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Welcome




Welcome to The Caregiver’s Path:
Steps to Well-being.

Whether you’ve chosen the role of caregiver or found yourself
adopting it through unexpected life events, there is one
universal truth we understand: Prioritizing your own well-being
while caring for another person is not selfish, it’s necessary.

You play a vital role in supporting another person’s life AND you are also a
unique individual with your own hopes, dreams, passions, interests, needs,
and desires. It is important to remember that these parts of your life are
worthy of care and support. This booklet is designed to provide you with
valuable resources and tools to not only aid in your caregiving role, but
empower you to include your own care into your daily routine. Our goal is to
help you discover a rhythm of self-care that enhances, rather than depletes
your caregiving abllities.

At the American Lung Association, we know that when you can’t breathe,
nothing else matters. This is why we are here to support you in providing
the very best quality of care, both for yourself and your loved ones, one
breath at a time.

Let’s turn the page and take our first step onto the Caregiver’s Path.



Remembering Your
Wholeness




Let’s begin by acknowledging the incredible individual you are. In the
midst of giving so much of yourself to others, it’s easy to let the title
of “caregiver” overshadow the many facets of your life.

Take a breath and remember: Beyond a caregiver, you are ...

* A person with unique hopes and dreams for your own life.

* Someone with cherished relationships that nourish you.

* An individual with distinct passions and interests that bring you joy.

* A human with fundamental needs for rest, connection, and well-being.

* Someone with personal strengths and resilience that have carried you this far.

The act of caregiving is a testament to your compassion. However, it’s important to
acknowledge that you are more than just this role. Nurturing all aspects of yourself is
essential for your continued well-being. When you decide that you, too, belong on the
list of daily priorities, you'll start to see that the support you offer yourself positively
impacts your ability to provide quality care for your loved one.

Activity / Envisioning Your Well-being

Take a moment to consider what well-being truly means to you. It doesn’t need to be
a grand, elaborate picture. Instead, consider a simple guiding vision. Perhaps it’s:

* A sense of calm amidst the demands of the day.

* Having moments of joy and laughter each day.

* Maintaining connections with the people you love.

* Having the energy to pursue something that interests you.
* Knowing you are taking care of your own basic needs.

Jot down one or two words or a short phrase that captures your vision for your own well-being.

This simple activity will serve as a reminder to explore ways to include acts
of daily care in your life. You can also visit the PCN Wellness Hub for a longer
exercise that will guide you to write out your complete well-being vision.



https://www.lung.org/help-support/patient-caregiver-network/members/wellness-hub

Activity / Exploring Who | Am

Let’s identify some aspects of your life that bring you joy and contribute to your well-being.

Instructions: Please take a few moments to complete the sentences below. There are
no right or wrong answers — this is about connecting with what truly lights you up!

Beyond my role as a caregiver-...

My passions and interests include:

Activities that bring me joy and allow me to be creative are:

When it comes to my physical well-being (exercise, movement), the activities that make my
body feel good include:

| eat the following foods to energize and nourish my body:

When | think about meaningful connections in my life, the following people/places/
memories come to mind:




When | think about true rest and rejuvenation, what comes to mind is:

Healthy ways | like to relieve stress or feel more calm include:

Activity . My Simple Vision for Well-being

On the previous pages, you started to think about your simple vision for well-being.
Take a moment to refine that and write it down here. This will be your personal guide
as we explore ways to nurture yourself.

My simple vision for well-being is:

This page is for you. Take your time, be honest with yourself, and know that
acknowledging these parts of yourself is a powerful step on your caregiver’s path
to well-being. We will revisit this vision as we move through the booklet.



Your Role as a Caregiver




The path of a caregiver, while challenging, is paved with love and
unwavering commitment. When you are caring for someone living with
a lung disease, a unique set of challenges emerges, demanding both
practical skills,immense compassion, and resilience.

Lung diseases such as COPD, asthma, pulmonary fibrosis, and lung cancer can impact
the very act of breathing itself. Breathing challenges are stressful, affecting energy levels,
daily activities, and overall quality of life in profound ways. Your role as a support system
for your loved one is deeply significant and requires specific knowledge, skills, and
emotional strength.

While managing multiple symptoms, understanding complex medication regimens, and
navigating environmental factors can feel overwhelming at times, it also highlights your
incredible capacity for care and problem-solving.

As you witness changes in your loved one’s health, both the increase in care needs and
the emotional strain can be stressful. However, this experience can also foster moments
of deep connection and allow you to provide comfort and support in meaningful ways.
This section is dedicated to acknowledging these hurdles, recognizing the extraordinary
strength and dedication it takes to navigate them, and supporting you with strategies to
thrive while providing this necessary care.

The Small Moments Matter

Though sometimes complicated,
acknowledging the positive
aspects of the caregiving you
provide can fill you with strength
and resilience as you navigate the
more challenging times.

Think about your experience as a
caregiver. What moments, big or
small, have brought you a sense
of purpose, connection, or even
simple happiness?
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Activity / An Appreciation Reflection

Below, please take some time to reflect on and list at least five things (feel free to list more!)
that you appreciate or value about your role as a caregiver and your relationship with the
person you care for. These could be feelings, moments, or aspects of your connection.

Consider prompts like:

* What moments of connection or closeness have you shared?

* What have you learned about yourself through this experience?

* In what ways have you seen your loved one’s strength or resilience?

* What small victories have you celebrated together?

* What unique bond has been strengthened through this journey?

* What moments of gratitude have you experienced?

* What aspects of your caregiving role gives you a sense of purpose or meaning?
* What have you learned from the person you are caring for?

* What moments of humor or lightheartedness have you shared?

* How has your relationship evolved or deepened?

Write your reflections here:

Acknowledging the “glimmers” of the caregiving journey is a powerful way to balance
the challenges and nurture your own spirit as you continue on your Caregiver’s Path.
Remember the work you’ve done on this page and draw upon it for a boost during
challenging times.



Stress

ing

Manag
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What is Caregiver Stress?

Many caregivers would agree that it is an honor to support their loved
one through living with lung disease. However, while this relationship can
be deeply rewarding, there are also intense demands that come with it.

Caregiver stress is the emotional, mental, and physical strain that comes from the
ongoing demands of looking after someone with an illness or disability. It’s not simply
feeling tired after a long day; it’s a more ever-present and chronic state of overwhelm
that can significantly impact your overall well-being.

We know that long-term exposure to stress can lead to health challenges and
caregiver stress is no different. It’s also important to know that caregiver stress can
vary greatly from one caregiver to another. Here are a few examples of sources of
stress for caregivers:

* Emotional Demands: Witnessing a loved one struggle with their health, feeling
worried or anxious about their condition, providing constant emotional support, and
potentially grieving changes in their abilities and your relationship.

* Physical Demands: Assisting with personal care (bathing, dressing, feeding),
managing medications and medical equipment, providing transportation, and
managing sleep disruptions.

* Time Constraints: Balancing caregiving responsibilities with your own work, family,
social life, and personal needs, often leading to feeling rushed and having little time
for yourself.

* Financial Concerns: Managing medical bills, potential loss of income if you’ve
reduced work hours, and the costs associated with caregiving.

* Social Isolation: Feeling disconnected from friends and activities you once enjoyed
due to time limitations or the inability to leave your loved one for extended periods.

* Cognitive Overload: Keeping track of appointments, medications, and complex
medical information, making decisions about care, and problem-solving unexpected
situations.

* Lack of Control: Feeling powerless over the progression of your loved one’s illness
and the impact it has on both of your lives.



