
Putting your own CF folder together

What’s this all about then?

A bunch of Sydney CF parents have gotten together and created a framework to help us all 
keep our children’s CF records in order (and to help us structure the way we explore, record and 
review our children’s health). This is the result - The CF Information & Personal Health Records 
Folder. Following are pages created by different parents and some suggestions as to how to 
order your records.

1. You’ll need a big folder and 5 dividers  (you may choose to have more with your own 
sections). So far we’ve divided the information into the following:

1. Lung Function

2. Height & Weight

3. Sputum Tracking

4. Medical history

5. Annual Reviews

2. Print out the following pages and order them in your folder.

You’ll see throughout the document that we indicate where the divider should go next.

3. Over time more downloads to supplement your folder will be available here online so you can 
download the information that is pertinent to the age or status of your child.

4. There is also a pre-clinic pad available as a download. We’re getting some printed for each 
clinic in Sydney but you can download the template and use it here as well. You can keep your 
clinic pad in the front of your folder to remind you to fill it in before you come to each clinic.

5. Once you have your folder in order you can throw away this first page.



Your Child’s 
Medical Records

This medical record folder is for you and your child. It will help you to take ownership 
over your child’s medical records so that you can be certain and accurate about your 
child’s medical history; what’s worked in the past and maybe even some notes of  
reflection as to why you or the medical team think something worked  
or didn’t work as well as you’d hoped.

Remember,  although your doctors are experts in CF, you are the expert when  
it comes to how CF manifests in your child. And if you’ve just been diagnosed and 
you’re not an expert yet, you soon will be.

It helps if you can be as descriptive as possible in your notes so you can compare  
symptoms and treatments from one exacerbation to the next. So try and fill out as 
much as possible each time. The doctors will keep their own notes but you will get to 
know your child’s health better than anyone. 

The best CF care comes when doctors and patients work together as true partners.  
As you go along this journey you will realise that there is never any one “right” way to 
treat anything – cystic fibrosis or otherwise. There are many good opinions and many 
terrific doctors whose opinions differ on important topics. You will see this if you go 
to the conferences and read some of the medical literature on the web. 

The terrific thing about you taking responsibility for your child’s medical records  
and reflections / symptoms is that you will collect a bunch of insights along the 
way which are relevant to your child, and that is priceless.

Remember the old English saying…  
“Opinion between good men (or women) is knowledge in the making.”

Keep on top of your child’s medical history and record your own notes & reflections 
about their experience with CF. Share it with your care team and participate actively 
in the discussions with your care team about your child’s care. 
 

The notes you write in here and the discussions you have as a result of them,  
will be knowledge in the making.



Your CF Care Team

The best care is at your CF centre.

The best place to receive comprehensive cystic fibrosis care is at one of the 
pediatric CF care centres around the country which specialize in treating CF. 
Because CF is a complex disease, caring for a child with CF requires a team 
approach. At the center of that team is you, your child and your family. Guiding 
you every step of the way and providing specialized, comprehensive care are 
experts and specialists, including CF nurses and doctors, dietitians, social workers, 
psychologists and respiratory therapists who are all trained in treating infants and 
children with CF. 

Good communication with your care team is important.

Research shows that top performing CF centres are those where kids and their 
families have regular communication with their CF care teams (even without coming 
into clinic). This means as parents, we can call or email our CF nurse (or whichever 
channel your CF team has asked you to go through) and talk over anything that we 
may be unsure about.

Let the team know if your child becomes unwell.

Your child is going to get coughs and colds just like other children but because of 
the additional consideration (having CF), it can be a good idea to let the CF care 
team know when this happens. Talk to your care team about what they’d like you to 
do if your child becomes unwell and how they’d like you to contact them when this 
happens, so you can get some advice and talk over the best way to move forward.

This is a good place to keep a contact listing of all the important people in your CF 
care team. Especially the phone number and email of the person or people you’re 
going to contact if your child becomes unwell between clinics.

If you don’t already have one, grab a copy of your CF team’s contact details from 
your clinic and include it in this folder.



Participate : Use your own 
knowledge to improve your 
child’s health
Use the Internet with caution and with care.
There’s a lot of information that exists on the web about CF. Some of it reputable and 
some of it not. One of the first things our care team will tell you upon diagnosis is  “don’t 
read to much on the internet” and with good reason. There is an enormous amount of 
literature which may or may not be accurate or helpful so in those early stages, it helps to 
be measured in your approach.

Even for doctors there is a formidable amount of information available and our CF care 
team provides excellent care based on the medical literature of published studies which 
have been statistically vetted from official medical sources. 

