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CDH Australia is a grassroots national health-promotion charity which

supports the families of children diagnosed with the birth defect congenital

diaphragmatic hernia (CDH).
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"One day we hope to be redundant; we see a future where CDH does not exist.

Until then, we aim to empower families to survive, thrive and live their best lives." 

I f  you’re experiencing dif f icult ies related to your family’s CDH journey, please get in

touch. We are not able to offer cr is is services; however,  may be able to assist with

other dif f icult ies you are facing or provide you with appropriate referrals.  

CDH Austral ia was establ ished in 1999; we have supported over a thousand famil ies

since our inception. In addit ion to support,  we seek to establ ish relat ionships with

and between medical  professionals,  and to support CDH research. 

Underpinning this is the need to raise awareness of the condit ion and of our

organisat ion. We bel ieve greater community and pol i t ical  awareness wi l l  provide us a

f irmer footing from which to advocate for our famil ies.  

CDH Austral ia has contact with up to 75% of famil ies who are diagnosed with CDH.

The majority of these are located in Austral ia,  although we also have a smal l

community in New Zealand. Our group consists of famil ies,  fr iends and medical

professionals who have been impacted by CDH. 

We are a registered Health Promotion Charity with Deductible Gift  Recipient (DGR)

status (ABN: 60 131 315 145).

One of the most important roles of our organisat ion is to offer support to famil ies

raising CDH chi ldren, expecting a chi ld with CDH, or famil ies remembering a CDH

baby who passed away. We moderate onl ine support groups, which many community

members part icipate in.  Our community are generous with their  compassion and

empathy, and have personal experience with a range of scenarios associated with

having a chi ld diagnosed with CDH. 

Addit ional ly,  we offer l imited f inancial  support,  care packages, volunteer- led family

l ia ison services which include provision of helpful  information sheets,  referrals to

external  cr is is support organisat ions, and faci l i tat ion of local  events.  We also offer

annual forums for face-to-face networking and knowledge sharing, as wel l  as

fundraising and awareness gatherings. 



"The online support groups mean that there's always someone to connect with." 
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Many of the support ive relat ionships that develop are fostered thanks to email  and

social  media.  As CDH Austral ia’s workforce are spread throughout Austral ia and New

Zealand, we make the most of the f lexibi l i ty and responsivity offered by technology.

But i f  you’d rather talk to someone, you can always pick up the phone. Do not

hesitate to contact us with any questions or concerns you may have.

Families, grown survivors, expectant parents and key support people are

welcome in our online group. Please note that membership is only for

families based in Australia and New Zealand. 



hypertension, as wel l  as the gestat ion of the baby.

The diaphragm is a muscle that helps us to breathe and separates the chest cavity

from the abdominal cavity.  I t  develops in early foetal  l i fe.  Congenital  Diaphragmatic

Hernia is the absence of the diaphragm or,  more commonly,  the presence of a defect

in the diaphragm. I t  can occur on the left  or the r ight side, or bi lateral ly,  but is most

common on the left  (80%).

As there is a defect in the diaphragm, the abdominal contents including the stomach,

intest ine, l iver and spleen can be displaced into the chest cavity.  CDH is usual ly an

isolated condit ion, although other congenital  anomalies,  most commonly cardiac,

may be associated and inf luence the prognosis.

Since these organs are in the chest cavity and not where they are supposed to be,

the lungs have insuff icient space to grow normally and are therefore smaller than

they should be. 

The determinants of survival  include the degree of under development/under growth

of the lung and the supplying blood vessels,  with associated pulmonary
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Image: left-sided CDH

Written by Dr Nadia Badawi

Consultant Neonatologist



Some chi ldren face few, i f  any ongoing concerns. Many tert iary Austral ian hospitals

now offer famil ies mult idiscipl inary fol low-up care and observation to help surviving

chi ldren l ive their  healthiest l ives.

Half  of  CDH chi ldren wi l l  pass away in their  f i rst  year.  Sometimes this is during

birth or within minutes of birth;  sometimes i t  is weeks or months later.

Every CDH chi ld faces their  init ia l  batt le in NICU; of the chi ldren who survive, many

face a raft  of  ongoing health complicat ions. These are varied, and range in severity.

Examples are:  ongoing gastroesophageal ref lux;  fai lure to thr ive and growth

problems; scol iosis & pectus excavatum; bowel obstructions & gastrointest inal

disturbances; developmental  disorders.  Our chi ldren sometimes require ongoing

medical  care,  including home oxygen or tracheostomies, PEG feeding, nutr i t ional

supplements,  and/or ongoing medication.

