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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

This booklet looks at menopause broadly, including the changes and conversations that
may arise during perimenopause, menopause and postmenopause. Unless otherwise
specified, we use the term “menopause” to include all three stages.

Some women experience menopause while navigating a lung transplant. At times, it can
be difficult to know whether changes are related to hormones, transplant medications,
your transplant itself, or something else entirely.

Every woman's experience is different. Some notice only a few changes, while others
experience symptoms that affect their sleep, energy, concentration, mood or overall
wellbeing.

Many women also tell us they're unsure who to ask about menopause, whether it's
appropriate to discuss it with their transplant team, or how menopause might influence
other aspects of their health.

This booklet has been developed to help you prepare for conversations with your
transplant team and other healthcare professionals. It aims to help you ask questions,
better understand the information you receive, and feel more confident participating in
decisions about your care.

Whether you're approaching menopause, experiencing it now, or supporting someone
who is, we hope this resource helps you feel more informed, prepared and supported.

“Every question you ask is another step
towards understanding your health.”
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Menopause may become part of the conversation for many different reasons. Your
healthcare team may raise the topic, or you may want to understand what menopause
could mean for your health and transplant care.

These conversations can be relevant during perimenopause, menopause and
postmenopause, and may involve your transplant team as well as other healthcare
professionals.

You may have questions about how menopause relates to your transplant, your
medications or other aspects of your health. You may also be unsure who is best placed
to answer those questions.

Questions You May Wish to Ask

Why are we discussing menopause now?

How might menopause relate to my transplant and overall health?

Could my transplant or transplant medications affect my experience of menopause?
Are there particular considerations for me because of my individual health or
transplant history?

Who is the best person to talk to about menopause and my transplant?

Should my GP or another healthcare professional be involved?

How will my different healthcare teams communicate with each other?

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

Menopause doesn't always come up naturally in conversations about transplant
care. If it's something you're thinking about or have questions about, it's okay to
raise the topic with your healthcare team. You don't need to wait for someone else to
start the conversation.
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Menopause can affect women in many different ways. Changes may develop gradually,
change over time, or come and go. Some can also overlap with transplant-related
symptoms, medication side effects or other health conditions.

Rather than trying to work out the cause on your own, it can be helpful to notice what is
changing for you and discuss it with your healthcare team.

Changes You May Notice
« Hot flushes or night sweats
o Changes in your menstrual cycle (if applicable)
« Difficulty sleeping or waking during the night
» Feeling more tired than usual
o Changes in mood, anxiety or irritability
« Difficulty concentrating or “brain fog”
« Changes in memory
« Vaginal dryness or discomfort
« Changes in sexual wellbeing or intimacy
« Joint or muscle aches
« Changes in bladder function

« Weight or body composition changes

Questions You May Wish to Ask

o Could these changes be related to menopause?

o Could my transplant medications or other medications be contributing?
o Could there be other reasons for the changes I'm experiencing?

o Are there particular changes you would like me to monitor?

o Would it help to keep a record of what I'm noticing?

» Are there changes | should report to my transplant team straight away?

o Who should | contact if I'm unsure about a change I'm experiencing?

Many women tell us they spend months wondering whether changes are due to
menopause, their transplant, medications, getting older, or other aspects of their
health. You don't need to work this out on your own.
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There may be times when your healthcare team discusses assessments or tests as part
of understanding your menopause and overall health.

What is appropriate will depend on your individual circumstances. Your healthcare team
may consider what you have noticed, your medical and transplant history, medications,
age and other aspects of your health when deciding whether any further assessment is
needed.

Questions You May Wish to Ask
Understanding What Is Being Assessed
« What are you trying to understand or rule out?
« How do you determine whether what I'm experiencing may be related to menopause?
« Could my transplant, medications or another health condition affect how you interpret
what is happening?
« Dol need any tests or assessments?
« What will each test or assessment help you understand?
« Are there limitations to what the results can tell us?

« Is there anything | need to do to prepare?

Other Areas of Health
. Are there other aspects of my health that should be considered at this stage?
« Should we discuss my bone health?
« Should we discuss my heart and cardiovascular health?
. Are there any routine health checks or screening that | should discuss with my
healthcare team?
. Does my transplant history affect how any of these are assessed or monitored?
« Is there anything that may need to be monitored differently because of my

medications?
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Who Is Involved?

