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 Insert Header with institution’s name or institution’s letterhead 
 
 

Participant Information Sheet/Consent Form 
 

[Insert site name] 
 
Title 
 
 
 
 

Treatable Traits in Interstitial Lung Disease- 
Part 2 comparing management of Treatable 
Traits versus standard clinical care. 
 
 
 

Short Title TTRILD Part 2 
  
Project Sponsor Medical research Future Fund  
Coordinating Principal Investigator/ 
Principal   Investigator 

Professor Yuben Moodley  

Location (where CPI/PI will recruit) [Location] 

 
 
Part 1 What does my participation involve? 
 
 
 
1 Introduction 

 
You are invited to take part in this research project because you have a lung disease that is 
classed as an interstitial lung disease.   
This study is comparing standard practice versus a specially designed Treatable Traits in 
Interstitial Lung Disease TTRILD program.    
 
This Participant Information Sheet/Consent Form tells you about the research project. It 
explains the tests and treatments involved. Knowing what is involved will help you decide if you 
want to take part in the research. 
 
Please read this information carefully. Ask questions about anything that you do not understand 
or want to know more about. Before deciding whether or not to take part, you might want to talk 
about it with a relative, friend or your local doctor. 
 
Participation in this research is voluntary. If you don’t wish to take part, you do not have to. You 
will receive the best possible care whether or not you take part. 
 
If you decide you want to take part in the research project, you will be asked to sign the consent 
section. By signing it you are telling us that you: 
• Understand what you have read 
• Consent to take part in the research project 
• Consent to have the tests and treatments that are described  
• Consent to the use of your personal and health information as described. 
 
You will be given a copy of this Participant Information and Consent Form to keep. 
  



 

TTRILD Program Part 2 Master PCIF_Clean_ V3.2_5th February_2025 Page 2 of 13 
[Site specific footers] 

 
2  What is the purpose of this research? 
 
Interstitial lung disease is not one single condition, but a group of different diseases affecting the 
lungs. 
 
This project will investigate an innovative treatable-trait-based precision medicine approach 
(TRRILD) to improve the management of Interstitial Lung Disease (ILD).  
It directly addresses consumer priorities,17 as encapsulated in their most frequently asked 
questions: ‘What can make me feel better?’ and ‘How can I live longer 
 
The first part of this study looked at the prevalence and management of treatable traits across 
Australia. 
 
Treatable Traits (TT) are problems that you may experience with your lung disease. Some may 
be directly related while others are present alongside your ILD. The specific issues that we can 
identify, and treat are called treatable trait. In this study we will look at a specific group of traits 
These traits are as follows: 

• Cough 
• Hypoxaemia – reduced oxygen in your blood.  
• Obstructive Sleep Apnoea 
• Sarcopenia- loss of muscle mass and function 
• Breathlessness 
• Osteoporosis 
• Anxiety  
• Depression 
• Fatigue 
• Loss of appetite 

 
The study aims to understand which TT are important and to assess whether targeted 
management of these specific traits versus standard treatment will improve patient outcomes.   
 
This part of the study is to compare the effectiveness of a specially design Treatable Traits in 
Interstitial Lung Disease TTRILD program versus standard clinical care. The information that is 
gathered during the research project will be used to improve care for people with ILD. 
 
TT are well described in airway disease (e.g. asthma), they have never previously been defined 
for ILD. 
 
The TTRILD program we have designed is a world first and will assist in improved management 
and care for people with ILD.   
 
In summary, this project will generate new knowledge of international significance for 
personalising the management of ILD and establish the evidence required to begin 
implementing this new approach in Australia. 
 
 
The trial protocol has been developed and endorsed by the CRE-PF and the Pulmonary 
Fibrosis Australasian Clinical Trials network. 
This research has been funded by Medical Research Future Fund (MRFF). 
 
3 What does participation in this research involve? 
 
To be eligible for this trial you will need to meet the inclusion criteria.  Screening inclusion 
criteria will require a health history and several questions. 
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You will be asked to sign the consent for this study before any assessments or blood samples 
are taken. 
 
You will be participating in a randomised controlled research project. The results are compared 
to see if one is better.  
 
Your participation in the study will be 6 months after which time you will continue your regular 
ILD care. 
 
The study will be conducted over a 1–2-year time frame. This is to cover any delays that may 
occur due to recruitment and scheduling.  
 
This research project has been designed to make sure the researchers interpret the results in a 
fair and appropriate way and avoids study doctors or participants jumping to conclusions.   
 
There are no additional costs associated with participating in this research project, nor will you 
be paid.  
 
You will be reimbursed for any reasonable travel, parking, meals and other expenses 
associated with the research project visit. 
 
It is desirable that your local doctor be advised of your decision to participate in this research 
project. If you have a local doctor, we strongly recommend that you inform them of your 
participation in this research project. 
 
 
4 What do I have to do? 
 
All participants will be required to attend 3 clinic appointments at 0, 3 and 6 months 
 
 Each participant will complete an assessment at enrolment which will include:  
 

• Demographics  
• Medical History  
• Medications  
• Physical assessment  
• Previous Investigations 

 
Investigations 
 

• Blood tests including auto-immune screen 
• Lung function tests 
• Dexa scan – looks at bone density and muscle mass 
• HRCT  
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. Questionnaires to be completed at enrolment 
 

• Leister Cough questionnaire - cough 
• Stop bang questionnaire - OSA 
• Dyspnoea-12 -breathlessness 
• HADS Hospital Anxiety Depression Scale 
• Anorexia Cachexia Scale 
• Patient-Generated Subjective Global Assessment Short Form – nutritional status 
• Perceived Stress Scale (PSS) 
• KB-ILD, - QOL 
• EQ-5D-5L  
• Fatigue (FSS) - fatigue 

 
You will ask to complete a cost diary for the duration of the study.  This will be used to 
economically evaluate patient costs and health system costs for the TTRILD program versus 
standard care. 
 
You will be allocated to either.  
 

• Standard clinical care for ILD vs 
 

• The TTRILD program  
 
To try to make sure the groups are the same, each participant is put into a group by chance 
(random). The decision as to which group you will be allocated to will be done randomly by a 
computer. 
 
Standard clinical care - the usually care that patients with ILD receive at hospital outpatients’ 
clinics 
 
TTRILD program - At each clinic appointment, you will be assessed by a nurse, physiotherapist, 
psychologist, and physician. At the end of the clinic the team will meet to discuss each patient 
and devise a plan to optimise the management of TTs for that individual. We will determine if 
expanding the multidimensional assessment of a patient will improve outcomes.  This program 
will require a time commitment to attend sessions for physio and psychology. 
 
 
In the TTRILD Program participants will have a personalised care plan. 
 
Physiotherapy programs will be tailored to the individual.  This will require a time commitment to 
take part in the program some of which will be done in a physio gym and some home-based 
exercises. 
 
Dietician will consist of 3 appointments in the clinic and 2 phone calls at 2 and 4 weeks.  
 
At each visit participants in the TTRILD program will be seen by a psychologist and a plan 
personalised for the individual.   
 
Mindfulness Based Stress Reduction (MBSR) has been extensively tested in a range of chronic 
health conditions, generally finding reduced psychological distress, better health-related quality 
of life, and some improved physical outcomes (e.g., reduced fatigue) relative to control groups. 
 
MBSR consists of 8 weekly group sessions that are 2.5 hours in duration (we would likely 
shorten it to 2 hours), as well as asking participants to practice what they learn daily for about 
45 minutes. 
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It utilizes a range of therapeutic mindfulness practices, including sitting meditation, body scans, 
and light yoga, while also incorporating principles of cognitive-behavioural therapy. 
 
If you are allocated to the Standard Clinical care, you will still have access to the allied health 
consults and programs.  Referrals will be done through the usual standard care health referral 
system.  
 
5 Other relevant information about the research project 
 
The TTRILD program vs standard clinical care study will be conducted at Fiona Stanley Hospital 
in WA. 
 
The trial aims to recruit 110 participants:  55 for the TTRILD Program and 55 for the standard 
clinical care program. 
 
This part of the study is following on from part 1 which was to evaluate the prevalence and 
management of treatable traits across Australia.  This was a series of questionnaires completed 
at 4 sites across Australia. 
 
Dr Megan Harrison, respiratory physician will be collaborating on the study as a student, to 
complete a Doctor of Philosophy through the University of Sydney.  Professor Tamera Corte is 
the student supervisor.  Research data analysis completed by Dr Harrison for her PhD will be 
stored deidentified securely through the University for Sydney.  When data analysis is complete, 
data will be returned and stored deidentified on the UWA REDCAP data base.  
 
 
6 Do I have to take part in this research project? 
 
Participation in any research project is voluntary. If you do not wish to take part, you do not have 
to. If you decide to take part and later change your mind, you are free to withdraw from the 
project at any stage. 
 
If you do decide to take part, you will be given this Participant Information and Consent Form to 
sign and you will be given a copy to keep. 
 
Your decision whether to take part or not to take part, or to take part and then withdraw, will not 
affect your routine treatment, your relationship with those treating you or your relationship with 
[Institution]. 
 
7 What are the possible benefits of taking part? 
 
By taking part in this research, you have a 50% chance of being in the TTRILD program which 
will give you a multidisciplinary team-based care program personalised to your needs.  This 
program will be innovative and aimed at improving health outcomes for people with ILD. 
 
If you are selected for the Standard Clinical Care group, you will not be disadvantaged. 
You will still receive the standard care you would get in attending Fiona Stanley Hospital 
outpatient clinic. 
 
Although you may not benefit directly from taking part in this study the information collected will 
help contribute to future improved care and health outcomes for people with ILD.   
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8 What are the possible risks and disadvantages of taking part? 
 
Having a blood/tissue sample taken may cause some discomfort, bruising, minor infection or 
bleeding.  If this happens, it can be easily treated. 
 
 
This research project involves exposure to a very small amount of radiation.  As part of 
everyday living, everyone is exposed to naturally occurring background radiation and receives a 
dose of about 2 millisieverts (mSv) each year.  The effective dose from this research project is 
about 0.02 mSv.  The dose from this research project is comparable to that received from many 
diagnostic medical x-ray and nuclear medicine procedures.  At this dose level, no harmful 
effects of radiation have been demonstrated, as any effect is too small to measure.  This risk is 
believed to be low and, theoretically, is approximately equivalent to a simple Xray 
The research will include studies of inherited (genetic) factors.  This is a blood or tissue sample 
that will be used to test DNA.  There are important considerations for genetic testing that are 
listed below 

• You will be informed of the results by the investigating doctor.   
• This is not general health test.   
• The results are based on current knowledge that may change in the future. 
• This test will not predict all future health problems. 
• You can change your mind about receiving the genetic test results at any time by 

contacting the investigating doctor. 
• There are a number of different results from testing, and these can have implications for 

you and your family. 
• The results may be of “unknown or uncertain significance” which means they cannot be 

understood based on current knowledge. 
• There is a chance that some genetic tests could identify other medical conditions (or 

susceptibility to other medical conditions) as an incidental finding. 
• The genetic tests may identify unexpected family relationships. 
• The genetic tests may affect your ability to obtain some types of insurance (for example, 

life insurance). 
• Further testing may be needed to finalise the result. 
• The reason for testing and the potential benefits and limitations involved in the testing 

have been explained to you in a way you can understand. 
• You have an opportunity to discuss the information, ask questions and have any 

concerns addressed and you are satisfied with the explanations and answers to your 
questions. 

• Your results are confidential and will only be released with your consent or as required 
or permitted by law. 

 
 
 
9 What will happen to my test samples? 
 
Blood and any tissue samples taken from you will be used for this research project and with 
your consent used for future research into ILD.  The purpose of the laboratory research is to 
understand more about TT in ILD.  
 
Samples of your blood obtained for the purpose of this research project will be transferred to 
Institute Respiratory Health Biobank at Harry Perkins North QEII medical Centre Verdun Street 
Nedlands WA. Your blood/tissue will not be sold by IRH Biobank however IRH Biobank may 
charge study doctors a fee to recover some of the costs of storing and administering the tissue 
samples.  
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The research will use the latest laboratory tests to identify markers in the blood that will enable a 
scientifically based approach to predicting progression of ILD before there are changes in the 
lung function.   
 
The samples for genetic testing will be transferred to the University of Tasmania.  To be stored 
deidentified and secured confidentially. The samples will be kept for a period of 15 years. 
If you have a lung washout during the study as part of the routine standard care for your ILD we 
will ask you for a tissue sample. Your consent for a tissue sample during this procedure will be 
optional and a separate consent form will be signed  
 
You will retain the right to have your samples destroyed at any time by contacting your study 
doctor.  If you decide to have your samples destroyed, any data or analyses that were done 
before the request cannot be removed; however, no additional analysis will be done on your 
samples, and all your remaining samples will be destroyed.  The central laboratory at the BIO 
Bank at SMHS is responsible for the destruction of all of your remaining samples at your 
request.  Otherwise, your samples will be stored for use towards the above purposes. 
 
If you decline consent for future research, your blood and genetic samples will be stored  
 
 
10 Can I have other treatments during this research project? 
 
Taking part in this study does not require any changes to your normal care and medications. 
 
 
11 What if I withdraw from this research project? 
 
 
If you decide to withdraw from the project, please notify a member of the research team before 
you withdraw.  
 
If you do withdraw your consent during the research project, the study doctor and relevant study 
staff will not collect additional personal information from you, although personal information 
already collected will be retained to ensure that the results of the research project can be 
measured properly and to comply with law. You should be aware that data collected by the 
sponsor up to the time you withdraw will form part of the research project results.  If you do not 
want them to do this, you must tell them before you join the research project. 
 
 
 
12 What happens when the research project ends? 
  
At the end of the study your standard clinical care will continue at FSH. 
 
A description of the study will be available at http://www.clinicaltrials.gov. This website will not 
include any information that can identify you. At most, the website will include a summary of the 
results. You can search this website at any time.  
 
At the end of the study you may receive the study results including any publication(s) requested 
from the research team. 
 
  

http://www.clinicaltrials.gov/
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Part 2 How is the research project being conducted? 
 
 
13 What will happen to information about me? 
 
By signing the Consent Form, you consent to your study doctor and relevant research staff 
collecting and using personal information about you for the study.  Any information obtained in 
connection with this study that can identify you will remain confidential.  The information collected 
in this study will be identified by a code number.  Only your study doctor and the study team will 
be able to link the code number to you personally.  Your information will be included in the study 
database for analysis.  Your information will only be used for the purpose of this study and it will 
only be disclosed with your permission, except as required by law. 
 
Information about you may be obtained from your health records held at this and other health 
services for the purpose of this research. By signing the consent form, you agree to the 
research team accessing health records if they are relevant to your participation in this research 
project. 

Authorised representatives may contact you to obtain follow-up information after study completion 
or requested by principal investigator, should your local hospital staff be unable to contact you 
using the contact details collected.  

Your personal details and all study data will be held by the research organisation.  All data 
collected will be held securely.  All study-related documentation at the study sites will be 
maintained for 15 years following completion of the study.  The documents will be archived 
securely as per (insert site name) data management policy. Only research staff associated with 
the study will have access to this material. 
 
Electronic data will be stored in a password protected database on a secure password protected 
computer. This data will be kept deidentified on the UWA REDCAP server.  Only research staff 
associated with the study will have access to the database. 

Electronic data will be stored securely on the UWA server. 

Your health records and any information obtained during the research project are subject to 
inspection for the purpose of verifying the procedures and the data.  This review may be done 
by the relevant authorities, the institution relevant to this Participant Information Sheet, [Name of 
institution], or as required by law. By signing the Consent Form, you authorise release of, or 
access to, this confidential information to the relevant research personnel and regulatory 
authorities as noted above.  
 
It is anticipated that the results of this research project will be published and/or presented in a 
variety of forums. In any publication and/or presentation, information will be provided in such a 
way that you cannot be identified,  
 
Information about your participation in this research project may be recorded in your health 
records. 
 
In accordance with relevant Australian and/or state privacy and other relevant laws, you have 
the right to request access to the information collected and stored by the research team about 
you. You also have the right to request that any information with which you disagree be 
corrected. Please contact the research team member named at the end of this document if you 
would like to access your information. 
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Any information obtained for the purpose of this research project that can identify you will be 
treated as confidential and securely stored.  It will be disclosed only with your permission, or as 
required by law. 
 
14 Complaints and compensation 
 
If you suffer any injuries or complications as a result of this research project, you should contact 
the study team as soon as possible and you will be assisted with arranging appropriate medical 
treatment. If you are eligible for Medicare, you can receive any medical treatment required to 
treat the injury or complication, free of charge, as a public patient in any Australian public 
hospital. 
 