CDH occurs in about 1:2500 births. To put it into context, that’s 2-3 families

being told to expect a CDH child every week, or 125 families every year.
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CDHer Baby Jett in hospital



Here are some commonly asked questions that you may f ind useful  to ask at your

next appointment with your Doctor.

You wi l l  meet doctors and nurses who wi l l  assist you in taking care of yourself  and

your baby. You wi l l  have questions that need answers; you wi l l  want things explained

again that you haven’t  understood the f i rst  t ime around.

Al l  your questions are relevant and important.  There is no such thing as a si l ly

question, but there is such a thing as an uninformed person. I f  at  any t ime you are

not comfortable or sat isf ied with answers or treatment,  you are entit led to seek other

opinions. Sometimes i t  wi l l  feel  l ike the choices are being made for you, but

ult imately the choice is yours.

You are about to enter a world that

is not familiar to you; new people,

new words, new equipment, and a

new concept of having a baby.

Your baby has just been diagnosed

with a serious birth defect; it’s

going to take some time for this to

all sink in.

What can you do? Where can you go?

What does it all mean? 
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Waiting for CDHer Baby Aylah 

"Just remember that however you are feeling, and whatever thoughts are whirling

in your head, it is almost always 'normal'. There's very little that can prepare you

for a CDH diagnosis, so be kind to yourself as you come to terms with it."
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-  Have you had experience with CDH babies, and if  so,  how many do you

see in a year?

Some doctors have seen and experienced more than others,  but this wi l l  largely depend on

the size of the hospital  and where i t  is situated. Our community members have had babies in

hospitals as far north as Townsvi l le,  so the

largest city hospital  is not always necessari ly the best for you and your baby. You and your

doctor should discuss what is best for you.

After your baby has been stabi l ised as much as possible in the del ivery room, he/she wi l l

then be moved to the NICU. I t ’s good for you to know what to expect,  as i t ’s best for you to

have as l i t t le surprise as possible.  Who is al lowed to fol low the baby down to the NICU? Can

they go in with the baby to the NICU? How wil l  you know what’s happening to your baby?

What communications wi l l  occur so you know what is happening to your baby?

-  What are the procedures for getting my baby from the birthing suite to

the Neonatal  Intensive Care Unit  (NICU)?

- How many people wil l  be in the room as my baby is being born?

For your preparat ion and mind’s eye, i t ’s good to know how many people wi l l  be helping you

and your baby. There wi l l  be many people present and they wi l l  include your obstetr ician, his

registrar,  a neonatologist and midwives. Also, an anesthetist  and anaesthetic technician may

be wait ing close by along with an orderly and a few more nurses to help the medical  team. Of

course your partner wi l l  a lso be there,  and i t  may be possible for you to have another support

person present,  but you wi l l  have to check this with your doctor.  Your partner and/or support

person wi l l  be

taken care of by the midwives or orderl ies who work in the del ivery suite.  They wi l l  make sure

that they are in the del ivery room with you. I f  at  any t ime you are unsure of something, just

ask, as the health care team is there for you to answer any questions that you may have along

the way.

Once this has been done, your baby might be weighed and measured. As soon as your baby

has stabi l ised they wi l l  be transported to the NICU where other l ines and devices wi l l  be

inserted and attached to help monitor your baby.

-  What wil l  happen in the f irst  few minutes after birth? 

As soon as your baby is born, your obstetr ician might hold him up for you to see. You may

hear a faint cry but don’t  be alarmed i f  you don’t  hear anything. The obstetr ician wi l l  then

hand your baby over to the neonatologist who wi l l  assess, and l ikely venti late them (place an

endotracheal tube into your baby’s nose and down to the lungs to help your baby breathe).



-  Wil l  I  be able to touch or hold my baby after birth? 

This wi l l  largely depend on how stable your baby is after he/she has been del ivered. The fact

that you know your baby has CDH probably means that i t  was diagnosed early in your

pregnancy. Because of this,  i t  is very l ikely that your baby wi l l  need to be venti lated as soon

as i t  is born. In this case you won’t  be able to hold your baby. Once the doctors have

stabi l ised your baby, i t  may be possible for you to touch i t  before i t  is transported to the

NICU. Let your doctors know if  you would l ike to do this but remember that your baby’s

wel lbeing is their  f i rst  pr ior i ty and they may have to say no.