Which healthcare professional is best placed to organise or interpret these
assessments?

Will | need to see my GP or another specialist?

Will my transplant team be involved in decisions about any further investigations?
How will the results be shared between the healthcare professionals involved in my

care?

About the Results

When should | expect the results?

How will | receive them?

Who will discuss the results with me?

Will you contact me if the results are normal, or only if something needs discussing?
What happens if a result is different from what you expected?

Will | need any further assessments or monitoring?

Is there anything | should understand before my next appointment?

It can be helpful to understand not only what is being assessed, but why. If a test or
assessment is suggested, it's okay to ask what your healthcare team hopes to learn
from it and what the result may mean for the next conversation.
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Treatment and management of menopause can look different for every woman. The
options your healthcare team may discuss will depend on your individual circumstances
and may also differ across perimenopause, menopause and postmenopause.

Your symptoms, transplant and medical history, current medications and other aspects of
your health may all be considered when discussing which treatments or approaches may
be appropriate for you.

Treatments or Approaches Your Team May Discuss
« Menopausal hormone therapy (MHT)
« Non-hormonal treatments for menopause symptoms
. Vaginal oestrogen or other treatments for vaginal or urinary symptoms
. Treatments relating to bone health
« Approaches to sleep or emotional wellbeing
« Support for sexual health or intimacy
. Lifestyle approaches
. Changes to existing medications, where appropriate

« Referral to another healthcare professional or specialist

It's okay to ask why an option has been suggested, how it relates to your individual
circumstances and what it may involve.

Treatment options continue to evolve, and new approaches may become available over
time. This list is not exhaustive, and your healthcare team can discuss current options
that may be appropriate for your individual circumstances.

Questions You May Wish to Ask
About the Treatment or Approach
« What treatment or management options might be appropriate for me?
« Does the stage of menopause I'm in affect the options we might discuss?
. How have my transplant, medical history and current medications influenced the
options you're considering?
« Could any menopause treatment interact with my transplant medications or other
medications?

(list continues over the page)
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. Is menopausal hormone therapy (MHT) an option for me?

. If MHT isn't appropriate for me, what other options could we discuss?

« What are the possible benefits and risks of the options we're considering?

. Are there any side effects | should be aware of?

« What should I do if | think I'm experiencing side effects?

« Are there options for vaginal or urinary symptoms that | could discuss with you?

« Are there treatments or approaches we should discuss for my bone health?

« Who should prescribe or oversee my menopause treatment?

« Should my transplant team be consulted before | start a treatment recommended by

another healthcare professional?

Looking Ahead
« How will we know whether the treatment or approach is helping?
. How long might it take before we review how I'm going?
« Willl need any follow-up appointments, tests or monitoring?
« Could my treatment needs change as | move through menopause?
« When should | contact my healthcare team between appointments?

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

There may be more than one way to manage the changes you are experiencing.
What is appropriate for one woman may not be appropriate for another, particularly
when transplant medications and other health considerations are involved.

It's okay to ask why an option has been recommended, what alternatives are
available and how the different healthcare professionals involved in your care will
work together.
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Menopause can involve emotional as well as physical changes. Some women experience
changes in mood, anxiety, irritability, confidence or how they feel generally. Hormonal
changes may play a role, but there can also be many other contributing factors.

Living with a lung transplant can bring its own emotional challenges. When menopause,
transplant-related concerns, medications and other life circumstances overlap, it may not
always be easy to understand what is contributing to how you feel.

You don't have to work this out on your own. If you're finding things difficult, let your
healthcare team know. The types of emotional support available may differ between
transplant centres and in the wider community. Your healthcare team can discuss the
options available and, if appropriate, connect you with additional services or support.
You can also find a list of support options on page 14 of this booklet.

Questions You May Wish To Ask
« Could hormonal changes be contributing to how I'm feeling?

« Could my medications or other aspects of my health also be contributing?

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

. What emotional wellbeing support is available through my transplant centre?

. Are there other services or healthcare professionals who may be able to support me?
« What should | do if the way I'm feeling is starting to affect my daily life?

