management plans increased from
22% to 86%
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Components of a successful self
management programme

Successful programmes may comprise —

® Structured education, reinforced with
personalised action plans

® Specific advice about recognising loss of
asthma

control, assessed by peak flow or
symptoms or both

® 2 or 3 action points summarising what to
do if asthma control deteriorates.

What would have really helped us, as a family
is having a detailed asthma plan, to help us
understand when to use different medicines and
when to seek medical help. I'm convinced that
being better equipped would have prevented
some of Thomas’s hospital admissions.
Sandra, mother of 8 year old
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semember to take your inhaler with a spacer if you have one ” “.-

Nhat asthma
medicines do you
fake every day?

2. When my asthma gets worse
1 will know my asthma is getting worse if:

* | have a cough, wheeze, it is hard to
breathe or my chest hurts, or

* | am waking up at night because of my
asthma, or

* | am taking my blue reliever inhaler every
day, or

* My peak flow is less than

When this happens: | keep taking my
preventer medicines as normal.
And also take puff/s of my
blue reliever inhaler every four hours.
If | am not getting any better
I should see my doctor or asthma
nurse today.

What should you do
when your asthma
gefs worse?

3. What to do when I have an
asthma attack

| am having an asthma attack if:

* My blue reliever inhaler is not helping, or

* | can't talk or walk easily, or

* | am breathing hard and fast, or

* | am coughing or wheezing a lot, or

* My peak flow is below

When this happens: | should take
puffs of my blue reliever inhaler every two
minutes (up to ten puffs) until | feel better.

1 am feeling better, but

| don't want this to

happen again so I need [ away. If | am waiting longer

fo see my docfor or than 15 minutes for an

asthma nurse foday. ambulance | should take

puffs of

my blue reliever inhaler
every fwo minutes (up to
ten puffs).

Supporting self management
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Recommendations in clinical guidelines

® Proactive regular reviews have been shown to improve
clinical outcomes such as reducing exacerbation rates,
improving symptom control, and to reduce attendance at
emergency departments and time off school. People most
at risk of fatal or near-fatal asthma are those who do not
participate in regular review

® Regular reviews are most effective when they include
discussion and use of a written action plan

® Adolescents make less use of structured reviews than others,
and have more frequent use of emergency asthma services.
They are particularly vulnerable to the adverse effects of
asthma

@ Staff trained in asthma care achieve better outcomes for
patients

® |t is recommended that an audit be undertaken of the
percentage of clinicians who have undertaken a suitable
educational update on asthma in the previous two years

® Sub optimal control of asthma leading to exacerbation is
more expensive to manage than well-controlled asthma.

Structured review by asthma trained clinicians

What the evidence tells us

® Holding structured asthma reviews in schools may improve
attendance in adolescents. A study achieved 91% attendance
by holding asthma reviews in a school setting compared to 51%
for practice-based review43

® Communication using new media may also help to engage
teenagers

® Regular review should include specific morbidity questions,
ideally using one of the recognised assessment tools to
establish symptom levels, examination of frequency of use

of short-acting bronchodilators (quantity may indicate poor
control) and recent history of acute attacks. Adherence to
treatment, inhaler technique, smoking status, trigger factors and
concomitant rhinitis should all be checked*

® Use of scoring systems such as the asthma control test
(ACT) and Children’s ACT are recommended adjuncts to
assessment and management of individual patients. When
used routinely, they also offer an opportunity to identify high-
risk patients within communities and monitor the success of a
healthcare community in attaining asthma control. For example,
measuring and increasing the number of children who have an
ACT score of more than 20, signifying that their asthma is well
controlled, could be done in general practice

® Parents may under-report their children’s symptoms. It is
therefore good practice to ask the child him/herself about
asthma symptoms during a consultation. The children’s asthma
control test can be used from the age of four, with good
reliability and validity
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Every effort should be made to develop a shared decision
making approach in reviews. Parents may dominate the
discussion with clinicians, yet involving school age children in
the discussions and decisions is good practice*®

Some of the tools developed for monitoring control have
been specifically tested and validated in children and young
people. Although the Quality and Outcomes Framework (QOF)
recommends the Royal College of Physicians three questions
for asthma control, other tools such as the children’s asthma
control test (4-11 years), asthma control questionnaire (ACQ)
(over 5) and asthma control test (ACT) (ages over three) have

been well validated in children and may be used as alternatives.

N =

"When my asthma is
bad | hardly sleep . ."

And when | DO sleep
| dream I’'m drowning

or suffocating . .

<)\ &)

nraham@ogllVledeS|gn €0.ukJ

@
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The Asthma Quality Standard specifically recommends an
annual structured review for every patient with asthma, and an
assessment of control for those who present with symptoms.
Commissioners should be building these into the contracts
with providers to reinforce best practice

Statement 5. People with asthma receive a structured review at
least annually.

Statement 6. People with asthma who present with respiratory
symptoms receive an assessment of their asthma control.

Commissioners should ensure that there are staff in primary
care adequately trained to deliver high quality asthma care to
children and young people, and commission education and training
accordingly. Practice nurses play an important role in asthma care,
and it is important that they have experience and competence in
dealing with children and young people with asthma

Audit the number of primary care clinicians who have received
specific education in asthma in the previous two years

Commissioners should check that reviews take place in a
planned rather than opportunistic way should monitor the quality
of the regular reviews being conducted, and whether the detail of
what a review should comprise, as outlined in the QOF guidance
notes, asthma guidelines, and quality standard, is being followed
by practices. The guidance for commissioners that accompanies
the asthma quality standard indicates that 20 minutes should be
allowed for a structured review
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® Practices with high numbers of asthma patients
‘excepted’ from the QOF indicator for regular review
should be investigated, and encouraged to find ways of
reviewing them. This may require the commissioning of
good communication systems between practices and
pharmacists

® Where there are high QOF exception rates for asthma
reviews, pharmacists can play an important role in
encouraging people to attend their general practice for
regular review. Community pharmacists are potentially
an untapped resource in asthma care. Pharmacists

can identify higher risk patients, signpost them to

GPs, check inhaler technique, support with smoking
cessation, education, and self-management support.
The new, targeted MUR service introduced in October
2011, which aims to encourage MURSs in respiratory
conditions, presents an ideal opportunity for pharmacists
to discuss medication issues and improve concordance,
and should be actively encouraged and commissioned
by commissioners. Commissioners should ensure that
pharmacists have adequate asthma training in asthma
care to contribute fully to supporting patients with asthma.

Examples of good practice

Regional guideline package on asthma in
children

Yorkshire and Humber worked with Asthma UK to
develop a summarised guideline for use across
the region highlighting the key areas to improve
for children and young people with asthma so that
best practice information was available in a single,
accessible reference source. http://tinyurl.com/
abls8g7

Contact Asthma UK for a copy of their summary
report.

Development of clinical recording template for
primary care

The Yorkshire and Humber asthma template,
incorporating all QOF requirements, was developed
to provide clinical advice and prompt healthcare
professionals to ensure a gold standard asthma
review was performed. Following a successful trial

in eight general practices in 2011, this recording
template was amended in 2012 and is now being
introduced across the region, for use in consultations
with children and young people. See annex C for some
screen shots of the template.
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Walsall - supporting a GP practice in
incorporating ACT into routine consultations in
asthma

The paediatric department in Walsall undertook an
exercise to encourage a general practice to use the
asthma control test (ACT) in all consultations for
asthma. ACT is similar to the RCP three questions,
which is advocated in QOF, and which establishes
to what extent asthma symptoms are impacting

the life of the individual. Their poster, ACT on ACT,
outlines the initiative, and presents a good example
of encouraging uptake of good practice into clinical
practice.

The British Asthma Guideline defines
controlled asthma as:

® No daytime symptoms

® No night-time waking due to asthma

® No need for ‘rescue’ medication

® No exacerbations (i.e. acute episodes)

® No limitations on activity, including exercise
® Normal lung functio

© PCC2013

Structured review by asthma trained clinicians

Instituting the Asthma Control Test into Asthma Annual Reviews
Hesham Abdalla, Velda Paterson, Barbara Yates.

inutes, at

Paediatric Asthma Pathway
Walsall Healthcare NHS Trust

Selecting a General Practice for Project

Admissions/ 1000 children

Test, 1
practice in Walsall by October 2012
Paediatric Asthma Admissions
Comparator PCT Admissions per 100,000
population
oweronror
soper

e !,—‘

o 100 200 300 400
When compared to Primary Care Trusts with similar demographics,
Walsal hes a relaivly high rate of paediatric hospitl admissions.
Despite signicant investment in urgent care servces, there has been
o lesting reduction n admissions over the last 8 years and rates are
now similar o the SHA average.

Admissions per 100,000 population 2003-2011

Hospital Admissions

o 100 200

Children with asthma in practice
There is a 20x variation in asthma admission rate by General Praciice
across Walsall. Three practices were identified has having the highest
rates. Of these, th pracice recognised as having a GP with an interest
in paediatrics was approached and agreed 1o be involved in this
project.

Model For Improvement

What are we trying to accomplish?
L

Incorporate the ACT into Annual Reviews.

-2238888

How will we know that a change is an improvement?

The time taken is no more  Practice nurse conducting the
'an previous reviews review is satisfied

w4 0405 0506 0807 0708 OBO9 0O fONT
—Wasall Teaching PCT = =Wost Midands.

Asthma Control Test

Asthrma symptoms vary over time or i ertain ituations, so the Asthma
Control Test and Children's Asthma Contro Test (for under 125) can be
used o monior this. The ACT is a reliable and valid method of
measuring asthma control. It s a Patient-Reported Outcome Measure
that consists of a series of questions, the responses of which are
scored individually. These are then summed to give a total score out of
25.