Every NICU has i ts own pol icy on who can visit  the babies in the NICU. Usual ly only 2 to 3

people at any one t ime may visit  the baby and one of them must always be a parent.  Sibl ings

can usual ly visit ,  but other chi ldren less than 12 years might not be al lowed in.  You wi l l  have

to check with your doctor about the pol icy of the NICU your baby goes to.

-  Who, and how many people are al lowed to see my baby in the NICU?
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-    Can my baby be christened in NICU?

You may need things in place and people prepared, so asking this question wi l l  enable you to

tel l  others what needs to be done and how.

Each hospital  is dif ferent;  from their  routines to the

way they posit ion their  beds, so f ind out about yours.

You wi l l  be guided on what to do and what not to do

by the staff  at  the hospital .

-  Can I  visit  the NICU during pregnancy? 

This is a chance for you to see the workings of the

NICU, possibly see the machines your baby wi l l  be

hooked up to,  hear the noises that are synonymous

with the machines and drips,  and meet the staff  who

work there. 

I t  can be a shock to see sick babies and, i f  you can

reduce the ‘surprise’  factor,  i t  wi l l  be one less thing to

deal with when you are the parent sitt ing beside one of

those beds. 

CDHer Baby Aylah at birth 



Be sure to keep the l ines of communication open and try

not to judge your partner’s reactions.

At the best of t imes women and men usual ly scratch their

heads and wonder at each other!  We al l  deal  with cr is is

dif ferently and the dif ference between men and women can

start  to show during this stressful  t ime. 

Men can feel  s ide-l ined; the emphasis tends to be on the

mother and the chi ld.  Men often concentrate on practical

issues such as managing workloads, transport needs, etc.

Each person wi l l  think, feel ,  act and react dif ferently.  I f

your partner doesn’t  react the way you do, i t  doesn’t  mean

they are not involved or don’t  care.  

Coping Emotionally

You are not alone.

Now that you know you are having a baby with CDH, how do you get your mind

around the fact that whi le the baby is inside you i t  is fair ly safe,  but won’t  be that

way when it  enters the world? 

Trying to distance yourself  from your baby won’t  protect you from the pain i f  your

baby doesn’t  l ive.  I t ’s OK to love, sing and speak to your baby. In general ,  i f  i t  feels

good for you to do i t ,  then do i t .  We al l  walk our own path on this one. 

You can do normal things such as set up the baby’s room, buy baby clothes, etc.  I f

the worst happens, having these things can be an important part  of the gr ieving

process. One mum didn’t  put the baby’s room together for fear the baby would die.

The baby died and the parents felt  robbed of not having the nursery.  

I t  is often part  of the gr ieving process to get to a certain point and then pack away

the baby’s things – this mum actual ly ended up sett ing up the room and leaving i t

that way for a couple of months and found it  helped.

I f  you need to talk to someone about your pregnancy and your feel ings, you can talk

with the hospital  social  worker or get in touch with our Support Services branch. 
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Fathers

CDHer Baby Gabriel 
& his Daddy 



The Health Care System

When you tour the NICU prior to the birth of your

baby, i t  is a good idea to ask to see the transport

cot that is used and to ask the doctors some

questions about what happens to your baby prior

to the transport.  

Your obstetr ician can refer you to a neonatologist

and paediatr ic surgeon who special ise in CDH.

Your baby wi l l  now need to be born in a large

publ ic hospital  that is equipped to deal with

crit ical ly- i l l  infants.  

In some states once your baby is stabi l ised he/she

wil l  need to be moved to another hospital  for

surgery.  This could mean - depending on how you

del ivered your baby and how wel l  you are after the

birth -  that you wi l l  be in a dif ferent hospital  to

your baby.
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Your baby wi l l  be sedated and paralysed with medication before they are placed in the

transport cot.  This is done to make sure the baby is calm; i t  reduces their  stress. Along with a

venti lator,  they wi l l  a lso have a few intravenous l ines and pumps attached to them, and a

monitor that records their  v i tal  s igns wi l l  a lso be placed inside the cot.  I t  can be

overwhelming to see this for the f i rst  t ime. I f  possible,  have a look beforehand to prepare

yourself .

Some hospitals can now place the baby straight into the cot that wi l l  t ransfer them to another

hospital  once they are born. Some hospitals can also perform surgery on your baby whi le they

are in this cot,  therefore reducing the amount of movement for the baby. You wi l l  have to ask

your doctors i f  this is avai lable at the hospital  you are del iver ing in.  I f  you have any questions

about the treatment and surgery your chi ld wi l l  undergo after birth,  be sure to ask your

doctor/surgeon during one of your visits.

