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This booklet has been developed by the Lungitude Foundation as a patient self-advocacy resource to
support people living with lung transplantation and their families.

The information in this booklet is intended to help you prepare for conversations with your transplant team,
understand the questions you may wish to ask, and take an active role in your care. It is provided for
support purposes only and is not a substitute for professional medical advice, diagnosis or treatment.

The Lungitude Foundation is a registered charity and patient advocacy organisation, not a medical
organisation. Every transplant is unique, and transplant centres may investigate, diagnose and manage
rejection differently depending on individual circumstances and local clinical practice.

We encourage you to discuss your own symptoms, test results, treatment options and any questions you
may have with your transplant specialists or other qualified healthcare professionals, who are best placed
to provide advice specific to your situation.

If you have any concerns about your health or notice changes in your symptoms, please contact your
transplant team immediately or seek urgent medical attention.

© Lungitude Foundation. All rights reserved. Reproduction permitted for personal or clinical distribution with acknowledgement of source.
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o INTRODUCTION

For many people, a lung transplant is life-changing bringing hope, relief, and new
opportunities.

However, over time, some people experience changes in how their transplanted lungs
work. If this happens, your transplant team may begin talking about rejection or other
changes they have noticed.

Hearing those words can be distressing. Many people describe feeling a mix of disbelief,
sadness, frustration, and fear — all of which are normal and understandable reactions.

It is important not to assume you have done something wrong.

Many lung transplant recipients experience changes in their lung function at some point
after transplant. Every person’'s experience is different, and hearing the word rejection
does not automatically mean your transplant is failing or that an emergency is unfolding.

Your transplant team will work with you to understand what is happening, explain your
individual situation and discuss the most appropriate plan for your care.

This booklet has been developed to help you feel supported during those conversations.

Rather than replacing the advice of your transplant team, it aims to help you understand
the questions you may wish to ask, enquire further about the information you may hear,
and take practical steps to feel more informed and involved in your care.

Whether you are newly transplanted, many years after transplant, or supporting someone
you care about, we hope this resource helps you feel more reassured, prepared and
empowered.

“Information brings clarity — and clarity
helps you make the most of the care and
time that matter most.”
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At some stage after transplant, your transplant team may discuss changes they have
noticed in your lung function, symptoms or test results. During these conversations, you
may hear words and phrases that could be new to you.

You are not expected to understand every medical term.

Your transplant team will explain what these words mean, whether they apply to your
situation and how they may influence your care.

Terms You May Hear

Acute rejection

Chronic Lung Allograft Dysfunction (CLAD)
Bronchiolitis Obliterans Syndrome (BOS)
Restrictive Allograft Syndrome (RAS)
Antibody Mediated Rejection (AMR)

Donor Specific Antibodies (DSA)

Questions You May Wish to Ask

Does this apply to my situation?

Why are you discussing this with me today?

What has led to this discussion?

Are there other possible explanations you are considering?
What happens next?

Is there anything | should be doing before my next appointment?

Is there anything important | should understand before | leave today?

Many transplant patients tell us they remember only part of what was discussed
during appointments. That's completely normal. When you're feeling worried or
overwhelmed, it can be more difficult to take everything in.

Write questions down, ask for information to be repeated again slowly, and for
explanations in everyday language. Many people find it helpful to bring a family
member or friend to appointments for support and to remember important
information.
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Every transplant experience is different. Some people notice changes themselves. Others
feel completely well and changes are first identified during routine appointments or tests.

One of the most important things you can do is become familiar with what is normal for
you.

You often know your body best.

If something feels different, even if you can't quite explain why, let your transplant team
know.

You may notice changes such as:
« becoming more breathless than usual
« anew or persistent cough
. reduced exercise tolerance
. feeling more tired than usual
« changes in your usual lung function readings
. changes in appetite or energy levels

. simply not feeling like yourself
Even small changes are worth mentioning.

Emotional and Mental Changes

You may notice emotional or mental changes as well as physical changes. Feeling flat,

unsettled or anxious can be just as important to mention to your transplant team. Your
transplant team can discuss the support available and, if appropriate, connect you with
additional services.