ACT can help identify and detect asthma patients who are not well
controlled and at risk of an admission. A score of 20 is a sensitive and
specific indicatorof uncontrolled asthma.
p
admissions \.
* 4x School Absence
* 3x Parental work N
Control

QEEESISEN - 13% Reducien in
<20 Sy oriie

Benefit of the Asthma Control Test
Walsall Asthma Pathway

General Practice

=

Support cirical pateris
deomion making complant
Sepping tpaoun | i resinent

Al jstered at a General

1o have an annual review- this consultation offers the opportunity to
meastre an ACT score. This would offer benefi at several levels, as
shown above. The insituing of the ACT into all annual review
consultations by 2014 s an aim of the Walsall Asthma Pathway.
Currently no practices do tis.

What changes can we make that will resultin improvement?
Incorporate the ACT intoa  Issue paper questionnaires
computerised template prior to consultation

Annual reviews are conducted by practie nurses and infomation
gathered are entered into computer system called EMIS. In this project
the EMIS protocol used in the surgery was redesigned (o incude the
ACT questonnaite.

* That an ACT is completed for a series of 8
e
| e

reviews to conduct

* Thathe new review akes nolonger than previous
e e

« That the review is easy to use.
+ Measured satisfaction on a 1-5 Likert scale
completed by the praciice nurse

Plan-Do-Study-Act Cycles

ACT completed by a consultant paediatrician with a respiratory interest
in s cinic

“Leant the uity of issuing the questionnaire beforehand, whist
patient waited n cinic

ACT complted for several consultant paediaticians n cinic
~Leamt the need o have a translaion for paients unable 1o read
Englsh

template

template

ACT complted by practice nurse using downloaded template
+The answer options were repeated for severalofthe questons
“Read coding naccurate.

ACT complted by practice nurse using downloaded termpiate
Leamt that the new protocol does not include some essential criteria
to gain QOF points.

Results

Duration of Annual Review including ACT

After an intalincrease the time taken to conduct an annual review has
retumed to within control limits, although this has not fallen to the
anticipated 15 minutes.

Practice Nurse Satisfaction

As ilustrated by the quote below, practie nurse satisfacion has.
been high. Satsfaction scores were not reliably colected however.

um He came vith his mum for a review
hay ved 0 “They both came in saying his asthma
e . Tl o just wanted a repeat prescription for s

Itturned out that although he was coughing every mghl vhen s vent o
bed,

(ot e e

“This led 0 a step up i histreatment, which may not have happened

g
5o became more ineresed i the eview, and was keen oy the new
treament plan and come back o see i his score had improved.

Thi was a verysafisying conulaion for me,and hopelulyfr boh
the patient and his mum.*

Sustainability

As shown above, sustainabilty of the
programme was predicted o be low. To

secondary care and in all retum
cortespondence.

Compleion of an ACT has been
incorporated into the locel QOF
framework, hereby fording a financial
incentve

A taining programme on annual
reviews has been completed, visitng
every practice in Walsall s part of the
‘Acton ACT campaign.

Contact Information

Dr Hesham Abdala.
Consulant Paediatician
Walsall Healihcare NHS Trust
hesham abdala@vaisalhealthcarenhs.uk
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Optimising medication

Recommendations in clinical guidelines

® A step-wise approach to asthma medication is now well
established, according to the degree of control of asthma,
stepping up to the next step if the child or young person still
has symptoms, and stepping down when control is achieved.
The guideline indicates that the strength of the evidence varies
by age, so clinicians need to follow recommendations in the
separate charts for children under five, 5-12 and over 12

® Before initiating a new therapy, clinicians should recheck
concordance, inhaler technique and eliminate trigger factors

® The delivery device of choice in the under fives is a
pressurised metered dose inhaler (pMDI) with a spacer device

® Adolescents’ preference for devices should be taken into
account in selecting treatment for them

® Concordance with asthma treatment is particularly poor

in adolescents — sometimes unintentionally, sometimes
deliberately. And poor concordance may be linked to other risky
behaviours such as use of tobacco, alcohol and drug use and
also to depression

® Patients are more likely to under-use than over-use
medication. Patient self-reporting and clinician assessment both
overestimate regular use of prophylactic medication

® Frequent use of short acting bronchodilators and oral steroids
is an indicator of poor control. Heavy or increasing use of short
acting bronchodilators is associated with asthma death. Over-
reliance on short acting bronchodilators is a particular issue in
adolescents

® Inhaled steroids are the most effective preventer drugs for
achieving overall treatment goals in both children and adults.
They should be prescribed to any patient using their short
acting bronchodilator treatment three times a week or more

® The dose of inhaled steroids used by children is lower than
in adults to avoid systemic side effects. Growth of children on
inhaled steroids should be monitored and recorded annually

® Inhaled steroids should be considered in any child over five
who has had a course of steroid tablets in the previous two
years

® Long-acting bronchodilators should not be prescribed without
inhaled steroids for safety reasons following guidance from the
MHRA in 2007. Combination products of inhaled steroids and
long acting bronchodilators are therefore preferred for over fives
with asthma (rather than using two separate inhalers) since they
have safety benefits, and aid concordance

® Simple verbal and written instructions and information on
drug treatment may help to improve concordance, and may be
incorporated into a self-management plan.
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Pharmacological treatment is the mainstay of asthma
management. Yet many clinicians are not following the stepwise
asthma guidelines

Regular use of low dose inhaled steroids is associated with a
reduced risk of death from asthma“6

Poor concordance with treatment is a significant issue
in asthma management, and concerns about the safety of
treatment are often at the root of this. Children and their
parents, and older children need help understanding that the
benefits of medicines far outweigh the risks

Poor concordance may be linked to suboptimal doctor parent/
child communication, lack of opportunity to discuss side effects,
fear of side effects such as weight gain, omission of shared
decision making, and not feeling in control

School age children may prefer to use a dry powder inhaler
that can be carried in a pocket with no need to use a spacer
device

Poor inhaler technique is common and can lead to patients
not getting the benefit they should from their medication.
Inhalers should only be prescribed after a patient has received
training in the use of that specific device, and inhaler technique
should be checked and demonstrated as part of regular review

Though it is critical that concordance with current treatment,
inhaler technique and elimination of trigger factors are checked
before any changes are made to treatment, this is generally not
done systematically in practice.

© PCC2013

Statement 4. People with asthma are given specific training and
assessment in inhaler technique before starting any new inhaler
treatment.

Commissioners should ensure that they audit whether inhaler
technique is being checked routinely. NHS resource is often wasted
on patients not being able to use their inhalers properly and not
getting the benefit of prescribed medication.

The asthma quality standard from NICE reinforces this.

Practices can be asked to audit their asthma register to determine the
number of prescriptions for short acting bronchodilators, since this is an
indicator of poor control. Use of a short acting bronchodilator three times
a week or more is an indication that treatment should be stepped up

Prescribing records can be examined to ensure that no long acting
bronchodilators are being prescribed without inhaled corticosteroids,
following a review in 2007 by and safety advice from the Medicines and
Healthcare products Regulatory Agency (MHRA)

Prescribing records can be audited to check whether inhaled steroids
have been tried on their own and whether control can be achieved,
before stepping up to combination treatment, in line with guideline
recommendations. Considerable savings may be possible by using
inhaled steroids appropriately first

All children under five using a metered dose inhaler should be using a
spacer or facemask to deliver the medication. Prescribing records should
be checked to ensure this is happening.
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® Patient notes could be audited to see whether there
has been any documented discussion of stepping down
treatment

® The New Medicines Service (NMS) and MURs are
both tools in the pharmacy contract (October 2011) that
can help people get the best from their medicines, and
improve adherence to medication. They are targeted to
respiratory patients, and both pharmacists and general
practices should see that these services are offered to
their young patients with asthma

® Primary care arrangements for the supply of repeat
asthma medications should be optimised, and every
person encouraged to obtain repeat supplies when they
start using their last full inhaler(s) so that exacerbations
do not develop simply because of medication supply
running out.

We've had excellent support from an asthma nurse
specialist and as a result Sion’s asthma is under good
control. Over the last few years he has also become

an expert at managing his asthma and knows when
he needs his inhalers and how to use them himself.
Mother of 10 year old

Examples of good practice

Videos on teaching inhaler technique

North West region - Ten PCTs in the North West were granted
innovation funds to replicate and extend work done on inhaler
technique training for community pharmacists, so they could
support their patients in using a range of inhalers correctly.
The result was a set of short videos demonstrating the
correct use of nine different commonly used inhalers, using
real doctors/nurses/pharmacists and real patients. These are
publicly available on the internet for patients, have been made
mandatory training for junior staff in at least one foundation
trust, and training events have been held for GPs and

practice nurses. This excellent resource provides consistent

messages on inhaler technique and is freely available. https://
wessexhiecpartnership.org.uk/wires/video-series/inhaler-
technique/

Asthma UK and NHS Yorkshire and Humber -
increasing inhaler technique checks

A project to improve care in primary care involved five GP
surgeries in Hull, Wakefield and Leeds and was undertaken
jointly with Asthma UK over a 12-month period. They
identified the number of children at risk at the start and
undertook a structured review/consultation in line with an
agreed specification. They completed 288 reviews and 19
follow-up reviews. A key outcome was that checks on inhaler
technique increased from 49% to 91%.
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It's one thing 'having an inhaler . . .'

But it’s vital that
people know how to
USE me!

graham@ogilviedesign.co.uk]
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Medication isn't always intuitive ' O\ P Sm(‘ge C 9

There you go, it's )
really easy, a
child can use it!