15 Who is organising and funding the research? 
 
This research project has been funded by the Medical Research Future Fund.   
No member of the research team will receive a personal financial benefit from your involvement 
in this research project (other than their ordinary wages). 
 
16 Who has reviewed the research project? 
 
  All research in Australia involving humans is reviewed by an independent group of people 
called a Human Research Ethics Committee (HREC).  The ethical aspects of this research 
project have been approved by the HREC of South Metropolitan Health Service. 
 
This project will be carried out according to the National Statement on Ethical Conduct in 
Human Research (2023). This statement has been developed to protect the interests of people 
who agree to participate in human research studies. 
 
The trial protocol has been developed and endorsed by the CRE-PF and the Pulmonary 
Fibrosis Australasian Clinical Trials network. It will be registered at clinicaltrials.gov before 
commencing.  
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17 Further information and who to contact 
 
The person you may need to contact will depend on the nature of your query.  
 
If you want any further information concerning this project or if you have any medical problems 
which may be related to your involvement in the project (for example, any side effects), you can 
contact the principal study doctor on [phone number] or any of the following people: 
 
 Clinical contact person 

 
For matters relating to research at the site at which you are participating, the details of the local 
site complaints person are: 
 
 Complaints contact person 

 
If you have any complaints about any aspect of the project, the way it is being conducted or any 
questions about being a research participant in general, then you may contact: 
 
 

Reviewing HREC approving this research and HREC Executive Officer details 
 

Name [Name] 
Position [Position] 
Telephone [Phone number] 
Email [Email address] 

Name [Name] 
Position [Position] 
Telephone [Phone number] 
Email [Email address] 

Reviewing HREC name South Metropolitan Health Service 
HREC Executive Officer  Ethics Coordinator 
Telephone (08) 61522064 
Email SMHS.HREC@health.wa.gov.au. 
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Hospital Letter Head 
 

Treatable Traits in Interstitial Lung Disease Study TTRILD  
Consent Form  

Title 
 
 
 

Treatable Traits in Interstitial Lung Disease- 
Part 2 comparing management of Treatable 
Traits versus standard clinical care. 
 

Short Title TTRILD Part 2 
  
Project Sponsor Medical research Future Fund  
Coordinating Principal Investigator/  
Principal Investigator 

Professor Yuben Moodley 
Principal Investigator] 

Location (where PI will recruit) Location 

Declaration by Participant 
 
I have read the Participant Information Sheet, or someone has read it to me in a language that I 
understand.  
I understand the purposes, procedures and risks of the research described in the project. 
I have had an opportunity to ask questions and I am satisfied with the answers I have received. 
I freely agree to participate in this research project as described and understand that I am free 
to withdraw at any time during the project without affecting my future health care. 
I understand that I will be given a signed copy of this document to keep. 
I give permission for my doctors, other health professionals, hospitals or laboratories outside 
this hospital to release information to [Name of Institution] concerning my condition and 
treatment for the purposes of this project. I understand that such information will remain 
confidential.  
 
 
 Name of Participant (please print)     
 
 Signature   Date   
 
Declaration by Study Doctor/Senior Researcher† 

 
I have given a verbal explanation of the research project, its procedures and risks and I believe 
that the participant has understood that explanation. 
 
 
 Name of Study Doctor/ 

Senior Researcher† (please print) 
  

  
 Signature   Date   
 
† A senior member of the research team must provide the explanation of, and information concerning, the research 
project.  
 
Note: All parties signing the consent section must date their own signature. 
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Hospital Letter Head 
 

Treatable traits in Interstitial Lung Disease - TTRILD 
 

Consent for the collection of Blood samples 
 
I consent to the storage and use of blood and tissue samples taken from me for use, as 
described in the relevant section of the Participant Information Sheet, please circle yes or no   
 

• This specific research project.     Yes   No 
 
• Other research that is closely related to this research project Yes  No 

 
• Any future research.       Yes   No 

 
 
I agree to the use of my tissue samples for genetic testing, as outlined in the relevant Section of  
the Participant Information Sheet.       

Yes  No 
 
     
I wish to receive the results of genetic testing.    Yes  No 
 
 
 
 Name of Participant (please print)   
 
 Signature   Date   
 
 
 
 
 
 Name of Study Doctor/ 

Senior Researcher† (please print) 
  

  
 Signature   Date   
 
† A senior member of the research team must provide the explanation of and information concerning the research 
project.  
 
Note: All parties signing the consent section must date their own signature. 
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Hospital Letter Head 

 

Form for Withdrawal of Participation - Adult providing own consent 
 
 

Title 
 

Treatable Traits in Interstitial Lung Disease- 
Part 2 comparing management of Treatable 
Traits versus standard clinical care. 
 
 
 

Short Title TTRILD Part 2 
Protocol Number 5.020231213 
Project Sponsor Medical research Future Fund or IRH 
Coordinating Principal Investigator/ 
Principal Investigator 

[Coordinating Principal Investigator/ 
Principal Investigator] 

Principal Investigator {Principal Investigator} 

Location (where CPI/PI will recruit) [Location] 

 
Declaration by Participant 
 
I wish to withdraw from participation in the above research project and understand that such 
withdrawal will not affect my routine treatment, my relationship with those treating me or my 
relationship with [Institution]. 
 
 
 Name of Participant (please print)     
 
 Signature   Date   
 
 
In the event that the participant’s decision to withdraw is communicated verbally, the Study Doctor/Senior 
Researcher will need to provide a description of the circumstances below. 
 
 
 
 

 
 
Declaration by Study Doctor/Senior Researcher† 

 
I have given a verbal explanation of the implications of withdrawal from the research project and 
I believe that the participant has understood that explanation. 
 
 
 Name of Study Doctor/ 

Senior Researcher† (please print) 
  

  
 Signature   Date   
 
† A senior member of the research team must provide the explanation of and information concerning withdrawal from 
the research project.  
 
Note: All parties signing the consent section must date their own signature. 
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Treatable trait overview booklet  
 
Patient name:  
Patient ID: 
Date of registration:  
 
For table please tick (✔ ) relevant column:  
Treatable Trait Present Unknown Absent Page for 

further info 
Aetiological 
Pulmonary inflammation    2 
Connective Tissue Disease     3-4 
Drug Exposure     5 
Environmental exposures     6 
Genetics    7 
Pulmonary  
Progressive Pulmonary 
Fibrosis 

   8 

Emphysema    9 
Pulmonary Hypertension    10 
Resting hypoxia    11 
Exertional Hypoxia    12 
Nocturnal Hypoxia    13 
Obstructive Sleep Apnoea    14 
Chronic Cough     15 
Chronic Dyspnoea    16 
Peripheral muscle 
dysfunction  

   17 

Exercise Intolerance    18 
Extra-pulmonary 
Sarcopenia    19 
Frailty     20 
Osteoporosis     21 
Poor Appetite and 
Malnutrition 

   22 

Anxiety and Depression     23 
Fatigue     24 
Behavioural  
Polypharmacy     25 
Smoking     26 
Physical Inactivity    27 
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1. Inflammation/ Immune dysregulation 
 
Background:  

• Can reflect the underlying aetiology, including autoimmune diseases or 
hypersensitivity pneumonitis (HP) [1] 

• Identification not straightforward.  
• When inflammation is identified, immunosuppressive medications are often 

utilised to improve patient health outcomes, including lung function, and quality of 
life [2] 

 
Diagnosis:  
 
Diagnostic Test:  Results Present Absent  
HRCT Chest: Ground 
glass change, NSIP, OP 
[3] 

 
 

  

Bronchoalveolar lavage: 
Inflammation – 
lymphocytosis (≥20%) 
+/- combination of 
neutrophilia/ 
eosinophilia [2,4]  

   

Histopathology: NSIP/ 
OP [5] 

   

MDT consensus:  
Inflammation  

   

MDT consensus:  
Benefit from 
immunosuppression 

   

 
Management:  
 
Treatment Treatment 

initiated (✔)	
Notes on response  

Corticosteroids     
 

Other 
immunosuppression 

- Details 
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2. Connective Tissue Disease 
 
Background:  

• ILD can develop in every CTD, ranging from limited disease with innate stability 
to fulminant and life-threatening disease. 

• CTD-ILD is estimated to represent between 6-33% of all ILDs [6] 
 
Diagnosis:  
Diagnostic Test:  Results - notes Present Absent  
Clinical features [5]  
See figure 1  

   

Radiological features 
(presence of a NSIP or 
OP pattern, evidence 
of serositis, or extra-
thoracic manifestations 
of CTD) [3]  

   

Serology [5] 
See figure 1 

   

MDT consensus 
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Figure 1. Replicated from Jee et al, 2021. 

Management:  
 
Treatment Treatment initiated  Notes on response  
Rheumatology/ 
Immunology input 
[2,5,7] 
 

  

Corticosteroids  
 

  

Other 
immunosuppression  

 
 
 

 

Monitor for PPF and 
consider anti-fibrotic 
therapy  
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3. Drug exposure  
 
Background:  
 

• Over 400 drugs have been identified as causative of pulmonary toxicity [8] 
• Many common drugs being culpable including chemotherapeutics, methotrexate, 

amiodarone, and immune checkpoint inhibitors [8,9].  
• 2 main mechanisms of injury are direct cytotoxic pulmonary injury and immune-

mediated injury [9,10]. These can occur independently or in combination.  
 
Diagnosis:  
 
Diagnostic 
Test:  

Causative drug(s)  Present Absent  

New drug (< 5 
years)  
 

 
 

  

Drug identified 
with pulmonary 
toxicity 
(pneumotox)[8] 

   

 
Management:  
 
Treatment Treatment 

initiated (✔)	
Notes on response  

Drug withdrawal 
[9,10]. 

  

Corticosteroids [9].   
 

Other 
immunosuppression 
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4. Environmental exposure  
 
Background:  

• Many environmental exposures are related to the development of ILD, and 
particularly HP [1,11].  

• Prevalence of HP in high-risk groups is substantial with estimated prevalence in 
farmers at 1.2-12.9%, bird breeders at 3.7-10.4% and mushroom workers at 3.5-
29% [1,12-19].  

 
Diagnosis:  
 
Diagnostic Test:  Results Present Absent  
Targeted history: 
Presence of exposure 
– HP type [4,20]  

   

Targeted history:  
Presence of exposure 
– occupational [4,20] 

   

 
Management:  
 
Treatment Treatment 

initiated  
Notes on response  

Antigen avoidance  
[21,22] 

  

Corticosteroids 
[21,22]. 

  
 

Other 
immunosuppression 
[21,22]. 
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5. Genetics 
 
Background:  

• Genetic variants account for approximately 30% of the risk of development of 
sporadic and familial IPF  [23-26].  

• Rare genetic variants can impact genes involved in telomere maintenance, 
resulting in shortened telomeres, premature cellular aging, and pulmonary fibrosis 
[27].  

• Surfactant proteins are essential for lung function with genetic mutations causing 
disrupted alveolar stability.  

• Common variants of the MUC5B gene including the promoter variant, a single-
nucleotide polymorphism rs35705950 which encodes mucin, a key component in 
macrophage function and mucocilliary clearance, are associated with increased 
risk of IPF [25,28].  

 
Diagnosis:  
 
Diagnostic Test:  Details  Present Absent  
Telomere length 
(flow FISH) [29-32]. 

   

Whole genome 
sequencing  
[29-31,33,34]. 

   

 
Family tree: 
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6. Progressive pulmonary fibrosis  
 
Background:  

• PPF refers to a non IPF progressive phenotype, despite optimal therapy [35,36].  
• This has now been recognised across many ILD subtypes including CTD-ILD 

and chronic HP [35,37,38].  
• ATS/ERS/JRS/ALAT guidelines, PPF involves two or more of: 

(a) worsening respiratory symptoms 
(b) physiological deterioration with absolute decline in FVC% predicted ≥5% or 
decline in DLCO% predicted of ≥10% or  
(c) radiological progression over one year with no alternative explanation [39].  

 
 
Diagnosis:  
 
Diagnostic Test:  Results Present Absent  
ATS/ ERS/ JRS/ ALAT 
guidelines PPF Two or more of: 
(a) worsening respiratory 
symptoms 
(b) physiological deterioration 
with absolute decline in FVC% 
predicted ≥5% or decline in 
DLCO% predicted of ≥10% or  
(c) radiological progression over 
one year with no alternative 
explanation [39]  [39]  
 

   

PPF – PBS criteria 
 
  

   

 
Management:  
 
Treatment Evidence  Treatment 

initiated  
Notes on response  

Antifibrotic – 
nintedanib [35,40]. 
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7.  Emphysema 
 
Background:  

• Concomitant emphysema is common in ILD, with the prevalence in current or 
former smokers with fILD ranging from 8-67% [41].  

• Combined pulmonary fibrosis and emphysema (CPFE) is the clinical syndrome of 
emphysema ⩾10-15% of total lung volume in the setting of fibrosis [41].  

• CPFE results in a characteristic functional profile with preserved lung volumes, 
significantly impaired DLCO, exertional hypoxia and increased prevalence of 
pulmonary hypertension and lung cancer. [41-43].   

 
 
Diagnosis:  
 
Diagnostic 
Test:  

Results Present Absent  

HRCT Chest – 
CPFE [41].   

   

Spirometry – 
obstruction (< 
LLN) 

   

 
Management:  
 
Treatment Treatment 

initiated (✔) 
Notes on response  

Bronchodilator with 
obstructive 
spirometry [44-46] 

  

Multimodal 
monitoring with 
Radiology 
PFTs (DLCO) 
TTE (PH)  
[41,47,48]. 
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8.  Pulmonary hypertension   
 
Background:  

• Prevalence ranging from 13-88% [49].  
• Its presence confers worse survival [49]. 

 
Diagnosis:  
 
Diagnostic Test:  Results Present Absent  
TTE - TR jet velocity of 
>2.8 m/s ≈ mPAP 
≥35 mmHg [50-52]. 

   

Right heart catheter 
(RHC) mPAP 
≥20mmHg [50]. 

   

 
Management:  
 
Treatment Treatment 

initiated (✔)	
Notes on response  

PAH specific 
treatments require 
PH speciality team/ 
service   

  

Consider 
Treprostinil [53,54] 

  
 

Consider PDE5i 
(Sildenafil) [55-59] 
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9.  Resting hypoxia  
 
Background:  

• Resting hypoxia is present in patients with severe disease and denotes a median survival 
of less than 1 year [60].  

 
Diagnosis:  
 
Diagnostic 
Test:  

Results Present Absent  

Baseline SaO2 
≤ 88% 

   

ABG PaO2 <60 
mmHg with PH 
or <56mmHg 
[60-65]. 

   

 
Management:  
 
Treatment Treatment 

initiated (✔) 
Treatment details  Notes on response  

Long term oxygen 
therapy [60-67]. 
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10. Exertional hypoxia  
 
Background:  

• 5-year cumulative incidence of 40.1% in ILD patients overall, with increasing 
prevalence with disease severity,  

• Associated with reduced survival [60,68,69]. 
 
Diagnosis:  
 
Diagnostic Test:  Results Present Absent  
6MWT trough Sats 
≤ 88% [70-72] 

   

Repeat 6MWT on 
oxygen  

   

 
Management:  
 
Treatment Treatment 

initiated (✔) 
Treatment details Notes on response 

Consider 
supplemental 
oxygen on 
exertion [73]. 
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11.  Nocturnal Hypoxia 
 
Background:  

• Prevalence of 37% overall, increasing with disease severity [68].  
• Mechanisms driving the pathogenesis of isolated nocturnal hypoxia, including reduced 

respiratory drive during sleep, particularly with rapid-eye-movement sleep muscle atonia, 
[68] 

• Associated with poor HRQOL with impaired daytime function [74,75]. 
 
Diagnosis:  
 
Diagnostic Test:  Results Present Absent  
Overnight 
oximetry >10% of 
total sleep time 
with SpO2 <90% 
(TST90)  

   

Polysomnography 
 

   

 
Management:  
 
Treatment Treatment 

initiated (✔) 
Treatment details Notes on response 

Consider 
supplemental 
oxygen 
overnight [76].   
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12.  Obstructive Sleep Apnoea   
 
Background:  

• Prevalence of 61% in ILD patients [77] 
• Reduced lung volumes in ILD lead to upper airway instability and risk of OSA 

with resulting negative impacts on quality of life [78] 
 
Diagnosis:  
 
Diagnostic Test:  Results Present Absent  
STOP-BANG 
questionnaire  [79] 

   

Polysomnography 
[80]. 

   

 
Management:  
 
Treatment Treatment 

initiated (✔) 
Notes on response  

CPAP [81] 
 

  

Consider nocturnal 
oxygen [82]. 