When stressors are left unattended, they can build up over time and result in a state of
chronic stress that affects your physical health. Some of the symptoms of chronic stress
can include:

* Headaches

* Body pain

* Fatigue

* Weakened immune system
» Sleep disruptions

* Changes in appetite

* Anxiety/Depression

Recognizing the signs of caregiver stress is the first step towards taking proactive steps
to manage it. Let’s take a gentle breath and get ready to take some stress inventory.

Activity ) How Stressed Am I?

Caregiver Stress Inventory Quiz

This short inventory is designed to help you identify some of the common stressors
experienced by caregivers. For each statement, please indicate how often you have felt
this way in the past month.

Response Options:

Never Rarely Sometimes Often  Almost Always
(Please check the response that best describes your experience.)

1. | feel overwhelmed by the number of tasks | need to do for the person | care for.

How stressedam |? O Never [ORarely [O Sometimes 0O Often O Almost Always

2. | feel like | never have time for myself.

How stressedam |? [ Never [Rarely [0 Sometimes [ Often [ Almost Always

3. | feel emotionally drained from caring for my loved one.

How stressedam |? O Never [ Rarely [O Sometimes O Often O Almost Always



4. | worry about the future health of the person | care for.

How stressedam |? [ Never [ Rarely [ Sometimes [ Often [O Almost Always

5. | feel isolated or lonely.

How stressedam |? O Never [ORarely [O Sometimes 0O Often O Almost Always

6. | have trouble sleeping.

How stressedam |? [ Never [ Rarely [0 Sometimes [ Often [O Almost Always

7. | feelirritable or impatient with my loved one or others.

How stressedam |? [ Never [ Rarely [ Sometimes [O Often O Almost Always

8. | feel guilty when | take time for myself.

How stressedam |? [ Never [ Rarely [ Sometimes [ Often [O Almost Always

9. | find it difficult to balance caregiving with other responsibilities (work, family, etc.).

How stressedam |? O Never [ORarely O Sometimes 0O Often O Almost Always

10. | have experienced more physical symptoms since becoming a caregiver.
(ex: stomach aches, headaches, muscle soreness)

How stressedam |? O Never [ORarely [O Sometimes O Often O Almost Always

11. | feel like ’'m constantly “on call”

How stressedam |? [ Never [ Rarely [0 Sometimes [ Often [O Almost Always

12. | worry about my financial situation due to caregiving responsibilities.

How stressedam |? [ Never [ Rarely [ Sometimes [O Often [O Almost Always

13. I feel a lack of support from family or friends.

How stressedam |? [ Never [ Rarely [ Sometimes [ Often [O Almost Always

14. | find it hard to relax, even when | have a moment.

How stressedam |? O Never [ Rarely [O Sometimes 0O Often O Almost Always

15. | feel frustrated by the limitations the lung disease places on my loved one and our lives.

How stressedam |? [ Never [Rarely [0 Sometimes [ Often [ Almost Always



16. | feel anxious about managing my loved one’s breathing difficulties or potential
exacerbations.

How stressedam |? [ Never [ Rarely 0O Sometimes [ Often [O Almost Always

17. | feel overwhelmed by the medical information and treatments related to my loved
one’s lung disease.

How stressedam |? O Never [ Rarely [O Sometimes O Often O Almost Always

Interpreting Your Responses

Mostly “Never” or “Rarely”

You're likely exposed to stress in your role as a caregiver, but managing it
effectively. Using the awareness you gained from this inventory, what is one
daily, weekly, and monthly act you could do for yourself that would help you
process your stress and care for yourself?

Mostly “Sometimes™

You are most likely experiencing some caregiver stress. Reaching out to
someone for support now is a great first step. Speaking with your healthcare
provider can point you in the right direction for support groups, therapy and
other resources. Self-care is truly of the utmost importance right now, but it’s
important to remember that you don’t have to do it all alone.

Mostly “Often” or “Almost Always”

You are likely experiencing significant caregiver stress. While it might be
challenging to put yourself first, reaching out for support must be the top
priority for you right now. Making sure you have the resources necessary to
find your own footing is the only way you can continue to provide care for your
loved one. If you are not sure where to start, please call the Lung HelpLine at
1-800-LUNGUSA (1-800-586-4872) and press 2. We are here to help.

This inventory is a starting point for self-reflection. If you are constantly feeling
overwhelmed or experiencing significant stress, it is important to talk to your
healthcare provider or find support. If you are not sure where to start, you can
call the Lung HelpLine at 1-800-LUNGUSA (1-800-586-4872) and press 2.



Activity Identifying Your Caregiver

Stress Activator(s)

We all experience stress differently. Recognizing your personal activators as a caregiver
can help you anticipate challenging situations and develop strong coping strategies.

Below is a checklist of common stressors faced by caregivers, particularly those
supporting individuals with lung disease. Using the following scale, please indicate how
much of a “stress activator” each statement is for you in your current caregiving situation.

Rating Scale:
1= Not an Activator at All
2 = Mild Activator
3 = Moderate Activator
4 = Significant Activator

5 = Very Intense Activator
(Please mark the number that best describes how much of a stress activator each statement is for you.)

Making Sense of Information/Doctors’ Appointments/Medication etc.

* Understanding complex medical terminology related to my loved one’s lung disease.
01 02 a3 04 a5

* Remembering all the instructions from doctors’ appointments.
01 02 a3 04 a5

* Managing multiple medications and understanding their side effects.
01 02 a3 04 a5

* Coordinating appointments with different healthcare providers.
01 02 a3 04 a5

* Feeling overwhelmed by the amount of medical information | need to process.
01 02 a3 04 a5

Time Management

* Feeling like there are not enough hours in the day to manage everything.
01 02 a3 04 a5

» Constantly feeling rushed and behind schedule.
01 02 a3 04 a5



Rating Scale:
1= Not an Activator at Al 2 = Mild Activator 3 = Moderate Activator 4 = Significant Activator 5 = Very Intense Activator

* Having little to no time for my own hobbies or personal interests.
01 02 a3 04 a5

» Difficulty taking breaks or time off from my caregiving responsibilities.
01 02 a3 04 a5

Worrying About the Future

* Feeling anxious about the progression of my loved one’s lung disease.
01 02 a3 04 as5

* Concerns about my loved one’s future care needs.
O 02 O3 04 a5

* Worrying about potential health emergencies.
01 02 a3 04 as5

* Thinking about end-of-life care and related decisions.
01 02 a3 04 as5

Staying Up on Supplies (Medical and Household)

* Ensuring we have enough oxygen tanks or other respiratory equipment.
O 02 O3 O4 as5

* Managing prescription refills and ensuring timely availability.
01 02 a3 04 a5

* Keeping track of and ordering other necessary medical supplies.
01 02 a3 04 a5

* Maintaining a clean and safe environment for someone with respiratory issues.
01 02 a3 04 a5

Dealing with Unexpected News

* Receiving news of a setback or complication in my loved one’s condition.
O 02 O3 04 a5

* Coping with changes in the treatment plan.
01 02 a3 04 as5

* Adjusting to new limitations or needs of my loved one.
O 02 O3 04 a5



Rating Scale:
1= Not an Activator at Al 2 = Mild Activator 3 = Moderate Activator 4 = Significant Activator 5 = Very Intense Activator

Financial Strain

* Worrying about affording medications and medical supplies.
01 02 a3 04 a5

* Dealing with lost income due to reduced work hours for caregiving.
01 02 a3 04 a5

* Concerns about the long-term financial impact of caregiving.
01 02 a3 04 a5

* Navigating insurance claims and billing issues.
01 02 a3 04 a5

Emotional Strain and Support

* Feeling isolated or lacking emotional support from others.
01 02 03 04 as5

 Difficulty managing my own emotions (sadness, anger, anxiety).
O 02 O3 04 a5

* Feeling misunderstood by family or friends regarding my caregiving role.
01 02 a3 04 as5

* Dealing with feelings of grief or loss related to my loved one’s health.
01 02 03 04 as5

* Feeling overly responsible for my loved one’s happiness.
O 02 O3 04 a5

Physical Health and Wellbeing

* Experiencing fatigue or exhaustion.