Yes - But |
don’t know

graham@ogilviedesign.co.uk]

]

Respiratory
System

Screenshots taken from NW region inhaler
technique videos — with thanks.
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Allergy and asthma

Recommendations in clinical guidelines

® A history of other atopic conditions such as eczema or allergic
rhinitis increases the probability of asthma, as does a family
history of allergic conditions. Having an early allergic reaction

to allergens such as house dust mite, cat dander, egg white or
wheat predicts later childhood asthma

® Failure to address a parent/child’s or young person’s concern
about environmental triggers may compromise concordance
with recommended therapy

® The evidence for removal of or avoidance of individual
allergens to avoid symptoms is conflicting or weak, though
avoidance of known allergens makes good sense for an
individual.

What is so wrong with fresh air!?

| wish there was better
/ public awareness

\%

graham@ogilviedesign.co.uk]

What the evidence tells us

® GPs often have poor understanding of allergy and their
awareness of services is often patchy. This highlights the
importance of improving knowledge among GPs to ensure that
children and parents have access to appropriate services?*’

® When a child has food allergy as well as asthma, an
allergic reaction is likely to be more serious, and may be life
threatening*8

® The East of England confidential enquiry into asthma deaths
found that over five years, 13 of out of the 20 children that died
from asthma were atopic (had allergies)*®

® Several studies have shown that teenagers with allergies and
asthma can feel ‘different’ and socially isolated. They report
difficulties in transition to self-care, balancing restrictions with
safety. Online chat sessions, virtual communities and supportive
networks led by older teens and role models can help to reduce
social isolation and restore more confidence and sense of
normality.50:51,52.53
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What does this mean for commissioners and
service developers?

The NHS has much neglected allergy services, in spite
of growing prevalence of allergies and several high level
reports from the Royal College of Physicians, House of
Lords, and House of Commons between 2003 and 2010
highlighting that provision of appropriate services for
people with allergies is insufficient.

Commissioners should ensure that people with allergies
have access to multi-disciplinary allergy centres to
address their complex needs and provide a one-

stop shop, which include paediatricians, allergists,
dermatologists, gastroenterologists, dieticians, and
specialist allergy nurses.

Commissioners should ensure that primary care staff
are trained to identify allergies and to refer to specialist
services appropriately.

Commissioners should work with local authorities to
develop appropriate links between healthcare and
education, so that schools are able to support children
with allergies.

© PCC2013

Allergy and asthma

Examples of good practice

Walsall - one-stop-shop paediatric asthma clinic and
allergy clinic

These clinics are run simultaneously to provide a one-stop
shop to meet all needs. A respiratory consultant, allergy
consultant, asthma nurse, allergy nurse and dietician are

all available at the same session, as well as access to
diagnostic services such as skin prick testing, spirometry
and FENO monitoring. This affords patients and their families
a comprehensive assessment and the opportunity to have
all their concerns addressed, without the needs for repeat
appointments. The clinic runs seamlessly and is highly
acclaimed by patients, while reducing costs.

Itchy Sneezy Wheezy in North West London

This is an initiative designed to improve the patient pathway
for all children with allergic conditions by earlier recognition,
accurate diagnosis and effective management. Both
healthcare professionals and children and their families

are involved, with educational material available for both,
including the use of videos to help inform and instruct about
allergic conditions. The appointment of allergy champions

in care settings, locally adapted management guidelines

and community support groups for parents and children in
schools and early years settings are some of the measures
designed to achieve their aims. http://tinyurl.com/b7m4o04n
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Recommendations in clinical guidelines

® The guidelines have little to say on the boundary between
healthcare, and schools and childcare settings — except to
review the literature on schools as a setting for healthcare
delivery and asthma education

® Adolescents are poor attenders of clinical reviews and uptake
of asthma reviews was improved from 51% attendance to 91%
by holding reviews at a school based nurse-led clinic

® Asthma education in the school setting via peer led groups
or web-based learning have been demonstrated to improve
outcomes such as days missed from school, days with
restricted activity and reduced hospitalisations

® Integration of school-based clinics with primary care services
is essential.

What is recommended in other guidelines/policy?

® A document published jointly by Department for Education
and the Department of health in 2005 — Managing Medicines in
Schools and Early-Years Settings — advises:

‘It is for local authorities, schools and governing bodies, settings
and management groups to work out their own policies (on the
management and administration of pupils’ medicines) in the
light of statutory responsibilities and their own assessment of
local needs and resources.’

Asthma at school and in childcare settings

@ |t gives guidance on the roles and responsibilities of
employers, parents and carers, governing bodies and
management groups, head teachers and heads of settings,
teachers and other staff, and of local health services. It
considers staffing issues including employment of staff,
insurance and training. Other issues covered include drawing
up a health care plan for a pupil, confidentiality, record keeping,
the storage, access and disposal of medicines, home to school
transport, and on-site and off-site activities. The document also
contains a set of forms, which can be photocopied by users

to ensure proper processes are in place around storage and
administration of medicines, for example

® Medical Conditions at School: A Policy Resource Pack
followed from the Medical Conditions at School Group in 2007
to complement the department guidance. This group is an
alliance of third sector medical charities, including Asthma

UK who worked alongside the Long Term Medical Conditions
Alliance to develop this pack. This document aims to set out
best practice in supporting children who may need support in
the school environment, across health and education

® Countries such as Australia and New Zealand have well-
established national programmes, which ensure that schools
can deliver appropriate first aid and emergency response to
students with asthma.54
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What the evidence tells us

® Other countries and many parts of England have developed
local initiatives in an attempt to ensure that schools within an
area are equipped to support students with asthma. This has
included training the staff in understanding asthma and how to
recognise an emergency, developing an asthma policy for the
school and how to support children with self-management, and
policies on children’s access to medication

® The proportion of schools with asthma policies varies from
25% to 33%, though a higher percentage have procedures for
the use of medicines5.56

® An asthma policy may specify how children have access

to inhalers and where they are kept. Department of Health/
Department for Education policy advises that children should
have immediate access to their inhalers when they need
them, and should carry their own inhaler wherever possible.
Some schools are keeping inhalers locked away, with potential
difficulties for a child to access them in an emergency®’

® A survey of schools in one region found that there was

a designated member of staff responsible for children with
asthma in 54.2% schools (out of 203) and in 37.9% schools
had an asthma policy in place. Schools were less likely to have
received asthma training if there was no designated person
responsible for pupils with asthma?58

® Schools are interested in having more support for training of
staff and more support to help children with asthma®®

© PCC2013

® Primary schools are proposed as a setting for reducing
asthma morbidity and to promote the health and psychosocial
wellbeing of students with asthma. This follows a project
involving 33 schools, which found that nurse-led intervention in
schools resulted in reduced need for medication and higher self
esteem in the children with asthma®®

® School-based education for children with asthma can improve
knowledge of asthma, self-efficacy and self-management
behaviours, and may reduce days lost from school.81.62
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What this means for commissioners and service
developers

® There is an important opportunity for commissioners and service
developers to work with local authorities to ensure that children with
asthma are supported in the school environment and childcare settings.
Cross-boundary working between clinicians, service managers, school
nurses, and education will be essential to ensure success, and the
involvement of parents and young people with asthma should be a core
component

® Providing school nurses with asthma training is vital if they are

to support teaching staff in understanding asthma and creating a
supportive environment in schools. Specialist respiratory paediatric
nurses in hospitals can play an important role in driving best practice
and raising standards of care and in bridging healthcare and education

® The Department of Health and Local Government Association have
published a briefing on school health services for the lead member for
children’s services in local authorities, which sets out how school health
services can be used to deliver better outcomes for 5-19 year olds®3

® Commissioners and service developers should work with local
authority colleagues to establish the current status in schools regarding
asthma registers, school asthma policies, staff training about asthma,
individual healthcare plans for children with asthma, procedures for
emergencies, children’s access to medicines and recording days lost
from school due to asthma. This is key if children with asthma are to be
safe in the school environment and able to achieve their potential by
participating fully in school life

® Commissioners should work with local authorities to set up a system
to record school absence due to asthma if there is no system in place.

Examples of good practice

North West - training 500 school nurses in asthma
care

The North West has had, over the last few years, several
children die from asthma, including Sam Linton, who died
aged 11 following an asthma attack at school. The enquiry
into his death highlighted that there was a relative lack

of knowledge about asthma among teachers. The NW
respiratory team set out to train all school nurses about
asthma so they were equipped and committed to passing
on that knowledge to teachers and other school staff.
They created a programme on a ‘train the trainer’ basis,
focused on keeping a register of children with asthma,
recognition of asthma symptoms, and appreciation of what
action needs to be taken when asthma worsens. By April
2013, 94% of school nurses had received the Wize up to
Wheezing training.

USA national asthma education and prevention
programme

In USA the Healthy People 2010 initiative has identified
asthma as a priority area and has set eight national goals
including reducing deaths, hospitalisations, activity
limitations and school or work days lost. This operates
alongside a national asthma education and prevention
programme. They believe schools can make an active
contribution in reaching those goals by establishing
policies and programmes that create a safe and supportive
environment for students with asthma. A checklist —

How asthma friendly is your school? — helps schools to
benchmark themselves in terms of the support they are
providing to children and young people.54.65
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Asthma at school and in childcare settings

Medical Needs in Schools and Early Years Service Alert to Asthma in Scotland

(MNISEYS) Birmingham Asthma UK Scotland was funded to deliver Alert to Asthma
Birmingham has approximately 800 schools and early awareness sessions covering 25% of schools in Scotland
years settings. The MNISEYS provides continual training, and a programme of peer support to school students. The
advice and support on the most common chronic medical evaluation indicated greatly increased awareness and
conditions of childhood to all staff working in schools confidence in managing an asthma attack among school
and early years settings. The service works in partnership staff and an increase in the likelihood of improved self-
with lead clinicians in both primary and secondary care, in management among school students.

developing local asthma guidance to support the delivery
of training to teaching staff. Guidance includes an asthma
attack flow chart and a framework for developing an asthma
policy, and schools and early years settings are encouraged
to develop medication, asthma and emergency aid policies, Managing medicines in schools and early years settings DfE/DH
and management and care plans. The service works 2005 http:/ftinyurl.com/mnz6yag

collaboratively with other key local agencies including the
ambulance service, the lead community pharmacist and a
local children’s asthma charity.