Let knowledge be a friend, not a foe.
As parents in this age of the internet, one of the great things we can do is to read 
information about CF and arm ourselves with as much knowledge as we can to help our 
kids. One of the best ways to learn more about CF is to read up on it and talk to other 
parents.  As you progress along this CF journey you may start to ask yourself:

“What do I need to understand to do this job of looking after my child better?”

“How am I most likely to learn more about CF?”

There are many great conferences, facebook groups, blogs and research sites which can 
be helpful (and inspiring) to read. Keep in mind the source you’re reading (we need to 
be vigilant about where we get our information from) but don’t be afraid to do your own 
research and come to clinic with questions or things you’d like to discuss with your care 
team. Some good sources of information for parents are:

www.cfcenter.umn.edu

www.cff.org (this is one of the BEST ones)

www.cForward.net

www.mycysticfibrosis.com

www.cysticfibrosismedicine.com

www.cfri.org

www.cfbuzz.org

www.cysticfibrosis.org.au/nsw

http://www.parentingchildrenwithhealthissues.com



Where do I start?

How about here? . . 

One of the biggest challenges we face as CF parents is keeping abreast of all the 
information and research out there.  Sometimes it can feel like there’s a lot to keep on 
top of and so many questions  - What other vitamins could my child be taking? Are 
we doing the right kind of physio the way our care team has instructed? are we doing 
enough for that matter? what happens at other clinics? Are all kids on the same kinds 
of care programs? How do I get my child to eat more or eat better? what else should I 
be asking my care team about? 

We’re lucky that our care teams are so progressive and will take the lead in 
determining the best model of care for our children. But like all parents, we want to 
make sure that we’re also doing everything we can from our end. So we’re going to 
read stuff, we’re going to ask questions and we’re going to need eachother’s help as 
we go on this journey together.

This folder has been put together for you - by parents for parents.

We are a group of parents from the Sydney Children’s Hospital and Westmead CF 
clinics in Sydney Australia who are committed to working in partnership with our 
hospital CF care team to improve health outcomes for our kids. We also recognise 
that caring for a child with a chronic illness is a marathon not a sprint, so we’re 
refocusing the conversation around what can be done in the here and now to improve 
the health of all of our kids day by day. 

We started out as an official PAC (Parents Advisory Council) but these days we are a 
bunch of Sydney CF parents who get together regularly to see how we can partner 
with our care team to improve things and share our experience / knowledge and 
learning with eachother.

Although each child is different, we all face the same kinds of questions as our 
children move through their CF journey. Likewise we all have the same concerns 
at different times of the year; when should we have the winter flu shot? How do I 
determine the difference between a CF cough and an allergic response? What are 
the key things to focus on during physio again?

Think of this as your information and inspiration folder; put together by parents for 
parents. And if you’re not from Westmead Children’s Hospital or Sydney Children’s 
Hospital but somehow this has found it’s way to you then by all means use it, 
photocopy it or pass it on.



Where do I start?

Caring for a child with a long term health challenge is a marathon not a sprint.

So as a parent the best thing you can do is to form a good team of support around you and 
create a network that you can learn from, lean on and share with. 

Our top tips for getting out of the starting gates:

1. Find a mentor  

2. Read a little 

3. Connect with other parents

4. Get involved in your CF clinic

1. Find a Mentor 

If you’ve just been diagnosed (or are grappling with a recent diagnosis) find someone you can 
connect with. Both Sydney Children’s Hospital and Westmead Children’s Hospital have a list 
of available and willing parent mentors who have put their hand up to help out anyone who 
is coming to terms with a new diagnosis. They can put you in touch with a parent who either 
lives or works near you for a chat or a cup of coffee to connect with.

Remember one of the challenging things about a new diagnosis is about perspective; and 
sometimes talking to another parent can really help to frame that perspective for you. What 
will we go through in the next 3 / 6 / 12 months? How did someone else cope with this? 
What’s a positive way to move forward on this? Having a mentor through this initial period can 
be a real comfort. 

2. Read a little

We know you’re going to!  . . Reading through positive well informed websites can be useful 
in framing your understanding of the path ahead. Reading through the advice, ideas and 
experiences from other parents can also be inspiring and helpful. Beware the negative and 
overly emotional stuff that’s floating about online. Whilst it might be therapeutic for some to 
put their emotional experiences online, it can be unhelpful for others who mistakenly come 
across it as they’re surfing the net in the late hours of the night as we all have done. Our 
advice to you here is  - be kind to yourself. Read things which are helpful and avoid things 
which are not. 



3. Connect with other CF parents 

Join a Facebook group. Contact CFNSW to get a list of their events and parent retreats. Ask 
around at clinic for other parents who your care team thinks you might connect with. Our 
parents group has a website where we post information and we also meet regularly.  Due to the 
nature of CF, our kids aren’t encouraged to get together and therefore sometimes as parents, we 
can feel a little isolated. Finding a parent you connect with can make a real diffence. 