  
 

Consider mandibular 
splint [82] 
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13.  Chronic Cough 
 
Background:  

• Cough is common - 84% of IPF patients have cough [83].  
• Patients with cough are more likely to have disease progression and poorer 

outcomes [83].  
• Underlying mechanisms for cough are complex and likely related to chemical or 

mechanical stimulation of cough receptors [83]. 
 
Diagnosis:  
 
Diagnostic Test:  Result Positive Negative 
Clinical history 
 

   

Leicester cough 
questionnaire score 
<17.68 [84]. 

   

 
Management:  
 
Treatment 
categories 

 Treatment Treatment 
initiated  

Notes on response  

Address co-contributing drivers 
GORD Treat if symptomatic  

- Lifestyle changes 
- Standard dose 

PPI#. Can wean 
after 4-8 
weeks.[85]   

  
 

Post-nasal drip  
  

Treat if suspected:  
- Intranasal 

antihistamines  
- Intranasal 

corticosteroids 
[86] 

 
 

 

Vocal cord 
dysfunction/ 
intermittent laryngeal 
obstruction 

- Speech therapy 
[87,88] 

- Psychological 
counselling 

  

Cough-specific treatments 
Cough suppressive 
therapies  

Speech pathology 
techniques  [88,89] 

  

Consider 
neuromodulators  

- Gabapentin 
- Baclofen 

  

Consider low-dose 
opioids [90,91]. 

  
 

  

 
# esomeprazole 40 mg, lansoprazole 30 mg, omeprazole 20 mg, pantoprazole 40 mg, or 
rabeprazole 20 mg.  
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14.  Chronic dyspnoea 
 
Background:  
• Dyspnoea is one of the key symptoms of ILD, directly impacting on functional 

limitation and quality of life [7,92].  
• Severity of dyspnoea at time of diagnosis is associated with poorer survival [93].   
 
Diagnosis:  
 
Diagnostic Test:  Results Present Absent  
Clinical history    
Dyspnoea 12 
score of  

   

 
Management:  
 
Treatment categories Treatment 

initiated 
(✔) 

Notes on response  

Increased airflow - 
Handheld fan [91] 

  

Outpatient pulmonary 
rehabilitation [94] 

  
 

Consider opioids 
[90,91,94].   
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15.  Peripheral muscle dysfunction 
 
Background:  

• Peripheral muscle dysfunction (PMD) can be seen in 20-46% of ILD patients [95].  
• Hypoxia, deconditioning, systemic inflammation, and steroid use related to ILD all 

likely contribute [96].   
• PMD contributes to exercise intolerance, reduced functional capacity, and poor 

quality of life.  
 
 
Diagnosis:  
 
Diagnostic Test:  Results Present Absent  
1min STS 
< 20 repetitions [97] 

   

 
 
Management:  
 
Treatment Treatment 

initiated  
Notes on response  

Home based 
strength training  
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16.  Exercise intolerance   
 
Background:  

• Physical activity is greatly impacted in IPF patients compared to healthy age-
matched controls [98].  

• Exercise intolerance is associated with both decreased HRQOL and worse 
survival in patients with ILD [98-100].  

 
Diagnosis:  
 
Diagnostic Test:  Results Present Absent  
6MWT <350m [98-
100] 

   

 
Management:  
 
Treatment Treatment 

initiated  
Notes on response  

Pulmonary 
rehabilitation [94]. 
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17.  Sarcopenia 
 
Background:  

• Progressive and generalised skeletal muscle condition with accelerated loss of 
muscle mass and function [101].  

• The reduction in physical activity in ILD patients results in muscle disuse and 
deconditioning leading to sarcopenia [102].  

• Rates of sarcopenia in ILD vary across studies from 22.9 -39.3% of ILD patients 
[103-105].  

• Sarcopenia is associated with increased ILD severity and mortality [106,107].  
 
Diagnosis:  
 
Diagnostic Test:  Results Present Absent  
Function: Isometric 
quadriceps force [106-
108].    

   

Mass: DEXA - Low 
appendicular Lean Mass 
Index (z-score) [102,109]. 

   

 
Management:  
 
Specifics  Treatment 

details 
Treatment 
initiated (✔) 

Notes on response  

Home based exercise 
prescription  

   

If borderline intake 
 

High protein diet    

If poor intake High protein diet 
+ protein powder  
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18.  Frailty 
 
Background:  

• Frailty is a complex and multidimensional syndrome with reduction of 
physiological reserves that increase risk of adverse health outcomes [110]. 

• 21% of fibrotic ILDs considered frail [111] 
• Frailty is an independent risk factor for early mortality, FVC% decline [111] and 

hospital admission [112]. 
 
Diagnosis:  
 
Diagnostic Test:  Results Present Absent  
Clinical frailty scale 
[111] 

   

1 min STS <20 
repetitions [113] 
 

   

 
Management:  
 
Treatment Treatment 

initiated (✔) 
Notes on response  

Pulmonary 
rehabilitation  [114] 

  

Self-management 
and education 
[114].   
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19.  Osteoporosis  
 
Background:  

• Approximately one third of patients with IPF have been diagnosed with at least 1 
vertebral fracture [115].  

• Reduced bone mineral density is associated with significant decrease in FVC 
and diffusion capacity [115] 

 
Diagnosis:  
 
Diagnostic Test:  Results Present Absent  
Clinical history: low 
impact fracture 
(vertebral compression 
fracture, hip, wrist, 
humerus, rib, and 
pelvis. 

   

DEXA scan: T-score 
less than or equal to –
2.5 

   

Additional: Vit D level  
  

   

Additional: Calcium and 
phosphate level  
 

   

 
Management:  
 
Treatment Treatment 

initiated (✔) 
Notes on response  

Dietary 
recommendations 
 

  

Supplements – 
calcium and 
vitamin D  

  

Consider Anti-
resorptive therapy 
(with GP)  
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20. Poor Appetite and Malnutrition 
 
Background:  

• Nutritional abnormalities including malnutrition are increased in ILD patients with 
reported rates varying between 9-55% [116-118].  

• Malnutrition is likely due to multiple factors, including dyspnoea, increased 
metabolic rate and the side effect profile of antifibrotics and some 
immunosuppressive medications [40,116,119,120].   

• Malnutrition is independently associated with decreased DLCO and reduced 
survival [118,120].   

 
Diagnosis:  
Diagnostic Test:  Results Present Absent  
Poor appetite:  
Anorexia Cachexia 
Scale Score ≤ 37 
[121] 

   

Malnutrition: 
Patient-Generated 
Subjective Global 
Assessment Short 
Form ≥ 4 [122] 

   

Malnutrition 
BMI < 18.5 [123]. 
 

   

 
Management:  
 
Specifics Treatment Treatment 

initiated 
(✔) 

Notes on response  

With borderline 
intake  
 

Small frequent meals 
and snacks [124-126]. 

  

With poor intake  Small frequent meals 
and snacks +  
Nourishing drinks/ Oral 
nutritional 
supplements [124-
126]. 
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21. Anxiety and depression   
 
Background:  

• Australian IPF cohort, anxiety and depression were 31% and 23% respectively 
[127] 

• Associated with worsening symptoms, disease severity, numbers of comorbidities 
and worse quality of life [127,128]. 

 
Diagnosis:  
Diagnostic 
Test:  

Results Present Absent  

HADS ≥ 8 [127].  
 

   

PSS ≥ 14 [129] 
 

   

 
Management:  
Treatment Treatment 

initiated (✔) 
Notes on response  

Mindfulness-Based 
Stress Reduction 
[130] 

  

GP referral for 
consideration of 
anti-depressants  
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22. Fatigue  
 
Background:  

• One of the most common symptoms of ILD at time of presentation [131,132]. 
 
Diagnosis:  
 
Diagnostic 
Test:  

Results Present Absent  

Clinical history  
 

   

Fatigue severity 
scale [133]. 
 

   

 
Management:  
 
Treatment Treatment 

initiated (✔) 
Notes on response  

Graded exercise 
program [91,134]. 
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23. Polypharmacy 
 
Background:  

• Defined by the World Health Organisation as the concurrent use of 5 of more 
regular medications, is most frequently seen in the elderly [135].  

• 1 ILD cohort, polypharmacy seen in 51% of IPF patients and 63% of 
inflammatory ILD patients. [136] 

• Increased risk for non-adherence, drug-related side effects, and drug interactions 
[136]. 

 
Diagnosis:  
 
Diagnostic 
Test:  

Medication list  Present Absent  

Medication list ≥ 
5 regular meds 
[135]. 

   

 
Management:  
 
Treatment Treatment 

initiated (✔) 
Notes on response  

Medication 
rationalisation  
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24. Smoking  
 
Background:  

• Causative in the development of smoking-related ILDs including respiratory 
bronchiolitis-ILD and desquamative interstitial pneumonia  

• Important co-factor in the development of other ILDs such as IPF and RA-ILD 
[137].  

• Active smoking confers poorer outcomes for survival in ILD [138]. 
 
Diagnosis:  
 
Diagnostic 
Test:  

Results Present Absent  

Clinical history  
 

   

 
Management:  
 
Treatment Treatment 

initiated (✔) 
Notes on response  

Quitline referral [139-
141]. 

  

Nicotine replacement 
therapy [139-141]. 

  
 

Consider varenicline 
[139-141]. 

 
 

 

Consider bupropion 
[139-141].   
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25. Physical Inactivity  
 
Background:  

• Physical activity is reduced in patients with ILD compared to healthy controls 
[142].  

• Breathlessness and exercise intolerance are associated with reduced physical 
activity [100].  

• Physical inactivity is a strong risk factor for hospitalisation and all-cause mortality 
in ILD patients [142-144].  

 
 
Diagnosis:  
Diagnostic 
Test:  

Results Present Absent  

Clinical history  
 

   

Physical 
Inactivity 
Questionnaire 
[145]  

   

 
Management:  
Treatment Treatment 

initiated (✔) 
Notes on response  

Goal setting with 
pedometer  
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Patient Name: _______________________   DOB: __________ Date: __________ 

Fatigue Severity Scale (FSS) 

The Fatigue Severity Scale (FSS) is a method of evaluating the impact of fatigue on you. The FSS is a short 

questionnaire that requires you to rate your level of fatigue. 

The FSS questionnaire contains nine statements that rate the severity of your fatigue symptoms. Read 

each statement and circle a number from 1 to 7, based on how accurately it reflects your condition 

during the past week and the extent to which you agree or disagree that the statement applies to you. 

● A low value (e.g., 1) indicates strong disagreement with the statement, whereas a high value (e.g., 7) 

indicates strong agreement. 

● It is important that you circle a number (1 to 7) for every question. 

 

FSS Questionnaire 

During the past week, I have found that:                                              Disagree                          Agree 
1. My motivation is lower when I am fatigued.                                                    1     2     3     4     5     6     7 
2. Exercise brings on my fatigue.                                                                             1     2     3     4     5     6     7 
3. I am easily fatigued.                                                                                               1     2     3     4     5     6     7 

4. Fatigue interferes with my physical functioning.                                              1     2     3     4     5     6     7 
5. Fatigue causes frequent problems for me.                                                        1     2     3     4     5     6     7 
6. My fatigue prevents sustained physical functioning.                                       1     2     3     4     5     6     7 
7. Fatigue interferes with carrying out certain duties and responsibilities.     1     2     3     4     5     6     7 

8. Fatigue is among my three most disabling symptoms.                                 1     2     3     4     5     6     7 
9. Fatigue interferes with my work, family, or social life.                                 1     2     3     4     5     6     7 

                                                                                                                                   Total Score: 
 

Scoring your results 
Now that you have completed the questionnaire, it is time to score your results and evaluate your level 

of fatigue. It’s simple: Add all the numbers you circled to get your score. 

The fatigue Severity Scale key 
A total score of less than 36 suggests that you may not be suffering from fatigue. 

A total score of 36 or more suggests that you may need further evaluation by a physician. 

Your next steps 
This scale should not be used to make your own diagnosis. 

If your score is 36 or more, please share this information with your physician. Be sure to describe all 

your symptoms as clearly as possible to aid in your diagnosis and treatment. 

 



















Health Questionnaire (EQ-5D-5L) 
 

UK (English) © 2009 EuroQol Group EQ-5D™ is a trade mark of the EuroQol Group 

 

Under each heading, please tick the ONE box that best describes your health 
TODAY. 
 
MOBILITY 

1  I have no problems in walking about  
2  I have slight problems in walking about 
3  I have moderate problems in walking about 
4  I have severe problems in walking about 
5  I am unable to walk about 

 
SELF-CARE 

1  I have no problems washing or dressing myself 
2  I have slight problems washing or dressing myself 
3  I have moderate problems washing or dressing myself 
4  I have severe problems washing or dressing myself 
5  I am unable to wash or dress myself 

 
USUAL ACTIVITIES (e.g. work, study, housework, family or leisure activities) 

1  I have no problems doing my usual activities 
2  I have slight problems doing my usual activities 
3  I have moderate problems doing my usual activities 
4  I have severe problems doing my usual activities 
5  I am unable to do my usual activities 

 
PAIN / DISCOMFORT 

1  I have no pain or discomfort 
2  I have slight pain or discomfort 
3  I have moderate pain or discomfort 
4  I have severe pain or discomfort 
5  I have extreme pain or discomfort 

 
ANXIETY / DEPRESSION 

1  I am not anxious or depressed 
2  I am slightly anxious or depressed 
3  I am moderately anxious or depressed 
4  I am severely anxious or depressed 
5  I am extremely anxious or depressed 

  



Health Questionnaire (EQ-5D-5L) 
 

UK (English) © 2009 EuroQol Group EQ-5D™ is a trade mark of the EuroQol Group 

 

 
 
 
 
 
x We would like to know how good or bad your health is TODAY. 

x This scale is numbered from 0 to 100. 

x 100 means the best health you can imagine. 
0 means the worst health you can imagine. 

x Mark an X on the scale to indicate how your health is TODAY 

x Now, please write the number you marked on the scale in the box 

below. 

 
 
 
 
 
 
 
 

YOUR HEALTH TODAY = 
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INTERNATIONAL PHYSICAL ACTIVITY QUESTIONNAIRE 
 

We are interested in finding out about the kinds of physical activities that people do as 

part of their everyday lives.  The questions will ask you about the time you spent being 

physically active in the last 7 days.  Please answer each question even if you do not 

consider yourself to be an active person.  Please think about the activities you do at 

work, as part of your house and yard work, to get from place to place, and in your spare 

time for recreation, exercise or sport. 

 

Think about all the vigorous activities that you did in the last 7 days.  Vigorous 

physical activities refer to activities that take hard physical effort and make you breathe 

much harder than normal.  Think only about those physical activities that you did for at 

least 10 minutes at a time. 

 

1. During the last 7 days, on how many days did you do vigorous physical 

activities like heavy lifting, digging, aerobics, or fast bicycling?  

 

_____ days per week  

 

   No vigorous physical activities  Skip to question 3 
 

 

2. How much time did you usually spend doing vigorous physical activities on one 

of those days? 

 

_____ hours per day  

_____ minutes per day  

 

  Don’t know/Not sure  

 

 

Think about all the moderate activities that you did in the last 7 days.  Moderate 

activities refer to activities that take moderate physical effort and make you breathe 

somewhat harder than normal.  Think only about those physical activities that you did 

for at least 10 minutes at a time. 

 

 

3. During the last 7 days, on how many days did you do moderate physical 

activities like carrying light loads, bicycling at a regular pace, or doubles tennis?  

Do not include walking. 

 

_____ days per week 
 

   No moderate physical activities  Skip to question 5 
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4. How much time did you usually spend doing moderate physical activities on one 

of those days? 

 

_____ hours per day 

_____ minutes per day 

 

  Don’t know/Not sure  

 

 

Think about the time you spent walking in the last 7 days.  This includes at work and at 

home, walking to travel from place to place, and any other walking that you have done 

solely for recreation, sport, exercise, or leisure. 

 

5. During the last 7 days, on how many days did you walk for at least 10 minutes 

at a time?   

 

_____ days per week 

  

   No walking     Skip to question 7 
 
 
6. How much time did you usually spend walking on one of those days? 

 

_____ hours per day 

_____ minutes per day  

 

  Don’t know/Not sure  

 

 

The last question is about the time you spent sitting on weekdays during the last 7 
days.  Include time spent at work, at home, while doing course work and during leisure 

time.  This may include time spent sitting at a desk, visiting friends, reading, or sitting or 

lying down to watch television. 

 

7. During the last 7 days, how much time did you spend sitting on a week day? 

 

_____ hours per day  

_____ minutes per day  

 

  Don’t know/Not sure  

 

 

This is the end of the questionnaire, thank you for participating. 
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INTRODUCTION - ETHICS AND STUDY CONTACT INFORMATION 
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Ethics 
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Need help? 