You could also have the choice of using private health insurance. This is ent irely up to you as

the care your baby wi l l  receive wi l l  not be affected whether you have insurance or not.  In

some states you may be al lowed to choose your neonatologist and surgeon, but this isn’t

always the case. This is because our publ ic hospitals are teaching hospitals and many of the

NICU’s have a rotat ional system where a dif ferent special ist  doctor is in charge each week.

Some NICU’s also have parent rooms set up at the hospital  for parents to stay in.  They are

usual ly for the parents only and other family members are not al lowed to stay.  I t  is best to

ask what sort  of accommodation is avai lable for

you and your partner whi le your baby is in hospital  so you can organise yourself  pr ior to the

birth (especial ly i f  you have other chi ldren).  The social  worker who works in your hospital  can

help arrange these detai ls for you.



Deal ing with your chi ld’s i l lness is hard.

Sometimes we can feel  uneducated and

int imidated around medical  professionals.

You do not need to feel  this way. Speak up,

and ask questions. There are no si l ly

questions at a t ime l ike this.  

Remember,  staff  members are also people.

Treat them with the same respect you expect

to be given.

Parents who remain calm and do not lose

their  tempers during stressful  t imes get more

respect from the staff  than demanding, overly

aggressive parents.  Of course we al l  want our 
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How To Work With Hospital Staff

Once your baby arr ives at the NICU, many things wi l l  happen to stabi l ise him or her.  Init ia l ly

your baby wi l l  be looked after by one nurse each shift  to ensure that they receive the best

care possible.  The doctors wi l l  be keeping a very close eye on how your baby’s oxygen levels

are going and how wel l  they are coping on conventional venti lat ion. They may make

adjustments to the venti lator to help your baby’s oxygen levels and possibly even switch

them over to the high frequency osci l lator.  I f  your baby’s pulmonary hypertension remains too

high, the doctors might also start  to administer nitr ic oxide to help bring down the pressure

in the lungs and improve oxygenation. Your baby wi l l  a lso have a chest x-ray so that the

medical  staff  can have a look at the size of the hernia and what the lungs look l ike.  

The nursing staff  wi l l  be recording your baby’s vital  s igns every hour and wi l l  not i fy the

doctors of any changes. The nursing staff  may also be required to take blood from your

baby’s intravenous l ine,  attach various intravenous f luids and administer medications.

The medical  staff  wi l l  a lso l ia ise with the surgeon and let them know how wel l  your baby is

going and when they think surgery should occur.  Each baby stabi l ises at a dif ferent rate so

surgery could occur in as l i t t le as a day or as long as a few weeks. Once your baby goes to

surgery,  the hole in the diaphragm wil l  be repaired using sutures, and may require the use of

a patch, depending on how large the defect is.

I f  you have any questions about the surgery and treatment your baby wi l l  undergo, be sure to

ask your surgeon or doctor when you visit  them.

From Birth Onwards

chi ldren to receive the best medical  care possible.  Most health care professionals wi l l

understand the extreme stress parents are under,  but they deserve to be spoken to in the

same way we would l ike to be spoken to.



The social  workers can advocate on your behalf  i f

you are feel ing overwhelmed with the medical  staff

who care for your baby. Some hospitals offer

chi ldcare for sibl ings; the social  worker can advise

you about this also.

When you visit  the hospital  pr ior to your chi ld’s

birth i t ’s a good idea to meet the social  workers

who work there. 

Social  workers can help organise accommodation

and car parks, provide help with f inances and,

most importantly,  counsel you and your family.

They can talk to you about the ways to involve

older sibl ings in preparing for your chi ld’s birth

and the experiences that could happen afterwards.

They can also help you deal with the myriad of

overwhelming feel ings that you may experience. 

Al l  hospitals have their  own antenatal  preparat ion. There wi l l  be antenatal  classes, tours,  and

hospital  v isi ts.  These are designed for the majority of pregnant women and you may f ind them

too hard to deal with now you are in the minority.  Some people have found being part of this

process has given them a feel ing of normal i ty whi le others have found it  chal lenging. 

You can always ask to see the midwives privately.  They can go through the antenatal  classes

with you and let you know what you need to br ing into hospital  for the birth of your baby.

Some of the extra things you may need to know have been mentioned brief ly in “The Health

Care System” section.

Services Available To You At The Hospital
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"Some studies have shown that post-natal depression and anxiety, and / or post-

traumatic stress disorder are more prevalent in the parents of children who are in

NICU. It's often easer to get on top of if you ask for help in the early days. Speak to

your social worker or child's care team for support."