01 02 a3 04 a5
* Changes in my sleep patterns (difficulty falling asleep, staying asleep, or sleeping
too much).
01 02 O3 04 a5

* Changes in my appetite or weight.
01 02 O3 O4 a5



Rating Scale:
1= Not an Activator at Al 2 = Mild Activator 3 = Moderate Activator 4 = Significant Activator 5 = Very Intense Activator

* Increased physical aches and pains (headaches, back pain, etc.).
01 02 a3 04 a5

* Neglecting my own health appointments or needs.
O 02 O3 O4 b5

Changes in Relationship Dynamics
* Feeling like my relationship with my loved one has become solely focused on caregiving.
O 02 O3 04 a5

 Difficulty maintaining intimacy or connection with my loved one.
O 02 O3 04 a5

* Managing changes in my loved one’s personality or mood due to their illness.
01 02 a3 04 as5

* Dealing with conflict or differing opinions about care with my loved one or other
family members.

O 02 O3 04 a5

Advocacy and Communication

* Feeling like | have to constantly advocate for my loved one’s needs with
healthcare providers.

O 02 O3 04 a5

 Difficulty communicating effectively with the healthcare team.
01 02 a3 04 a5

* Feeling unheard or dismissed by medical professionals.
01 02 a3 04 a5

Reflecting on Your Activators

Take a moment to look at the items you rated as a 4 or 5. These are likely your
most significant caregiver stress activators. Understanding these specific areas will
help you focus on which stressors you want to pay the most attention to as well as
where you might want to spend some extra time on self-care efforts.
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Your Stress Cycle

Have you every seen two dogs meet each other for the first time? They
might initially bristle, hackles rising as they assess each other, revealing
the surge of a their stress response. But once the tension, and thus, the
threat has subsided, you’ll often see them shake vigorously and resume
their play. This physical shaking is a dog’s way of completing their
stress cycle, allowing their bodies to “process” the stress and return to
a state of calm.

As people, we have similar experiences each day. Something stressful happens and
our bodies react with adrenaline and cortisol, our stress hormones. In a perfect world,
we should also be able to complete our cycles, shake it off, and move on to the next
part of our day.

But, the way we respond to stress inside of our bodies is not always compatible with the
stress we are experiencing at the moment. In the early days of humans, the stress we
experienced was much less frequent and more straightforward. An attack from a wild
animal would be short lived, allowing our ancestors time to regroup and better prepare
for the next threat. Today, however, information overload means that the potential for
constant stress is high. For caregivers, the emotional weight of responsibility, the mental
juggling of tasks, and the physical demands of care all layer on top of an already stressful
life. Without completing our stress cycles, the potential for stress to linger in our bodies is
higher, creating a buildup that impacts our well-being over time.

nderstanding how to help

complete your own stress cycle

is not only important for your
own health but also your ability to
continue providing quality care. When
stress remains unresolved, it can lead
to feelings of overwhelm, burnout,
and even contribute to physical health &/
issues. By consciously engaging - VA
in activities that help your body and mind shift towards a calmer state after a
stressful event, you can build resilience and help prevent the negative effects
of chronic stress. The following pages will explore simple and effective ways to
complete your stress cycles and include this helpful practice into your dalily life.
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Ways to Complete Your Stress Cycle

Completing the stress cycle involves signaling to your body that a stressful threat or
challenge has passed, allowing your nervous system to return to a more balanced state.
Here are some strategies to try that require varied levels of energy:

Higher Energy Output (Can provide a more immediate and powerful release):

Physical Activity: Engage in any form of movement you enjoy: A brisk walk, dancing to
your favorite music, gardening, yoga, or even just stretching.

Breathing Exercises: Consciously slowing down and deepening your breath can help
to calm your nervous system. There are many guided breathing exercises available
through the PCN Wellness Hub at Lung.org/PCN-Wellness-Hub.

Vocalization: Singing, laughing, or even humming can stimulate the part of the nervous
system that helps you access more calm. And there’s nothing like a good scream into a
pillow to release pent-up tension!

Affectionate Touch: Hugging a loved one for at least 20 seconds while both standing
on your own two feet, playing with a pet, or even a comforting self-hug can release
oxytocin, a feel-good hormone that counteracts stress.

Lower Energy Output (Effective over time and for consistent regulation):

Mindfulness and Meditation: Practices that focus on the present moment can help
interrupt the cycle of anxious thoughts and bring about a sense of calm. Even a few
minutes of mindful breathing can be beneficial.

Spending Time in Nature: Being outdoors has been shown to reduce stress hormones
and promote relaxation. Even a short walk in a green space, noticing your surroundings
can make a difference.

Creative Expression: Engaging in activities like painting, writing, playing music, or any
hobby that allows you to express yourself can be a powerful stress reliever.

Positive Social Interaction: Connecting with supportive friends or family, speaking
with a mental health professional, sharing your feelings, and feeling understood can
buffer the effects of stress.

Rest and Sleep: Prioritizing consistent, quality sleep is so important for both your body
and mind to recover from stress. When you sleep, your brain goes through a sort of
“emotional clean up” allowing you to “prune” the small stressful thoughts from your
mind so you won’t have to worry about them tomorrow.
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Experiment with these different strategies to discover what works best for you in
various situations and with different levels of available energy. The key is to find
activities you enjoy and can realistically incorporate into your life.

We'll review more specific mindfulness and movement exercises in future sections
of the path.

Activity My Personal Stress Cycle

Completion Toolkit

Now that you’ve learned some ways to complete the stress cycle, let’s personalize this for
you. Think about the activities that genuinely help you feel calmer, more grounded, and
less tense after a stressful period. The activities that will work best are the ones you know
already work well for you. Consider both higher and lower energy options.

Instructions: In the spaces below, list some specific activities you can turn to as you
complete your own stress cycle.

Higher Energy Activities That Help Me Shake Off Stress:

Lower Energy Activities That Help Me Find Calm:

Keep this page handy as a reminder of your personal stress-relieving resources.
Regularly engaging in these activities, even for a few minutes each day, can make a
significant difference in your overall well-being and your ability to navigate the demands
of caregiving. Remember, prioritizing the completion of your stress cycle is an act of self-
care that ultimately benefits both you and the person you care for.



Stress Reducing Practices: Images
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Activity ) Finding Presence:

A Focal Point Meditation

Focusing your attention on something meaningful can help you stay
present in the moment and calm yourself in the midst of the demands
of caregiving.

What you’ll need: An object that you can find easily and brings about positive feelings
or reminds you of your values, purpose, or loved one. This could be a piece of jewelry,
a photograph, a small token, or any item that feels significant to you.

The Exercise:

1. Settle In: Find a comfortable position where you can relax without being disturbed for
a few minutes. You can sit or lie down, whatever feels most supportive for your body.
You may choose to close your eyes briefly to turn your attention inward, and then
gently open them, focusing on your chosen object.

2. Attentive Observation: Bring your chosen object into your gaze. Take a few slow, deep
breaths, noticing the rise and fall of your chest or abdomen. Now, let your eyes explore
the object as if you are seeing it for the very first time.

Notice its shape and form. Is it smooth or textured? Angular or curved?

Observe its colors. Are they vibrant or muted? Are there different shades
or patterns?

Pay attention to any details. Are there small markings, engravings, or unique
characteristics?

Consider its weight and feel if you are holding it. What sensations do you
notice in your hand?