Questions You May Wish to Ask
« What is my usual lung function baseline?
« What changes or symptoms would you like me to watch for?
« If I'm monitoring my lung function at home, what changes would concern you?
« What changes should prompt me to contact the transplant team?
« Which changes can wait until my next appointment?
« Who should | contact if | notice changes after hours or on weekends?

. What emotional wellbeing support is available if I'm finding this difficult?
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If your transplant team would like more information about changes in your symptoms,
lung function or overall health, they may recommend one or more tests.

Hearing that you need additional tests can sometimes feel worrying. Remember, a
recommendation for a test does not, on its own, tell the whole story.

Your transplant team will explain why a test has been recommended, what to expect and
how the results may help guide the next steps in your care.

Tests Your Team May Discuss

Spirometry

Blood tests

Chest X-ray

CT scan

Bronchoscopy

Biopsy

Donor Specific Antibody (DSA) testing

If you are unfamiliar with any of these tests, it is okay to ask your transplant team to
explain why they have recommended them and what you can expect.

Questions You May Wish to Ask
About the test

Why are you recommending this test?

What are you hoping this test will tell us?

How should | prepare?

Do I need to fast before the test?

Should | take my usual medications before the test?

What should | expect during the test?

Are there any risks or side effects | should understand?

Will | need someone to accompany me or drive me home?
Who do | talk to if | have any other questions before the test?

Is there anything else important that | should be aware of?
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About the results

When should | expect the results?

How will | receive the results?

Will you contact me if the results are normal, or only if something needs discussing?
Who will discuss the results with me?

If one result is different from my usual, how do you decide what it means?

What happens if the results show changes?

Will | need any further tests or monitoring?

Is there anything | should be doing while | am waiting for the results?

Is there anything | should understand before my next appointment?

“The purpose of a test is not simply
to find answers. It is to help guide
the next conversation.”

Many transplant recipients tell us that waiting for test results can be one of the
hardest parts of the transplant experience.

If you're finding the waiting difficult, you're not alone.

It's natural to wonder what your results might show. Many people find themselves
searching online or imagining the worst.

If you can, try to wait until you've had the opportunity to discuss the results with
your transplant team, who understand your individual situation and can explain
what they mean for you.

Write down any questions that come to mind so you can discuss them at your next
appointment.
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If your transplant team recommends treatment, they will explain the approach they
believe is most appropriate for your individual situation.

Every person’s treatment plan is different. It may change over time as your transplant
team monitors your progress and reviews how you are responding. It will depend on your
circumstances, your test results and their clinical assessment.

Treatments Your Team May Discuss
« Changes to your medications
« Steroid treatment
« Additional immunosuppressive medications
« Antibody and other targeted treatments
« Plasmapheresis
« Intravenous immunoglobulin (IVIg)
« Oxygen therapy
« Pulmonary rehabilitation
« Ongoing monitoring
« Re-transplantation (for some people)

« Antiviral, antibacterial or antifungal treatment (for infections)

It's okay to ask why they have been recommended and what they involve.

Questions You May Wish to Ask
About the test
« Why are you recommending this treatment?
« How has my individual situation influenced this treatment plan?
« What are you hoping this treatment will achieve?
« Are there other treatment options you are considering?
« What are the possible benefits and risks?
« What side effects should | watch for?
« What should I do if | think I'm experiencing side effects?
« Willl need to make any changes to my medications or daily routine?
« Are there other members of the healthcare team who could support me, such as a

physiotherapist, dietitian or psychologist?
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Looking ahead

How will we know whether the treatment is working?

How will my progress be monitored?

How often will | need follow up appointments or tests?

When will we review how I'm going?

When should | contact the transplant team while I'm having this treatment?
Is there anything | should avoid while receiving this treatment?

What activities can | safely continue while receiving treatment?

Is there anything important | should understand before my next appointment?

Many transplant recipients tell us that hearing about treatment options can feel
overwhelming at first.