« Is there support available for my partner or family if they are finding this difficult too?

Changes in how you feel emotionally are worth talking about too. You don't need to
know whether menopause, your transplant, medications or something else is
contributing before asking for support.

Letting your healthcare team know how you're feeling can be an important part of
the conversation about your overall wellbeing.
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You are the most consistent member of your care team. Menopause care may involve your
transplant team, GP and other healthcare professionals, so sharing information and
asking questions can help you stay actively involved in your care.

Keeping track of what you are experiencing, the medications and treatments you are
using, and the advice you receive can also help when different healthcare professionals
are involved.

Questions You May Wish To Ask
Medications and Treatments
« Does my transplant team need to know about any menopause treatment | am
considering or prescribed?
« Should | check before starting any new prescription, over-the-counter,
complementary or herbal treatment?
« Could any new treatment interact with my transplant medications?
« Who should | contact if one healthcare professional recommends changing a
medication prescribed by another?
« Should | keep an up-to-date list of all my medications and treatments to share at

appointments?

Monitoring

« What would be helpful for me to keep track of between appointments?

« Are there particular changes you would like me to report?

« How often should we review how | am going?

« Are there aspects of my health that may need ongoing monitoring as | move through
menopause?

« Who should | contact if | am unsure whether something is related to menopause or

my transplant?
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Lifestyle

Are there lifestyle changes that may help me manage the changes I'm experiencing?
Is there anything | should consider about exercise or physical activity at this stage?
Are there any nutrition or dietary considerations | should discuss with my healthcare
team?

Is there anything | should know about menopause and my bone health?

Are there strategies that may help with sleep or fatigue?

Who can | speak to about changes affecting my sexual wellbeing or intimacy?

Are there other aspects of my wellbeing that would be helpful to discuss?

Staying Connected

Who should be my main point of contact for menopause-related questions?

Which healthcare professionals should be involved in my care?

How can | make sure my transplant team, GP and other healthcare professionals have
the information they need?

Should | bring information from appointments with other healthcare professionals
back to my transplant team?

What can | do to prepare for appointments so | can make the most of the time
available?

Who can support me with appointments or keeping track of information if | need help?

You don't need to become an expert in menopause or transplant medicine to take an
active role in your care. Asking questions, sharing information and making sure the
different healthcare professionals involved understand the bigger picture can help
you be an active partner in conversations about your health.
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Menopause can affect more than the person experiencing it. Partners, caregivers and
family members may notice changes, have questions of their own, or be unsure how best
to offer support.

When menopause is being navigated alongside a lung transplant, it can sometimes add
another layer to conversations about health, relationships and everyday life.

Understanding what the person you care about is experiencing and keeping
communication open can help you navigate this time together.

Questions You May Wish To Ask
Understanding and Support
« How can | best support the person | care about during menopause?
« Are there changes they may be experiencing that would be helpful for me to
understand?
« How can | support them without making assumptions about what they need?
« How can we talk openly about what is changing and what support would be helpful?
« Are there ways | can help them prepare for appointments or keep track of information
if they would like me to?

« How can | support them while still respecting their independence and choices?

Relationships and Intimacy
« How might menopause affect relationships, intimacy or sexual wellbeing?
« Who can we talk to if changes in intimacy or sexual wellbeing are affecting our
relationship?
. Are there resources or services that we could access together?

« How can we talk about these changes in a way that feels comfortable for both of us?

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.
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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 partners, caregivers or family members?
« Who can I talk to if  am finding things difficult?
« How can | look after my own wellbeing while supporting someone else?

. Are there support groups or services available for caregivers and families?

You don't need to have all the answers to be supportive. Sometimes listening, asking
what would help and being willing to have conversations that may feel unfamiliar
can make a meaningful difference.

Partners, caregivers and family members deserve support too. If you are finding
things difficult, it's okay to ask for help for yourself.
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Available Support

Australian Government
www.health.gov.au/perimenopause

Government Information and resources
about perimenopause and menopause

Healthdirect

Phone: 1800 022 222
www.healthdirect.gov.au/menopause
Australian health information and 24/7
advice from a registered nurse.

Jean Hailes for Women's Health
www.jeanhailes.org.au
National not-for-profit dedicated to

empowering women across Australia to
enjoy their best health and wellbeing at
every life stage.