3. Thoughts and Feelings: As you gaze at the object, allow any thoughts or feelings
that arise to simply be present, without judgment. You might find memories surfacing,
emotions stirring, or connections to your purpose as a caregiver coming to mind.
Gently acknowledge these thoughts and feelings, and then gently guide your attention
back to the details of the object.



. Expanding Your Awareness: Now, slowly begin to broaden your focus. Without losing
sight of your object entirely, take in the room around you. Notice the colors of the
wallls, the play of light and shadow, the shapes of other objects in your environment.
Allow your gaze to soften, encompassing both your meaningful object and the space
it occupies.

. Returning to the Object: Gently bring your focus back to your chosen object. Observe
it once more, perhaps noticing if your perception of it has shifted in any way after
expanding your awareness to the room.

. Infusing Meaning: Consider how this object, which holds personal significance, now
seems to infuse the space around it with a sense of meaning and purpose. Just by its
presence, it carries its story and your connection to it into the room.

. Your Presence: Now, turn your attention gently inward. Recognize that just as your
chosen object infuses the room with meaning through its presence, your own
presence as a caregiver infuses your environment and the lives of those you care for
with meaning and purpose. Take a breath and acknowledge the inherent value you
bring to the world.

. Concluding the Meditation: Take another deep breath, allowing yourself to absorb
this sense of connection and purpose. When you feel ready, you can gently close your
eyes or simply release your focused gaze. Carry this feeling of grounded presence with
you as you move through your day.

ou can practice this focal

point meditation for as

little as a few minutes
whenever you need to reconnect
with your inner strength and sense
of purpose. The more you practice,
the easier it will become to access
this feeling of grounded presence,

4 even amidst challenging moments.
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Activity Finding Rhythm: An Affirmation

Meditation for Caregivers

This type of meditation offers a simple way to change your focus.

It can help you connect to the present moment. By repeating chosen
phrases, or affirmations, you can shift from feeling a lack of control
towards one that carries a sense of grounded focus.

Finding Your Posture: Begin by finding a comfortable position, either sitting or lying
down. Allow your body to relax, releasing any unnecessary tension. You can close your
eyes gently or keep a soft, unfocused gaze.

Introducing the Affirmations: For this meditation, we will begin with the affirmation:
“l am here. | matter. | care.” After a few moments, we will gently shift to “You are here.
You matter. You care.” and finally to “We are here. We matter. We care.”

These affirmations are designed to gently affirm your presence, acknowledge your
inherent worth, and honor your commitment to caregiving, while also extending that
same recognition to the person you care for and the wider community of caregivers.

The Practice:

1. Begin with Breath: Take a few slow, deep breaths. Notice the gentle rise and fall of
your breath. Allow yourself to settle into this moment.

2. Introduce the First Affirmation: Begin to softly repeat the affirmation to yourself:
“l am here. | matter. | care.” Say each phrase slowly and deliberately to yourself, allowing
the words to resonate within you. Continue with this affirmation for a minute or two,
feeling its personal power.

3. Shift to the Second Affirmation: Now, gently shift your focus outward and begin to
repeat the words: “You are here. You matter. You care.” As you repeat these words,
bring to mind the person you are caring for. Acknowledge their presence, their inherent
worth, and the care you provide. Allow feelings of compassion and connection to arise.
Continue with this affirmation for a minute or two.

4. Shift to the Third Affirmation: Next, broaden your awareness further and begin to
repeat the words: “We are here. We matter. We care.” With these words, connect with
the wider community of caregivers, recognizing the shared experiences, challenges,



and dedication that unite you. Feel a sense of collective presence and shared purpose.
Continue with this affirmation for a minute or two, repeating the words as softly or as
loudly as you like.

. Return to the First Affirmation (Optional): You may choose to return to the initial
words, “l am here. | matter. | care,” for a final minute or two, reinforcing your own
individual strength and well-being after acknowledging the connections around you.

. Gentle Repetition: Throughout the meditation, if your mind wanders, gently guide
your attention back to the current affirmation. There is no need to force any particular
feeling or to stop your thoughts completely. Simply allow the words to be a gentle
anchor for your attention.

. Feeling the Resonance: Allow yourself to feel the truth in each of these words,
recognizing your own value, the value of the person you care for, and the strength
found in shared humanity.

. Coming to Rest: When you are ready to conclude the exercise, gradually allow the
final affirmation to fade away. Take a few deeper breaths and notice how you feel in
this moment, having acknowledged your individual experience and your connection
to others. Gently bring your attention back to your surroundings. You may choose to
wiggle your fingers and toes or gently stretch before opening your eyes fully.

his meditation, with its shifting

focus, can help you feel grounded

and deepen your compassion for
the person you care for while fostering
a feeling of connection to the larger
community of caregivers. Practice it
anytime you seek a moment of peace
and a reminder of the shared human
experience within the caregiving journey.
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Activity / Finding Calm: The Physiological Sigh

The physiological sigh is a natural breathing pattern our bodies use to
regulate stress and anxiety. This simple technique involves two shorter
inhales followed by a long, slow exhale. It can help to open up your
lungs, allowing for a more efficient exchange of oxygen and carbon
dioxide, which in turn can promote a sense of calm and reduce feelings
of breathlessness or tension.

How to Practice the Physiological Sigh:

1. Find a Comfortable Position: You can practice this exercise sitting, standing, or lying
down. Choose a posture that allows your body to relax.

2. Inhale Twice Through Your Nose: Take one normal inhale through your nose. Then,
without fully exhaling, take a second, shorter inhale through your nose, filling your lungs
a little bit more. It should feel like a double sip of air.

3. Exhale Slowly Through Your Mouth: Now, slowly and completely exhale through your
mouth, as if you are gently sighing out any tension or stress. Make the exhale longer than
your two inhales combined. You can purse your lips slightly if that feels more comfortable.

4. Repeat as Needed: Repeat this two-inhale, long-exhale pattern for a few breaths, or
until you notice a shift in your body and mind. You might feel a sense of relaxation, a
release of tension in your chest or shoulders, or a greater sense of ease.

5. Notice the Effects: After a few cycles, pause and notice how you feel. Pay attention to
any changes in your breathing, heart rate, or overall level of tension.

You can use the physiological sigh anytime you feel stressed, anxious, overwhelmed, or
even when you notice your breathing becoming shallow or rapid. It’s a quick and effective
way to reset your nervous system and bring yourself back to a more balanced state.
Practice it regularly to become more familiar with its calming effects.

Visit the PCN Wellness Hub to watch a video of this practice in the Mindful Compass
library. https://www.lung.org/help-support/patient-caregiver-network/members/
wellness-hub/mindful-compass/physiological-sigh
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Activity ) Finding Release: Extending the Exhale

Extending the exhale is a simple yet powerful breathing technique that
helps to activate the part of your nervous system that helps you feel
calm and at ease. By making your exhales longer than your inhales,
you can signal to your body that it is safe to relax, reducing heart rate,
lowering blood pressure, and easing feelings of anxiety and tension.

How to Practice Extending the Exhale:

1. Find a Comfortable Position: You can practice this exercise sitting, standing, or lying
down. Ensure your posture is relaxed but allows for easy breathing.

2. Inhale Gently: Take a normal, comfortable inhale through your nose. Allow your belly
to gently expand as you inhale. Don’t force or strain your breath.

3. Exhale Slowly Through Your Mouth: Now, exhale slowly and completely through your
mouth. Make your exhale noticeably longer than your inhale. You can count silently to
yourself to help regulate the length of your breath. For example, you might inhale for
a count of 4 and exhale for a count of 6 or 8. Experiment to find a rhythm that feels
comfortable for you.