4. Get Involved in your clinic

Research*  shows that top performing CF centres have a high degree of patient / family 
engagement. This was identified as a critical factor in positive health outcomes. This means that 
top performing CF centres (based on the health criteria of their patients) do the following:

a. Patients were provided with data on their clinic outcomes 

Your care team will do this with you and 
this folder will help you organise your 
records.

b. Patients and their families were 
educated about the importance of 
having high expectations in terms 
of their child’s health and the need 
for early, aggressive intervention for 
declines. 

The clinic pad and sick plan might be 
useful in understanding why and when 
to respond quickly if your child becomes 
unwell.

c. Patients and their families were 
encouraged to provide feedback 
on their clinic care experiences and 
concerns (via a group such as the PAC 
or Sydney Parents Group).

Join the parents group. Get involved. Jump on the site and give us your email. We’ll keep you in 
the loop for all future meetings. We’d love you to be involved whether it’s a little or a lot.

Website – www.cfparentsinfohub.com

“During my career I have seen enormous changes in the quality of CF care. 
Most of them were pushed through by parents and adults living with CF. 
Remember, you have the power to make a real difference.”

Dr Gerd Cropp - Paediatrician
University of California
San Francisco

* “Key clinical findings of the US Cystic Fibrosis Foundations clinic practice benchmarking project”. Michael P Boyle, Kathryn A 
Sabadosa, Hebe B Quinton, Bruce C Marshall, Michael S Schechter, BMJ, Vol 23, 2014.  

Where do I start?



Vaccinations

Children with cystic fibrosis should receive all immunisations as per the National 
Immunisation Program Schedule (www.immunise.health.gov.au). 

It’s really important that you try and keep your vaccinations up to date.

It’s also worth noting that CF is a condition associated with an increased risk of 
pneumococcal disease. Your CF child requires a fourth dose of Pneumococcal conjugate 
(13vPCV) at 12 months of age and a booster dose of Pneumococcal polysaccharide(23vPPV)  
at 4 years of age.

In addition, it is strongly recommended that children with CF receive annual Influenza (Flu) 
Vaccinations from 6 months of age. 

When is the best time to vaccinate?
Vaccination is best undertaken in Autumn, in anticipation of Winter outbreaks of influenza. 
People with CF are at greatly increased risk from Influenza, which may cause irreversible 
deterioration in lung function. 

Who else should be vaccinated?
All household contacts (including other children 6 months and older) should also be 
immunised to prevent transmission to the person with CF.

It’s worth making sure that your immediate family and any regular caregivers are up to date 
with their:

 • Pneumococcal vaccine

 • Whooping cough vaccine

 • Annual influenza vaccine

The risk of side effects from vaccines far outweigh the risk of adverse effects from the 
disease. To learn more about immunisation, ask your CF Team or Immunisation Provider. 

Or go to 

http://www.immunise.health.gov.au/internet/immunise/publishing.nsf/Content/about-immunisation



Insert your LUNG FUNCTION divider here



 

Remember when it comes to PFT scores, trends over time are more important than individual 
readings but  research* states that top performing programmes are almost uniformly 
described as having a low threshhold for treating any decline from baseline so these scores 
are your checkpoint each time you visit clinic. * Boyle, et, al, BMJ, Vol 23. 2014

* don’t forget to get copies of your lung function reports and attach them in this section
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Total lung 
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It’s worth noting 
if your child was 
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was on this day.
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You may not do 

this test regularly, 
but record it when 

you do. 
 

Date 

PFT Tracker 
Stands for Pulmonary Function Tracker. Or Lung Function. Tracking it over time is the kicker.



Why and how we test lung function over time

Spirometry – (“measured breathing”) is the simplest pulmonary function test.  
It is the most common test used in the clinic to evaluate how well the lungs are  
functioning. In this test, the patient breathes in and out through a tube awhile the  
machine records the amount of air breathed and the speed at which it is blown out.  

When the respiratory therapist gives the signal, the patient must breathe in very deeply then 
exhale forcefully and quickly. The goal is to empty the lungs as fast and as hard  
as possible. This results in the measurements of Force Vital Capacity (FVC) and  
Forced Expiratory Volume (FEV1,2 and 3). Together these give a good indication as  
to the overall health of the lungs. 

Forced vital capacity (FVC) – This measures the volume of air that is blown out in a  
single maximum exhaled breath. It is inversely related to the amount of air trapped  
by obstruction. 

Forced expiratory volume (FEV) – This measures the volume of air that is blown  
out in a single maximum exhaled breath. It is inversely related to the amount  
of air trapped by obstruction. 