Nurse caring for a baby in NICU



Toi letr ies ( toothbrush, toothpaste,  shampoo & condit ioner,  soap, moistur iser,  hairbrush)

Sanitary pads (heavy, moderate)

Underpants

Day t ime maternity clothes ( loose f i t t ing, front-opening tops to assist with breast-pumping

and soft  elast ic bottoms. Don't  forget that i t  is often warm in hospitals)

Sl ippers and easy on/off  shoes

Nightwear (2 or 3 sets,  again front-opening i f  you wish to express breastmilk)

Maternity bras

Pens & diary or notepad (to record your thoughts or questions) and a book or tablet (with

charger)

Favourite pi l low

Camera, memory card and charger /  spare batter ies

Mobile phone charger

A small  amount of money for purchasing snacks etc

Any medication you have been taking

Extra bags - for your dirty laundry,  and for any gifts or f lowers that arr ive ( to assist with

transport ing them home)

Try not to take anything valuable to hospital ,  and i f  you do, never leave valuable i tems

unattended. 

Comfortable clothing, underwear,  socks and comfortable shoes

Sleepwear

Toi letr ies

Snacks

Pi l low

Mobile phone and charger

Panadol,  water bott le

Your care team wil l  be able to provide you with some guidance around what wi l l  be provided,

and what you need to br ing - for you and for your baby. This can dif fer between hospitals.  

-  What To Pack For Mum

Some hospitals al low dads to stay,  too. I f  this is the case make sure that dad has al l  his

essentials packed, too. 

-  What To Pack for Dad

Your Hospital Stay
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Your doctor,  midwife or social  worker can help you decide what to pack for your baby. They

wil l  tel l  you what you are al lowed to bring, what you need to br ing, and give you some ideas

about extras you might l ike to br ing. 

I f  your baby survives, you wi l l  have plenty of t ime to arrange the clothing and blankets you

wil l  need. However i f  your baby dies,  you don’t  have the t ime to do this.  Therefore you should

pack an outf i t  and blanket for your baby. I t  is nice to be able to dress them in their  own

clothes and wrap them in their  own blanket,  and you can keep those i tems forever (a lot of

people store them in special  air  lock bags with a sheet of acid free paper -  such as is used

for scrap booking. This can help keep the baby’s smel l  on them for a long t ime).

You don’t  get to keep too many ‘things’ when a newborn dies and some of our community

members wish that they had the chance for their  baby to wear something of their  own and be

wrapped in their  own blanket.

Parents may l ike to purchase and take an inkless ‘hand and footprint kit ’  to take prints of

those precious hands and feet soon after birth.  Another thing to remember is that Heartfelt

can come and take photos of your baby in NICU, i rrespective of their  survival  predict ion; i f

you’d l ike to request this service, mention i t  to your social  worker or nurse.

Some famil ies l ike to leave a family photo or drawing from sibl ings in the baby's hospital

room. Another idea is to have two small  blankets -  one should have your smel l  on i t  to leave

in your baby's cot,  and the other should have your baby's smel l  on i t .  Not only can this be

comfort ing for parents and baby when separated, i t  can also assist with milk production,

should you choose to express breastmilk.  Ask your nurse to help you make sure that the

blanket is posit ioned in a place that wi l l  not impede medical  care.

Your Hospital Stay - What to pack for baby
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CDHer Baby Lucy in NICU with blankets around her



Breast Feeding

While at f i rst  your baby wi l l  probably not be able to go to the breast,  you can st i l l  establ ish and

maintain a breast milk supply for when they are able to.  Your breast milk can also be fed to

your baby via a nasogastr ic tube unti l  they have the strength to feed. 

The nurses at the hospital  can give you advice about expressing, and using a breast pump, for

when your milk comes in.  Although you wi l l  have access to expressing equipment at the

hospital ,  I t  may be a good idea to talk to the staff  about hir ing a breast pump machine for when

you are not at the hospital .

For further assistance on breastfeeding, contact the Austral ian Breastfeeding Associat ion in

your area. They have information and advice on how to feed sick babies, how to freeze your

milk,  what to use etc.  A social  worker can help locate the nearest one to you.

Taking a camera 

During one of your prenatal  appointments,  ask the nursing staff  on the labour ward about their

procedures regarding photo taking during labour and birth.  These days many hospitals are quite

open about photo taking, but you must f ind out i f  there are any l imitat ions (e.g.  no video

recording, not photographing staff ) .  