4. Maintain the Ratio: Continue to breathe in this pattern, ensuring that your exhale is
consistently longer than your inhale. Focus on the smooth and steady flow of your breath.

5. Continue for Several Breaths: Practice this extended exhale breathing for several
breaths, perhaps for 1-5 minutes, or as long as it feels calming and beneficial.

6. Notice the Effects: As you breathe, pay attention to any sensations in your body.
You might notice your shoulders relaxing, your heart rate slowing down, or a general
feeling of ease washing over you.

anxious, or need to calm your mind and body. It’s a subtle yet effective way

to shift your nervous system into a more relaxed state. Regular practice can
help you develop a greater sense of control over your stress response and promote
overall well-being. Visit the PCN Wellness Hub to watch a video of this practice in
the Mindful Compass library.

You can use the extended exhale technique whenever you feel stressed,
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Activity Preparing for Rest: A Gentle

Progressive Muscle Relaxation

This guided progressive muscle relaxation exercise is designed

to help you release any lingering tension in your body and mind,
preparing you for a restful night’s sleep. By systematically tensing
and then releasing different muscle groups, you can become more
aware of where you hold tension and consciously let it go, promoting
deep relaxation and tranquility.

Find Your Comfort:

Lie down in your bed or on a comfortable surface. Make sure you are warm and supported.
You can close your eyes gently. Allow your body to settle and become heavy.

Begin with Breath:

Take a few slow, deep breaths. Inhale deeply through your
nose, filling your belly with air, and exhale slowly through
your mouth, releasing any tension with your breath. Continue
this gentle, rhythmic breathing throughout the exercise.

Now, we will move through different muscle groups.
Remember to breathe deeply throughout.

Your Hands:

Inhale deeply and make tight fists with both hands. Squeeze them tightly, feeling the
tension in your hands and forearms. Hold for a count of five... four... three... two... one...

* Exhale slowly and completely release your fists. Let your fingers unfurl and feel the
tension melt away. Notice the feeling of relaxation flowing into your hands. Rest here
for a moment, breathing gently.

Your Arms:

Inhale deeply and bend your elbows, tensing your biceps. Make your arms feel strong and
tight. Hold for a count of five... four... three... two... one...

* Exhale slowly and release the tension in your biceps. Let your arms go limp and heavy.
Feel the relaxation spreading through your upper arms and down to your fingertips.
Rest here, breathing softly.
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Your Face:

Inhale deeply and tense the muscles in your face. You can do this by squinting your eyes
tightly, wrinkling your nose, clenching your jaw, and pressing your lips together. Make your
face feel tight. Hold for a count of five... four... three... two... one...

* Exhale slowly and release all the tension in your face. Let your forehead smooth out,
your eyes soften, your jaw relax, and your lips gently part. Feel the relaxation washing
over your face. Rest here, breathing gently.

Your Shoulders:

Inhale deeply and shrug your shoulders up towards your ears. Try to touch your ears with
your shoulders, feeling the tension in your neck and upper back. Hold for a count of five...
four... three... two... one...

* Exhale slowly and let your shoulders drop down, releasing all the tension. Feel the
weight of your shoulders sinking into the bed. Allow your neck to lengthen and relax.
Rest here, breathing softly.

Your Chest and Stomach:

Inhale deeply and tighten the muscles in your chest and stomach. You can do this by
taking a deep breath and holding it, making your abdomen feel firm. Hold for a count of
five... four... three... two... one...

* Exhale slowly and release the tension in your chest and stomach. Let your breath
flow naturally and feel your muscles soften. Notice the gentle rise and fall of your
breath. Rest here, breathing gently.

Your Legs:

Inhale deeply and point your toes downwards, tensing your calf muscles. Make your
calves feel tight. Hold for a count of five... four... three... two... one...

* Exhale slowly and release the tension in your calves. Let your feet relax and feel the
relaxation spreading up your lower legs. Rest here, breathing softly.

Your Feet:

Inhale deeply and flex your feet upwards towards your shins, tensing your shin muscles.
Hold for a count of five... four... three... two... one...

Exhale slowly and release the tension in your shins. Let your feet go completely limp and
relaxed. Feel the relaxation flowing into your ankles and toes.
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Whole Body Relaxation:

Now, take a few more deep, slow breaths. Scan your entire body from your toes to the
top of your head. Notice any remaining areas of tension and gently release them with
your exhale. Allow your whole body to feel heavy, relaxed, and at ease.

Imagine a wave of relaxation washing over you, soothing every muscle and calming every
nerve. You are safe, you are comfortable, and you are allowing yourself to drift into a state
of deep rest.

Continue to breathe gently and rhythmically. There is nothing else you need to do but
rest. Allow your mind to become quiet and still, or if thoughts arise, simply observe them
without judgment and gently return your focus to your breath.

You are now in a state of deep relaxation, preparing for a peaceful and restorative sleep.
Allow yourself to drift off gently, knowing that you have taken this time to care for yourself.
Sweet dreams.

(Optional: You can end here or continue with a few minutes of silent meditation or visualization of a
peaceful scene.)




Activity ) Stress Relieving Journaling Prompts

Taking a moment to pause and reflect on your experiences as a
caregiver is a powerful act of self-awareness. Journaling offers a safe
and private space to explore your thoughts, feelings, and the often
unspoken pressures you may be carrying.

The following prompts are designed to guide you in examining your relationship with
stress, identifying patterns, and uncovering inner wisdom that can support your well-
being on this caregiving path. There are no right or wrong answers.
Simply allow yourself to respond honestly and openly to each
question. This practice can help you gain valuable insights, release
pent-up emotions, and cultivate a deeper understanding of your own
needs and resilience. Grab a pen and paper, find a quiet space, and

let’s begin to explore the landscape of your inner world. Health
Journal

You can also consider downloading the PCN Wellness Hub Health
Journal to record your thoughts.

Journaling Prompts:

* What unspoken expectations am | placing on myself as a caregiver? Are they realistic?
How can | adjust them?

* How does stress serve me in my role as a caregiver? In my life?
* If my stress had a voice, what would it be saying to me? What is the underlying message?

* If | were to write a letter to my stress, acknowledging its presence but also setting
boundaries, what do | need to say to it?

* Describe a moment today when | felt a flicker of peace or joy. How can | recreate
that feeling?

* What are three “superpowers” | possess as a caregiver? How can | use them to
combat stress?

* |f | could give my past self (when | first started caregiving) one piece of advice about
stress, what would it be?

* What strategies have helped me navigate through stressful situations in the past?
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Addressing Caregiver Burnout

We’ve spent time exploring the nature of caregiver stress and the
importance of finding ways to complete our stress cycles. Now, let’s
turn our attention to a more serious consequence of prolonged and
unmanaged stress: Caregiver Burnout.

Caregiver burnout is a state of emotional, mental and physical exhaustion that is caused
by the buildup of chronic, unrelieved stress experienced over and extended period of time.

Our society tends to celebrate individuals who appear to “do it all” effortlessly. We see
the image of the caregiver who seamlessly manages the complex needs of their loved
one, balances a career, nurtures other family relationships, and also still seems to prioritize
their own well-being. However, what we’re witnessing is often not truly the whole picture.
This myth of the solitary superhero caregiver sets an unrealistic expectation, implying that
one person should be able to handle everything alone. This ideal image can prevent us
from recognizing our limitations and seeking help sooner.

The truth is, no single individual is equipped to constantly give of themselves without
taking the time to recover and replenish their own energy. As we discussed in the
previous section, our most powerful defense against the work of caregiving lies in the
power of community and support.

s a caregiver, there are pressures that are beyond your control. You must
remember that the caregiver journey is not one that is meant to be done
solo and it’s important to establish a connection to community support
to ensure that you can find some space and time to keep your own resources
topped up regularly, fueling your caregiving journey long term. The following pages
will delve deeper into understanding burnout and offer strategies for assessment
and intervention.
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Recognizing the Signs:
Are You Experiencing Burnout?