Other resources:

Medical conditions at school 2007
http://tinyurl.com/n96jyjj

Briefing for Leads for children’s services on using School health

Two in every classroom - Scotland service to support health of children in schools
Asthma UK Scotland has developed a free online resource http://tinyurl.com/k9hze2g

for teachers called Two in Every Classroom. The resource
helps schools use asthma as the context for learning
across the curriculum in a range of subjects from numeracy
and English to sciences and religious and moral education,
helping to raise the profile of asthma among children

and teachers. For every subject it provides the basic
information teachers may need to deliver a lesson, ideas
for lesson plans, the curriculum areas these plans cover
and possible learning intentions for pupils. The resource is
available at http://tinyurl.com/mufax9a

Managing asthma in a school environment — US website and
resources http://tinyurl.com/k6jtt9g
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Recommendations in clinical guidelines

® Adolescence is a transitional time of growth and development
during which two key principles should operate in healthcare:

® Seeing them on their own without a parent or other adult for
at least part of the consultation

® Discussing confidentiality and its limitations.

® Asthma in adolescence is associated with an increased
likelihood of major depression, panic attacks and anxiety
disorder, which in turn is associated with increased asthma
symptom burden

® Non-adherence to medication regimes has been linked to
other health risk behaviours including tobacco, alcohol and drug
use and also to depression

® Transition from paediatric to adult services should be

seen as a process not an event. It should be a planned, co-
ordinated process, involving the young person and parent,
multi-disciplinary and multi-agency involving both the adult
chest team and paediatrics. Support for parents is important as
they gradually pass responsibility for their asthma to the young
person

® Adolescents should be respected and motivated to take
responsibility for themselves, and education and support
tailored to their individual needs

® There is a whole section of the guideline devoted to the
management of asthma in adolescents.

Asthma in adolescents and transition to adult services

What the evidence tells us

® The barriers to adolescents managing illness include:
socio-demographic characteristics, medication adherence,
psychosocial barriers, and parental involvementéé

® Poorly planned transition can be associated with increased
risk of non-adherence to treatment and lack of follow up with
potentially adverse consequences in morbidity and mortality, as
well as social and educational outcomes®”

® Adolescents have been a neglected group in healthcare
because paediatricians have traditionally focused their attention
on infants and the under 3s.68 However, the National Service
Framework for Children and Young People (DH, 2004) was
clear that paediatric services should retain responsibility for
people up to the age of 18

® Poor communication and an absence of a designated
professional to support the transition are barriers to an effective
process®

® Smoking of tobacco and other substances are a particular
concern in young people with asthma. Young people with
asthma need specific advice on the increased impact of
smoking upon their particular condition, since cigarette smoking
actually reduces the effectiveness of inhaled steroids (preventer
medication)

® Young people with asthma are likely to be exposed to passive
smoke and are more likely to take up smoking than their peers7

® There are particular risks associated with smoking cannabis
for people with a lung condition. The British Lung Foundation
produced a special report on the subject and outlined all the
recent evidence of harm’"
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Asthma in adolescents and transition to adult services

® The combination of non-compliance with treatment regimes and
the addition of smoking can be a potentially dangerous mix for
young people with asthma and despite rigorous health education
campaigns a growing number of young people with asthma
continue to smoke.

What does this mean for commissioners and
service developers?

® Commissioners should require acute providers — both
paediatric departments and adult respiratory departments — to
demonstrate they have a structured programme of transition in
place which will be used for adolescents with asthma when they
are ready — in which supporting self-management is a core part
of the process. This should start early in the teens, but progress
gradually in line with the readiness of the adolescent to become
more independent

® Commissioners should ensure that the young person is an
active participant in the transition process, and the timing and
content are tailored to the needs of the individual

® Commissioners should ensure that parents’ needs and
concerns are taken into account in the transition process, as
they relinquish control to the young person

©® Commissioners may wish to trial and champion the use
of novel approaches in communicating with teenagers. For
example:

Text messaging teenagers to encourage compliance with
medication

Use of lay (non clinical) educators and peer educators
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Buddy systems, whereby older children take a friend to
consultations to better understand their asthma

Use of group education — possibly online

Innovative approaches to structured reviews including holding
reviews at schools with school nurses/practice nurses/community
children’s nurses and telephone review with specialist respiratory
nurses

There are also a number of free apps that encourage self
management through simple reward systems.

® Commissioners should ensure there are appropriate and
accessible services to encourage young people with asthma who
smoke to quit.

Examples of good practice

The adolescent health programme for teens

The Royal College of Paediatrics and Child health has an
online module specifically on adolescents and health for
healthcare professionals — the Adolescent Health Programme
http://tinyurl.com/mujf424

Big Up Your Chest

This is Asthma UK’s online community of 16-25 year olds,
which seeks to provide asthma advice, a place for young
people to communicate with others with asthma. Some 56% of
people surveyed said their asthma had improved since joining
the Facebook group. It allows for directly targeted information
to be shared with a captive audience and this greatly improves
the message reach, with over 3,000 people being reached
weekly with asthma management tips and advice.
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Recommendations in clinical guidelines

® Patients with poor lung function and a history of
exacerbations in the previous year may be at greater risk of
future exacerbations, so may need more frequent monitoring
than an annual review

® Specifically identifying patients with high-risk asthma (eg
those with frequent admissions) in an effort to target more
detailed input is logical, but supported by limited evidence

® Non-adherence to medication in adolescents has been linked
to other health risk behaviours including tobacco, alcohol and
drug use and also to depression

® Lower socioeconomic status and being from an ethnic
minority is associated with adverse asthma outcomes.

Asthma is underestimated

puff of this and it all

Asthma!? Just take a
goes away!

I NO! People DIE % :
) | from asthma attacks

nraham@ogilviédesign.co.hj.

Risk assessment and at-risk registers

What the evidence tells us

® A Cochrane review found that educational input for children
who have attended an emergency department lowers the risk
of the need for future emergency department visits and hospital
admissions’?

® Self management and educational programmes are even
more cost effective if targeted at high risk groups and patients
with severe asthma’

® Adolescents with asthma may be more likely to experience
psychological distress than those without asthma?#

® The NHS has developed a range of tools to help to profile
people with long-term conditions according to their risk
status. These enable a greater focus on those most at risk,
so that resources and interventions can be targeted to them
accordingly.”
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What does this mean for commissioners and
service developers?

@ Patients at risk of future exacerbations should be

put onto a high-risk register and offered more frequent
reviews and encouraged to attend. This includes those
with poor lung function, a history of exacerbations or
course of oral steroids in the previous six months, using
a bronchodilator more than five times a day, concomitant
allergic rhinitis, food allergy or psychosocial problems

® Commissioners can expect practices to have identified
their high-risk asthma patients. Those who have had an
attack in the previous 12 months are likely to cost 3.5
times as much as someone who has not had an asthma
attack.”®

Admissions/ 1000 children
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Risk assessment and at-risk registers

Examples of good practice

Triple A test: Avoid asthma attacks

Asthma UK has developed the Triple A asthma test — an

online test that people with asthma can take to check whether
they are at risk of an asthma attack. By answering just eight
questions about their medication, other conditions, and recent
asthma control, their risk of an asthma attack is assessed and
they are advised whether there is any action they should take.
Asthma UK is collecting the data from this test and will be
publishing the results and undertaking further work to develop
a validated risk-assessment tool tailored for commissioners,
clinicians and people with asthma. http://tinyurl.com/n5h7mly

Walsall risk management in primary care

A retrospective review identified the general practices that
had the highest number of hospital admissions with asthma
exacerbations the preceding year. The paediatrician, asthma
specialist nurse, lead GP and practice nurse conducted a
review of the primary and secondary care notes of those
patients to identify the reasons for the admissions and

what could be done to protect these children from further
admissions. As well as improving the management of these
individual patients, an unanticipated benefit of this exercise
was mutual learning by the clinicians involved of how to
improve communication and a deeper understanding of their
respective roles. There was also identification of system
failures that local commissioners and managers could
address.
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Severe/difficult-to-control asthma

Recommendations in clinical guidelines

The guideline does not cover severe asthma specifically in
children and young people but general points about severe
asthma are as follows:

® The guideline defines difficult asthma as persistent symptoms
and/or frequent exacerbations despite treatment at step four or
five of the treatment pathway

® Patients need a dedicated multidisciplinary difficult asthma
service, by a team experienced in the assessment and
management of difficult asthma

® Patients with severe asthma or who have had near-fatal
asthma should be under specialist supervision indefinitely

® Poor adherence, psychosocial factors and concomitant
conditions are associated with difficult asthma, so a
comprehensive approach to assessment, diagnosis and
management is key. Children with severe asthma may also
have behavioural difficulties

® Patients with difficult asthma should be systematically
evaluated — to confirm diagnosis, to identify the mechanism of
persisting symptoms and assessment of adherence.

What the evidence tells us

® It has been estimated that these patients may comprise
5-10% of the asthma population (all ages) and be responsible
for 50-80% of asthma expenditure?”.78

® There are considerable issues around protecting and
supporting children and young people with severe asthma.
Schools often do not recognise the special needs of this group
because asthma can be on a continuum from mild to severe.
They do not have policies in place that would ensure the
children with more severe asthma are able to manage their
asthma effectively and can take an active part in school life”

® School nursing services are not uniformly available and too
many areas lack the leadership that school nurses can provide
in putting appropriate policies in place for children at the more
severe end of the spectrum and providing training for staff in
schools80

® Children requiring treatment in paediatric intensive care often
have additional complications on intubation; so early effective
management of acute episodes in these children is key to avoid
risks associated with intubation®!