You can never get too many photos. I f  you don’t  have date and t ime identi f icat ion in your

camera, you can use a thick pen on the back of an envelope with date/t ime and have i t  in the

background of the photo. Have the camera (or phone) charged and ready with plenty of space in

the memory. 

When taking a photo of your baby, sometimes a clar i f ier  is needed in the photo (e.g.  a pen or

your hand) to give an indicat ion of how small  your baby is.  Take a photo of the surrounding

equipment,  the cr ib,  possibly your favourite nurse tending to your baby (with their  permission).

I f  the f lash is going to f i re,  remember not to get too close, more than a meter away is good, too

close wi l l  give you a very white exposure. So step back and zoom in rather than be too close.

Things To Think About
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I t  is a good idea to think about

whether you would l ike to breast feed

your baby. This is because your baby

wil l  most l ikely be unable to go to

your breast direct ly after birth.  I f  you

wish to breastfeed your baby in the

future i t  is important that you hand

express in the f i rst  12 hours after

birth to help establ ish your milk

supply.  Your midwives wi l l  support

you with this.Breast pumps are usually available in NICUs



Bonding

Mothers usual ly have the opportunity to hold their  baby and feed immediately after birth.  I t  is

unl ikely you wi l l  be al lowed this opportunity due to the importance of stabi l is ing your baby

after birth.  You may not be able to hold your baby for hours,  days or even weeks. This does

not mean you wi l l  not be able to bond with your baby.

Some famil ies have found it  useful  to become involved in their  baby's everyday care needs.

Ask your baby's nurse about what you can do to be involved. This might include keeping

baby's l ips moist with lanol in,  wiping away sal iva,  or changing baby's nappy.

Parents can sing and read to their  baby, and you might l ike to keep a photo of them with you

so you can talk to family and fr iends about your baby even i f  they are yet to meet him or her.

You can bring in smal l  i tems from home to talk to your baby about (check with the hospital

f i rst ) .  I f  baby has sibl ings, they might l ike to be involved in this.  

Keeping A Diary 

Some people f ind keeping a diary is a good outlet for their  mental  wel lness, as wel l  as

helping to remember this t ime in their  l ives.  Recording your feel ings and your baby’s progress

can become an important part  of your family history later.  Whatever may happen, you can

always look back and see how far you’ve come. You can get other people to write in the book

as wel l  (e.g.  grandparents,  s ibl ings, hospital  staff ) .  

One of our community members kept a diary whi lst  s i t t ing beside her baby’s bed, and with

her permission, the night nursing staff  would read her entr ies.  They said i t  gave them an

insight into the parent’s feel ings. 

You could also write a letter to your baby, or use i t  to jot down any questions or concerns

that cross your mind. 

Onl ine 

Another way to capture this t ime is to set up a social  media page. This can also take some

pressure off  you, as you can provide one update to the page, and al l  of  your family and

fr iends can access i t .  

During your pregnancy you can keep an onl ine diary or blog, including pregnancy and

ultrasound photos. After the baby is born, someone can update the page on a regular basis

with photos and diary entr ies.  This is not only therapeutic,  but al lows communication with al l

family and fr iends at once. Sometimes one of the parents manages i t ;  sometimes another

family member or a fr iend wi l l  do this for the parents.

Things To Think About

C D H  A U S T R A L I A

t h i n g s  t o  t h i n k  a b o u t

E X P E C T I N G  A  B A B Y

W I T H  C D H ?



I t ’s a fact that your baby has a l i fe-threatening problem. Al l  of  us who have known about our

chi ld having CDH during our pregnancy have had to face the real i ty of our baby possibly not

surviving. I t  is a wait ing game you have to face and that in i tself  can be dif f icult  to deal with.

Talking to other parents who have gone through this can be of great comfort.  They don’t

necessari ly have answers, but when you say ‘Do you know what I  mean?’ and they answer

‘Yes,’  you know they real ly do. 

Some people have found it  important to decide how to handle issues before they ar ise so

they don’t  have to make any important decisions during grieving. Things that you have never

needed to think about before may need to be discussed with a partner now. You may want to

look into funeral  homes, make decisions with each other over burial  or cremation, or decide

how to discuss death with the chi ldren you may already have. You may want to seek help

from the hospital  social  worker;  they wi l l  have information and guidance you may not have

considered. And there is always the CDH Austral ia community.  There is a vast amount of

experience in the community and there is usual ly someone who can relate with whatever

decision you’re struggl ing with at that t ime.