Reflect on What You’re Experiencing:

Take a moment to reflect honestly about whether you have been experiencing any of

these signs consistently. This is not a diagnostic tool, but rather an opportunity for self-
awareness. If several of these resonate with you, please know that you are not alone, and
seeking support is a sign of strength. We will explore ways to address caregiver burnout

in the following pages.

Category Potential Symptom

Emotional

Feeling overwhelmed or hopeless about the situation
Increased irritability, frustration, or anger

Feeling sad, depressed, or anxious

Loss of interest in activities you once enjoyed

Feeling detached or numb

Increased tearfulness

Difficulty concentrating or focusing

Physical

Persistent fatigue or exhaustion, even after rest

Changes in sleep patterns (insomnia, sleeping too much)
Changes in appetite or weight (loss or gain)

Frequent headaches, body aches, or other physical ailments
Weakened immune system (getting sick more often)

Mental/
Cognitive

Forgetfulness or difficulty remembering things
Poor judgment or difficulty making decisions
Negative self-talk or feelings of self-doubt
Increased cynicism or negativity about caregiving
Feeling like nothing you do is good enough

A sense of being constantly “on guard”

Behavioral

Withdrawing from social activities and relationships

Neglecting your own needs and responsibilities

Procrastinating or avoiding tasks

Increased use of alcohol, tobacco, or other substances

Expressing a desire to escape the caregiving situation

Becoming more critical or impatient with the person you are caring for

Impact on
Caregiving

Reduced ability to provide compassionate care

Making more mistakes in caregiving tasks

Feeling resentful towards the person you are caring for

A sense of wanting to distance yourself emotionally from your loved one




Activity ) Are You Experiencing Caregiver

Burnout? A Self-Assessment

The following checklist is designed to help you recognize potential
signs of caregiver burnout. Please check the boxes that apply to you.

Emotional Indicators:

| often feel overwhelmed or burdened.

| find myself becoming easily irritated or angry.

| feel hopeless or pessimistic about the future.

| experience emotional numbness or feel emotionally drained.

| cry more frequently than usual.

O
O
O
O
O
O Pve withdrawn from social activities and feel isolated.
O Pve lost interest in hobbies or activities | once enjoyed.
O [ feel resentful toward the person I'm caring for.

O [ feel guilty or ashamed about my feelings.

O

| experience increased anxiety or worry.

Physical Indicators:

| feel constantly fatigued, even after resting.

My sleep patterns have changed (insomnia or excessive sleep).
My appetite has changed (loss of appetite or overeating).

| experience frequent headaches or body aches.

| seem to get sick more often.

I neglect my own health needs.

| experience physical tension (e.g., clenched jaw, tight shoulders).

I've noticed a significant weight change.

O 0O00O00oO0gao0oaoOo

| experience heart palpitations or a rapid heartbeat.



Behavioral Indicators:

O 0O0O00000a0a0

| avoid social activities and relationships.

| neglect responsibilities or tasks.

| have difficulty concentrating or making decisions.

I've increased my use of alcohol or other substances.

| become easily frustrated or impatient.

| procrastinate or avoid necessary tasks.

I make negative comments about the person I’'m caring for.
My productivity has decreased.

I’'ve had an increase in accidents or mistakes.

Cognitive Indicators:

O O0O0000a0a0

| struggle to concentrate or focus.

I’'m more forgetful than usual.

| feel mentally foggy or confused.

| engage in negative self-talk or self-criticism.

| feel like I'm losing control.

| have racing thoughts or difficulty calming my mind.
| have difficulty making decisions.

My sense of humor has diminished.

Relationship Indicators:

O
O
O
O
O

| feel distant or disconnected from loved ones.
| experience more conflict or arguments.

| feel my relationships are suffering.

| feel | have no time for my own relationships.

| feel misunderstood or unsupported by others.
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Making Sense of Your Results

If you checked several boxes in any category, you may be experiencing caregiver burnout.
The more boxes you checked, the greater your risk. Here are some action items you can
take to seek help:

* Bring your list to your healthcare provider to talk about mental health support.
* Visit FindHelp.org to search local caregiver support resources in your area like day support

* Check out the American Lung Association’s Better Breather’s Club
Lung.org/Better-Breathers-Club

» Call The Lung HelpLine for assistance and support: 1-800-LUNG-USA (1-800-586-4872)

» Call 988 Suicide and Crisis Lifeline to be connected with a crisis counselor and/or
mental health specialist. The counselor will listen, offer support, and work with you to find
a path forward, which may include providing resources or, in rare, high-risk situations,
contacting emergency services.

Important: This self-assessment is for informational purposes only and is not a substitute
for professional medical or mental health advice.

Taking Action

Low Score Interventions:
 Prioritize Self-Care: Make time for activities that replenish your energy.

e Seek Support: Share your challenges with your healthcare provider who may be able
to offer resources for support. Reach out to connect with family, friends, and consider
joining a support group for caregivers. There are resources to help ease the burden of
stress on your shoulders.

Mid -High Score Interventions:

* Seek Support: It’s important to reach out to your healthcare provider. Stress can have
a serious effect on your physical and mental health and there are resources to help you
find support. It’s also important to connect with family, friends, or a support group to
receive help and potential respite from your duties while you work to recovery.

* Explore Respite Care: There are short and long-term options that exist for relief
that may allow you to recover your energy and get back on track. Online services
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like Findhelp.org can provide a great resource that can point you in the direction of
people and services in your area.

* Talk to a Professional: Having an unbiased witness to your challenges can be
a powerful way to gain relief and recover from burnout. Consult your healthcare
provider or consider speaking to a therapist or counselor to help you manage the
feelings and struggles that come with the stress of caregiving.

* Remember: You are not alone, and help is available.

Strategies To Prevent Burnout

Before we delve into creating your personalized plan, let’s review some essential
guidelines for preventing caregiver burnout. The following are general principles that are
intended inform your approach to caregiving and self-care:

Prioritize Self-Awareness:

* Practice regular self check-ins.

* Notice your physical, emotional, and mental states.

* Be honest about your limitations and needs.

» Set realistic expectations for the care you can provide.

* Focus on what you can control and release the pressure to be the perfect caregiver.

Community and Social Support:

» Consider joining in person and/or online support groups before you feel burnt out.
* Lean on family and friend networks for both social and care support.

» Build your support team and practice asking for help regularly.

* Build your network of trusted professionals.

* Have social support both in and out of the caregiving world.

» Consider respite care (we will talk more about this later)

* Respite resource: https://arch.gnosishosting.net/Portal/Registry

Be Realistic With Your Time and Energy:
* Learn to say “no” to requests that overextend you.
» Connect with temporary respite care organizations if needed for breaks.

* Delegate tasks whenever possible.
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* Even short breaks throughout the day can make a difference.

* Plan for longer periods of respite when feasible.

Practice Self-Compassion:

* Treat yourself with the same kindness and understanding you offer to others.

Avoid self-criticism and acknowledge the difficulty of your role.

* Remember that seeking help is a sign of strength, not weakness.

It’s okay to prioritize your needs.
* Seek and accept help.

* Consult with a therapist or counselor for support.

Focus on What Matters:

* |dentify what truly brings you joy and connection, and prioritize those activities, even if
they are small.

* Remember what fuels your spirit.

* Nurture your relationships with friends, family, and support groups.
* Social support is a true shield against burnout.

* Physical health: Prioritizing sleep, nutrition, and exercise.