For support, any questions or concerns please contact the TTRILD team:

(0Ϭ) ϬϬϬϬ ϬϬϬϬ

AAAA͘BBBB@cccc.edu.au
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PART 1 

Recording your ďasic infoƌŵaƚion

/n thiƐ firƐt Ɛection ǇoƵ ǁiůů recorĚ Ɛome ďaƐic information aďoƵt ǇoƵrƐeůf͘ dhiƐ 

ǇoƵ ǁiůů compůete ǁhen ǇoƵ firƐt get the Cost Diary.
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Looking at caring responsibilities and productivity. Fine to fill in from clinical history.  
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\RX�ZRUN�SDUW�WLPH" 3$57�7,0(�SOHDVH�JR�WR�&�

&��� )RU�6(/)�(03/2<('�SHRSOH��KRZ�PDQ\�KRXUV�SHU�ZHHN�RQ�DYHUDJH�GR�\RX
ZRUN"

&��� )RU�WKRVH�FXUUHQWO\�HPSOR\HG��ZKDW�LV�\RXU�FXUUHQW�RFFXSDWLRQ"

�
1EREKIV�

4VSJIWWMSREP�

8IGLRMGMER�SV�8VEHI�;SVOIV�

�'SQQYRMX]�SV�4IVWSREP�7IVZMGI�;SVOIV��

'PIVMGEP�ERH�%HQMRMWXVEXMZI�;SVOIVW��

7EPIW�;SVOIV�

1EGLMRIV]�3TIVEXSV�SV�(VMZIV��

0EFSYVIV�

3XLIV

ϰ

iaecox
Rectangle

iaecox
Rectangle

iaecox
Rectangle

iaecox
Rectangle

Megan Harrison
important! 



&��� ,V�\RXU�FXUUHQW�SDLG�HPSOR\PHQW�DW�ULVN�GXH�WR�\RXU�*-%"

�
=IW���+S�XS�'�

2S���+S�XS�7IGXMSR�(

&��� 3OHDVH�LQGLFDWH�WKH�PDLQ�UHDVRQV�\RXU�FXUUHQW�SDLG�HPSOR\PHQW�LV�DW�ULVN�GXH
WR�*-%

7IPIGX�%2=�XLEX�ETTP]

2SX�EPPS[IH�JPI\MFPI�[SVO�LSYVW�[SVO�GSRHMXMSRW��I�K���[SVO�JVSQ�LSQI


2SX�GSRWMHIVIH�JSV�TVSQSXMSR��TIVGIMZIH�HMWGVMQMREXMSR


6ER�SYX�SJ�TEMH�WMGO�PIEZI

1SVI�WYMXEFPI�[SVO�RSX�EFPI�XS�FI�JSYRH�[MXLMR�XLI�WEQI�SVKERMWEXMSR

%WOIH�XS�PIEZI�WEGOIH

&�������)RU�WKRVH�127�FXUUHQWO\�HPSOR\HG��KDV�KDYLQJ�BO�*-%�PDGH�\RX�OHDYH�\RXU�SDLG
HPSOR\PHQW"

=IW���+S�XS�'�

2S���+S�XS�7IGXMSR�(

2SX�ETTPMGEFPI���+S�XS�7IGXMSR�(

&���� 3OHDVH�SURYLGH�WKH�PDLQ�UHDVRQV�\RX�OHIW�\RXU�SDLG�HPSOR\PHQW�GXH�WR�ZPVS�*-%
7IPIGX�%2=�XLEX�ETTP]

2SX�EPPS[IH�JPI\MFPI�[SVO�LSYVW�[SVO�GSRHMXMSRW��I�K���[SVO�JVSQ�LSQI


2SX�GSRWMHIVIH�JSV�TVSQSXMSR��TIVGIMZIH�HMWGVMQMREXMSR


6ER�SYX�SJ�TEMH�WMGO�PIEZI

1SVI�WYMXEFPI�[SVO�RSX�EFPI�XS�FI�JSYRH�[MXLMR�XLI�WEQI�SVKERMWEXMSR

%WOIH�XS�PIEZI�WEGOIH

$��������*O�XIBU�ZFBS�EJE�ZPV�IBWF�UP�MFBWF�ZPVS�QBJE�FNQMPZNFOU 

ϱ



6HFWLRQ�'��(PSOR\PHQW�3ULRU�WR�*-%
8LI�JSPPS[MRK�UYIWXMSRW�EVI�EFSYX�]SYV�IQTPS]QIRX�TVMSV�XS�XLI�SRWIX�SJ�]SYV�*-%�W]QTXSQW

'��� +DV�WKH�GHYHORSPHQW�RI�*-%�FDXVHG�\RX�WR�FKDQJH�\RXU�HPSOR\PHQW�VWDWXV"
*SV�I\EQTPI��JVSQ�JYPP�XMQI�IQTPS]QIRX�XS�TEVX�XMQI�

�
=IW���+S�XS�(�

2S���+S�XS�(�

'��� :KDW�\HDU�GLG�\RX�KDYH�WR�FKDQJH�\RXU�HPSOR\PHQW�VWDWXV�GXH�WR�*-%�TZNQUPNT 

;I�ETTVIGMEXI�XLMW�QE]�MRGPYHI�QYPXMTPI�GLERKIW�SZIV�XMQI��4PIEWI�WIPIGX�E�]IEV�XLEX�]SY�XLMRO�QSWX�EGG
YVEXIP]�VIJPIGXW�XLI�FMKKIWX�MQTEGX�XS�]SYV�IQTPS]QIRX�WXEXYW��

'��� :KLFK�RI�WKH�IROORZLQJ�EHVW�GHVFULEHV�\RXU�HPSOR\PHQW�VWDWXV�EHIRUH�\RXU�GJSTU�*-%�
TZNQUPNT 

�
)QTPS]IH�JYPP�XMQI���+S�XS�(�

)QTPS]IH�TEVX�XMQI���+S�XS�(�

7IPJ�IQTPS]IH���+S�XS�(�

9RIQTPS]IH��WIIOMRK�JYPP�XMQI�TEMH�IQTPS]QIRX���+S�XS�(�

9RIQTPS]IH��WIIOMRK�TEVX�XMQI�TEMH�IQTPS]QIRX���+S�XS�(�

9RIQTPS]IH��RSX�WIIOMRK�TEMH�IQTPS]QIRX���+S�XS�(�

9RTEMH�[SVO�SRP]��I�K���LSQI�QEREKIQIRX�ERH�SV�ZSPYRXIIV�[SVO
���+S�XS�(�

7XYHIRX���+S�XS�(�

6IXMVIH��RSX�SR�E�KSZIVRQIRX�TIRWMSR��M�I���WIPJ�JYRHIH�VIXMVII
���+S�XS�(�

6IXMVIH��SR�E�KSZIVRQIRX�TIRWMSR���+S�XS�(�

'�� )RU�WKRVH�SUHYLRXVO\�HPSOR\HG�3$57�7,0(���+RZ�PDQ\�KRXUV�SHU�ZHHN�RQ
DYHUDJH�GLG�\RX�ZRUN�SDUW�WLPH�EHIRUH�\RXU�ILUVW�*-%�V\PSWRPV"

'�� )RU�WKRVH�SUHYLRXVO\�6(/)�(03/2<('���+RZ�PDQ\�KRXUV�SHU�ZHHN�RQ
DYHUDJH�GLG�\RX�ZRUN�EHIRUH�\RXU�ILUVW�*-%�V\PSWRPV"

'��� +DV�WKH�GHYHORSPHQW�RI�*-%�FDXVHG�\RX�WR�FKDQJH�\RXU�RFFXSDWLRQ"
*SV�I\EQTPI�JVSQ��0EFSYVIV��XS��'PIVMGEP�

=IW���+S�XS�(�

2S���+S�XS�4FDUJPO�&

ϲ



'��� :KDW�\HDU�GLG�\RX�KDYH�WR�FKDQJH�\RXU�RFFXSDWLRQ�GXH�WR�ZPVS�*-%"

'��� :KDW�ZDV�\RXU�RFFXSDWLRQ�EHIRUH�\RXU�ILUVW�*-%�V\PSWRPV"

1EREKIV�

4VSJIWWMSREP�

8IGLRMGMER�SV�8VEHI�;SVOIV�

'SQQYRMX]�SV�4IVWSREP�7IVZMGI�;SVOIV�

'PIVMGEP�ERH�%HQMRMWXVEXMZI�;SVOIVW�

7EPIW�;SVOIV��

1EGLMRIV]�3TIVEXSV�SV�(VMZIV�

0EFSYVIV�

3XLIV

ϳ

iaecox
Rectangle



6HFWLRQ�(��(GXFDWLRQ

(�� :KDW�LV�WKH�KLJKHVW�OHYHO�RI�HGXFDWLRQ�\RX�KDYH�FRPSOHWHG"

(MH�RSX�KS�XS�WGLSSP

=IEV���SV�FIPS[

=IEV���SV�IUYMZEPIRX

=IEV����SV�IUYMZEPIRX

=IEV����SV�IUYMZEPIRX

=IEV����SV�IUYMZEPIRX

8VEHI�GIVXMJMGEXI

'IVXMJMGEXI�--

%WWSGMEXI�HMTPSQE

%HZERGIH�HMTPSQE

&EGLIPSV�HIKVII

4SWXKVEHYEXI�HIKVII

ϴ

Megan Harrison
Can remove and collect in history



6HFWLRQ�)��,QFRPH
)�� +DYH�\RX�UHFHLYHG�DQ\�RI�WKHVH�JRYHUQPHQW�SHQVLRQV�RU�DOORZDQFHV�LQ�WKH�SDVW ���PRQWKV"

7IPIGX�%2=�XLEX�ETTP]

%&789(=�%YWXYH]

%KI�4IRWMSR

&IVIEZIQIRX�EPPS[ERGI

'EVIV�%PPS[ERGI

'EVIV�4E]QIRX

'LMPH�'EVI�&IRIJMX

'LMPH�'EVI�6IFEXI

(EH�ERH�4EVXRIV�4E]

(MWEFMPMX]�7YTTSVX�4IRWMSR

*EQMP]�8E\�&IRIJMX�4EVX�%

*EQMP]�8E\�&IRIJMX�4EVX�&

-RGSQI�7YTTSVX�&SRYW

.SFW��)HYGEXMSR�ERH�8VEMRMRK�'LMPHGEVI�*II�%WWMWXERGI

0S[�-RGSQI�7YTTPIQIRX

1SFMPMX]�%PPS[ERGI

2I[WXEVX�%PPS[ERGI

4EVIRXEP�0IEZI�4E]

4EVIRXMRK�4E]QIRX

4EVXRIV�%PPS[ERGI

4IRWMSRIV�)HYGEXMSR�7YTTPIQIRX

6IQSXI�%VIE�%PPS[ERGI

7MGORIWW�%PPS[ERGI

7MRKPI�-RGSQI�*EQMP]�7YTTPIQIRX

7TIGMEP�&IRIJMX

;MHS[�%PPS[ERGI

;MHS[�&�TIRWMSR

;MJI�4IRWMSR

=SYXL�%PPS[ERGI

2SRI��-�HS�RSX�VIGIMZI�ER]�SJ�XLIWI

ϵ



)�� 'R�\RX�KDYH�D�W\SH�RI�&RQFHVVLRQ�RU�+HDOWK�&DUH�&DUG"
7IPIGX�%00�XLEX�ETTP]

=IW��4IRWMSRIV�'SRGIWWMSR�'EVH

=IW��'SQQSR[IEPXL�7IRMSVW�,IEPXL�'EVH

=IW��0S[�-RGSQI�,IEPXL�'EVI�'EVH

=IW��(:%�+SPH�GEVH

=IW��(:%�;LMXI�GEVH

=IW��(:%�3VERKI�GEVH

2S��-�HS�RSX�LEZI�ER]�SJ�XLIWI

3XLIV

)�� :KLFK�RI�WKH�IROORZLQJ�LV�\RXU�FXUUHQW�JURVV��EHIRUH�WD[��SHUVRQDO�LQFRPH"

2MP�MRGSQI

����������TIV�[IIO��PIWW�XLER���������TIV�]IEV


������������TIV�[IIO����������ཌ���������TIV�]IEV


������������TIV�[IIO��������������������TIV�]IEV


������������TIV�[IIO��������������������TIV�]IEV


������������TIV�[IIO��������������������TIV�]IEV


������������TIV�[IIO����������ཌ���������TIV�]IEV


����������������TIV�[IIO����������ཌ���������TIV�]IEV


����������������TIV�[IIO��������������������TIV�]IEV


����������������TIV�[IIO���������������������TIV�]IEV


�������SV�QSVI�TIV�[IIO�����������SV�QSVI�TIV�]IEV


1Ϭ

iaecox
Rectangle

Megan Harrison
Can collapse and make them more broad $1-500 
$501-$1000
> $1000 

(can be classified as low, medium and high income). 



)�� :KLFK�RI�WKH�IROORZLQJ�LV�\RXU�FXUUHQW�JURVV��EHIRUH�WD[��FRPELQHG�KRXVHKROG
LQFRPH"

2MP�MRGSQI

����������TIV�[IIO��PIWW�XLER���������TIV�]IEV


������������TIV�[IIO����������ཌ���������TIV�]IEV


������������TIV�[IIO��������������������TIV�]IEV


������������TIV�[IIO��������������������TIV�]IEV


������������TIV�[IIO��������������������TIV�]IEV


������������TIV�[IIO����������ཌ���������TIV�]IEV


����������������TIV�[IIO����������ཌ���������TIV�]IEV


����������������TIV�[IIO��������������������TIV�]IEV


����������������TIV�[IIO���������������������TIV�]IEV


�������SV�QSVI�TIV�[IIO�����������SV�QSVI�TIV�]IEV


)�� )RU�WKRVH�&855(17/<�5(7,5('���$W�ZKDW�DJH�GLG�\RX�UHWLUH"

1ϭ



6HFWLRQ�*��3HUVRQDO�6XSSRUW
8LI�JSPPS[MRK�UYIWXMSRW�EVI�EFSYX�XLI�EWWMWXERGI�]SY�QE]�VIGIMZI�JVSQ�TISTPI�XLEX�]SY�'2�127�TE]�JSV�
]SYVWIPJ��ER]�EWWMWXERGI�]SY�HS�TE]�JSV�[MPP�FI�GSZIVIH�MR�XLI�'SWX�(MEV]
��8LI�EWWMWXERGI�]SY�VIGIMZI�MWF
IGEYWI�SJ�]SYV�GJB�ERH�LEW�WXEVXIH�SV�MRGVIEWIH�HYI�XS�]SYV�GJB�

8LI�PEWX�PMRI�MR�IEGL�GEXIKSV]�EWOW�JSV�ER�IWXMQEXI�SJ�XLI�RYQFIV�SJ�LSYVW�SJ�DGGLWLRQDO�VXSSRUW�]SY�
VIUYMVI�FYX�GR�QRW�VIGIMZI�JSV�XLEX�MXIQ��*SV�XLI�IWXMQEXI��MRGPYHI�EHHMXMSREP�LSYVW�]SY�VIUYMVI�FYX�EVI�RSX�
VIGIMZMRK�[LIXLIV�XLI]�GSYPH�FI�TVSZMHIH�ZSPYRXEVMP]�SV�SXLIV[MWI�

*SV�I\EQTPI��]SY�QE]�FI�EFPI�XS�TE]�E�KEVHIRIV�JSV���LSYVW�E�[IIO��VITSVXIH�MR�XLI�'SWX�(MEV]
�FYX�]SY�
EGXYEPP]�VIUYMVI���LSYVW�XS�OIIT�XLI�KEVHIR�XMH]��-J�]SY�HS�QRW�VIGIMZI�XLEX�EHHMXMSREP�LSYV�FIGEYWI�]SY�
GER�X�EJJSVH�XS�TE]�XLI�KEVHIRIV�QSVI�ERH�]SY�LEZI�RS�ZSPYRXIIV�XS�HS�MX�JSV�]SY��XLIR�]SY�[SYPH�MRGPYHI
XLEX�I\XVE�LSYV�MR�XLI��EHHMXMSREP�WYTTSVX�]SY�RIIH�FYX�HS�RSX�VIGIMZI��PMRI��IZIR�MJ�]SY�IRH�YT�HSMRK�XLEX
LSYV�]SYVWIPJ
�

*�� 5HSRUW�WKH�QXPEHU�RI�KRXUV�RI�DVVLVWDQFH�SURYLGHG�SHU�ZHHN
$FWLYLWLHV�RI�GDLO\�OLYLQJ��I�K���4IVWSREP�GEVI��QIEP�TVITEVEXMSR��TL]WMGEP�EGGIWW�XS�SV
[MXLMR�XLI�LSQI
�

4EVXRIV�7TSYWI

3XLIV�VIPEXMZI

*VMIRH

:SPYRXIIV

2SR�GLEVKMRK�SVKERMWEXMSR

)WXMQEXI�XLI�RYQFIV�SJ�LSYVW�SJ�EHHMXMSREP�WYTTSVX��TIV�[IIO
�]SY�RIIH�FYX�HS�238�VIGIMZI

+RPH�DQG�JDUGHQ��I�K���)WWIRXMEP�LSYWILSPH�XEWOW��VITEMVW�ERH�QEMRXIRERGI��FMPPW�ERH
LSYWILSPH�TETIV[SVO��QEMRXIRERGI�SYXWMHI�ERH�KEVHIR�EVIE
�

4EVXRIV�7TSYWI

3XLIV�VIPEXMZI

*VMIRH

:SPYRXIIV

2SR�GLEVKMRK�SVKERMWEXMSR

)WXMQEXI�XLI�RYQFIV�SJ�LSYVW�SJ�EHHMXMSREP�WYTTSVX��TIV�[IIO
�]SY�RIIH�FYX�HS�238�VIGIMZI

(VVHQWLDO�WUDQVSRUW�
4EVXRIV�7TSYWI

3XLIV�VIPEXMZI

*VMIRH

1Ϯ

Megan Harrison
can indicate benefit of the intervention - less cost due to less assistance required



:SPYRXIIV

2SR�GLEVKMRK�SVKERMWEXMSR

)WXMQEXI�XLI�RYQFIV�SJ�LSYVW�SJ�EHHMXMSREP�WYTTSVX��TIV�[IIO
�]SY�RIIH�FYX�HS�238�VIGIMZI

&KLOG�FDUH�
4EVXRIV�7TSYWI

3XLIV�VIPEXMZI

*VMIRH

:SPYRXIIV

2SR�GLEVKMRK�SVKERMWEXMSR

)WXMQEXI�XLI�RYQFIV�SJ�LSYVW�SJ�EHHMXMSREP�WYTTSVX��TIV�[IIO
�]SY�RIIH�FYX�HS�238�VIGIMZI

2WKHU�
4EVXRIV�7TSYWI

3XLIV�VIPEXMZI

*VMIRH

:SPYRXIIV

2SR�GLEVKMRK�SVKERMWEXMSR

)WXMQEXI�XLI�RYQFIV�SJ�LSYVW�SJ�EHHMXMSREP�WYTTSVX��TIV�[IIO
�]SY�RIIH�FYX�HS�238�VIGIMZI

*�� ,I�\RX�HQWHUHG�KRXUV�LQ�WKH��2WKHU��KHOS�UHTXLUHG�DERYH��SOHDVH�GHVFULEH�WKH
RWKHU�LWHP�\RX�UHFHLYH�RU�QHHG�DVVLVWDQFH�IRU�

6HFWLRQ�+��,QIRUPDO�FDUH
8LI�JSPPS[MRK�UYIWXMSRW�EVI�XS�EWWIWW�GLERKIW�MR�XLI�EZIVEKI�]IEVP]�IEVRMRKW�SJ�]SYV�WYTTSVX�TIVWSR��I�K��
TEVXRIV��GLMPH��TEVIRX��JVMIRH
�EW�E�VIWYPX�SJ�]SYV�*-%�
+�� +DV�VRPHRQH��H�J���SDUWQHU��FKLOG��SDUHQW��IULHQG��FKDQJHG�WKHLU�HPSOR\PHQW

VLWXDWLRQ�RU�FRQGLWLRQV�WR�KHOS�\RX�ZLWK�\RXU�*-%"
=IW���+S�XS�,�

2S���+S�XS�7IGXMSR�-

1ϯ



+�� :KR�FKDQJHG�WKHLU�HPSOR\PHQW�VLWXDWLRQ�RU�FRQGLWLRQV"

4EVXRIV

'LMPH

4EVIRX

7MFPMRK

3XLIV�JEQMP]�QIQFIV

*VMIRH

3XLIV

3XLIV

+�� :KDW�\HDU�GLG�\RXU�VXSSRUW�SHUVRQ�FKDQJH�WKHLU�HPSOR\PHQW�FRQGLWLRQV"
4PIEWI�VIGSVH�XLI�]IEV�SJ�XLI�GLERKI�XLEX�LEW�LEH�XLI�FMKKIWX�MQTEGX��

+�� 3OHDVH�FRPSOHWH�IRU�\RXU�VXSSRUW�SHUVRQ୩V�FKDQJH�LQ�HPSOR\PHQW�
6ITSVX�EZIVEKI�IEVRMRKW�TIV�[IIO�VSYRHIH�XS�XLI�RIEVIWX����

4VIZMSYWP]�
%ZIVEKI�LSYVW�TIV�[IIO�[SVOIH

%ZIVEKI�IEVRMRKW�TIV�[IIO

'YVVIRXP]�
%ZIVEKI�LSYVW�TIV�[IIO�[SVOIH

%ZIVEKI�IEVRMRKW�TIV�[IIO

+�� 3OHDVH�VSHFLI\�DQ\�RWKHU�FKDQJH�LQ�ORFDWLRQ�RU�W\SH�RI�ZRUN�IRU�\RXU�VXSSRUW
SHUVRQ

+�� 'RHV�WKLV�SHUVRQ�UHFHLYH�D�FDUHU୩V�SD\PHQW�RU�DOORZDQFH�IURP�WKH�JRYHUQPHQW
LQ�UHODWLRQ�WR�WKH�FDUH�WKH\�SURYLGH�\RX"

2S���+S�XS�7IGXMSR�-

=IW��GEVIV�W�TE]QIRX���+S�XS�7IGXMSR�-

=IW��GEVIV�W�EPPS[ERGI���+S�XS�7IGXMSR�-

=IW��SXLIV�EPPS[ERGI���,�

(SR�X�ORS[���+S�XS�7IGXMSR�-

+�� 3OHDVH�VSHFLI\�WKH�
RWKHU
�FDUHU
V�DOORZDQFH

1ϰ



6HFWLRQ�,��,QVXUDQFH
8LI�JSPPS[MRK�UYIWXMSRW�EWO�EFSYX�ER]�LIEPXL�MRWYVER�I�]SY�QE]�LEZI��ERH��LERKIW�XS�XLMW�HYI�XS�]SYV
*-%�
,�� 'R�\RX�FXUUHQWO\�KDYH�3ULYDWH�+HDOWK�,QVXUDQFH"

=IW���+S�XS�-�

2S���+S�XS�-�

,�� )RU�WKRVH�ZLWK�FXUUHQW�3ULYDWH�+HDOWK�,QVXUDQFH���3OHDVH�FKRRVH�WKH�OHYHO�RI
FRYHU�\RX�KDYH�

,SWTMXEP�SRP]

)\XVEW�SRP]

,SWTMXEP�ERH�)\XVEW

3XLIV

3XLIV

,�� +DYH�\RX�FKDQJHG�\RXU�SULYDWH�KHDOWK�LQVXUDQFH�FRYHU�EHFDXVH�RI�\RXU�*-%"
=IW���+S�XS�-�

2S���+S�XS�-�

,�� )RU�WKRVH�ZKR�KDYH�FKDQJHG�WKHLU�SULYDWH�KHDOWK�LQVXUDQFH��ZK\�GLG�\RX
FKDQJH�\RXU�SULYDWH�KHDOWK�LQVXUDQFH�FRYHU"

7IPIGX�%2=�XLEX�ETTP]

'ERདྷX�EJJSVH�TVIQMYQW�WS�WXSTTIH�SV�HIGVIEWIH�PIZIP�SJ�GSZIV

(SRདྷX�FIPMIZI�XLI�FIRIJMX�MW�[SVXL�XLI�GSWX�SJ�XLI�TVIQMYQW

(SRདྷX�FIPMIZI�-�RIIH�MX�RS[

7XEVXIH�GSZIV�WS�HMH�RSX�LEZI�XS�FI�SR�[EMXMRK�PMWX

-RGVIEWIH�PIZIP�SJ�GSZIV�WS�VIGIMZI�FIRIJMXW�JSV�QSVI�WIVZMGIW

,�� 3OHDVH�FKRRVH�WKH�OHYHO�RI�FRYHU�\RX�XVHG�WR�KDYH�

,SWTMXEP�SRP]

)\XVEW�SRP]

,SWTMXEP�ERH�)\XVEW

3XLIV

3XLIV

1ϱ



1ϲ

PART Ϯ 

Recording your initial details at the start of the Cost Diary period 

Do this when you first get the Cost Diary. 

This includes any major costs over the last 5 years, or any ongoing regular
costs you may currently have ůinŬeĚ to ǇoƵr />D͘



INITIAL  COST DIARY DETAILS - DATES, PACKAGES͕ �KE��^^/KE ��Z�^ �ND MEMBERSHIPS

Section A: Cost Diary dates  

A1. Please state your Cost Diary start date: 

D D M M Y Y Y Y 

/ / 2 0 2 

A2. Please state your Cost Diary completion date – 6 months after start date: 
D D M M Y Y Y Y 

/ / 2 0 2 

A3. What is your date of birth? 
D D M M Y Y Y Y 

/ / 

Section B: Initial NDIS and My Aged Care package information 
B1. On your Cost Diary start date, were you on a National Disability Insurance Scheme 
(NDIS) or My Aged Care package? 

Yes, NDIS: Yes, My Aged Care: No (go to Section C): 

B2. What is your total annual package amount? 

$    , . 0 0 

ϭϳ

Yes, NDIS: Yes, My Aged Care: No (go to Section C): Yes, NDIS: Yes, My Aged Care: No (go to Section C): Yes, NDIS: Yes, My Aged Care: No (go to Section C): 

Section �: Gym Žƌ�other membership packages
�1. On your Cost Diary start date, did you have any gym or other memberships that you pay 
for on a per-time (not per-session) basis that helps your />D?

Yes: No (go to Section D: 

�2. What are your memberships, and how much do you pay for them?

Membership type Cost 

1 $ every
 week  month 

 fortnight  Year 

2 $ every
 week  month 

 fortnight  year 

3 $ every
 week  month 

 fortnight  year 



INITIAL COST DIARY DETAILS – REGULAR SERVICES 

ϭϴ 

Section �: Your regular services and appointments for your />�
�1. Please record any regular service or appointment details you have for your />D at your Cost 
Diary start date, and any transport that you use for services outside your home.  dheƐe maǇ 
incůƵĚe ƐerviceƐ ƐƵch aƐ hoƵƐe cůeaning ͕ gǇm viƐitƐ͕ eǆerciƐe phǇƐioůogǇ͕ pƵůmonarǇ 
rehaďiůitation͕ phǇƐio appointmentƐ͕ etc͘ thiůe ǇoƵ maǇ miƐƐ ƐeƐƐionƐ ĚƵe to iůůneƐƐ or vacationƐ͕ 
theǇ are a ƐcheĚƵůeĚ part of ǇoƵr roƵtine͕ ǁhether theǇ occƵr Ɛeveraů timeƐ a ǁeeŬ or ũƵƐt once a 
month͘ WůeaƐe recorĚ anǇ tranƐportation eǆpenƐeƐ that maǇ ďe aƐƐociateĚ ǁith each appointment 
ǁhere appůicaďůe͘

I do not have any regular services or appointments to record for my ILD

Type of service or 
appointment 

Usual length of 
service or 

appointment 

Service or appointment 
frequency 

Is this service part of a package 
(from Section B) or 

membership (from Section �)?

1 

week NDIS or My Aged Care funded 

: times a fortnight Part of membership (D2 #___)

h h m m
month Other payment source 

2 

NDIS or My Aged Care funded week 

: times a fortnight Part of membership (D2 #___)

h h m m
month Other payment source 

3 

week NDIS or My Aged Care funded 

: times a fortnight Part of membership (D2 #___)

h h m m
month Other payment source 

4 

week NDIS or My Aged Care funded 

: times a fortnight Part of membership (D2 #___)

h h m m
month Other payment source 



ϭϴ 

Do you 
travel for 

this service? 

Transport type 
(private car, taxi, Uber, 

public transport) 
Travel time 

Distance 
(private car 
travel only) 

Approx fare or 
parking cost 

Yes 
 To service:      km    $ 

11 

: 

h h m m

No 

 My return journey uses the same transport type and route as my outbound trip 
OR 

 Return by:     km    $ 

: 

h h m m

Yes
 To service:    km    $$ 

2

: 

h h m m 

No
 My return journey uses the same transport type and route as my outbound trip 

OR 

 Return by:     km    $ 

: 

h h m m 

Yes
To service:      km    $ 

3

: 

h h m m

No
 My return journey uses the same transport type and route as my outbound trip 

OR 

 Return by:      km   $ 

: 

h h m m

Yes
To service:      km   $$ 

4

: 

h h m m

No
 My return journey uses the same transport type and route as my outbound trip 

OR 

 Return by:      km    $$ 

: 

h h m m

Continued over… 



INITIAL COST DIARY DETAILS – REGULAR TRANSPORT 

ϭϵ

Section �: Other Regular Transport

�1 Do you have any other regular transport costs for your />D? For example, transport to 
work or the shops, where you need to take your car and park close because you can’t 
use public transport, or needing to take a taxi as there is no suitable parking close to 
where you need to go? 

I do not have any other regular transport to record for my ILD

Transport type 
(N/A, private car, 
taxi, Uber, public 

transport) 

Reason Travel time 
Approx 

distance 
(private car 
travel only) 

Approx fare 
or 

parking cost 
Travel frequency 

1 km   $ 

week 

: 

times a 

fortnight 

h h m m month 

2 km   $ 

week 

: 

times a 

fortnight 

h h m m month 

3 km   $ 

week 

: 

times a 

fortnight 

h h m m month 

4 km   $ 

week 

: 

times a 

fortnight 

h h m m month 

5 km   $ 

week 

: 

times a 

fortnight 

h h m m month 

6 km   $ 

week 

: 

times a 

fortnight 

h h m m month 



ϮϬ

INITIA L COST DIARY DETAILS – HOME AND RESIDENTIAL COSTS 

Section &: Residential details impacted by your />��over the last 5 years
&1. At the start of your Cost Diary period, do you live full time in a nursing home at least
in part due to your />D?

Yes: No: 

&2. In the last 5 years have you had to move residence to somewhere more suitable
for your />D?

Yes: No (go to &3):

Please provide details on each move, including sale and purchase prices (if applicable), and 
an estimate of the total relocation cost (including any removalist costs, electricity 
reconnection, conveyancing fees, stamp duty etc) 

Purchase price of new house Sale price of previous house 
Approximate 

relocation costs 

1 $ 
OR 

$ 
OR $ 

N/A (I do not own my new home) N/A (I was not the owner)

2 
$ 

OR 
$

OR $ 

N/A (I do not own my new home) N/A (I was not the owner)

3 
$ 

OR 
$

OR $ 

N/A (I do not own my new home) N/A (I was not the owner)

&3. In the last 5 years have you had to make any alterations to the structure of your
home to better accommodate your />D?
Examples include major structural renovations, through to installation of a ǁheeů chair 
eůevatorƐ͕ or rampƐ  hand railings or other aĚũƵƐtmentƐ.

Yes: No (go to &4):

Please provide a description of the alterations to your house, and the total cost (including 
any labour costs for building or installation). 

Alteration description Total cost 

1 $ 

2 $ 

3 $ 

4 $ 



Ϯϭ

&4. Have you purchased or hired any special equipment for your />D over the last 5 
years? 

Mobility, support items, medical equipment͕ oǆǇgen concentratorƐͬportaďůe oǆǇgen or 
Ɛimiůar eƋƵipment anĚ repůacementͬ ĚiƐpoƐaďůeƐ aƐƐociateĚ ǁith theƐe͕  commƵnication 
eƋƵipment͕ bathroom, kitchen, bedroom, general͘

Yes: No (go to Wart ϯ):

Item description Amount you paid Tick if this item 
has been hired 

1 $ 

2 $ 

3 $ 

4 $ 

5 $ 

6 $ 

7 $ 

8 $ 

9 $ 

10 $ 

11 $ 

12 $ 

13 $ 

14 $ 



PART ϯ

Recording your ĚĞƚĂŝůƐ�ĚƵƌŝŶŐ�the ƚƌŝĂů�Cost Diary period

/n thiƐ Ɛection ǇoƵ ǁiůů recorĚ ǇoƵr coƐtƐ ĚƵring the triaů perioĚ͘ 

zoƵ maǇ chooƐe to Ěo Ɛo at the intervaůƐ that ǁe ƐpecifǇ or continƵoƵƐůǇ͕ 

ǁhichever maǇ ďe eaƐier for ǇoƵ͘ /f ǇoƵ ĚeciĚe to recorĚ at intervaůƐ ǇoƵ 

ǁiůů neeĚ to recorĚ coƐtƐ for the ǁhoůe perioĚ͘

ϮϮ



Ϯϯ

PART ϯ

RECORDING YOUR COSTS: Medications and supplements relating to your />� 
This section is for all the medications and supplements you may purchase 
during the triaů Cost Diary Period for symptom management and disease 
progression prevention and general health. 