FEV1 – The amount of air 
exhaled in the first second, 
is called FEV1. 

FEV1 – This is the value that 
the doctor and respiratory 
technician look at the most 
in cystic fibrosis. 
Your result is measured 
against a predicted result, 
a mean of values in healthy 
people of the same sex, 
height, and weight. The  
results are written as the 
percent of the predicted  
result. The less air expired  
in the first second, the 
higher the level of airway  
obstruction. 

Spirometry
Everything you’ve ever wanted to know but were afraid to ask. Or did ask but just keep forgetting . . . 



Spirometry
Everything you’ve ever wanted to know but were afraid to ask. Or did ask but just keep forgetting . . . 

FEF - Small Airway Measure
This is a measure of small airway function recorded during your normal Pulmonary Function 
Testing [PFT].

TLC – Total Lung Capacity
This refers to Total Lung Capacity (the size and litres of your lung’s capacity]. This doesn’t 
increase over time but our aim is to keep it as stable as possible indicating good lung health.

RV – Residual Volume
This refers to how much gas you have left in your lungs [in litres]. One of the key measures when 
it comes to lung health is not just the force or volume of your breath, but also how efficiently you 
are able to empty your lungs. Ie. How much is left at the end.

RV | TLC ration – Residual Volume vs Total Lung Capacity ratio
This measure refers to how much [what percentage] of your total lung capacity is left at the end.  
A normal range would be 20 – 30%

Sa02 – Oxygen Saturation
This refers to the fraction of oxygen saturated haemoglobin [relative to total haemoglobin] in the 
blood. The human body requires a precise and balanced level of oxygen in the blood. Normal 
blood levels would be considered 95 – 100%. 

Generally we like to keep it above 90% and greater than >95% is terrific but this will vary from 
child to child.

What is Multiple breath washout?
The lung clearance index (LCI) is a lung function parameter derived from the multiple-breath 
washout (MBW) test. This testing has become increasingly useful for testing preschool-aged 
children. The Multiple Breath Washout [MBW] measures functional residual capacity [that is, how 
much air is left in the lungs]  

How?
The child takes a breath of 100% oxygen and exhales through a one way valve measuring 
nitrogen content and volume. The respiratory scientist will plot the nitrogen concentration (as % 
of total gas in the lungs) vs the expired volume.

The nitrogen content is initially zero [because the child is exhaling oxygen they just breathed in] 
and this climbs as the alveolar mixes with the air. 

So in essence, what we’re measuring here is how long it takes for your child to remove all the 
nitrogen [as an indicator of how much resistance is in their airways].

Most people with a normal distribution of airway resistance will reduce their nitrogen 
concentrations to less than 2.5% within 7 minutes. Individuals with high resistance  
in their airways can take longer than 7 minutes.



Multiple breath washout (MBW) is an emerging test which offers the potential to pick up early 
lung disease in children from the preschool age group onwards. It measures the evenness of 
gas mixing within the lungs, a process which all airways within the lung contribute to, even 
the smallest ones. The most common result reported is called the “Lung Clearance Index” or 
LCI. It reflects how evenly gas is distributed within the lungs. With the onset of lung disease 
the degree of unevenness of gas mixing increases and the LCI value increases. This direction 
of change (increasing in value as disease gets worse) is different from other lung function 
tests, such as spirometry [standard test in school aged children], where the main outcome 
reported (Forced expiratory volume in the first second as a percent age of the predicted 
normal, or FEV1%) decreases as lung disease increases in severity. 

MBW is a test that is performed during normal breathing and as such is easier for younger 
children to perform than other lung function tests. During the test a DVD is used to 
distract the child and encourage a relaxed breathing pattern. The child is connected to 
the equipment either by a facemask (if younger in age) or by a mouthpiece (if older in age). 
The child then breathes 100% oxygen for a period of time (typically 3-5 minutes) and the 
efficiency with which Nitrogen is “washed out” from the lung by the oxygen is assessed. The 
test is very safe but is more time consuming than other tests performed in the respiratory 
function laboratory. 

Typically each test involves breathing oxygen for 3-5 minutes, in a child with normal lung 
function or mild impairment. At present three acceptable tests are targeted and an average 
LCI result reported. In between each test the child needs to have a period of room air 
breathing (off the equipment) for the nitrogen levels to return back to previous levels. In 
the child who is very familiar with the technique and has normal lung function or mild lung 
function impairment total testing time may be as little as 20-30 minutes, but greater time 
should be allowed if it is their first time. Testing time is also longer with more severe lung 
disease as the duration of oxygen breathing will be longer, as will the gaps between tests. 
In the young child (age 2-6 years) additional time should be allowed for the child to become 
familiar and comfortable in the testing environment. Typically in these young children an 
hour is allowed to try and achieve this and obtain acceptable recordings. Having two staff 
members available for testing improves success rates with these younger preschool children.