The Future

You may f ind that many of your family members and fr iends wi l l  be uncomfortable with your

situat ion. This does not mean that they don’t  care.  Some may distance themselves whi le

others wi l l  ral ly around you. Some may cry,  some may crack jokes. Some with healthy

chi ldren may even feel  gui l ty.  

Whi le you may not understand these feel ings, they are al l  natural  and normal.  Talk about your

feel ings and keep your family and fr iends informed. An easy way to do this at this intense

time is to appoint one person as a “go between” for al l  other family members and fr iends.

This way you only have to update one person.

Dealing With Family & Friends
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CDHer Baby Kurt in NICU with his Mummy



“Take i t  ser iously,  do not say ‘ i t  wi l l  be al l  r ight’  because i t  might not be. Let the parents

grieve for the loss of their  healthy pregnancy. Offer practical  assistance, dr ive them to

appointments,  cook meals,  help out with looking after other kids i f  they have them.”

“Listen: You don’t  have to say anything, just lend an ear and a shoulder.”

“Avoid saying things l ike “I  understand, i t ’s God’s wi l l ,  and you just have to accept i t  and

move on,” and other cl ichés. Stay posit ive and respect the parents’  decisions and feel ings.”

“Offer r ides to the hospital ,  babysitt ing for sibl ings, doing laundry,  cooking meals,  cleaning,

picking up mai l ,  making phone cal ls,  etc.”

“Encourage the parents to talk about how they feel ,  but don’t  push them too hard.”

“No matter the outcome, real ise that the parents wi l l  need support,  comfort,  and help for

many years,  not just weeks.”

“Ask questions, f ind information, seek support for the parents -  but recognise that there are

certain boundaries.”

“Bring food, books, and magazines to the hospital .”

“Take pictures, videos, and help the parents to accumulate mementos.”

“If  the family would l ike to,  offer to throw a baby shower,  offer to help decorate the nursery,

buy the baby gifts just as you would i f  the baby was healthy.”

“Don’t  be afraid to cry.  The parents know that their  family and fr iends are hurt ing too.”

“Talk to your chi ldren about the baby and about what is going on in words that they can

understand.”

“Ask the parents what they need and make them feel  comfortable enough for them to let  you

know.”

“Recognise that the parents are gr ieving the loss of a healthy pregnancy, the loss of a normal

birth and instead are deal ing with anxiety and worry.”

Advice For Support People
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Some Advice From Our Community 

“Never give up hope, take it all day by day and enjoy every moment you have with them.”

“We don’t know which outcome we will have but I found stealing a look at the grieving sites

planted a seed in my mind of some of things I could do, e.g., taking hand and foot moulds, singing

lullabies.”

“Sometimes thinking one day ahead is too far- moment by moment will do.”

“Keep your memories close and then your baby will never be far. Ensure you have adequate

medical follow up and continued counselling; men and women do grieve differently.”

“If you are pregnant with a CDH baby, allow yourself to love them. Withdrawing emotionally will not

lessen the pain if your baby dies – it will only cause guilt and regret. Despite the stress involved,

try to love and enjoy every minute of your pregnancy while your baby is kept safe inside you.”

“Hang on – it’s a rollercoaster.”

“Never give up hope. You and your family are your child’s best advocates.”

“Take one day at a time. Do not look forward, just live in the present moment and spend as much

time as possible with your baby. Never feel guilty for having time out to be on your own and accept

all the love and support you can.”

“Don’t be pressured into terminating your pregnancy.“

“Get all the information you can, not just from doctors but other parents of children with CDH.”

“Listen to your baby first and others second.”

“Ask lots of questions even if you ask three or four times.”

“My advice would be directed to the fathers and is, ‘Understand your wife, love her and support

her. Give her hope."

“The best advice we were given when our son died was by a nurse who flew in to our room in the

middle of the night and said, ‘In the hours, days and months, even years ahead, people will come

to you and express their feelings for you, and your situation. Most often they will probably say the

“wrong” thing, and you may be hurt or offended, even though that wasn’t their intention. See

everyone who comes to you as coming to give their love and support, rather than stewing on their

words.’ This advice was invaluable to us, and has taken us through many other situations.”



Please note that these services are not endorsed by, or aff i l iated with CDH Austral ia in any

way. I t  is up to the individual to research the appropriateness of these services.

Crisis Support Services

Lifel ine Free 24/7 telephone counsel l ing service and cr isis support.  

Ph: 131114

Grief Line Dedicated loss and grief  telephone counsel l ing and 24/7 onl ine chat support.  

Ph: 1300 845 745

Beyond Blue Free 24/7 support for everyone, del ivered by mental  health professionals.  