Remember that your treatment plan has been recommended specifically for you. If
something doesn’t make sense, or you're unsure what to expect, it's okay to ask
guestions, ask for information to be repeated or ask why a particular treatment has
been recommended.

Understanding your treatment plan can help you feel more informed, involved and
confident in the decisions being made about your care.
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Sometimes the emotional impact of rejection can feel just as challenging as the physical
changes.

You may experience a range of emotions, including fear, sadness, frustration, anger,
uncertainty or feeling overwhelmed. These reactions are common, and everyone
responds differently.

You don't have to cope with these feelings on your own. If you're finding things difficult, let
your transplant team know. The types of emotional support available may differ between
transplant centres. Your transplant team can discuss the options available to you and, if
appropriate, connect you with additional services in your local community. You can also
find a list of support options on page 12 of this booklet.

Questions You May Wish To Ask
« I'm finding this emotionally difficult. What support is available?

« |s there someone | can talk to about how I'm coping?

« Are there support services available for my family or caregiver as well?

Could you help connect us with additional support if we need it?

« What should | do if these feelings are starting to affect my daily life?

Many transplant recipients tell us that the emotional side of rejection can be just as
difficult as the medical side.

Asking for support is not a sign of weakness. It is a normal part of navigating a
transplant.

You don't have to face it alone.
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Partnering in your care means taking an active role alongside your healthcare team. By
noticing changes, asking questions and sharing what's important to you, you help your
team understand the full picture and make decisions that are right for your individual
situation.

Questions You May Wish To Ask
Medication

« Is there anything | should know about when or how to take my medications?

« Are there strategies that could help me remember my medications each day?

« Who can support me with medications or appointments if needed?

« Should I bring an up to date medication list to my appointments?

. Are there any over the counter medicines, herbal products or supplements | should
check with you before taking?

« What should | do if | miss a dose or vomit after taking my medication?

Monitoring
« Is there anything you would like me to record or monitor between appointments?

« What changes or warning signs would you like me to watch for?
« How can | tell the difference between changes | can monitor and those | should report

straight away?

Lifestyle
. Are there any lifestyle changes you would recommend for me?

« What routines will help me stay consistent with my care?

« How important is hydration for my situation?

« Are there ways | can reduce my risk of infection?

. Are there situations where | should take extra precautions around illness or infection?

« Is there anything | should know about reflux or symptoms | should mention if they
develop?

. Are there activities, exercise or rehabilitation programs appropriate for me?

« What could help me feel calm and in control during uncertain times?
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A transplant can affect not only the person who received the transplant, but also the
people who care about them.

Family members and caregivers often play an important role in providing practical
support, emotional encouragement and companionship throughout periods of uncertainty.

Every family is different. How you support one another will depend on your individual
circumstances.

Ways Families and Caregivers May Be Involved

Families and caregivers often support transplant recipients in different ways, including:
. attending appointments if invited
- helping keep track of appointments, medications or questions
« noticing changes and encouraging open conversations
« providing practical support when needed
- helping coordinate transport or daily tasks during more difficult periods

. encouraging time for rest, recovery and enjoyable activities

Looking After Yourself
Supporting someone else can sometimes feel emotionally and physically demanding.

You may experience a range of emotions, including worry, fear, frustration, fatigue or
uncertainty. These feelings are common.

Looking after your own wellbeing is important too. Taking time for rest, hobbies, social
connection and seeking support when you need it can help you continue supporting
someone else while also looking after yourself.

You may wish to ask the transplant team what support is available for caregivers and
families, either through the transplant centre or within your local community.

Questions You May Wish To Ask

« What support is available for family members and caregivers?

« Are there resources or support groups you would recommend?
« Who should we contact if we have questions or concerns?

. Are we sharing responsibilities in a way that feels manageable?
« What small moments of normal life help us feel grounded?

» If someone offers to help, what practical support would make the biggest difference?
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Available Support

Lungitude Foundation
www.lungitude.com.au

Provides advocacy, education, and
research funding. Offers a national peer
support network for pre- and post-lung
transplant patients and caregivers.