® Research with patients has identified considerable demand
for peer support for severe asthma and that peer support can
improve quality of life outcomes and concordance.8283
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The NICE Quality Standard for asthma includes the
following statement about providing for people with
difficult asthma.

Statement 11. People with difficult asthma are offered
an assessment by a multidisciplinary difficult asthma
service.

Children and young people with severe asthma will
comprise a small part of the overall asthma population, but
they will be large consumers of NHS resource, so warrant
attention by commissioners to ensure that holistic, effective
services are available

Commissioners should ensure that services are available
in their area for those with difficult asthma, as this has
traditionally been a very poorly served subgroup of the
asthma population. Special clinics for this group are
available in all parts of the country and commissioners
should ensure that all appropriate children have access. NHS
England has drafted a service specification for a specialised
service for children and young people with complex
respiratory problems, which includes difficult/severe asthma&+

Such services need to have specialist diagnostic and
monitoring methods available in order that treatment is
finely tailored to the individual needs of children and young
people. They should also offer treatment and support from
psychologists, dieticians, and physiotherapists as well
as specialist doctors and nurses in paediatric respiratory
disease and allergy
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Commissioners should ensure that ambulances and
emergency departments have staff trained to assess and
treat young people attending with severe asthma. It is also
important that these services have good links with paediatric
and respiratory departments within their trust for expert
advice in resolving acute asthma exacerbations

Commissioners should ensure that newer treatments
are available for people with severe asthma, who form a
very small percentage of all people with asthma. NICE has
issued guidance on omalizumab (from age six) and bronchial
thermoplasty, which would both be indicated for initiation by
specialist severe asthma clinics for appropriate patients. New
biologics are also becoming available and would be trialled
by these centres

There is an important opportunity for commissioners and
service developers to work with local authorities to ensure
that children with severe and difficult-to-control asthma
are supported in the school environment and childcare
settings. Cross boundary working between clinicians, service
managers, school nurses, and education will be essential to
ensure success, and the involvement of parents and young
people with asthma should be a core component

Young people with severe asthma may benefit from
provision of peer support services.
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Recommendations in clinical guidelines

® Guidance on management of acute asthma in children and
young people is divided by age into guidance for children over two
and under two

® Adolescents and young adults make more frequent use of
emergency services than other groups

® Emergency units dealing with children with acute attacks should
have staff available at all times who are trained in and familiar with
the specific needs of children

@ Structured care protocols to manage acute events have been
shown to reduce hospital stay

® Sub optimal control of asthma leading to exacerbation is more
expensive to manage than well controlled asthma

® Assess accurately the severity of the symptoms

® |Inhaled short-acting beta agonists are the first line of treatment
for acute asthma and they are best delivered by a metered dose
inhaler and a spacer, not nebuliser unless the asthma is severe
and life threatening

® Oral or IV steroids should be given early in the treatment of
acute asthma

® The guideline provides clear guidance for the assessment and
treatment of acute asthma in children in general practice, the
accident and emergency department and in hospital (see annexes
5- 8 of the British asthma guideline). Guidelines also mention that
if clinical staff fail to assess severity of an acute exacerbation by
objective measurement and underuse of corticosteroids it can
lead to poor outcomes including avoidable deaths.

Managing acute and life-threatening episodes

What the evidence tells us

® Asthma is a leading cause of admission to hospital in
children. More than two out of five hospital admissions for
asthma in 2004 were for children aged 15 years or under, and
on average, every 18 minutes a child with asthma is admitted
into hospital needing emergency hospital care to help them
breathe.®

® Most admissions for asthma are emergency admissions and
up to 70% may have been preventable8

® There is enormous variation in the rate of admissions for
asthma in young people. Across the country there is a 19-fold
variation between PCTs as illustrated in the Respiratory Atlas of
Variation8”

® Most children admitted for asthma are five or under and
average length of stay across all ages is a day or less?88

® Most children are receiving care in line with the British
asthma guideline, though only 82% receive corticosteroids, as
recommended?®

® Discharge planning was highlighted as an area of significant
weakness, with fewer than 50% of young people having inhaler
technique checked and having a written discharge plan before

discharge®

® Roughly half of all children admitted for asthma report never
having received a personalised asthma plan even though there
is grade A evidence that they improve outcomes.®! The British
asthma guideline is clear that a hospital admission represents
an opportunity to review self-management skills
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® Hospital-based education delivered by trained paediatric
respiratory nurses can deliver improvements in environmental
control in the home and in symptoms and lung function in
children with moderate to severe asthma®2

® An earlier audit highlighted that children admitted under the
care of a respiratory specialist were more likely to have been
given written asthma information and a written asthma plan and
had their inhaler device technique checked, than if under the
care of a general paediatrician®?

® Use of care pathways in emergency care for asthma has
been shown to improve outcomes such as reducing length of
stay and optimise asthma care495

® Too many children are still being x-rayed on admission,
though there is little support in the guidelines for this.%

I hate my asthma. It’s the worst thing in the world. |
don’t like going into hospital as I’'m scared that like

people on the TV I will die there.
Lloyd, 12 years old
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Managing acute and life-threatening episodes

What does this mean for commissioners and service
developers?

® Reducing unplanned hospital admissions for children and young
people under 19 for asthma is a national quality indicator in the CCG
outcomes indicator set for 2013/14

Several statements in the NICE Quality Standard for asthma are
relevant to the management of children and young people being
treated for acute episodes

Statement 6. People with asthma who present with respiratory
symptoms receive an assessment of their asthma control.

Statement 7. People with asthma who present with an
exacerbation of their symptoms receive an objective
measurement of severity at the time of presentation.

Statement 8. People aged five years or older presenting to a
healthcare professional with a severe or life-threatening acute
exacerbation of asthma receive oral or intravenous steroids
within one hour of presentation.

Statement 9. People admitted to hospital with an acute
exacerbation of asthma have a structured review by a member
of a specialist respiratory team before discharge.

® The Respiratory Atlas of Variation recommends that
commissioners investigate and understand the cause of rising
emergency admissions and variation with other areas

® Acute attendances and admissions may have their roots in prior
care in the community and in patient self-management, so a system-
wide approach will be needed to address poor control
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® Nurses play an important role in managing children with
asthma in the acute sector. Specialist respiratory paediatric
nurses often manage the relationship with families and
individual young people, play a crucial role in patient and family
education, and may be a key influencer of any work with school
nurses to improve asthma care in schools

® Ambulance staff may be the first healthcare professionals that
people will encounter in an emergency. They need to have the
right skills and training to provide support before patients can
reach more specialist treatment.

® Commissioners should ensure that all NHS staff involved with
young people experiencing an exacerbation have appropriate
training in arranging rapid assessment, including receptionists,
in all healthcare settings, which patients may attend in an
emergency

A&E must be a
'safe place' to go

So can you tell
me about your
symptoms?

..err..you’re
not wheezing . .

graham@ogilviedesign.co.ukj

@ Staff in out-of-hours and walk-in centres need to be as well
trained as in all other settings and in particular need to have
close communication with primary care to ensure prompt
and appropriate follow-up after the episode. It is particularly
important that out-of-hours services are aware of people at
greatest risk of having an attack, are knowledgeable and
competent in dealing with them

® Where nebulisers are appropriate to deliver medication in an
exacerbation, these should be oxygen-driven rather than air-
driven, and commissioners should check which are being used
locally

® Commissioners should consider setting up a CQUIN for
acute asthma care to encourage adherence to best practice
guidelines.
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Managing acute and life-threatening episodes

Examples of good practice

Development of a secondary care service
specification - Yorkshire and Humber

Developing a specification for children’s asthma across

the whole region was an important step in the process of
improving secondary care asthma services. The service
specification was completed in February 2012 after the active
involvement of key clinicians and commissioners. It was
promoted and trialled in 2012/13 with full implementation
planned for 2013/14. It will form part of an integrated care
pathway with primary care.

My asthma is very hard to control and can
get me quite worked up. When it's bad | can’t
breathe properly and | feel really frightened.
Millie, 12 years old
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Chloe’s asthma is so severe that she has to be
admitted to hospital every couple of months, but
I feel that clinic and hospital staff don’t take her
condition seriously enough. I've also been told
different things by different doctors about Chloe’s
medication which can be very confusing.
Mother of 9 year old

What'’s so frightening about my son’s asthma is
how suddenly it comes on and how quickly he
deteriorates. We know we have to get him to
hospital as soon as his chest starts to tighten.
We just try to make sure that when he does have
an asthma attack, we can get him the assistance
he needs to stay alive.

Sue, mother of 12 year old

61



62

Avoiding hospital admissions and
emergency department attendances

Recommendations in clinical guidelines

® Most attacks of asthma severe enough to require hospital
admission develop relatively slowly over a period of six hours or
more. There is therefore time for effective action to reduce the
number of attacks requiring hospitalisation

® Asthma action plans can decrease hospitalisation for and
deaths from asthma

® Before discharge, trained staff should educate about asthma.
This should include inhaler technique, a symptom and peak
flow based action plan, which allows the child/parent or young
person to adjust their medication within recommendations.
These measures have been shown to reduce morbidity after
exacerbation and reduce relapse rates

® Steroids reduce mortality, relapses, subsequent hospital
admissions and requirement for Beta-2 agonist therapy. The
earlier they are given in an acute attack the better the outcome

® A register of patients at risk may help primary care health
professionals to identify patients who are more likely to die from
their asthma, and therefore such a register may also help to
identify those most likely to require emergency hospital care.

