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ChILD – Children’s interstitial lung disease
ChILD stands for children’s interstitial lung disease. It is used to describe over 
200 rare lung conditions that aff ect children. 

This factsheet explains what ChILD is, and how it is diagnosed and managed. 

More detailed information on the diff erent forms of ChILD is available on the 
ChILD Patient Priorities website: www.europeanlunginfo.org/child

The term ‘interstitial lung disease’ covers a large group of lung conditions that aff ect 
the interstitium, the tissue and space around the alveoli (air sacs) in the lungs. This 
is where oxygen is taken into the body and carbon dioxide is taken out of the body.

These conditions can aff ect the lungs in diff erent ways. Most of the time, the walls 
of the interstitium get thicker, which makes it harder for the lungs to expand (when  
breathing in) or contract (when breathing out). This can lead to lower levels of oxygen 
in the blood and may make a child short of breath. To make up for this they will oft en 
breathe faster, which uses up more energy and makes them very tired.

ChILD also includes some conditions whose eff ects are 
more widespread in the lungs and are not just focused on 
the interstitium. These are called diff use lung diseases. The 
symptoms and eff ects on the body are usually the same, 
which is why they are known as ChILD conditions. 

ChILD conditions are linked to a range of potential causes, 
including the genes a child inherits from their parents, having 
problems with the immune system, being exposed to air 
pollution, and going through chemotherapy or radiotherapy.

What is an interstitial lung disease?

What are the signs and symptoms?

Here are some of the main signs and symptoms of ChILD: 
•  Being short of breath
•  Breathing very quickly
•  Diffi  cult and heavy breathing
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Steps to diagnosis

•  Getting tired more easily than children their age, 
e.g. needing to stop a lot when walking, diffi  culty 
climbing stairs

•  Not gaining weight or losing weight (also called 
failure to thrive)

•  Breathing noises, e.g. rattles, crackles or wheezing
•  Coughing a lot
•  Having blue or grey lips
•  Clubbing of the fi ngers (where the fi ngertips become 

spoon-shaped) and hourglass nails (where the 
fi ngernails bulge into a rounded shape)

Not every child will have all of these symptoms – and having these symptoms does 
not mean your child has ChILD. If your child has these symptoms, contact your doctor 
and explain your concerns. 

As ChILD conditions are very rare, they can be hard to diagnose. When ChILD is fi rst 
suspected, your child’s condition should ideally be discussed with a specialist with 
experience of diagnosing and managing these rare conditions. 

There are several investigations that can help diagnose ChILD. These range from 
physical examinations, breathing tests and blood tests, to more detailed tests such 
as CT (computer tomography) scans, bronchoalveolar lavages (washes) and lung 
biopsies. Some ChILD conditions can also be diagnosed with a genetic blood test.

Piecing together bits of information and considering how a condition develops over 
time is oft en how ChILD is diagnosed. This takes time and can be frustrating. Oft en 
there is a ‘working diagnosis’ that needs more information to make a fi rm diagnosis. 

A diary of symptoms, investigations and treatments already completed can be a helpful 
resource to take with you to appointments. This can help to get a successful diagnosis. 

In most cases, ChILD is a long-term condition and children may have lower lung 
function in adulthood, but this is not the same for everyone. Children can learn to live 
with their condition and oft en improve each year as they become more able to exercise.

Being uncertain about what lies ahead can be very diffi  cult. Parents of children with 
ChILD say it is helpful to think in small steps; to take comfort in each improvement 
and to not despair if there is a setback.

How will it develop over time?
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“My advice to other parents is something that another parent 
told me. When I am having a really tough time, I have to pull 
myself back to it: to live in the moment and not think too far 
ahead. This is diffi  cult, but means you can make the most of 
every day.” 
Kerry, whose son Noah has been diagnosed with ChILD 

Treatment

There is no single treatment for all types of ChILD and there is currently no cure for 
any of the conditions. However, many children grow out of their illness.

Most treatments used to manage ChILD are well-known and proven to work for other 
conditions. These include:

Oxygen therapy
Some children will benefi t from supplementary oxygen (oxygen 
therapy) to help them get enough oxygen into their body. 

Medication
Some medications that may be prescribed include 
steroids, other anti-infl ammatory drugs or antibiotics. Your 
healthcare professional will advise on which medication 
might be most helpful for your child’s particular condition. 
Not every child will need medication.

Lung transplantation
A lung transplant may be considered in very rare and severe cases when a child’s 
health keeps getting worse despite medical care – and only aft er all other treatment 
options have been tried.