Whilst a lot is known about the test and what it can detect, the best way to use it in CF 
care is currently unclear and as such it is not yet part of routine CF care, outside of a small 
number of CF units who are very experienced in measuring MBW and have adequate 
staffing available to perform the test. The main use of MBW at present is in research studies 
exploring the value of different medications in early CF lung disease. CF physicians may 
choose to perform the test in certain situations, if it is available in their centre, to gain further 
information about how the lungs are functioning.

What is the MBW?



The Huff Cough

The Huff Cough is a gentle way of coughing, which speeds airflow while you keep the 
throat open. To save energy and oxygen, you must practice and master the method 
of controlled “Huff Cough”. You should work with a respiratory therapist or other 
health care provider when starting this therapy. 

Huffing, also known as huff coughing and FET (Forced Expiration Technique) is a 
technique that helps move mucus out of the lungs.

The age that children can usually start doing this can depend on their concentration / 
co-ordination but usually kids can start practicing from around 6 years of age.

Huffing can be used in conjunction with a PEP device such as a PARI PEP or 
Acapella PEP. Huffing is not as forceful as a cough but can work better and be less 
tiring.

The Huffing Technique

Sit up straight with chin tilted slightly up and mouth open.

Take a slow deep breath to fill lungs about three quarters full.

Hold breath for two or three seconds.

Exhale forcefully, but slowly, in a continuous exhalation  
to move mucus from the smaller to the larger airways.

Repeat this manoeuvre two more times and then follow  
with one strong cough to clear mucus from the larger airways.

It’s really  important NOT to empty ALL the air out /squeeze  
to the very end and trigger a cough. Usually after 1 -2 huffs  
you can hear the mucus moving into the main airways and  
you can cough it out.

Huffing Tips
When exhaling, try putting a CD or mirror in front of your mouth so you can see it 
fogging up

You could also use a tube that can comfortably fit into your mouth, this helps to keep 
your mouth open and your throat relaxed. Make sure the plastic tube can be easily 
cleaned, such as a plastic tube of appropriate dimensions from Bunnings.



Cleaning & disinfecting

your Nebuliser
If you use a nebuliser, it’s important to know how to clean it properly every day, and how to 
maintain it. That way you’ll make sure it functions properly, as well as looking after your own 
health.

There are a wide range of nebulisers available, so talk with your CF team to discuss the right 
one for you. Check the manual for any cleaning instructions specific to that brand.

There are just three main things to remember:

1. Clean your nebuliser after every use

2. Sterilise it every week

3. Check the bowls and parts every six months.

Studies have shown that nebulisers that are not cleaned can grow bacteria which can lead to 
infections. Cleaning also ensures optimal function.

Every Day – Clean your nebuliser after each use

a. Fill a bowl with hot water and add a squeeze of detergent.

b. Take your nebuliser apart and wash all the parts in the hot water for 5 minutes.

c. Then rinse them in clean hot water.

d. Shake off any excess water …

e. Leave them to dry, on a clean surface such as a paper towel.

f. Then connect the tubing to your pump and run the air through it until any condensation is 
removed.

g. When the parts are dry, store them in a clean container for travelling or for the next use.

h. Your PEP device can be cleaned in the same way. 



Cleaning & disinfecting

your Nebuliser

Every Week - Sterilise your nebuliser

a. One way to do this is to boil the parts for at least 5 minutes, with plenty of water in 
the saucepan so the nebuliser doesn’t touch the sides. Use a timer for accuracy.

b. Or you can soak the nebuliser bowls in a specific nebuliser solution

c. Or you can sterilize them in a baby sterilizer 

d. Always check the manual in case they give you different instructions.

Every six months - Replace your parts

Remember that the nebuliser bowls need to be replaced every six months.

Check your pump filters regularly and replace when they’re discoloured.

It’s important to liaise with the CF team to ensure parts and components are 
replaced at the right time, and to keep up to date with any new products on the 
market. And if anything should anything change, such as new medications, travelling 
for holidays or transitioning to a new service, it’s always best to discuss with your 
team to ensure you have the appropriate equipment. 

Proper hygiene is absolutely essential – so take that 5 minutes to clean your 
nebuliser.



How should I order 

my treatments?