What the evidence tells us

® Educational intervention for children who have attended the
emergency department for asthma lowers the risk of the need
for future emergency department visits and hospital admissions.
A Cochrane review looked at studies which compared usual
care for asthma to more intensive educational programmes and
the results showed a statistically significant reduction in the
treatment groups needing subsequent emergency department
visits or hospital admissions®’

® One study found that clinicians, children and their parents
had different perceptions about the preventability of attacks
leading to hospitalisation. Researchers concluded that lack
of understanding by parents and children of asthma and
medications, the need for follow-up care and importance of
avoiding known triggers, resulted in admissions®

® Emergency departments use a range of strategies to manage
asthma in children. Pre-printed order sheets and access to
paediatricians are associated with important reductions in
return-visit rates within 72 hours®®

@ Discharge planning has been highlighted consistently in

the BTS paediatric asthma audit as an area of significant
weakness, with fewer than 50% of young people having inhaler
technique checked and having a written discharge plan before
discharge%

® Children who do not have a primary care doctor have poor
outcomes following an admission and are more likely to have a
repeat admission01

® Follow-up after an acute admission, which is important to
prevent future readmissions, is a significant area of weakness in
asthma management. (See next chapter)
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Since it is usually possible to identify deterioration in
symptoms before this happens and

Acute attendances and admissions may have their
roots in prior care in the community and in patient self-
management, so a system-wide approach will be needed
to improve control and reduce hospital attendances
and admissions. Better integration across all sectors of
healthcare, could mean that resources can be used more
efficiently

Since it is usually possible to identify deterioration in
symptoms before this happens and so prevent emergency
department attendances and admissions, commissioners
are encouraged to focus on initiatives that will help to
prevent admissions

Commissioners should work with general practices to
identify the children and young people who have attended
once or more in previous 12 months as at-risk patients (see
chapter x). This creates the opportunity to:

Review these patients’ management in detail

Support them and their parents in their understanding of
how deterioration happened

Put written asthma management plans in place

Give patients/parents a number to call in event that
symptoms deteriorate for urgent advice

Ensure practices give priority appointments to these
patients when they seek a consultation
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Alert ambulances to these patients to explore whether a
member of the community team can attend

Recall such patients for review in primary care more
frequently than annually, and see them in their home if
necessary.

Commissioners should consider building into contracts with
paediatric departments that they train staff in emergency
departments to incorporate into their protocol the elements
of asthma care shown to reduce repeat attendances,

such as checking inhaler technique, patient education and
development of self management plans

Commissioners should expect to see links between
paediatric acute units and smoking cessation services, so
that parents who smoke and have children with asthma are
referred to a smoking cessation service to be supported to
quit

Commissioners should require emergency departments
to audit the extent to which they are delivering care in line
with the British asthma guideline, and to compare their care
with the British Thoracic Society acute paediatric asthma
audit

Commissioners should consider introducing a CQUIN for
acute asthma care to encourage adherence to best practice
guidelines

Commissioners should consider commissioning an
integrated care pathway to ensure good communication and
co-ordination across the health economy.
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All patients have their Heart Rate and Respiratory Rate recorded on admission/initial

Improving outcomes in asthma

by Commissioning Quality and Innovation

Kamath P*, Roy S, Hoare C, Gorman S, Dasgupta S, Tunstall Y, Bose-Haider B and Leighton K
Directorate of Paediatrics, Women and Children’s Division
Pennine Acute Hospitals NHS Trust, Delaunay's Road, Manchester M8 5RB

Introduction to Care Quality and Innovation (CQUIN)

The Childhood Asthma CQUIN payment framework enables

iSsic rewal by linking a i
of healthcare providers' income to the achievement of local
quality improvement goals. Since the first year of the
CQUIN framework (2009/10), many CQUIN schemes have
been developed and agreed.

Background

Pennine Acute Hospitals’ catchment population has had
higher than national average of asthma attendances to
primary care and the emergency department.

The main objective of the CQUIN was to reduce
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rates and improve patient experience.

Clinical Setting

Initial audit results in November 2009 identified suboptimal
performance in number of CXR’s, antibiotic use, asthma
education, discharge planning and the early use of oral
steroids.

Following the CQUIN, a team was formed to address the
issues raised and a robust strategy was developed and the
outcomes were evaluated by a repeat BTS audit in
November 2010 across the trust.

+ Development of robust trust guidelines adapted from BTS
2008/09 Asthma guidelines

« Four nurses enrolled for Diploma in asthma
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and to lead the change

+ Robust education programme for all frontline medical staff
looking after children in A&E and Paediatrics.

+ Seamless Integrated Care Pathway from point of first
contact to discharge

« Strong focus on discharge planning to prevent
readmissions.

« Drive towards good clinical practice mainly in relation to
reduction of CXRs, antibiotic usage and better prescription
practice

CQUIN Outcomes to be achieved

Discharge Planning

W

Results

100%

75% of patients receive oral steroids within an hour of diagnosis

All patients have had their inhaler technique is checked by a trained health care

All patients have a written asthma plan on discharge

All junior doctors receive training in childhood asthma

All patients will have their oxygen i on

If a spacer was given, was it prescribed?

Oxygen prescription in drug cardex

D

ion of review of pi ive treatment

Summary Statement

Focussed education to patients, parents and
clinical personnel improves outcomes

Integrated Care Pathway standardises care and
improves patient experience

Actions taken to improve on areas of suboptimal
performance are new drug cardex to include
Oxygen prescriptions and delivery devices

CQUIN schemes reward excellence and improve
outcomes

The Pennine Acute Hospitals INHS]

NHS Trust

Examples of good practice

CQUIN for children’s asthma

The North West region has developed a CQUIN for paediatric asthma,
which shows the key points defining good practice in dealing with an asthma
attack in a child. Included in these points is the development of a written
asthma plan on discharge. See its poster http://tinyurl.com/a8pdxep

(Also in annex B)

NHS Ealing

Asthma UK worked with NHS Ealing to reduce children’s asthma admissions
and improve the quality of support children with asthma and their families
received. A children’s asthma specialist nurse worked closely with schools,
healthcare professionals and families and communities to provide education,
support and training. After a year, more than 2,000 school and early years
staff had been provided with asthma training, nearly a quarter of schools

had a asthma friendly school asthma policy, 40 parent sessions had been
held at school, training sessions had been conducted in 15 surgeries

and over 250 children had been referred to the nurse. Children’s asthma
admissions went down 10% and NHS Ealing estimated it had saved around
£51,000 as a result.

Smoking cessation pathway for parents in Walsall

When children attend the paediatric assessment unit for an asthma attack,
parents are asked if they smoke. Those that do are informed that second-
hand smoke can provoke asthma attacks and are offered a referral to a
smoking cessation team. Eighty percent of parents have been receptive to
this advice. Paediatric assessment unit staff have been trained to give this
brief advice and arrange referral. This service is now being developed so
that a smoking cessation clinic will be run from the paediatric ward three
days a week, so that receptive parents can act on this as soon as their child
has been discharged.
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GP's must be more aware of symptoms

You’re not

wheezing - .‘
you’re f|ne'

But | feel like
an elephant is
sitting on my chest /

M

0 raham@ogilvfedesign.co.u

s
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Following up acute episodes

What is recommended in clinical guidelines

® Follow up in primary care within 48 hours should be arranged
as part of the discharge process. This is now a priority for
implementation since its inclusion in the NICE quality standard
for asthma. Ideally this should be arranged before discharge,
since this improves follow-up rates — and checked with the
patient/parent and the general practice to see that it takes place

® Follow-up in a paediatric asthma clinic within one to two
months should be arranged

® Review within 30 days after hospital attendance with
acute asthma is associated with reduced risk of further acute
episodes

® A careful history should elicit the reasons for the exacerbation
and explore possible actions the patient could take to prevent
future emergency attendances. Inhaler technique should be
checked and corrected and the importance of adherence

to prescribed medication discussed. Medication should be
optimised and the patient provided with an asthma action plan
aimed at recognising their asthma is worsening, preventing
relapse, optimising treatment and preventing delay in seeking
assistance in the future.

What the evidence tells us

® Follow-up is poorly implemented, with many primary care
clinicians not knowing that a child has had an episode treated
as an emergency. And even if follow-up is planned, this is not
chased - and followed through with the young person/parent'02

® Scheduling an appointment after an emergency department
visit for a follow up in primary care — and checking to see that
the child was going to attend increased the likelihood that urban
children with asthma would follow up193

® Provision of a written action plan significantly increased
patient adherence to inhaled and oral corticosteroids

and asthma control and physicians’ recommendation for
maintenance steroids and medical follow-up.104
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What does this mean for commissioners and service
developers?

The NICE quality standard for asthma highlights the
importance of following up people who have required
treatment for an asthma exacerbation.

Statement 10. People who received treatment in hospital or
through out-of-hours services for an acute exacerbation of

asthma are followed up by their own general practice within
two working days of treatment.

® Commissioners should lead the establishment of system-wide
communication systems to ensure that information about acute
events and arrangement of follow-up is co-ordinated across the
local health economy with clear accountabilities and procedures in
place, including checks that follow up has taken place. Secondary
care needs to be aware of and have confidence in the services
available in the community

@ Commissioners should require secondary care providers to
demonstrate that they are following the guidelines for education
before discharge and for following up these patients after an
exacerbation, as they represent a high-risk group of patients.
Follow-up after acute events should be specifically commissioned

® Practice systems should enable patients who have had an
exacerbation to access an asthma- trained nurse or GP for a follow-
up after a discharge as specified in the asthma quality standard
statement 10

® Commissioners should consider setting up a CQUIN for acute
asthma care to encourage adherence to best practice guidelines, to
include follow-up.
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Following up acute episodes

Examples of good practice

Asthma bundle to guide hospital care
Mid Yorkshire Hospitals NHS Trust targeted
readmissions by introducing a three-sticker
bundle to guide emergency care. The first

sticker is for emergency department (ED)

staff (supported by a CQUIN requiring 75%
adherence); the second includes actions for
discharge home from ED and the third sticker is
a checklist for actions on discharge from ED to
be admitted as an in-patient. See annex C.
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Annex A - Asthma service checklist

The following checklist can be
used to help commissioners
identify whether the patients

in their area have the services
they need, whether best practice
guidelines are being followed,
and whether different sectors of
the NHS are working effectively
together to deliver seamless
care.