* Take stress management seriously.

Practical Strategies:

* Prioritize important tasks — the rest can wait.

* Gather information about resources

* Develop a communication plan with health care providers and family members
* Work through legal and financial matters to reduce future stress

* Set up future care if needed so it is available when needed.

* Learn how to advocate for your patient’s needs.
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Building Your Personalized Burnout
Prevention Plan

We’ve explored various tools and strategies for managing stress and
connecting with support. Now, let’s bring these together to create a
simple, personalized plan to do the best we can to prevent caregiver
burnout. Think of this as your ongoing toolkit for sustaining your well-
being on this journey.

The Foundation: The Basics

There are a number of basic elements that make up the foundation of your overall health
and resilience. Ensure you are prioritizing these as much as your circumstances allow:

* Nourishment: Eating regular, nutritious meals to fuel your body and mind.

* Rest: Aiming for adequate, uninterrupted sleep (7+ hrs) to allow for physical and
mental recovery. (We understand uninterrupted sleep can be a luxury. We'll dive into
some strategies to help later in the booklet.)

* Movement: Incorporating physical activity that you enjoy into your routine, even in small
increments. (CDC Guidelines: For adults (18-64), get at least 150 minutes of moderate-
intensity aerobic activity or 75 minutes of vigorous-intensity activity per week along
with muscle-strengthening activities at least 2 days a week.)

Your Personalized Toolkit

Now, let’s integrate the specific strategies and resources we’ve explored:

1. My Stress Cycle Completion Practices (page 26):
* Review the higher and lower energy activities you listed.

* |dentify 1-2 activities from each category that you can realistically incorporate
into your week. My choices:

High Energy:

Low Energy:

2. My Connection Strategies (page 82):
* Review the list of people and resources in your support circle.

* |dentify 1-2 individuals you can proactively reach out to this week for connection
or support.

My Outreach Plan:
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3. Mindfulness and Breathing Practices (pages 27-37):

* Choose 1-2 simple mindfulness or breathing exercises (like the focal point meditation,
mantra meditation, physiological sigh, or extended exhale) that you find helpful.

* |dentify a few short moments in your day (e.g., morning, during a break, before bed)
when you can practice these.

My Practice Times:

My Chosen Practices:

Creating Your Weekly Action Plan

Take a moment to jot down how you plan to integrate these elements into your upcoming
week. Be realistic and start small. Even dedicating 10—-15 minutes a day to one or two self-
care activities can make a difference.

This week, | will prioritize:

Nutrition Focus:

Rest Focus:

Movement Focus:

Mindfulness/Breathing Focus:

Stress Cycle Completion:

Connecting with Support:

Engaging with my Comfort Anchor:

(You can find your Comfort Anchor Exercise on page 86.)

Review and Adjust

to use it to set some goals or you might return to it each week to attend to

your needs regularly. The key will be to return often to the plan to review
how these strategies are working for you and make adjustments as needed. Be
kind to yourself and remember that preventing burnout is an ongoing process of
self-awareness and proactive care. You are worth the time and effort it takes to
nurture your own well-being.

T his is a living plan, which means it can change over time. You might choose
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Embracing Kindness: Practicing Self-Compassion

In the demanding role of a caregiver, giving often becomes the central
theme. Your energy, time and emotional resources are frequently
directed outward, tending to the needs of others.

The idea of giving back to yourself can easily feel like something you simply don’t have
the energy for, or even something you don’t feel you deserve. However, amidst the
challenges of caregiving, self-compassion can be a powerful strength. It’s remmembering
that you are worthy of consideration; and learning how to meet your own needs in a way
that is both sustainable and nurturing.

Self-compassion is not a quick fix or a magical solution to “fix” burnout, but rather, a way
of relating to yourself with the same kindness, care and understanding that you naturally
extend to others. It’s about acknowledging your struggle, offering yourself support and
remembering your shared humanity in the midst of difficult experiences. This section will
guide you through some simple yet transformative ways to practice self-compassion,
helping you cultivate a more supportive and nurturing relationship with yourself on your
caregiving journey.

Activity / The Self-Compassionate Letter

We often extend greater kindness and understanding to a friend
facing hardship than we do to ourselves. This exercise invites you
to write a letter of compassion to yourself, offering the support and
encouragement you deserve.

The Practice

Reflect on a Challenge:

Think of a specific situation in your caregiving experience that has been particularly
difficult or has activated feelings of self-criticism. This could be a challenging interaction,
a moment of feeling overwhelmed, or a time when you feel you fell short of expectations.
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Imagine a Compassionate Friend:

Now, imagine that a dear friend, someone who loves and cares about you deeply, is
writing you a letter in response to this situation. This friend is sorneone who understands
the demands of caregiving, sees your efforts, and wants only to offer support.

Write the Letter:

Write this letter to yourself, as if it were coming from this compassionate friend. Let
their words be filled with kindness, understanding and encouragement. Include the
following elements:

« Acknowledge the Difficulty: Start by acknowledging the challenge you faced.
How might a friend recognize the difficulty of the situation without minimizing
your experience?

 Validate Your Feelings: How would a friend validate your feelings? How would
they tell you that it’s okay to feel sad, angry, frustrated, or whatever other emotions
you might be feeling without judgement?

* Remind Yourself of Your Strengths: How would your friend remind you of your
positive qualities, efforts, and resilience while highlighting your strengths as a
caregiver and a person?

« Offer Encouragement and Support: How would a friend offer you words of
encouragement and support, reminding you that you are doing your best and
that you deserve kindness?

» Offer Practical Advice: What practical advice could you offer yourself in this situation?

Read and Receive:

After you have written the letter, take some time to read it over slowly and mindfully.
Allow yourself to receive the kindness and compassion in the words. Let them sink in.

Example Phrases You Might Include:

“I know this has been incredibly difficult...”

* “It's understandable that you feel [emotion] given the circumstances...”
* “You are doing your best, and that is enough ...”

* “You are a compassionate and dedicated caregiver...”

* “You are strong, and you will get through this...”
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* “Remember to be kind to yourself...”

* “You deserve support and care, just like anyone else.”

* “It’'s okay to ask for help...”

* “Don’t forget to take care of yourself, even in small ways.”

* “l am proud of you for all that you do.”

Activity / The Self-Compassionate Break

Taking even a few moments to breathe or regroup can be an act of self-compassion,
however, naming it as one will drive the point home to yourself that you’re making a
purposeful effort to show yourself some care. The next time you’re navigating through a
particularly difficult day, tell yourself “m taking a 5 minute ‘SC Break’” or name it anything
you like.

Be sure to be still for a few moments and choose to do something that feels nourishing
and kind: a breathing practice, a tasty snack, or a self hug. Even a few moments of
stillness can be an act of self-compassion, and naming it as such reinforces the
importance of caring for your own well-being.
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Physical Well-being for
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Nurturing Your Body: Physical Well-being for
Caregivers

Caregiving can be physically demanding, and prioritizing your own
physical well-being is essential for maintaining your energy, preventing
injuries, and managing stress.

This section offers guidance on incorporating movement into your routine with
considerations for both general wellness and the specific physical demands of
caregiving. While we can’t cover every detail in this booklet, we'll help you build a simple
weekly program and direct you to more in-depth resources, such as the PCN Wellness
Hub, where you can find a library of practices for both you and the person you are
caregiving for.

*Remember that it’s important to check in with your healthcare provider before starting any new
exercise program.

1. Basic Cardiovascular Activity

Even small amounts of cardiovascular activity can significantly impact your energy levels,
mood, and overall health. Aim for activities that elevate your heart rate and increase your
breathing.