Australasian Menopause Society
WWWw.menopause.org.au
Professional community dedicated to
supporting health professionals who
care for women through midlife,

menopause, and beyond.

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.

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

Free, confidential mental health support
and resources.

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.

Lung Foundation Australia
www.lungfoundation.com.au
Information and resources for people
living with lung disease, including lung
transplant recipients.

Carers Australia
www.carersaustralia.com.au

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

Carer Gateway

1800 422 737
www.carergateway.gov.au
Australian Government program
providing counselling, coaching, and
respite services for carers.

Lifeline
131114
www.lifeline.org.au

‘ PO Box 4211, Auburn South Vic 3122

24/7 crisis support and counselling for
anyone feeling overwhelmed, anxious, or
distressed.
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https://www.health.gov.au/perimenopause
https://www.healthdirect.gov.au/menopause
https://www.jeanhailes.org.au/
https://www.menopause.org.au/
https://www.beyondblue.org.au/
https://www.lungitude.com.au/
http://www.transplant.org.au/
http://www.lungfoundation.com.au/
https://www.carersaustralia.com.au/
https://www.carergateway.gov.au/
https://www.lifeline.org.au/

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 healthcare team to explain it in everyday language.

Bone Density: A term used when discussing the strength of your bones. Your healthcare team
may discuss bone density as part of your overall health.

Brain Fog: An informal term people sometimes use to describe difficulties with concentration,
memory or clear thinking.

Genitourinary Symptoms: A term that may be used when discussing changes affecting the
vagina, vulva, bladder or urinary system around menopause.

Hormones: Chemical messengers produced by the body that help regulate many different
functions. You may hear hormones discussed when talking about menopause and treatment.

Hot Flushes: A term to describe sudden feelings of heat that may occur during menopause.

Menopause: The stage when menstrual periods have stopped permanently. Your healthcare
team can explain what this means in your individual circumstances.

Menopausal Hormone Therapy (MHT): A treatment your healthcare team may discuss that
uses hormones to help manage some menopause symptoms. You may also hear this referred
to as hormone replacement therapy (HRT).

Night Sweats: Episodes of sweating during sleep that may be part of menopause symptoms.

Non-Hormonal Treatments: Treatments that do not contain hormones and may be discussed
as options for managing some menopause symptoms.

Oestrogen: A hormone naturally produced in the body. Levels change around menopause,
and you may hear oestrogen discussed when talking about symptoms or treatment options.

Osteoporosis: A term to describe reduced bone strength that can increase fracture risks.

Pelvic Floor: The group of muscles that supports the bladder, bowel and reproductive organs.
You may hear this term when discussing bladder, vaginal or sexual health.

Perimenopause: The time leading up to menopause when hormone levels and menstrual
cycles may begin to change.

Postmenopause: The stage of life after menopause.
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Appendix: Glossary of Terms (continued)

Premature Menopause: A term you may hear when menopause occurs earlier than usually
expected. Your healthcare team can explain what this means for your circumstances.

Progesterone: A hormone naturally produced in the body. You may hear it discussed when
talking about menopause or some forms of hormone therapy.

Sexual Wellbeing: A broad term that can include sexual health, comfort, desire, intimacy and
how you feel about this aspect of your life.

Vaginal Oestrogen: A form of oestrogen treatment used in the vaginal area that your
healthcare team may discuss for some vaginal or urinary symptomes.

Vasomotor Symptoms: A medical term you may hear when healthcare professionals are
talking about hot flushes and night sweats.
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Appendix: My Care Plan Notes

You may find it useful to bring these notes and an up-to-date medication list to
appointments when discussing menopause with your transplant team or other healthcare
professionals involved in your care.

Use this space to record questions, changes you've noticed, information from appointments,
medication or treatment updates, and anything you would like to discuss or follow up.

Date Topic Actions / Follow up notes

Every experience of menopause is different. There may be times when you have
qguestions, are unsure what changes mean for you, or want to better understand
how menopause relates to your transplant and overall health.

We hope this booklet has helped you feel more prepared to ask questions,

understand conversations and partner with the healthcare professionals
involved in your care.

Remember, you don't have to navigate menopause care on your own.
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