CFF Guidelines recommend the following sequence for inhaled 
medications:

Bronchodilators: (Albuterol, Combivent, Xopenex) to open the airways 

Hypertonic Saline (%6): to mobilize mucus and induce airway clearance use during physio if 
possible

Pulmozyme (DNAse): to thin mucus (Note: studies find no significant differences  
for order of inhaling DNAse, hence patient preference can govern timing) but half  
an hour prior to physio or last thing at night at good times.

Airway Clearance Technique: Vest, Flutter, chest PT, IPPV, etc.

Antibiotics: (TOBI, colistin) the previous therapies open and clear the airways of mucus, 
thereby improving the distribution and therapeutic impact of these medications

Steroids: (Flovent, Pulmicort, QVAR)



Insert your HEIGHT & WEIGHT divider here



 

Height & Weight

WeightDate & Notes Height BMI Percentile

Annual Clinic Results over time

* don’t forget to review BMI tracking regularly and  
include any notes on major nutritional / supplement changes 



Nutrition

We all know that keeping up nutrient dense high calorie meals can be a struggle. Its hard to 
find inspiration, you have to be fairly organised and even then, often a CF child can suffer 
from taste fatigue as their parents keep presenting the same meal or high fat snack over and 
over. We all suffer from inspiration gaps and as parents, nutrition is one of the areas where 
we can make the most difference. To help combat some of these ‘inspiration gaps’, we’re 
starting to put together some tips that may provide a bit of inspiration or motivation when you 
next need it.

1. Eat high (good) fat
To get large amounts of calories into the system with minimal effort takes fats. A gram of fat 
contains over double the energy of a carbohydrate (breads etc). Accordingly you need to 
avoid any foods claiming to be ‘low fat’ and go for the full fat versions. Where possible try 
and emphasise natural fats. Full fat milk, Avocado, tinned oily fish and cheese are all great 
examples of this sort of high energy, high protein food. Another good tip is to add an oil 
based salad dressing to any salads that you may be having with your meals.

2. Make breakfast count
Because breakfast is one of the most important meals of the day, try cooking little containers 
of meat and fatty gravy which can be heated up separately for a brekky treat. Variety is the 
key to avoid taste fatigue and brekky is a great way to get calories in before they head off to 
school. [Plus many of us have different breakfasts anyway so it’s not such a big deal if you’re 
CFer eats something different.]

3. Keep snacks within reach
This is a deceptively powerful strategy. Always ensure that a high calorie snack is close at 
hand. High fat snacks should always be within reach!

4. Drink some of your calories
Boosting your calories is easier if some of them come in liquid form. A protein shake, 
smoothie or “boosted” milk shake  is a great example of this. Shakes are typically very 
quick to prepare and consume and can be consumed with little discomfort even if you’re not 
hungry. A small protein drink can easily be consumed between meals or as a bedtime snack. 
Another common tactic is to add a glass of milk to meals to boost the protein and energy 
count.

Courage doesn’t always roar. Sometimes it is the quiet voice at 
the end of the day saying “I will try again tomorrow”.



Nutrition

5. Timing can be everything
There are four main things to think about:

1.  Breakfast is still the most important meal of the day! By the time you get up your 
body will typically have been without food for between eight to twelve hours. 
Everyone should refuel with a quality meal as soon as possible after waking.

2. Try to eat little and often – four to six meals and snacks per day are the goal.

3.  Time your meals carefully as regards any medications (which may need to be 
taken at the same time or separately to your meals).

4.  Have a bed time snack. A great way to maintain or even boost bodyweight is a 
high protein snack before bed.

6. Cook more and use the freezer
Cook more than you need. If you’re cooking something that can be reheated later 
then cook extra and have the second helping the following day, or freeze it. Stews/
casseroles are great examples of food which lends themselves to this approach. A 
marker pen and plenty of plastic tubs also help.

Parents top tips
We asked a group of our parents - if they had one piece of advice for a new parent 
when it comes to feeding with CF what would they say:

a. Start administering whole enzymes as soon as your child will tolerate them

b. Trail & error is all part of the process. Don’t be disheartened, it’s a marathon not a 
sprint.

c. Normal rules don’t apply – high fat / high salt for as much as you possibly can but 
good fats where you can - avocado, fish, olive oil are all good examples.

d. Make an effort to have tasty snacks on hand. CF kids can often feel nauseous and 
its easier to tempt them with an easy grab & go snack that’s close at hand.

e. Plan out a series of meals & snacks for the week. The discipline of planning can 
help you to come up with a bunch of tempting and varied snacks / meals so your 
child doesn’t get bored.

Start administering whole enzymes as soon as your child will tolerate them. 

It will change your life.  



Sneaky Fat Stacking

Here’s a few more tips from other parents to get you started 

• Peanut butter / Nutella can be added to almost anything

• Yoghurt and double cream is a great way to start the day

• Add coconut or olive oil to food wherever you can

• Make the most of afternoon school snacks with solid snacks

•   Milk shakes are great for boosting with a supplement powder, cream, extra  
 sustagen, malt or milo - whatever you can find!