 If you purchase some medications regularly and/or buy more than one packet 
at once, you may use the tally space provided to keep track of your total over 
the triaů perioĚ, rather than having to create a new line each time.



 RECORDING YOUR COSTS – MEDICATIONS AND SUPPLEMENTS 

Ϯϰ

Medications and supplements 

Medication Name 
Active 

ingredient 
strength 

Packet or 
bottle size 
or volume 

Tick for 
prescription 
medication 

Number of packets purchased 

Tally space Total over 
the ƚƌŝĂů

1 

2 

3 

4 

5 

6 

7 

8 

9 

10 

11 

12 

13 

14 



Ϯϱ

Medication Name 
Active 

ingredient 
strength 

Packet or 
bottle size 
or volume 

Tick for 
prescription 
medication 

Number of packets purchased 

Tally space Total over 
the ƚƌŝĂů

15 

16 

17 

18 

19 

20 

21 

22 

23 

24 

25 

26 

27 

28 



 RECORDING YOUR COSTS – MEDICATIONS AND SUPPLEMENTS 

Ϯϲ

Medications and supplements

Medication Name 
Active 

ingredient 
strength 

Packet or 
bottle size 
or volume 

Tick for 
prescription 
medication 

Number of packets purchased 

Tally space Total over 
the ƚƌŝĂů

29 

30 

31 

32 

33 

34 

35 

36 

37 

38 

39 

40 

41 

42 



Ϯϳ

PART ϯ

RECORDING YOUR COSTS: Item purchases and equipment hiring relating to 
your />�

This section is for all items you purchase or hire for, or because of, your />D
during the triaů Cost Diary period. Everything from pƵrchaƐingͬhiring a
wheelchair, or oǆǇgen eƋƵipment, through to eƋƵipment neeĚeĚ for phǇƐio 
ƐeƐƐionƐ etc



 RECORDING YOUR COSTS – ITEM PURCHASES AND EQUIPMENT HIRE 

Ϯϴ

Item purchases and equipment hiring relating to your />�

Date Item description Amount you 
paid 

Tick if this 
item has 

been hired 

1 $ 

2 $ 

3 $ 

4 $ 

5 $ 

6 $ 

7 $ 

8 $ 

9 $ 

10 $ 

11 $ 

12 $ 

13 $ 

14 $ 

15 $ 

16 $ 



Ϯϵ

Date Item description Amount you 
paid 

Tick if this 
item has 

been hired 

17 $ 

18 $ 

19 $ 

20 $ 

21 $ 

22 $ 

23 $ 

24 $ 

25 $ 

26 $ 

27 $ 

28 $ 

29 $ 

30 $ 

31 $ 

32 $ 



 RECORDING YOUR COSTS – ITEM PURCHASES AND EQUIPMENT HIRE 

ϯϬ

Item purchases and equipment hiring relating to your />�

Date Item description Amount you 
paid 

Tick if this 
item has 

been hired 

33 $ 

34 $ 

35 $ 

36 $ 

37 $ 

38 $ 

39 $ 

40 $ 

41 $ 

42 $ 

43 $ 

44 $ 

45 $ 

46 $ 

47 $ 

48 $ 



ϯϭ

PART ϯ
RECORDING YOUR COSTS: Medical tests and scans 

This section is for any tests or scans you may be required to undertake in the 
triaů Cost Diary period for ǇoƵr />D.

While the most common items would be blood tests anĚ ůƵng fƵnction teƐtƐ͕ 
this section can include everything from liver function tests, through to �d anĚ 
DZ/ ƐcanƐ.



 RECORDING YOUR COSTS – MEDICAL TESTS AND SCANS 

ϯϮ

Medical tests and scans 

Date Test or scan type 
Have you included travel 
for this test elsewhere in 

the Cost Diary? 

1 

No: 

Yes: 

2 

No: 

Yes: 

3 

No: 

Yes: 

4 

No: 

Yes: 

5 

No: 

Yes: 



ϯϮ

Transport type 
(private car, taxi, Uber, 

public transport) 
Travel time 

Distance 
(private car 
travel only) 

Approx fare or 
parking cost 

 To service:      km    $ 

11 

: 

h h m m

 My return journey uses the same transport type and route as my outbound trip 
OR 

 Return by:     km    $ 

: 

h h m m

 To service:    km    $$ 

2

: 

h h m m 

 My return journey uses the same transport type and route as my outbound trip 

OR 

 Return by:     km    $ 

: 

h h m m 

To service:      km    $ 

3

: 

h h m m

 My return journey uses the same transport type and route as my outbound trip 
OR 

 Return by:      km   $ 

: 

h h m m

To service:      km   $$ 

4

: 

h h m m

 My return journey uses the same transport type and route as my outbound trip 
OR 

 Return by:      km    $$ 

: 

h h m m

 To service:     km    $ 

5

: 

h h m m

 My return journey uses the same transport type and route as my outbound trip 
OR 

 Return by:      km    $ 

: 

h h m m



PART ϯ
RECORDING YOUR COSTS: Temporary hospital and health care admissions 

Hospitaů incůƵĚing emergencǇ Ěepartment attenĚanceƐ, rehab or respite

admissions – including hospital in the home. Don’t include full time nursing 

home care.  



 RECORDING YOUR COSTS – HEALTH CARE ADMISSIONS 

ϯϰ

Temporary hospital and health care admissions 

Accommodation type Reason for admission Dates 

1 

Admission date: 

OR

I was here at the start of the 
Cost Diary period: 

Discharge date: 

OR

I have not been discharged: 
(at end of Cost Diary period)

2 

Admission date: 

Discharge date: 

OR

I have not been discharged: 
(at end of Cost Diary period)

3 

Admission date: 

Discharge date: 

OR

I have not been discharged: 
(at end of Cost Diary period)

4 

Admission date: 

Discharge date: 

OR

I have not been discharged: 
(at end of Cost Diary period)

5 

Admission date: 

Discharge date: 

OR

I have not been discharged: 
(at end of Cost Diary period)



3ϰ

Transport type 
(private car, taxi, Uber, 

public transport) 
Travel time 

Distance 
(private car 
travel only) 

Approx fare or 
parking cost 

 For admission:      km    $ 

1

: 

h h m m

 My return journey uses the same transport type and route as my outbound trip 
OR 

 For discharge:     km    $ : 

h h m m

 For admission:    km    $$ 

2

: 

h h m m 

 My return journey uses the same transport type and route as my outbound trip 

OR 

 For discharge:     km    $ 

: 

h h m m 

 For admission:      km    $ 

3

: 

h h m m

 My return journey uses the same transport type and route as my outbound trip 
OR 

 For discharge:      km   $ 

: 

h h m m

 For admission:      km   $$ 

4

: 

h h m m

 My return journey uses the same transport type and route as my outbound trip 
OR 

 For discharge:      km    $$ 

: 

h h m m

 For admission:     km    $ 

5

: 

h h m m

 My return journey uses the same transport type and route as my outbound trip 
OR 

 For discharge:      km    $ 

: 

h h m m



PART ϯ

RECORDING YOUR COSTS: Appointments and services 
WůeaƐe incůƵĚe aůů heaůth;ƐpeciaůiƐt͕ 'WͿ or ƐpeciaůiƐt nƵrƐe appointmentƐ reůateĚ to ǇoƵr  
of ǇoƵr />D͘ Do not incůƵĚe ƐerviceƐ ƐƵch aƐ phǇƐio͕ rehaď or other aůůieĚ heaůth care 
ƐerviceƐ͕ ƐƵpport groƵpƐ or ƐƵpport for hoƵƐehoůĚ taƐŬƐ here theƐe ƐhoƵůĚ ďe incůƵĚeĚ in 
WartƐ ϭ͕Ϯ anĚ ϱ in the appropraite ƐectionƐ͘



 RECORDING YOUR COSTS – APPOINTMENTS AND SERVICES 

3ϲ

Appointments and services 

Date Service type Length of 
appointment 

Type of appointment 

Face-to-Face Telehealth 

1 : 

h h m m

2 : 

h h m m

3 : 

h h m m

4 : 

h h m m

5 : 

h h m m



3ϲ

Did you 
travel for 

this service? 

Transport type 
(private car, taxi, Uber, 

public transport) 
Travel time 

Distance 
(private car 
travel only) 

Approx fare or 
parking cost 

Yes 
 To service:      km    $ 

1

: 

h h m m

No 
 My return journey used the same transport type and route as my outbound trip 

OR 

 Return by:     km    $ 

: 

h h m m

Yes
 To service:    km    $$ 

2

: 

h h m m 

No
 My return journey used the same transport type and route as my outbound trip 

OR 

 Return by:     km    $ 

: 

h h m m 

Yes
To service:      km    $ 

3

: 

h h m m

No
 My return journey used the same transport type and route as my outbound trip 

OR 

 Return by:      km   $ 

: 

h h m m

Yes
To service:      km   $$ 

4

: 

h h m m

No
 My return journey used the same transport type and route as my outbound trip 

OR 

 Return by:      km    $$ 

: 

h h m m

Yes
 To service:     km    $ 

5

: 

h h m m

No
 My return journey used the same transport type and route as my outbound trip 

OR 

 Return by:      km    $ 

: 

h h m m



 RECORDING YOUR COSTS – APPOINTMENTS AND SERVICES 

3ϳ

Appointments and services 

Date Service type Length of 
appointment 

Type of appointment 

Face-to-Face Telehealth 

6 : 

h h m m

7 : 

h h m m

8 : 

h h m m

9 : 

h h m m

10 : 

h h m m



3ϳ

Did you 
travel for 

this service? 

Transport type 
(private car, taxi, Uber, 

public transport) 
Travel time 

Distance 
(private car 
travel only) 

Approx fare or 
parking cost 

Yes 
 To service:      km    $ 

6

: 

h h m m

No 
 My return journey used the same transport type and route as my outbound trip 

OR 

 Return by:     km    $ 

: 

h h m m

Yes
 To service:    km    $$ 

7

: 

h h m m 

No
 My return journey used the same transport type and route as my outbound trip 

OR 

 Return by:     km    $ 

: 

h h m m 

Yes
To service:      km    $ 

8

: 

h h m m

No
 My return journey used the same transport type and route as my outbound trip 

OR 

 Return by:      km   $ 

: 

h h m m

Yes
To service:      km   $$ 

9

: 

h h m m

No
 My return journey used the same transport type and route as my outbound trip 

OR 

 Return by:      km    $$ 

: 

h h m m

Yes
 To service:     km    $ 

10 

: 

h h m m

No
 My return journey used the same transport type and route as my outbound trip 

OR 

 Return by:      km    $ 

: 

h h m m



ϯϴ

PART ϯ
RECORDING YOUR COSTS: Other Transport 

This is for other transport bits – eg item purchases, medications, one off 
trips to visit friends or go for coffee;thiƐ ǁoƵůĚ ďe tranƐport that ǇoƵ ǁoƵůĚ 
have to taŬe ďecaƵƐe of ǇoƵr />DͿ.



 TRANSPORT 

ϯϵ

Other Transport 

Date 
Transport type 

(N/A, private car, taxi, 
Uber, public transport) 

Reason Travel time 
Approx 
distance 

(private car 
travel only) 

Approx fare 
or 

parking cost 

1 km : 
$ 

h h m m

2 km : 
$ 

h h m m

3 km : 
$ 

h h m m

4 km : 
$ 

h h m m

5 km : 
$ 

h h m m

6 km : 
$ 

h h m m

7 km : 
$ 

h h m m

8 km : 
$ 

h h m m

9 km : 
$ 

h h m m

10 km : 
$ 

h h m m

11 km : 
$ 

h h m m

12 km : 
$ 

h h m m

13 km : 
$ 

h h m m

14 km : 

$ 

h h m m



PART ϰ
IŵƉacƚ on ĞŵƉůoǇŵĞnƚ ĚƵƌinŐ ƚŚĞ ƚƌiaů ƉĞƌioĚ

/n thiƐ Ɛection ǇoƵ ǁiůů Ŭeep tracŬ of hoǁ ǇoƵr />D affectƐ ǇoƵr ǁorŬ

ϰϬ



 PůĞasĞ onůǇ ansǁĞƌ ƚŚĞ foůůoǁinŐ ƋƵĞsƟons if ǇoƵ are currently employed ;fƵůůƟŵĞͬƉaƌƚ-ƟŵĞ͕ 
casƵaůͬsĞůf-employed)͘ If ǇoƵ ŚaǀĞ noƚ ǁoƌŬĞĚ͕ ƉůĞasĞ Őo ƚo WĂƌƚ�ϱ. 

Have ǇoƵ ƐtaǇeĚ home 
for more than half the 
day because of ANY 
health problem 
(please insert date the 
date you stayed 
home) 

Was this ILD related? 
(yes/no) 

Did you go to work 
ǁhiůe ƐƵīering from 
ANY health problems? 
(please insert the date 
you worked) 

Was this ILD related? 
(yes/no) 

�͘Ϯ�Kn theƐe ĚaǇƐ ǁhen ǇoƵ ǁent to ǁorŬ ƐƵīering from ANY heaůth proďůemƐ͕ ǁhat percentage
of ǇoƵr Ɵme ǁere ǇoƵ aƐ proĚƵcƟve aƐ ƵƐƵaů͍

&or ĞǆaŵƉůĞ͕ iĨ yoƵ ǁĞrĞ ĞǆaĐtůy as ƉroĚƵĐƟǀĞ as ƵsƵaů ƉůĞasĞ ŵarŬ ͚ϭϬϬ й .͛ 

PůĞasĞ inĚicaƚĞ ƚŚĞ ƉĞƌcĞnƚaŐĞ ǁiƚŚ a ǀĞƌƟcaů ůinĞ on ƚŚĞ scaůĞ ďĞůoǁ͘ 

Have ǇoƵ taŬen paid 
ƐicŬ ůeave ďecaƵƐe of 
ANY health problem 
(please insert date) 

Was this ILD related? 
(yes/no) 

Have ǇoƵ taŬen sick 
ůeave ďecaƵƐe of 
�Ez health problem 
(please insert date) 

Was this ILD related? 
(yes/no) 

�͘1

�͘ϯ

ϰϭ



ϰϮ

PART ϱ
Finalising your details at the end of the ƚƌiaů period

/n thiƐ ůaƐt Ɛection ǇoƵ ǁiůů ƵpĚate anǇ ĚetaiůƐ that maǇ 
have changeĚ in Wart Ϯ over the triaů perioĚ͘



 

ϰϯ

UPDATES TO YOUR DETAILS – PACKAGES AND MEMBERSHIPS 

Section A: Updates to your NDIS or My Aged Care Package 
A1. Have your NDIS or My Aged Care package details changed over the perioĚ of the
Cost Diary (including starting a new package, or changes to existing package amounts? 

Yes No (Go to Section B): 

A2. What date did the change come into effect? 
D D M M Y Y Y Y 

/ / 2 0 2 

A3. Which package were you on after this date? 

NDIS: My Aged Care: None: 

A4. What is your new total annual package amount? 

$    ,    . 0 0 

Section B: Updates to your gym or other memberships for your ILD
B1. Have any of your gǇm or other memďerƐhipƐ that you pay for on a per-time (not 
per-session) basis changed over the perioĚ of the Cost Diary (including starting a new 
membership, or changes to existing ones)? 

Yes: No (Go to Section C):    

B2. What date did membership change come into effect, and how much do you pay? 

Date of first or last 
payment Membership type Cost 

1 $ every
 week  month 

 fortnight  year 

2 $ every
 week  month 

 fortnight  year 

3 $ every
 week  month 

 fortnight  year 

4 $ every
 week  month 

 fortnight  year 



UPDATES TO YOUR DETAILS – REGULAR SERVICES 

ϰϰ

Section C: Updates to your regular services or appointments for your ILD

C1. Since you started your Cost Diary, have you added any other regular services or appointments? 
I did not change any of my regular services or appointments for my />D

Type of service or 
appointment 

Date and type of 
change 

Usual length of 
service or 

appointment 

Service or appointment 
frequency 

Is this service part 
of a package or 
membership? 