Daily living

Looking aft er your child may feel like a big responsibility in the early days. Taking up 
any support on off er can really help. There are a few important things to be aware of:

Feeding and nutrition
Children with ChILD oft en need more calories than other children because their 
increased breathing rate means they use up a lot of energy. When weight gain is 
good, your child is likely to be in relatively good health. Weight loss and poor growth 
are serious warning signs of an underlying problem, so you should talk to your 
doctor if this happens.



The European Lung Foundation (ELF) was founded by the European 
Respiratory Society (ERS) in 2000 with the aim of bringing together 
patients, the public and respiratory professionals to positively infl uence 
lung health. 

This material was compiled as part of the ChILD patient priorities project 
with the help of  Professor Steve Cunningham, Professor Matthias Griese 
Dr Nicolaus Schwerk and members of ELF’s ChILD parent advisory group.
Produced in November 2018.
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Further reading 
• ChILD Patient Priorities | www.europeanlunginfo.org/child 

Information and support for parents, caregivers and family members of 
children with ChILD, developed with the help of carers and healthcare 
professionals across Europe. A more detailed version of this information 
– as well as other resources, parent stories, and information on patient 
organisations and support groups – is available on the website. 

• European Lung Foundation | www.europeanlung.org
For more information on lung conditions and how to look aft er your 
lungs.

Everyday illness
Children with ChILD do not usually get ill with infections 
more oft en than healthy children (unless they have a 
condition which means their immune system does not 
work properly, called a primary immunodefi ciency; are 
on steroids; or take other drugs that aff ect the immune 
system), but they have a higher risk of becoming more 
severely ill with them. Your healthcare professionals will 
be able to give you advice aft er carefully weighing up 
the potential risks and benefi ts to your child of taking part in activities. No measure 
can completely protect your child from infection and stopping them from taking 
part in activities with other children could signifi cantly reduce their quality of life. 

Education and recreation
Most children with ChILD can go to nursery or school – and it is important that they 
do. Carers and teachers should be given information about your child’s condition 
and what they must do in an emergency.

Sport and exercise should also be encouraged, as it has a positive impact on lung health, 
as well as social benefi ts. It is important to make sure that children are encouraged to 
take part, do not have to be scored or graded, and can rest if they need to. 

Social and fi nancial support
You may be able to get fi nancial and practical support from the government in your 
country to help you manage. Find out what you are entitled to and make a claim as soon 
as possible. There may also be are and respite services that you can access for your child 
or for yourself – sometimes having a short break can help with the daily challenges.