• Protein at every meal if possible

• Make a batch of muffins and put half on the tray in one colour patty cases   
 and then add extra calories (nuts, choc bits, coconut & dried fruit) to the   
            second half – put into a different patty case. Now you’ve got school snacks   
 for CF and non CF kids.

• Try and do “supper” a few times a week. An extra high fat snack just before   
 bed.

• Full cream vanilla milkshake with extra protein powder

• Cheese and Jatz crackers with extra butter and cheese

• Pringles

• Great crusty bread with olive oil

• Salami & whole olives

• Nuts - macadamias are the fattiest

• Fried haloumi cheese with lemon

• Toasted banana bread with extra butter

• Avocado on toast drizzled with olive oil and salt

• Spaghetti and meatballs (fry the meatballs and return to bowl), drizzle with   
 olive oil and extra parmesan

• Serve mash as a side a couple of times a week with butter, whole milk, salt,   
 cheese and an EGG yolk.

• Make chicken and gravy containers and freeze them to defrost for brekky   
 in the mornings. To make the gravy I take all the fat and skin from the chicken  
 and puree it up in the gravy for maximum calories.

• Whenever we have a roast I make cubes of fatty gravy. I freeze them and   
 serve them with sausages or meatballs for a delicious tasty snack on   
 their own or in a soft roll. (Great for a warm winter snack after school on the   
 way to sports training!).

• The double buttered toast – Cover the bread in olive oil then toast it in a   
 sandwich maker. Then simply butter as usual and top with spreads or   
 condiments. Absolute gold.
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Sputum Tracking

What is a sputum test?

Kids with CF tend to get frequent respiratory infections. A sputum (mucus) CF respiratory 
sample helps doctors detect and identify this bacteria so they can prescribe the most effective 
antibiotics to target a specific infection.

What’s the point of regular sputum samples?

A sputum culture can help identify specific causes of infections in the lungs and airways. Such 
infections can lead to coughing that produces yellow, greenish, or blood-tinged sputum, in 
addition to fever and other symptoms. 

Regular sputum samples help you to proactively track changes in your child’s health

A regular sputum test will mean that you catch infections before they take a strong hold 
in your child’s body. Regular sputum samples will pick up new bacteria which can then be 
treated quickly rather than wating for a decline in lung function scores or a nasty cough.

Preparing to take a sample

Ask your CF nurse for a couple of sterilised jars, some name labels and some pre-filled out 
sputum specimen forms to keep at home. That way you can take a sample of your child’s 
sputum during physio when it’s probably easiest to cough it up. The best time for testing is 
usually in the morning, before your child has had anything to eat or drink. Also, make sure your 
child doesn’t use mouthwash before the test because it may contain antibacterial ingredients 
that could affect results.

Talk to your CF care team about how often they think is a good idea to get a sputum sample. 
One thing is for sure; if your child develops a cough or any other symptom - get a sample into 
the lab straight away. Likewise it’s a really good idea to get a sputum sample into the lab the 
week BEFORE you come to clinic if possible. That way you and your doctor are discussing the  
most recent results



Sputum Tracking

Where do I send it?

Ask your CF nurse about the best way to get your sputum into the lab. Usually you can drop it 
off at a Douglas Hanley Moir lab close to your home and let your care team know so they can 
chase up the results from the Douglas Hanley Moir database. 

If it’s possible, your CF care team may prefer you to try and get the sample into their lab. You 
may be able to drop it in person (if you live or work close by), or alternatively you could wrap 
it in an icepack and express post it in. Either way, whatever is easiest and works for you. The 
important thing is that you do it regularly.

If you go to the Westmead CF clinic and would like to wrap it in an ice pack and send it in, you 
should send it to:

Your CF Nurse Contact (eg. Sharon Hunt)

Nurse Liason Unit,

Locked Bag 4001

Westmead, NSW 2145

How often should we be doing proactive sputum samples?

Talk to your CF care team about how often they think is a good idea to get a sputum sample. 
One thing is for sure; if your child develops a cough or any other symptom - get a sample into 
the lab straight away. Likewise it’s a really good idea to get a sputum sample into the lab the 
week BEFORE you come to clinic if possible. That way you and your doctor are discussing 
the  most recent results and you avoid altering the course of action completely the week 
after clinic because the sputum sample you did at clinic has showed some new bacteria or 
infection.

Get a sputum sample in the week before clinic if you can. 