Ph: 1300 224 636

Grief Support Services

SANDS 

Provides support and education to anyone affected by the death of a baby.

Red Nose 

Provides support through the unexpected death of a baby or young chi ld.

The Compassionate Fr iends 

Provides support to bereaved parents and sibl ings.

Grief  Line 

Supports people experiencing loss and grief ,  at  any stage in l i fe.

Grief  and Bereavement Counsel l ing Service 

Provides special ist  bereavement service fol lowing the death of a loved one.

Mental  Health Support and Resources

Relat ionships Austral ia

Provides relat ionship support services to enhance family relat ionships.

Beyond Blue

Provides information and support to help everyone in Austral ia achieve their  best possible

mental  health.

Special ised Support for Premature or Sick Newborns

Miracle Babies 

Provide support for premature and sick newborns, their  famil ies and the hospitals that care

for them.

Life’s Litt le Treasures

Provides information, specif ical ly tai lored for famil ies of premature or sick babies.

Professional, Financial and Crisis Assistance Services
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Raising Chi ldren Network

Outl ines early intervention for chi ldren with disabi l i ty and provides national and state

contacts.

Creating Special  Memories

Heartfelt  

Professional photographers dedicated to giving the gift  of  photographic memories to famil ies

that have experienced st i l lbirths,  premature births or have chi ldren with serious or terminal

i l lnesses.

Angel Gowns 

Provides baby gowns made from donated wedding dresses for angel babies.

Angel Nappies 

Provides beauti ful  cloth nappies for angel babies. Nappies are made in identical  pairs,  one

for baby and one for family to keep in their  memory box.

Financial  Support and Government Assistance

Miracle Babies 

Provides a detai led outl ine of parental  payments and al lowances.

DHHS 'Having a Baby'

Provides detai led tools and resources for f inancial  assistance and payments.

DHHS Carer Payment 

Provides income support for carers to someone who has a severe disabi l i ty or i l lness.

Department of Support Services

Provides information and resources for carers.

NDIS Support for Carers 

Information about addit ional  services dedicated to help you in your role as a carer.

DHS Bereavement Support 

Provides f inancial  assistance to help i f  your chi ld has passed away.

DHHS provides support i f  you recently had a baby who was st i l lborn.

Professional, Financial and Crisis Assistance Services continued
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Travel and Accommodation Assistance

If  you travel  long distances for treatment,  you may be el igible for state government f inancial

support.

• NSW: Travel  Assistance ( IPTAAS)

• ACT: Interstate patient travel  assistance ( IPTAS)

• QLD: Patient Travel  Subsidy Scheme (PTSS)

• VIC: Patient Transport Assistance Scheme (VPTAS)

• TAS: Patient Travel  Assistance Scheme (PTAS)

• SA: Patient Assistance Transport Scheme (PATS)

• WA: Patient Assisted Travel  Scheme (PATS)

• NT: Patient Assistance Travel  Scheme (PATS)

Disclaimer:  By providing these referrals,  CDH Austral ia is not in any way endorsing the

content,  or further l inks, associated with these organisat ions.

Professional, Financial and Crisis Assistance Services continued
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Although many of us have never heard of CDH unti l  our chi ld is diagnosed, there are teams al l

over the world who are looking at the cause of CDH, and improving survival  and wel lbeing

outcomes of chi ldren born with this condit ion.

 

As of 2020, CDH Austral ia has been involved with,  and contr ibuted funding to,  research

conducted at Melbourne's The Ritchie Centre,  Hudson Inst i tute of Medical  Research. This is

looking at improving the transit ion to newborn l i fe for babies born with underdeveloped lungs

(CDH).  

Other programs in Austral ia look at long-term outcomes of chi ldren born with CDH. These are

based out of tert iary hospitals where CDH chi ldren are treated and cared for.  Research is

being undertaken to -  amongst other things - look at the eff icacy of treatment options,

including ECMO and Nitr ic Oxide.

CDH Austral ia maintains relat ionships with research and medical  care teams across Austral ia,

and where possible we invite famil ies to be involved with,  or support,  research i f  they wish to

do so.  

Research

“Despite modern neonatal care, 30-50% of babies born with CDH die postnatally

and long-term morbidity is common, with survivors at risk for thriving problems,

neurological, neurodevelopmental and chronic lung disease.”

- Head of Perinatal Services at Monash Health Dr Ryan Hodges
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CDH researchers Dr Kelly Crossley, Dr Ryan Hodges, Dr Philip DeKoninck
and Ms Margaret Polacska, former President of CDH Australia