<<
  /ASCII85EncodePages false
  /AllowTransparency false
  /AutoPositionEPSFiles true
  /AutoRotatePages /None
  /Binding /Left
  /CalGrayProfile (Dot Gain 10%)
  /CalRGBProfile (sRGB IEC61966-2.1)
  /CalCMYKProfile (None)
  /sRGBProfile (sRGB IEC61966-2.1)
  /CannotEmbedFontPolicy /Error
  /CompatibilityLevel 1.3
  /CompressObjects /Off
  /CompressPages true
  /ConvertImagesToIndexed true
  /PassThroughJPEGImages true
  /CreateJobTicket false
  /DefaultRenderingIntent /Default
  /DetectBlends true
  /DetectCurves 0.1000
  /ColorConversionStrategy /LeaveColorUnchanged
  /DoThumbnails false
  /EmbedAllFonts true
  /EmbedOpenType false
  /ParseICCProfilesInComments true
  /EmbedJobOptions true
  /DSCReportingLevel 0
  /EmitDSCWarnings false
  /EndPage -1
  /ImageMemory 1048576
  /LockDistillerParams true
  /MaxSubsetPct 100
  /Optimize false
  /OPM 1
  /ParseDSCComments true
  /ParseDSCCommentsForDocInfo true
  /PreserveCopyPage false
  /PreserveDICMYKValues true
  /PreserveEPSInfo true
  /PreserveFlatness true
  /PreserveHalftoneInfo false
  /PreserveOPIComments false
  /PreserveOverprintSettings true
  /StartPage 1
  /SubsetFonts false
  /TransferFunctionInfo /Apply
  /UCRandBGInfo /Remove
  /UsePrologue false
  /ColorSettingsFile ()
  /AlwaysEmbed [ true
  ]
  /NeverEmbed [ true
  ]
  /AntiAliasColorImages false
  /CropColorImages true
  /ColorImageMinResolution 150
  /ColorImageMinResolutionPolicy /OK
  /DownsampleColorImages false
  /ColorImageDownsampleType /Bicubic
  /ColorImageResolution 300
  /ColorImageDepth 8
  /ColorImageMinDownsampleDepth 1
  /ColorImageDownsampleThreshold 1.00000
  /EncodeColorImages true
  /ColorImageFilter /FlateEncode
  /AutoFilterColorImages false
  /ColorImageAutoFilterStrategy /JPEG
  /ColorACSImageDict <<
    /QFactor 0.15
    /HSamples [1 1 1 1] /VSamples [1 1 1 1]
  >>
  /ColorImageDict <<
    /QFactor 0.15
    /HSamples [1 1 1 1] /VSamples [1 1 1 1]
  >>
  /JPEG2000ColorACSImageDict <<
    /TileWidth 256
    /TileHeight 256
    /Quality 30
  >>
  /JPEG2000ColorImageDict <<
    /TileWidth 256
    /TileHeight 256
    /Quality 30
  >>
  /AntiAliasGrayImages false
  /CropGrayImages true
  /GrayImageMinResolution 150
  /GrayImageMinResolutionPolicy /OK
  /DownsampleGrayImages false
  /GrayImageDownsampleType /Bicubic
  /GrayImageResolution 300
  /GrayImageDepth 8
  /GrayImageMinDownsampleDepth 2
  /GrayImageDownsampleThreshold 1.00000
  /EncodeGrayImages true
  /GrayImageFilter /FlateEncode
  /AutoFilterGrayImages false
  /GrayImageAutoFilterStrategy /JPEG
  /GrayACSImageDict <<
    /QFactor 0.15
    /HSamples [1 1 1 1] /VSamples [1 1 1 1]
  >>
  /GrayImageDict <<
    /QFactor 0.15
    /HSamples [1 1 1 1] /VSamples [1 1 1 1]
  >>
  /JPEG2000GrayACSImageDict <<
    /TileWidth 256
    /TileHeight 256
    /Quality 30
  >>
  /JPEG2000GrayImageDict <<
    /TileWidth 256
    /TileHeight 256
    /Quality 30
  >>
  /AntiAliasMonoImages false
  /CropMonoImages true
  /MonoImageMinResolution 1200
  /MonoImageMinResolutionPolicy /OK
  /DownsampleMonoImages false
  /MonoImageDownsampleType /Bicubic
  /MonoImageResolution 1200
  /MonoImageDepth -1
  /MonoImageDownsampleThreshold 1.00000
  /EncodeMonoImages true
  /MonoImageFilter /CCITTFaxEncode
  /MonoImageDict <<
    /K -1
  >>
  /AllowPSXObjects false
  /CheckCompliance [
    /PDFX1a:2001
  ]
  /PDFX1aCheck true
  /PDFX3Check false
  /PDFXCompliantPDFOnly false
  /PDFXNoTrimBoxError false
  /PDFXTrimBoxToMediaBoxOffset [
    33.97000
    33.97000
    33.97000
    33.97000
  ]
  /PDFXSetBleedBoxToMediaBox false
  /PDFXBleedBoxToTrimBoxOffset [
    8.50000
    8.50000
    8.50000
    8.50000
  ]
  /PDFXOutputIntentProfile (None)
  /PDFXOutputConditionIdentifier ()
  /PDFXOutputCondition ()
  /PDFXRegistryName ()
  /PDFXTrapped /False

  /CreateJDFFile false
  /SyntheticBoldness 1.000000
  /Description <<
    /JPN <FEFF3053306e8a2d5b9a306f300130d330b830cd30b9658766f8306e8868793a304a3088307353705237306b90693057305f00200050004400460020658766f830924f5c62103059308b3068304d306b4f7f75283057307e305930023053306e8a2d5b9a30674f5c62103057305f00200050004400460020658766f8306f0020004100630072006f0062006100740020304a30883073002000520065006100640065007200200035002e003000204ee5964d30678868793a3067304d307e30593002>
    /DEU <>
    /FRA <>
    /PTB <>
    /DAN <>
    /NLD <>
    /ESP <>
    /SUO <>
    /ITA <>
    /NOR <>
    /SVE <>
    /ENU (Use these settings to create Adobe PDF documents suitable for reliable viewing and printing of business documents.  Created PDF documents can be opened with Acrobat and Adobe Reader 5.0 and later.)
  >>
>> setdistillerparams
<<
  /HWResolution [2400 2400]
  /PageSize [595.280 841.890]
>> setpagedevice