An integrated care pathway for asthma that encompasses all healthcare settings, so that the child/young person’s
journey is supported by good communication between professionals who are aware of the role of other parties and all
are working to best practice in the British asthma guidelines

Good understanding of the burden of asthma in children and young people locally to provide a sound basis for a local
asthma strategy to improve outcomes — prevalence rates, outcomes in primary and secondary care, deaths,

All children and young people with suspected asthma have access to a professional appropriately trained in
performing diagnostic level spirometry or other appropriate tests, and the basis upon which the diagnosis of asthma
was made is recorded in the clinical records

A lead health professional for asthma in each practice who co-ordinates services in accordance with the British Asthma
Guideline and local care pathways

At least one practice nurse in every practice is trained in managing asthma (ie holds a recognised certificate of
competence e.g. an asthma diploma) and has experience in supporting children with long term conditions

Routine use of personalised asthma action plans for all children and young people with asthma — developed by
professionals in collaboration with patients and their families, who are competent in the skills required to support young
patients in self management

Regular reviews of all children and young people with asthma, at least annually and definitely after any need for urgent
healthcare in any part of the healthcare system

Primary care practices can demonstrate that they are providing asthma care in line with the Asthma Quality Standard
from NICE.

Audits of medication in primary care are undertaken to ensure that medication is being optimised and in line with the
British asthma guideline

A system for stratifying children and young people with asthma according to risk, so that appropriate interventions are
available to those at higher risk of acute attacks, and high cost care

High quality Information sources (e.g. Asthma UK,and BLF materials/websites) are made available to all children and
young people with asthma (and their families) at diagnosis and regular review to encourage understanding of asthma
and support self care

Systematic approach to help parents of children and young people with asthma to quit smoking, both in routine
consultations and as part of treatment of an acute episode

Young people with asthma are warned of the detrimental effect that smoking can have on their lungs, and of the
potential for reduced efficacy of inhaled steroid treatment, and that support is actively offered to quit

O00 0000 00O0o0Oa00aaOo ad
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Annex A — Asthma service checklist

O

A named lead for respiratory emergencies in children and young people in emergency departments is responsible for
ensuring that appropriate emergency care is given

Children and young people admitted to hospital for asthma have a structured review with a member of the paediatric
respiratory team before discharge.

O

Robust systems of communication and follow-up are in place for those with asthma who have received care in out-of-
hours services, ambulances, hospitals, walk-in centres or other urgent health care settings, and follow up in primary
care is in line with the NICE Asthma Quality Standard

O

Schools are providing an environment where children and young people with asthma feel supported, because an
asthma school policy is in place, the school holds a register of pupils with asthma, and staff are receiving training on
asthma so that they can ensure immediate access to appropriate medication and support a pupil in the event that their
condition deteriorates

Hospital services operate a systematic approach to the transition of young people with asthma to adult services, as a
join initiative between paediatric and adult asthma services

Specialist services for people with severe / difficult —to-control asthma are available and accessible to patients who
need a comprehensive multidisciplinary approach to asthma care

Monitoring and audit arrangements are in place to ensure all levels of care are available and delivered according to the
British Asthma Guideline

O 0O 0O O
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Annex B - CQUINS and care bundles

Examples of
CQUINS for asthma

NHS North Yorkshire
and York CQUIN

for management of
asthma in emergency
departments

Local contract ref.

Goal number

Goal name

Indicator number

Indicator name

Indicator weighting

(% of CQUIN scheme available)
Description of indicator
Numerator

Respiratory

Asthma in emergency department (ED) 7

Improving management of patients presenting with asthma in ED

a. Number of patients (under 18) attending ED with asthma discharged home/not admitted with
completed care bundle

b. Number of patients (over 18) attending ED with asthma discharged home/not admitted with
completed care bundle

The care bundle reflects College of Emergency Medicines standards and BTS/Sign guidelines and
includes all of the following measures:

1. Vital signs measurement and recording — peak flow, Oz saturation, pulse and respiratory rate
measured and recorded on arrival in ED

2. Beta 2 agonist administration in ED within 20 minutes of arrival
3. Steroid administration in ED within 30 minutes of arrival

4. Repeat vital sign measurement and recording — peak flow, O2 saturation, pulse and respiratory
rate measured and recorded in ED before discharge

5. Inhaler technique checked and explanation of action

6. Discharge prescription of oral steroids — oral prednisolone 30-50mg for five days for adults, oral
prednisolone 20mg for three days for under fives, oral prednisolone 30-40mg for three days for
children over five

7. Appropriate follow-up arrangements within primary care

* Written symptom based and peak flow based self-management plan given, which allows patients to
adjust therapy within recommendations

* Information about what to do if they have another asthma attack/how to recognise deterioration,
for example given a copy of After your Asthma Attack or After your Child’s Asthma Attack leaflet from
Asthma UK

* Advised to see GP/practice nurse within two working days of ED attendance
* Practice informed of ED attendance by fax within 24 hours
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Denominator

Rationale for inclusion

Data source

Frequency of data collection

Organisation responsible for data
collection

Frequency of reporting to commissioner
Baseline period/date
Baseline value

Final indicator period/date (on which
payment is based)

Final indicator value (payment threshold)

Rules for calculation of payment due at
final indicator period/date (including evi-
dence to be supplied to commissioner)

Final indicator reporting date

Are there rules for any agreed in-year
milestones that result in payment?

Are there any rules for partial achieve-
ment of the indicator at the final indica-
tor period/date?

© PCC2013

a. Number of patients (under 18) attending ED with asthma who are discharged home/not admitted
b. Number of patients (over 18) attending ED with asthma who are discharged home/not admitted

One in four people who have attended ED because of an asthma attack receive no information about
follow-up treatment and only 35% of those with asthma know what they need to do after an attack
(Asthma UK). One in six people who have received emergency treatment for an asthma attack need
treatment again within two weeks. Those attending ED often do not receive the same level of infor-
mation and follow-up as those admitted to a ward, even though this is a crucial time to deliver that
education to patients and their carers. By providing the correct assessment, education and support
re-attendance rates will be reduced, admissions prevented and patient outcomes improved.

Identify and audit 50 consecutive attendances diagnosed as asthma during the previous quarter — at
least 20 to be aged 18 or over.

Only measures v. and vii. are applicable for patients presenting with mild symptoms.

Patients presenting with acute severe or life threatening symptoms and those admitted to hospital
are excluded from the audit.

Twice yearly
Provider

Twice yearly report (quarter two and quarter four)
2012/13 Q2
to be added

Quarter two
Quarter four

75% of all measures

Completed audit report required for quarter two and quarter four to be submitted to the commissioner
by the end of the month following the quarter end.

Quarter two — 31 October 2012; Quarter four — 30 April 2013.
No

No

Asthma CQUIN from North West region

Improving outcomes In asthma
by Commissioni li d Innovation
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This Asthma care
bundle from Mid
Yorkshire Hospitals
has been adapted

for use with children.

Mid Yorkshire Hospitals ADULT ASTHMA CARE BUNDLE

This care bundle is designed to assist in the implementation of key steps and
targets in the management of patients in the Emergency Department (ED) with
acute exacerbations of asthma, it should be continued if they are admitted to
hospital.

1. Please attach and complete STICKER 1. into the ED notes for ALL patients
attending with an exacerbation of asthma.

2. Please attach and complete STICKER 2. into the ED notes if the patient is
being discharged home from the ED department.

3. If a patient is admitted from ED with an exacerbation of asthma STICKER 3.
should be put into the medical notes and completed (by the medical team).

* BTS guidelines (2011) on the management of acute asthma are attached to the
back of this form.

Element Order Action

Peak Flow Rate
Saturations
Respiratory Rate
ASSESS 1 Pulse Rate
Determine severity of asthma
exacerbation (moderate/severe/life
threatening)*
Administer Oxygen
- Aim saturations 94-98%
Administer Bronchodilators
(via spacer or nebuliser with

TREAT oxygen) according to severity*

Administer Steroids
4 - Prednisolone 40-50mg oral

- Hydrocortisone 100mg iv
Peak Flow Rate
RE-ASSESS
Measure response to 5
therapy and decide to
admit or discharge*

Saturations
Respiratory Rate
Pulse Rate

1 ADULT ASTHMA CARE BUNDLE — ED INITIATION PHASE

Timing from
admission

On Arrival

On Arrival

Within 20
minutes

Within 30
minutes

Within 60
minutes

Time completed
& signed

pJl ADULT ASTHMA CARE BUNDLE — PATIENTS BEING DISCHARGED FROM ED

i Timing from Time completed
Element Order Action e )
admission & signed
6a Check inhaler technique
- Provide Asthma Self Management
Plan
EDUCATE a Provide “After your asthma attack” On discharge
a
leaflet
9 Provide smoking cessation advice
a
where appropriate
7 Supply with steroids
1
a - Prednisolone 40-50mg (5 days)
MEDICATE Ensure has inhaled corticosteroid On discharge
11a (preventer inhaler) & B2 agonist
(reliever inhaler)
Advise to see GP / Practice Nurse .
12a o . On discharge
within 2 working days
FOLLOW-UP
Practice informed of A&E o
13a Within 24hrs
attendance

3. ADULT ASTHMA CARE BUNDLE — PATIEN

Element Order Action

6b Check inhaler technique

Provide smoking cessation advice

7b
where appropriate
EDUCATE e
- Referral to Respiratory Nurse for in-
patient Asthma Review
Prednisolone (40-50mg) continued
9b
for at least 5 days
MEDICATE Ensure has inhaled corticosteroid
10b (preventer inhaler) & B2 agonist
(reliever inhaler)
. Advised to see GP / Practice Nurse
within 2 working days
FOLLOW-UP
. Follow-up in 4 weeks by respiratory

nurse or respiratory physician

Timing from

admission

Pre-discharge

On discharge

On discharge

Time completed
& signed
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Embedded IT templates from Yorks and Humber region to enable
systematic data collection
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Annex C - Asthma quality standard

NICE Pathways | Quality standards

Quality Standards  Issued: February 2013

Quality standard for asthma

View the summary and implementation tools Previous Next

List of quality statements

Statement 1. People with newly diagnosed asthma are diagnosed in accordance with
BTS/SIGN guidance.