1 

week 

NDIS or My Aged 
Care funded 

times a fortnight 
Date 

: Part of a 
membership h h m m

month removed added Neither 

2 

week 

NDIS or My Aged 
Care funded 

times a fortnight 
Date 

: Part of a 
membership h h m m

month removed added Neither 

3 

week 

NDIS or My Aged 
Care funded 

times a fortnight 
Date 

: Part of a 
membership h h m m

month removed added Neither 

4 

week 

NDIS or My Aged 
Care funded 

times a fortnight 
Date 

: Part of a 
membership h h m m

month removed added Neither 

5 

week 

NDIS or My Aged 
Care funded 

times a fortnight 
Date 

: Part of a 
membership h h m m

month removed added Neither 



ϰϰ

Do you 
travel for 

this service? 

Transport type 
(private car, taxi, Uber, 

public transport) 
Travel time 

Distance 
(private car 
travel only) 

Approx fare or 
parking cost 

Yes 
 To service:      km    $ 

11 

: 

h h m m

No 
 My return journey uses the same transport type and route as my outbound trip 

OR 

 Return by:     km    $ 

: 

h h m m

Yes
 To service:    km    $$ 

2

: 

h h m m 

No
 My return journey uses the same transport type and route as my outbound trip 

OR 

 Return by:     km    $ 

: 

h h m m 

Yes
To service:      km    $ 

3

: 

h h m m

No
 My return journey uses the same transport type and route as my outbound trip 

OR 

 Return by:      km   $ 

: 

h h m m

Yes
To service:      km   $$ 

4

: 

h h m m

No
 My return journey uses the same transport type and route as my outbound trip 

OR 

 Return by:      km    $$ 

: 

h h m m

Yes
 To service:     km    $ 

5

: 

h h m m

No
 My return journey uses the same transport type and route as my outbound trip 

OR 

 Return by:      km    $ 

: 

h h m m

Continued over… 



UPDATES TO YOUR DETAILS – TRANSPORT AND CAR COSTS 

ϰϱ

Section D: Other Regular Transport 
Have you started or stopped any other regular transport costs for your />D since the
start of the Cost Diary? For example, transport to work or the shops, where you need 
to take your car and park close because you can’t use public transport, or needing to 
take a taxi as there is no suitable parking close to where you need to go? 

I did not change any of my regular transport for my ILD

Transport type 
(N/A, private car, 
taxi, Uber, public 

transport) 

Reason Date and type 
of change Travel time 

Approx 
distance 

(private car 
travel only) 

Approx 
fare or 
parking 

cost 
Travel frequency 

1 km   $ 

week 

: 

times a 

fortnight Date 

h h m m month 

removed  added

2 km   $ 

week 

: 

times a 

fortnight Date 

h h m m month 

removed  added

3 km   $ 

week 

: 

times a 

fortnight Date 

h h m m month 

removed  added

4 km   $ 

week 

: 

times a 

fortnight Date 

h h m m month 

removed  added

5 km   $ 

week 

: 

times a 

fortnight Date 

h h m m month 

removed  added



UPDATES TO YOUR DETAILS – RESIDENTIAL COSTS 

ϰϲ

Section E: Residential changes ĚƵƌŝŶŐ�ƚŚĞ�ƚƌŝĂů�ƉĞƌŝŽĚ
E1. Have you made any alterations to the structure of your home to better 
accommodate your />D ĚƵring the triaů perioĚ?
Examples include major structural renovations, through to installation of  a ǁheeů 
chair eůevatorƐ͕ or rampƐ  hanĚ raiůingƐ or other aĚũƵƐtmentƐ͘

Yes: No (go to E4): 

Please provide a description of the alterations to your house, and the total cost 
(including any labour costs for building or installation). 

Alteration or purchase description Total cost 

1 $ 

2 $ 

3 $ 

E2. Since the start of your Cost Diary period, have you moved to live full time in a 
nursing home? 

Yes: No (Go to E3): 

What date did you move to the nursing home? 
D D M M Y Y Y Y 

/ / 2 0 2 

E3. Since the start of the Cost Diary have you had to move residence 
to somewhere more suitable for your />D?

Yes: No (go to Section F): 

Please provide details on each move, including sale and purchase prices (if 
applicable), and an estimate of the total relocation cost (including any removalist 
costs, electricity reconnection, conveyancing fees, stamp duty etc) 

Purchase price of new house Sale price of previous house 
Approximate 

relocation costs 

1 
$ 

OR 
$ 

OR $ 

N/A (I do not own my new home) N/A (I was not the owner)

2 
$ 

OR 
$ 

OR $ 

N/A (I do not own my new home) N/A (I was not the owner)



UPDATES TO YOUR DETAILS – THANK YOU! 

ϱϴ

Section F:  Thank you! 

Thank you for completing the Cost Diary. 

Please check over each section to ensure you have recorded all costs. If you 
have any further questions or would like to clarify anything before returning 
your Cost Diary, please contact us on: 

(0Ϭ) ϬϬϬϬ ϬϬϬϬ

AAAA͘BBBB@cccc.edu.au

mailto:AMSLS.info@utas.edu.au




Physiotherapy Exercise 
Program 
Physiotherapy Department at Fiona 
Stanley Hospital runs exercise 
groups designed especially for 
people with Respiratory (Lung) 
Disease. 
 

 
Time:  

90-minute session 
Most days per week 

 
 
What to bring: 

Wear comfortable shoes and bring 
a drink bottle, a small towel, and 
any puffers or GTN (if you have 
these) 

 
 
Transport:  

Assistance can be arranged for 
those with difficulties. 

Warm up Stretches 
The warmup phase of any exercise program is 
of utmost importance.  It allows the blood flow 
to slowly increase to your muscles and 
therefore decrease the risk of muscle injury or 
soreness following exercise. 
It is important to stretch each of the major 
muscle groups you intend to exercise.  Do 
each stretch twice on each side of the body 
and hold for 10-15 seconds. Do not bounce 
when at full stretch. 
 
    
 
 
 
 
   
 
 
 
 
    
 
 
 
 
 
 
 
 

Endurance 
This part of your exercise program is the one 
that takes the longest.  Endurance exercise is 
the type of exercise that uses oxygen.  
Throughout this part of the exercise, you 
should work to a level that makes you feel 
moderate to somewhat-severely short of 
breath. 

Walking 
This is an essential part of your 
exercise program, helping to improve 
your function and mobility. 
 
Course/Distance: 
 
Time: 
 
Intensity: 

 
 

 
 
 

 
 

  
 
 
 
 

 
 
 
 
 

 
 
 
Additional Endurance Exercises: 
   
   
 
 
 
 
  
 
 
 

 
 

 

 

 

 

 

 

  

 
 

  

 



Upper Limb Strengthening 
Exercise 
This part of your exercise program 
focuses on strengthening your upper 
body and the muscles that assist with 
your breathing.  They target each group 
of muscles individually.   
 
Repeat each exercise ____ times. 

Using a _________kg weight 

 
  
 
 
 
 
 
 
 
 
 
 
 
     
 
 
 
 
 

 
 
 
 

Cool Down 
This part of your exercise program is just as 
vital as the warmup in preventing muscle injury 
and soreness.  As with the warmup, you 
should stretch each of the major muscle 
groups that you have been exercising. 
 
Progression 
It is important that your exercise program is 
completed in its entirety at least 3 times per 
week.  Initially it will take at least one hour with 
frequent rests.  Slowly increase your distance 
or number of repetitions and decrease the 
number and length of rests over a period of 
weeks.  It will take perseverance and 
dedication over several weeks to achieve 
significant improvements. 
 
Precautions 
Do not Exercise. 
• If you are unwell eg chest infection/flu 
• Have pain of unknown origin 
• Nausea or excessive shortness of breath 
• Wait 1 hour after main meals. 
• Avoid outdoor exercise in extremes of 

weather. 
• Irregular or unusual fast heart beats 
 
You should always discuss any new exercise 
program with your doctor before commencing. 
 
Online resource: www.lungfoundation.com.au 
Go to “Lung information” tab, “patient education 
material’, and click on “Better living with COPD – a 
Patient Guide”. 
 
Am J Respir Crit Care Med Vol 159. pp 1666-1682, 1999 
www.atsjournals.org 
© Physio Tools LTD, Version 2.1. 1995 
Original: 2004 
Updated: 2025 CV  
Acknowledgement: Royal Perth Hospital, Swan Health Service, 
Bentley Health Service and Community Physiotherapy Service.   

 
 
 

 
 
 

Allied Health 
  Physiotherapy 

 
  Fiona Stanley Hospital  

 
 

Physiotherapy 
Pulmonary 

Rehabilitation 
Programs 

 
Contact Physiotherapist: 

 
 

Phone: (08) 6152 _______ 
Please note, it is a requirement of  

enrolment that you contact us if you are unable 
to attend a session. Unfortunately, if we have 

not heard from you and you have missed three 
sessions, you will be discharged.  Your doctor 

will be notified, and you will require another 
referral for the program. 

  

 
 

  

 



This exercise guide belongs to: 

Contact:

with Exercise
YOUR PERSONAL GUIDE

Better Living
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Your exercise program will be prescribed based on your individual health status and the goals you want to 
achieve. You will not be asked to do anything that you are not comfortable with, and will be encouraged 
to take a key role in developing your program.

Better Living with Exercise - Your Personal Guide has been designed to be used from pulmonary 
rehabilitation, through to pulmonary maintenance exercise in conjunction with your exercise professional 
(for example; Accredited Exercise Physiologist or Physiotherapist). If you have not previously undertaken 
pulmonary rehabilitation, you may like to consider discussing the benefits of such a program with your 
lung specialist or GP.

Here are some outcomes that you may expect as a result of participating in pulmonary rehabilitation and 
improving your physical activity levels:

Congratulations on taking an active approach to managing your lung condition. 
Better Living with Exercise - Your Personal Guide was developed by Lung 
Foundation Australia to help you and your treating exercise professional 
develop the most suitable exercise program for you to improve your physical 
and social wellbeing. 

Better Living with Exercise – Your Personal Guide is only to be used once you have received medical 
clearance to exercise by your doctor. 

Please note that this guide is designed to compliment existing educational resources developed by Lung 
Foundation Australia, such as Better Living with COPD - A Patient Guide. To view our suite of resources 
visit page 30-31 or contact Lung Foundation Australia’s Information and Support Centre.

Reduction in 

  Breathlessness

 Fatigue

   Level of symptoms relating to depression  
and anxiety

 Hospitalisations 

Improvement in

 Physical capacity to perform  
everyday activities

 Quality of life

  Sense of control over lung condition

Lung Foundation Australia’s Information and Support Centre 

can be contacted on freecall 1800 654 301. 

Introduction
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The safest and best way to learn how to exercise if you have a chronic lung condition is to take part in a 
pulmonary rehabilitation program.

To be safe during exercise make sure you: 

   Have been clearly shown how to perform the exercises by an appropriately trained exercise 
professional before commencing.

   Have taken your reliever inhalers before exercising if prescribed by your doctor to do so, and have 
them with you throughout.

  Drink enough fluids.

   Use recovery positions to reduce breathlessness.

   Use pursed lip breathing.

   Use your oxygen for exercise, if it has been prescribed by your doctor. 

   Are adequately warmed up before commencing.

   Restart your exercise program at a lower intensity if you have not exercised for a while or you have 
been unwell. 

  Avoid strenuous exercise if you have a fever, a flare-up of your condition or the common cold.

  Do not exercise immediately after a big meal.

  Do not exercise in extreme heat or cold.

  Never turn your oxygen up higher than prescribed for exercising unless you have discussed  
this with your doctor. 

2

Exercise Safety

To locate your nearest pulmonary rehabilitation program 

contact Lung Foundation Australia.

   For further information on breathing techniques and managing breathlessness refer 

to chapter 12 of Better Living with COPD - A Patient Guide named breathlessness, 

breathing control and energy conservation.

     Before you exercise, please ensure you have checked that you do not have any 

symptoms of a flare up of your lung condition. Further information can be found in 
chapter 9 of Better Living with COPD -   

A Patient Guide named preventing and managing a flare up.

2 Lung Foundation Australia



Danger signs

The warning signs can be varied and may include discomfort and pain in the centre of your chest, 
along with discomfort to a number of areas in the upper body. You are encouraged to review 
Heart Foundation’s resources on how to recognise a heart attack before exercising.  
(https://www.heartfoundation.org.au/conditions/heart-attack)

 Dizziness or feeling faint

  Excessive wheezing

  Extreme pain

  Coughing up blood

  Extreme shortness of breath

  Blurred vision

 Nausea

  Feeling of palpitations or a racing heart

  Chest pain

None of these danger signs are normal and should 
prompt you to seek medical attention.

In an emergency please do not hesitate to call 000. 

 If you also have diabetes, heart failure, angina or any other diseases that may affect your 

ability to exercise, discuss these with your health professional to ensure you know the danger 

signs related to your condition.

  If uncertain about your current condition and safety to exercise please consult your doctor or 

health care professional.

 Any exercises that cause pain in a muscle or joint should be discontinued, and reviewed by a 

medical practitioner.

  Stop exercising and call 000 if you experience  

any signs and symptoms of a heart attack.

Stop and rest immediately if you  

experience any of the below:

3Better Living with Exercise - Your Personal Guide
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Excercise 
Training Zone

This section aims to cover important information that will help you and your treating exercise 
professional create a program that is safe and effective for your needs. A great way to design a program 
to help you safely achieve your goals is the FITT Principle.

  Frequency refers to the number of times you will aim to exercise. For example exercising 3-5 times 
per week. 

  Intensity refers to how hard you work whilst exercising. For example working hard enough to feel a 
breathlessness score of 3-4 on the Borg Dyspnoea Scale. (See table below).

  Time refers to the exercise duration or how long you exercise for. For example 10 minutes of walking.

  Type refers to what kind of exercise you do. For example walking, strength program, stretching.

Exercise Effectively

   In addition to the exercises described in this exercise guide, your exercise 

professional may prescribe you extra activities to meet your specific needs such as 
core/pelvic floor exercises, balance training etc.

    Get creative by thinking about other activities you enjoy that encourage you to be 

physically active.  

For example gardening, dancing, yoga or playing with grandchildren. Together with 

regular exercise, being physically active throughout the day is important for health 

and wellbeing.

NOTHING AT ALL

VERY, VERY SLIGHT (just noticeable)

VERY SLIGHT

SLIGHT

MODERATE

SOMEWHAT SEVERE

SEVERE

VERY SEVERE

VERY, VERY SEVERE (almost maximal)

MAXIMAL

Modified Borg Dyspnoea Scale
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 It is important to discuss your interests with your prescribing exercise professional 
as some exercise options will not always be appropriate for your current condition. 
For example, water based activities can be a potential danger for those with some 
heart conditions, and clearance should therefore always be sought by your doctor.

Warm Up

It is important to gradually warm up your heart and 
muscles. This part of your routine should make you 
only slightly out of breath, and include slow controlled 
movements targeting every area of the body you will be 
using. Examples may include, but are not limited to a slower 
paced walk, slow knee lifts, heel taps, trunk twists, shoulder 
shrugs/circles or ankle rotations. Alternatively, you can be creative 
and include tai chi, a balance routine or slow dance steps if you have 
experience in this area. 

Aerobic Exercise

An aerobic program commonly involves walking as its main component, as this is the most 
relevant exercise for daily living. Other types of aerobic exercise may include cycling, riding an 
exercise bike or even using a rowing machine. Some people also find alternative exercises like exercising 
in water (for example walking through shallow water or swimming), tai chi, or dancing enjoyable. You 
could use these exercises to add variety to your program or if you have difficulties with walking. 

Strengthening

Including strengthening exercises in your routine will keep your muscles strong and prevent some of the 
effects of having a chronic lung condition. Strength training should include exercises for your arms, torso 
and legs. Strengthening exercises do not have to require special equipment. Improvements in strength 
can be achieved with simple body weight activities, such as standing up and sitting down from a chair, or 
by using easily available items such as a water bottle as a weight for arm exercises. 

Stretching & Cool Down 

Use this time to gradually lower your heart rate and breathing. This may include slow walking or marching 
on the spot followed by a number of stretches. Regular stretching as part of your exercise program will 
help to maintain your flexibility and reduce muscle soreness and stiffness. 

Taking the FITT principles into 
consideration, the next step 
will be to start developing an 
exercise plan. Work with your 
exercise professional through the  
following four areas. 
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 Lean your back against a wall.

 Squat down until your thighs are parallel with floor.

 Slide up the wall to a standing position.

 Start with only sliding down a short way.

 Do not bend your knees beyond 90 degrees.

 Stand in front of a step with hand support.

  Step up one foot at a time (like climbing stairs) 
making sure the entire foot is on the step.

 Return both feet to the ground.

 This activity can be either strength or an 
aerobic exercise.