Sputum Tracking

Track your sputum samples (and related antibiotic treatments) over time
* don’t forget to attach any official test results in this section 

Sputum results End dateAntibiotics Sample date Start date Notes
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Medical history

Keeping a complete and accurate record of your child’s exacerbations is a key component 
of care. Being able to remember and reference what has happened previously to inform a 
future discussion could prove very helpful. Remember your care team are experts in CF 
but you are an expert in how CF manifests individually in your child.

Fill this out for any exacerbations you can. Even minor ones. Photocopy it and keep them here.

Tick where applicable:  e  e   Start date: _____/______/______

General description / symptoms:

____________________________________________________________________________

____________________________________________________________________________

____________________________________________________________________________

Initial exacerbation

Productive cough e  (does the cough sound juicy or wet? is it phlemgy?)

Appetite effect e  (has their appetite decreased? by how much?)

Other respiratory symptoms e (wheezing? tightness in the chest? What else?)

Sick plan commenced: (date)  ___________________________________________________

Sputum sample taken for analysis: (date) __________________________________________

Sputum Result: (Attach a copy following this sheet) __________________________________

Stomach / Stools: _____________________________________________________________

Continued exacerbation

Further treatment plan: _______________________________________________________

___________________________________________________________________________

Admission:  YES / NO   (circle)

Hospital-in-the-home:  YES / NO   (circle)

My child felt better by this date:  (date) _________________________

Pre-exacerbation PFT scores:   FVC FEF FEV1 Sa02

Post-exacerbation PFT scores: FVC FEF FEV1 Sa02

Did we learn anything about my child’s CF during this episode?

_________________________________________________________________________

_________________________________________________________________________
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Vitamin Levels

Annual Review Results over time
* don’t forget to attach any official test results in this section 

Vitamin A Vitamin D Vitamin E Vitamin K – IRN

Iron

SodiumDate HaemoglobinFerratin

Desired range
0.8 - 1.2 

International 
Normailsed Ratio

20+ Desired range 
115–150

Desired range 
12–36

Desired range 
0.8–2.5

Desired range
> 50 (normal)
> 75 (CF level) 

250 – upper limit 



Vitamins – A D E & K

Staying healthy with cystic fibrosis means maintaining a healthy lifestyle, which 
includes taking care of your digestive (gastrointestinal or “GI”) tract. Good nutrition 
is key, so in addition to eating a balanced, high-calorie diet, there are many things 
you can do -- taking medications, managing your time and working with your CF care 
team -- to help keep your body healthy and help your lungs fight off infection. 

Fat soluble vitamins (A,D,E & K)

For children with CF, their bodies have trouble digesting fat and therefore fat 
soluable vitamins. With this in mind, your care team will review your child annually to 
test their levels of A, D, E and K.

Results can very between centres but generally these are the accepted ranges for CF 
children:

Vitamin A ( 0.8 – 2.5)

Vitamin E (12 – 36)

Vitamin D (50 – 250)  >50 is normal; > 75 is best for CF patients, 

If levels are low and the care team recommend you start a supplementation program, 
we may look to repeat in 3-6 months. Please be aware that there is often a fee for the 
family if we check the levels within a 6 month period.

Vitamin K – We can measure IRN [International normalized ratio] 0.8 – 1.2

It’s worth noting that Vitamin K isn’t routinely measured in Australia as serum vitamin 
k levels aren’t an accurate measure and the required test is very expensive and not 
easily accessible.

These are the only vitamins that are routinely measured for all children with CF on an 
annual basis.

Most other vitamins are water soluble and are rarely tested unless there are 
significant concerns relating to malabsorption

· Examples include B12 (and folate) and Vitamin C



Minerals

Sodium
It can be hard to get an accurate measure of salt (sodium) intake. If there are 
concerns about hydration, the team may look more closely but its important to 
understand that many different things can contribute to high or low sodium levels 
and that its not a straightforward measure that we record normally.

Iron
These are the kinds of ranges we look for within iron: 

Ferritin 10-150  [We’re looking for 20+ here]

Haemoglobin 115-150

Iron 9-24

Transferrin 2-4

% saturation 15-100

Haemoglobin levels are measured as part of the full blood count measure with 
annual bloods (and with most bloods requested). It’s is important to note that this 
isn’t always an accurate measure of iron status as if a child is unwell, the Hb may 
drop and that doesn’t necessarily mean that the child’s iron stores are inadequate. 

Iron status can be difficult to interpret. If Hb is low or we are again concerned re 
nutrition status, absorption or iron status, we would generally order iron studies 
as this includes Ferritin which is a more accurate marker than Hb but again can be 
difficult to interpret if the child has inflammation and is unwell. Overall we would look 
at CRP, Hb, MCV, ferritin and % saturation to determine if a child has iron deficiency.