Statement 2. Adults with new onset asthma are assessed for occupational causes.
Statement 3. People with asthma receive a written personalised action plan.

Statement 4. People with asthma are given specific training and assessment in inhaler

technique before starting any new inhaler treatment.
Statement 5. People with asthma receive a structured review at least annually.

Statement 6. People with asthma who present with respiratory symptoms receive an

assessment of their asthma control.

Statement 7. People with asthma who present with an exacerbation of their symptoms

receive an objective measurement of severity at the time of presentation.

Statement 8. People aged 5 years or older presenting to a healthcare professional with a
severe or life-threatening acute exacerbation of asthma receive oral or intravenous steroids

within 1 hour of presentation.

Statement 9. People admitted to hespital with an acute exacerbation of asthma have a

structured review by a member of a specialist respiratory team before discharge.

Statement 10. People who received treatment in hospital or through out-of-hours services
for an acute exacerbation of asthma are followed up by their own GP practice within
2 working days of treatment.

Statement 11. People with difficult asthma are offered an assessment by a multidisciplinary

difficult asthma service.

In addition, quality standards that should also be considered when commissioning and

providing a high-quality asthma service are listed in related NICE quality standards.

Previous Next

Copyright @ NICE 2013. All rights reserved.

ry Select chapters to print, save or

] share

Introduction and overview
List of quality statements
Quality statement 1: Diagnosis

Quality statement 2: Diagnosing
occupational asthma

Quality statement 3: Written
personalised action plans

Quality statement 4: Inhaler technique
Quality statement 5: Review

Quality statement 6: Assessing asthma
control

Quality statement 7: Assessing
severity

Quality statement 8: Treatment for
acute asthma

Quality statement 9: Specialist review

Quality statement 10: Follow-up in
primary care

Quality statement 11: Difficult asthma
Using the quality standard
Development sources

Related NICE quality standards

About this quality standard

Download EPUB ebook
Download Kindle ebook

Help

Index
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Annex C — Asthma quality standard

A publication for commissioners is also included with this
quality standard: http://tinyurl.com/kz5x885

Implementation Programme

NICE support for commissioners and
others using the quality standard for
asthma

February 2013

Introduction

Implementing the recommendations from NICE guidance and other NICE
accredited guidance is the best way to support improvements in the quality of
care offered to patients in line with the statements and measures that
comprise the NICE quality standards. To support implementation, this
document:

e considers the cost of implementing the changes needed to achieve the
quality standard at a local level

« identifies where potential cost savings can be made

« highlights the areas of care in the quality standard with potential
implications for commissioners

e signposts commissioners and service providers to a package of support
tools that can assist with the implementation of NICE guidance and service

redesign.

Using NICE Quality Standards

NICE quality standards define high-quality care for patients across a care
pathway or clinical area. They are based on NICE guidance, and other NICE
accredited guidelines, and are presented as a set of specific, concise
statements that represent high-quality care, with associated measures. The
NICE quality standard for asthma was developed by a Topic Expert Group
(TEG) using the best available evidence, and was produced collaboratively
with the NHS, along with their partners and service users.

NICE support for commissioners: Asthma 10of 21

© PCC2013 75



76

Annex D - Examples of self-management plans

Remember to take your inhaler with a spacer if you have one (

1. My asthma medicines
* My best peak flow is

¢ My preventer inhaler is called
and its colour is

o | take puff/s of my preventer
inhaler in the morning and puff/s at
night. | do this every day even if | feel well.

Other asthma medicines | take every day:

* My reliever inhaler is called
and its colour is blue. | take puff/s
of my blue reliever inhaler when | wheeze
or cough, my chest hurts or it's hard
to breathe.
Does playing, If yes | take
running or
doing PE # puff/s of my blue
normally make reliever inhaler

it hard to beforehand.
breathe?

What asthma
medicines do you
take every day?

1 will know my asthma is getting worse if:

¢ | have a cough, wheeze, it is hard to
breathe or my chest hurts, or

¢ | am waking up at night because of my
asthma, or

¢ | am taking my blue reliever inhaler every
day, or

* My peak flow is less than

When this happens: | keep taking my
preventer medicines as normal.

And also take puff/s of my
blue reliever inhaler every four hours.

If | am not getting any better
I should see my doctor or asthma
nurse today.

What should you do
when your asthma
gets worse?

3. What to do when | have an
asthma attack
| am having an asthma attack if:

¢ My blue reliever inhaler is not helping, or
¢ | can't talk or walk easily, or

¢ | am breathing hard and fast, or

¢ | am coughing or wheezing a lot, or

¢ My peak flow is below

When this happens: | should take
puffs of my blue reliever inhaler every two
minutes (up to ten puffs) until | feel better.

I still don‘t feel better and |
| am feeling better, but || have taken fen puffs. Now
| don’t want this fo I need fo call 999 straight
happen again so | need [ away. If | am waifing longer
to see my doctor or than 15 minutes for an
asthma nurse foday. ambulance | should take

another puffs of

my blue reliever inhaler
every two minutes (up to
fen puffs).
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Annex E - Partner organisations

Partner organisations

The children’s asthma group was formed in 2009 to support the
work of the respiratory and children’s teams at the Department
of Health for England in developing its asthma work. Chaired by
Professor Martyn Partridge, this group included doctors, nurses,
young people with asthma and a parent of a child with asthma.
They were charged with shaping and contributing to the asthma
work programme. Three organisations had representatives on
this steering group and we would like to thank both the group
members and these organisations for their commitment and
support.

Asthma UK

Asthma UK is the charity dedicated to improving the health

and well-being of the 5.4 million people in the UK whose lives
are affected by asthma. It aims to substantially reduce the
number of asthma attacks that result every day in preventable
hospital admissions and deaths. It also aims to encourage

the development of new treatments that will give more people
control over their asthma. Asthma UK pursues its goals by
funding world-class medical research, providing practical and
life-saving services and giving people with asthma a strong
voice in public policy and local care delivery. Its resources for
patients and health professionals have won prestigious medical
awards and are independently accredited. These include a free
adviceline service (0800 121 6244), a comprehensive website,
self management plans, an active Facebook site and a range of
targeted materials for both adults and children with asthma and
their healthcare professionals.

www.asthma.org.uk
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British Thoracic Society

The BTS is a professional body and registered charity. Its
members include doctors, nurses, respiratory physiotherapists,
scientists and other professionals with an interest in respiratory
disease. The society had 2,797 members at 1 July 2012. BTS’
main charitable objective is to improve the care of people with
respiratory and associated disorders, which is achieved in
various ways:

® By promoting optimum standards of care and developing tools
for quality improvement: treatment best practice guidelines;
clinical audit tools; the development of the BTS lung disease
registry and the forthcoming work on care bundles

® By promoting and advancing knowledge about the causes,
prevention and treatment of respiratory diseases

® By promoting and disseminating research (through the winter
meeting as well as the journal Thorax).

www.brit-thoracic.org.uk

© PCC2013

The Primary Care Respiratory Society UK

The Primary Care Respiratory Society UK (PCRS-UK) is

a membership-led charity supporting primary care health
professionals. Its mission is to give every member of the
primary care practice team the confidence to deliver quality
respiratory care, improve the quality of life for patients with
respiratory disease, and help practices hit their Quality and
Outcomes Framework (QOF). Through practice and individual
membership schemes, PCRS-UK offers a wealth of practical
resources for primary care health professionals, whether they
are relatively new to respiratory medicine or a respiratory
expert.

® The PCRS-UK respiratory leaders programme also provides
primary care health professionals with training workshops,
policy updates and IMPRESS resources, to enable them to take
the lead, motivate and inspire best practice within their locality

® The PCRS-UK quality award sets out the principles that best
define high quality respiratory care in primary care and provides
a developmental framework that can be used at practice, local
and national level to promote, support and reward quality
respiratory care in the primary care setting.

www.pcrs-uk.org
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Annex F - Asthma steering group

Professor Martyn Partridge — chair

Dr Jon Couriel

Noel Durkin

Dr Dougal Hargreaves

May Holloway

Dr Duncan Keeley
Vicky Keenan
Vivienne Marsh

Liz Morgan

Dr Maria O'Callaghan
Prof John Price

Kim Price
Alexandrea Reay
Bronwen Thompson

Edwina Wooler

Dr Ted Wozniak

Representing

Consultant respiratory paediatrician

Clinical adviser to national clinical
director

Lay member

GP

Lay member

Paediatric asthma nurse specialist

Professional adviser — children and
young people's services

Consultant respiratory paediatrician
Consultant respiratory paediatrician
Parent

Food and health in schools team
Asthma lead

Specialist paediatric respiratory
nurse — hospital

Medical adviser

Role

DH Children and young people
strategy team

DH Children and young people
strategy team

Primary care respiratory society UK

Asthma UK

DH Children and young people
strategy team

Asthma UK

Department for Education
DH Respiratory Team
Asthma UK

DH Children and young people
strategy team
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