Transplant Australia
www.transplant.org.au

Offers peer support, information, and
activities for transplant recipients and
families.

Carers Australia
www.carersaustralia.com.au

National peak body supporting carers
with advice, resources, and connections
to local services.

Lifeline

131114

www.lifeline.org.au

24/7 crisis support and counselling for

anyone feeling overwhelmed, anxious, or
distressed.

Beyond Blue
Phone: 1300 22 4636 |
www.beyondblue.org.au

Free, confidential mental health support
and resources

‘ PO Box 4211, Auburn South Vic 3122

Carer Gateway
1800 422 737
www.carergateway.gov.au

Australian Government program
providing counselling, coaching, and
respite services for carers.

Lung Foundation Australia
www.lungfoundation.com.au

Information and resources for people
living with lung disease, including lung
transplant recipients.

Hospital Transplant Teams and Social
Workers

Each major transplant centre in Australia
has transplant coordinators and social
workers who can connect you with local
supports, financial assistance programs,
or counselling services.

International Resource -

Lung Transplant Foundation
https://lungtransplantfoundation.org
Resources for patient and family /
caregivers for education and support

‘ lungitude.com.au
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Appendix: Glossary of Terms

These are some of the words you may hear during appointments. If you're unsure what a
term means for your situation, ask your transplant team to explain it in everyday language.

Acute Rejection: A term your transplant team may use when discussing changes that can
occur after transplant. It refers to the immune system's reaction to the transplanted lung(s).

Antibody-Mediated Rejection (AMR): A term your transplant team may use if they are
discussing antibodies and their possible role in your transplant care.

Allograft: A word your transplant team may use when referring to your transplanted lung.

Biopsy: A procedure your transplant team may recommend to collect a small tissue sample
to help understand what is happening in your lungs.

Bronchiolitis Obliterans Syndrome (BOS):

A term you may hear after lung transplant when your team is discussing ongoing changes in
your transplanted lung. It helps describe what they are seeing and may be used when talking
about monitoring, results, or next steps.

Bronchoscopy: A procedure your transplant team may recommend to gather more
information about your lungs.

Chronic Lung Allograft Dysfunction (CLAD): A term your transplant team may use when
discussing longer-term changes in lung function.

CT Scan: An imaging test your transplant team may recommend to gather more information
about your lungs.

Donor-Specific Antibodies (DSA): A term your transplant team may use when discussing
antibodies detected in a blood test after transplant. These antibodies are specific to the donor
and may be considered when reviewing changes or concerns that occur after transplant.
Immunosuppressants: Medications that help manage the immune system’s response after
lung transplant. Your transplant team may discuss these medicines as part of your ongoing
transplant care.

Intravenous immunoglobulin (IVIg): A treatment given through a drip into a vein (an infusion).

Plasmapheresis: A treatment that involves a specialised blood filtering procedure.
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Appendix: Glossary of Terms (continued)

Pulmonary Rehabilitation: A program your transplant team may recommend to help support
your breathing, physical activity and overall wellbeing.

Restrictive Allograft Syndrome (RAS):

A term you may hear when your transplant team is describing a particular pattern of changes
in a transplanted lung. It is a word used in conversations about follow-up and monitoring
after transplant.

Spirometry: A lung function test used by your transplant team to monitor your breathing over
time.

Targeted Therapies: Treatments your transplant team may discuss that are designed to
target particular parts of the body's response, rather than affecting the body more broadly.
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Appendix: My Care Plan Notes

You may find it useful to bring your care plan notes, medication list, and lung function log
to each clinic visit. This helps you and your team spot patterns and make decisions
together.

Use this space to record test results, medication updates, concerns, or questions to raise
at your next appointment.

Date Topic Actions / Follow up notes

Every transplant is unique. There will be times when you have questions, times
when you feel confident and times when you may feel uncertain. /72

We hope this booklet has helped you feel more prepared to ask questions,
understand conversations and partner with your healthcare team.

Remember, you don't have to navigate your transplant alone.
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