Comments & Considerations:

Comments & Considerations:

Exercise Instructions

SQUATS

STEP UPS

STRENGTHENING  

6 Lung Foundation Australia



 Sit on the edge of a chair with feet shoulder 
width apart.

 Stand upright.

 Sit back down.

 Find a solid supporting object such as  
a bench, wall or sturdy chair. 

 Raise heels and rise onto toes.

  Lower heels back to floor.

Comments & Considerations:

Comments & Considerations:

SIT-TO-STAND

HEEL RAISES

STRENGTHENING  

7Better Living with Exercise - Your Personal Guide



   Sit in a chair with knees bent at 90 degrees and 
feet on the floor.

  Slowly straighten one leg.

  Return to starting position.

  Repeat for other leg.

  Hold a weight in each hand at shoulder height.

  With one arm, lift the weight straight up and down. 

  Repeat the exercise with your other arm.

  This exercise can be completed either sitting or 
standing. 

Comments & Considerations:

Comments & Considerations:

LEG EXTENSION

SHOULDER PRESS

STRENGTHENING 

8 Lung Foundation Australia



  Hold weight at your side, with elbows close to your 
body and palms facing forward.

  Curl arm towards your shoulder ensuring your elbows 
stay at your side throughout the movement.

  Slowly lower to the first position.

  Can be done with both arms together or  
alternating arms.

  Start with holding a weight in each hand at your side.

  Lift both arms out to the side, but not above your 
shoulders (move your arms as if you were “spreading 
your wings”).

  Keep palms and weight facing toward the floor 
throughout the movement.

   Keep your elbows slightly bent during the exercise.  

Comments & Considerations:

Comments & Considerations:

BICEP CURL

SIDE LATERAL RAISE

STRENGTHENING 
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  Stand facing a wall with feet shoulder width apart.

  Leaning towards the wall place hands at shoulder 
height. 

   From the start position, bend your elbows moving 
your body forward.

  Slowly push away from wall and return to the 
starting position. 

  Ensure to keep body straight throughout.

Comments & Considerations:

Comments & Considerations:

  Sit upright with slightly bent knees and feet together. 

  Anchor the band under your feet. 

  Hold on with each hand, arms out straight by your side. 

  Pull the tubing back leading with the elbows, keeping 
wrists straight and slightly squeezing the shoulder 
blades together.

  Do not rock back and forward.

WALL PUSH UP

SEATED ROW

STRENGTHENING 
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   Place one arm across your body.

   Gently pull on your elbow with your opposite 
hand until a stretch is felt in the shoulder.

Hold for:  Repeat: 

   Lift your arm so that your elbow is next to your ear.

  Place your hand between your shoulder blades.

  Gently push your elbow back with your other hand 
until you feel a stretch through back of the arm.

Hold for:  Repeat: 

Comments & Considerations:

Comments & Considerations:

SHOULDER STRETCH

TRICEPS STRETCH

STRETCHING
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  Sit on the edge of a chair or bed.

  Bend one leg, and straighten the other with toes 
pointed up.

   Lean forward slowly until you feel a stretch at 
the back of your thigh.

Hold for:  Repeat: 

  Place hands on a wall or a bench.

  Keep your body upright and bend your front 
knee.

   Straighten your back leg and keep your heel on 
the ground, with toes all facing forward. 

   Slowly lean forwards until you feel a stretch in 
the back of your calf .

Hold for:  Repeat: 

Comments & Considerations:

Comments & Considerations:

HAMSTRING STRETCH

CALF STRETCH

STRETCHING
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  Create a wide base of support with your 
feet apart.

  Reach one arm straight over your head.

   Lean into the direction of reach as far as it is 
comfortable and hold.

Hold for:  Repeat: 

Comments & Considerations:

Comments & Considerations:

  Find a solid supporting object such as a bench, wall 
or sturdy chair.  

  Pull your foot towards your buttock until a stretch 
is felt in the front of your thigh.

  Keep knees together. 

  Tuck bottom under and push hips forward.

Hold for:  Repeat: 

SIDE STRETCH

THIGH STRETCH

STRETCHING
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  Slowly tilt head towards one shoulder keeping 
chin slightly tucked under.

  Repeat toward other shoulder.

Hold for:  Repeat: 

  Keeping shoulders down hold your hands behind 
your back with palms facing upwards. 

  Move your hand away from your back until a 
stretch if felt. 

Hold for:  Repeat: 

Comments & Considerations:

Comments & Considerations:

SIDE NECK STRETCH

THORACIC STRETCH

STRETCHING

14 Lung Foundation Australia



  Stand in a corner or in a doorway with your 
elbow at shoulder level and your feet away from 
the corner or doorway.

  Lean forward until a comfortable stretch is felt 
across the chest.

  Take extra precaution if you have shoulder pain.

Hold for:  Repeat: 

Comments & Considerations:

Comments & Considerations:

  Cross arms in front just below the chest.

  Gently rotate the trunk side to side as far as possible.

  Stretch should be felt in the middle and lower back.

Hold for:  Repeat: 

CHEST STRETCH

TRUNK ROTATION

STRETCHING
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Comments & Considerations:

Comments & Considerations:

  Place hands on your shoulder as shown.

  Slowly make forwards and backwards circles 
with your elbows.

Hold for:  Repeat: 

Description: 

SHOULDER ROTATION

NAME:

STRETCHING
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Comments & Considerations:

Comments & Considerations:

Description: 

Description: 

NAME:

NAME:

ADDITIONAL EXERCISES

17Better Living with Exercise - Your Personal Guide



This section will help guide you and your exercise professional to some personal exercise goals that are 
tailored to help you better manage your lung condition. Setting goals helps you work out what you 
would like to achieve from your exercise program. Please follow the numbered steps in order.

1)  What are your exercise options?

Think about what type of activities you could potentially do. Perhaps you have already developed a list 
of options in the previous chapter under type of exercise from the FITT principle. The exercise options 
you list here don’t mean you have to commit to these, but it’s important to have a look at all options for 
developing your immediate plan and as your program progresses. Here are some examples.

 Walking

 Exercise professional recommended exercises

 Gym/exercise facility

What are some of your options? 

1. 

2. 

3. 

2)  What’s important to you?

Think about the different reasons or motivators that have encouraged you to improve your physical 
health. These motivators could be factors that are important for you, or those around you. Such factors 
might be things like: playing with the grandchildren, or to have more independence.

In thinking about the reasons for improving your health and fitness with an exercise program,  
identify the top 3 reasons that motivate you to make this change:

1. 

2. 

3. 

3) What’s your SMART plan?

The next step is setting specific goals through the SMART goal setting principle. This helps you to 
develop goals that are structured, and improves your chance of achieving your goals. Here is an overview 
of the acronym SMART.

Specific: State clearly what it is that you need to do without any generalisations. For example; “At 10am 
I’ll perform my prescribed home exercises everyday except Sunday for the month of August.”

Measurable: Set criteria that will allow you to track progress. For example; “Use the logbook to tick the 
exercise day goals achieved.”

Developing a plan to suit you
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Attractive: Outline why this goal 
is important to you, think about your 
motivators. For example; “To maintain 
independence or to set a good example for 
the family.”

Realistic: Take a moment to reflect and consider 
if this goal is realistic to achieve? For example; “Is 
the time that I’ve set in my plan at a time I feel well 
enough to exercise, or does it conflict with any other 
commitments.”

Time-framed: Set a start and end (review) date to ensure 
you can focus on achieving your goal. For example; “reassess 
log book and type of exercises with exercise professional at next 
appointment on xx/xx/xxxx”

Please write your SMART goal below:

4)  What else needs to be considered? 

It is also important to identify potential barriers that may impact on you achieving your goals. For 
example bad weather, motivation, exacerbations. Also consider what has stopped you from achieving 
your goals in the past and write any potential barriers below: 

 

 

 

Now list some potential strategies that will help you overcome each barrier that you have listed, think 
about what has worked for you in the past and what are some new options to try:

 

 

My goal is 

Date:   Signed:   
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Day MON
/     /

TUES 
/     /

WED
/     /

THURS
/     /

FRI
/     /

Exercise 
Name

My 
Exercise 

Goals this 
week

Details: 
Achievement,  

Breathlessness* 

Comments

Details: 
Achievement,  

Breathlessness* 

Comments

Details: 
Achievement,  

Breathlessness* 

Comments

Details: 
Achievement,  

Breathlessness* 

Comments

Details: 
Achievement,  

Breathlessness* 

Comments

Details: 

Achievement,  

Breathlessness* 

Comments

Aerobic eg.: 

Walking
2 x 20 minutes

2 x 10mins (4) 

Hard today 

because of the 

wind

Strength eg.: 

Bicep Curl (7)
2 x 10 15kg

2 x 10 15kg (2) 

Becoming easy. 

Look at increasing 

weight.

Stretch e.g.: 

Calf Strech

20 seconds 

each leg
20 seconds (3)

Keep track of your daily exercise using the log below. Work with your exercise professional to design 
a program tailored to you, and schedule in regular reviews to support you as you progress. Each time 
you start your exercises below make sure you have reviewed the safety page, and you are  
well enough to commence.

*Please use the Modified Borg Dyspnoea Scale found on page 4 to track your breathlessness. 
For extra copies photocopy or download from www.lungfoundation.com.au
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Respiratory Care Nurse

The Respiratory Care Nurse telephone service is available for people living with Chronic Obstructive 
Pulmonary Disease (COPD) or bronchiectasis. Our skilled nurse can provide guidance on all aspects of your 
condition according to the management guidelines. Please contact our Information and Support Centre to 
make a booking with the Respiratory Care Nurse. 

COPD The Basics 
Booklet
This booklet provides 
information for people who have 
recently been diagnosed with 
COPD. It provides information 
about COPD and what to expect 
living with this condition. Access 
this resource at  
www.lungfoundation.com.au 

Better Living with 
COPD – A Patient Guide 

This guide provides information 
about how to live well with a 
chronic lung condition. It offers 
practical advice about what 
people with COPD can do to 
improve their well-being. Access 
this resource at  
www.lungfoundation.com.au

Lung Cancer Support Nurse

The Lung Cancer Support Nurse provides a telephone-based service for patients, their families and carers 
at any stage of their lung cancer journey. The Lung Cancer Support Nurse is a highly experienced oncology 
nurse who can provide evidence-based information regarding diagnosis, treatment, symptom management 
and well-being in addition to guidance about relevant support services. People living with lung cancer, 
their families and carers can contact our Information and Support Centre to make a booking with the Lung 
Cancer Support Nurse.

Lung Disease Resources

There are factsheets and information booklets available to help individuals find out 
more about their lung condition and how to self-manage effectively. These are freely 
available to download from our website: www.lungfoundation.com.au.

Information and Support Centre

Our Information and Support Centre team provides guidance, information and support, 
and connects you to relevant support services. This free and confidential service is 
available Monday to Friday 8:00am - 4:30pm (AEST) (excl. public holidays). Please note 
this service does not offer medical or treatment advice. If you are interested in the 
information or services listed below call us on freecall 1800 654 301 (option 3) or email 
enquiries@lungfoundation.com.au.

Resources and Support Services

Below is a list of some of the many resources developed by 

Lung Foundation Australia to support people with lung disease.

Visit www.lungfoundation.com.au or call 1800 654 301 to find out more.
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Home Oxygen

This booklet provides important information for those who have been prescribed home 
oxygen. The booklet discusses what oxygen is, who would benefit from it and practical 
tips for using oxygen. Access this resource at www.lungfoundation.com.au

Webinars 

Our webinars are designed to increase your knowledge and gain the confidence you need to 
live well with your lung disease or lung cancer. Our webinars provide the opportunity for you to 
interact with speakers via an online presentation and live Q&A from the comfort of your own 
home, regardless of your location. Access the webinars at www.lungfoundation.com.au

Pulmonary Rehabilitation

Pulmonary rehabilitation is a six to eight week exercise and education program that teaches 
you the skills you need to exercise safely and manage your breathlessness. The exercise 
component focuses on increasing your physical function and is individualised to cover 
safety considerations and to ensure you are on-track to achieve your goals. The education 
component assists you in managing your condition, by providing knowledge in areas such as 
breathing techniques, using your medications and energy conservation.

Lungs in Action 

Lungs in Action is a safe and enjoyable community-based exercise program designed to help 
people living with a chronic lung disease maintain the benefits achieved through pulmonary 
rehabilitation. It is also suitable for people with heart failure who often experience similar 
symptoms such as breathlessness, to those with chronic lung conditions.

C.O.P.E- COPD Online Patient Education Program

C.O.P.E – COPD Online Patient Education Program is available for free online. It provides the 
educational component of a pulmonary rehabilitation program to help those living with a  
lung disease. Access C.O.P.E at www.cope.lungfoundation.com.au

Inspired Living 

Inspired Living is Lung Foundation Australia’s patient newsletter. The newsletter contains 
inspiring stories and valuable information about living well with a lung condition. Contact our 
Information and Support Centre for further information.

Love Your Lungs club 

The ‘Love Your Lungs’ supporters club is a great way to show people with lung disease how 
much you care. By joining the club you are helping Lung Foundation Australia drive research, 
patient support, and health professional programs which help our community. The club is 
for everyone- patients, families and friends, so become a ‘Love Your Lungs’ member today. 
Contact our Information and Support Centre for further information. 

Peer Support 

Lung Foundation Australia facilitates and supports a range of peer support programs for patients 
and carers affected by lung disease or lung cancer. These programs provide a safe space to provide 
mutual support and enables you to feel understood and heard when sharing your story. Contact 
our Information and Support Centre to find out about available peer support options. 
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Leaving a Legacy
Naming Lung Foundation Australia in your Will is an act of generosity 

that proclaims your commitment to future generations of people 

impacted by lung disease and lung cancer. A gift in your Will does not 

have to be large for it to be valuable and give hope to others.

Give a regular gift
Understanding the causes and future treatment of lung disease and 

lung cancer requires a long-term approach. Regular donors give Lung 

Foundation Australia a reliable and sustainable stream of donations 

which help us plan well into the future. A donation of even $5.00 per 

week goes a long way and allows great science to flourish.

Become a member
Lung Foundation Australia membership is not required to access any 

information or services offered by the organisation. However, your 

membership will provide us with much needed ongoing support, and in 

return you will join a community of health professionals, researchers 

and patients all striving to improve care for the seven million Australians 

living with lung disease and lung cancer.

Philanthropy and partnerships
We are proud to partner with philanthropists, companies, trusts and 

foundations to raise vital funds for lung disease and lung cancer 

research. We are outcomes focused and ensure your investment can be 

tracked against measurable goals, and we will keep you up to date on 

our progress. 

 Other ways to get involved
• Share your story

• Become a Lung Foundation Australia Ambassador

• Join workplace giving

• Participate in community fundraising

How You Can Support Us

This handbook was printed on  
EcoStar 100% recycled paper. 
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LUNG FOUNDATION AUSTRALIA 

Level 2, 11 Finchley Street, 

Milton QLD 4064

PO Box 1949, Milton QLD 4064 

E: enquiries@lungfoundation.com.au

1800 654 301 

www.lungfoundation.com.au

Congratulations on taking  
an active approach to managing  
your lung condition. 
Better Living with Exercise - Your Personal Guide was developed by Lung 

Foundation Australia to help you and your treating exercise professional 

develop the most suitable exercise program for you to improve  

your physical and social wellbeing. 



 

 

 

 

Treatable Traits in Inters--al Lung Disease Study 
 
 

You are receiving this email as you may be eligible to be involved with an upcoming research 

project for inters99al lung disease (ILD) – Treatable traits in ILD (TTRILD).  

 

This project is being undertaken to assess the prevalence of specific ‘traits’ that pa9ents with 

ILD may experience. These include things such as lung inflamma9on or fibrosis, cough, low 

oxygen, other comorbidi9es, and difficulty with exercise. The primary goal of this project is to 

determine that if we iden9fy and manage these specific factors, within a special 

mul9disciplinary clinic, can we improve pa9ent quality of life?  

 

 

This project is a clinical trial where you will be randomly allocated into your normal ILD 

management clinic or a specific mul9disciplinary clinic where you will (depending on your 

symptoms or concerns) be seen by a respiratory specialist +/- physiotherapist, die9cian, or 

psychologist. This trial will include monitoring over a 3-6 month period. Both groups will receive 

their baseline level of care.  

 

 

If you would like to learn more about this project please contact Sharon Maxwell, from our 

research team at Sharon.maxwell@health.wa.gov.au 

 

 

Treatable Traits in Inters--al Lung Disease Study Team  
South Metropolitan Health Service 
Fiona Stanley Hospital 
Harry Perkins South 
5 Robin Warren Drive Murdoch WA 6150 
 

mailto:Sharon.maxwell@health.wa.gov.au
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