Guidelines: The CDC recommends adults aim for at least 150 minutes of moderate-
intensity aerobic activity or 75 minutes of vigorous-intensity aerobic activity per week, or
a combination of both.

Break this down into smaller chunks of time, such as 30 minutes most days of the week,
or even 10-minute sessions several times a day.

Choose activities you enjoy and can realistically fit into your schedule.

Examples:
* Brisk walking
* Dancing
* Cycling
e Swimming

¢ Household chores that involve movement
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2. Basic Strength Training

Strength training helps maintain muscle mass, which is key for supporting your body,
preventing injuries, and making caregiving tasks easier. The CDC recommends that adults
get at least 2 days of muscle-strengthening activity each week.

Considerations for Caregiving: Focus on exercises that strengthen your back and core
muscles, legs, and arms, as these muscle groups are often used in lifting and supporting.
Examples:

* Bodyweight exercises (squats, lunges, push-ups)

* Resistance bands

* Light weights (if available)

¢ Sit-to-stand exercises

3. Stress-Relieving Movement
Movement can also be a powerful tool for stress relief.

Examples:
* Yoga and stretching: Improves flexibility, reduces tension, and promotes relaxation.
* Pilates: Improves joint mobility and engages core musculature through breathwork.
* Tai chi: Gentle, flowing movements that can improve balance and reduce stress.
* Mindful walking: Focusing on your breath and sensations as you walk.

» Dancing to music you enjoy.

Building Your Weekly Program:

To create a simple weekly program, consider the following:

* Timely: Aim for at least 3-5 days of movement that meets and/or challenges your
abilities per week.

» Variety: Incorporate a mix of cardiovascular activity, strength training, and stress-
relieving movement.

* Duration: Start with shorter sessions (e.g., 10-15 minutes) and gradually increase as
you build stamina.

* Achievable: Choose activities you enjoy and can realistically fit into your schedule.

* Listen to Your Body: Don’t push yourself too hard, especially when starting a new
routine. Rest when needed.
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Example Weekly Plan:

Monday: Tuesday:

30-minute brisk walk + 20 minutes of strength training

10 minutes of stretching (bodyweight or resistance bands)
Wednesday: Thursday:

30-minute mindful walk Rest or light activity

Friday: Saturday:

20 minutes of sit-to-stand 45-minute walk or other

exercise + 10 minutes of yoga cardiovascular activity

Sunday:

Rest or light activity
Remember: This is a sample plan. Customize it to fit your individual needs

and preferences.

For More In-Depth Guidance

library of movement practices, including singular and partner exercises
that incorporate strength, stretch, and breathwork for both caregivers
and loved ones.

V isit the Lung Association’s PCN Wellness Hub for a comprehensive

Visit your PCN Wellness Hub at lung.org/pcn-wellness-hub.
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Nourishing Yourself: Healthy Eating Amidst a
Busy Schedule

Caregiving demands a significant amount of time and energy, making

it easy to neglect your own nutritional needs. By taking some time to
plan ahead, you can better support your physical and mental well-being,
enhancing your ability to provide care. This section offers guidance

and tips for including healthy foods into your daily routine in a way that
provides you with energy and is easy to make.

The following are generalized tips to serve as a resource for information and should not
be used as a substitute for a nutrition plan or medical advice. Remember that it is best to
consult with a Registered Dietitian for specific and personalized nutrition advice, medically
specific meal planning, and any specific amounts of macronutrients or calories.

1. The Power of Planning

When time is limited, planning becomes your greatest ally in ensuring you have access
to healthy meals and snacks.

Meal Planning:

e Dedicate a short time each week to plan your meals for the coming days.

e Consider recipes that can be cooked once and eaten 2-3 times to prepare in advance
but also keep interest levels high.

* Involve the person you are caring for in meal planning when possible, adapting recipes
to meet both of your needs.

Menu Planning:

* Consider foods that you are excited to cook and eat.

* Change your menu enough to keep interest high, but not so much that it becomes
overwhelming.

* Experiment with new flavors but always mix in favorite dishes for consistency.

Pantry Staples:

* Keep your pantry stocked with healthy staples that can be quickly combined into meals
(e.g., canned beans, whole grains, nuts, seeds, canned fish).
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2. Nutrient Combinations for Satiety

To stay full and energized throughout the day, focus on meals that combine various
nutrients:

Protein:

* Include a source of lean protein in your meals and shacks to promote feeling full
and maintain energy levels.

* Good sources include lean meats, poultry, fish, eggs, beans, lentils, tofu, and
Greek yogurt.

Fiber:

e Fiber helps you feel full and promotes digestive health.

e Choose whole grains, fruits, vegetables, and legumes.

Healthy Fats:
* Healthy fats provide sustained energy and support brain function.

¢ Include sources like avocados, nuts, seeds, olive oil, and fatty fish.

3. Building Your Balanced Plate

Nutrition can feel overwhelming with countless rules and restrictions. Let’s simplify things.
Your body is intelligent, and it knows what it needs. This guide uses your hands as a
practical tool to create balanced meals without stress or endless calculations. Remember,
these are just suggestions; your appetite and activity level will influence how much you
eat at each meal.

Enjoy the process of building delicious and satisfying meals!

Serving Size Suggestions:

e Protein: Imagine the size of your palm. That’s about the %
amount of protein your body might need for one meal.
If you’re feeling extra hungry or active, you might need a
serving closer to two palms.

* Fruits or Vegetables: Make a fist. This is a general
guide for the amount of fruits or vegetables you should y
aim for on your plate. When in doubt, more is better in
this category based on the dietary fiber that will aid in
digestion and feelings of satiety. Remember, variety is key!



* Whole Grains/Carbohydrates: Cup your hand as if y
you’re about to grab a handful of something. That’s
a good estimate for a serving of whole grains or
carbohydrates. Again, adjust based on your hunger
and energy needs.

¢ Healthy Fats: Your thumb can be a helpful visual for
a serving of healthy fats. This small amount packs a
powerful nutritional punch.

4. Leaning Towards Less Inflammatory Foods

While this guide cannot replace the expertise of a Registered Dietitian, The American
Lung Association promotes focusing on foods with less inflammatory properties that
can benefit both you and the person you are caring for.

Emphasize:

* Most fruits and vegetables

* Whole grains

* Healthy fats

* Some spices

Limit:

* Highly processed foods: Often high in sugar, unhealthy fats, and additives.
* Refined carbohydrates: Can contribute to inflasnmation in some individuals.

What you eat can significantly impact your breathing and overall lung health. A nutrient-
rich diet can help reduce inflasnmation, protect delicate lung tissue, and even improve
lung function.



5. Swap This for That

Here are some easy swaps to make throughout your day:

Breakfast:

* Instead of: Sugary cereal with milk
Try: Oatmeal with berries and a sprinkle of nuts (fiber, antioxidants, healthy fats)

* Instead of: Bacon and eggs
Try: Scrambled eggs with spinach and whole-wheat toast (protein, antioxidants, fiber)

* Instead of: Tomato juice
Try: Green tea (antioxidants, anti-inflammatory properties)

Lunch:

¢ Instead of: White bread sandwich with processed meat
Try: Whole-grain bread with grilled chicken or fish and a side salad (fiber, protein,
antioxidants)

* Instead of: French fries
Try: Carrot sticks or a side salad (fiber, vitamins, minerals)

* Instead of: Soda
Try: Water infused with fruit or a small glass of orange juice (hydration, antioxidants)

Dinner:

¢ Instead of: Fried chicken or fish
Try: Baked or grilled chicken or fish with a side of roasted vegetables (lean protein,
vitamins, minerals)

* Instead of: White rice or mashed potatoes
Try: Quinoa or brown rice (fiber, complex carbohydrates)

* Instead of: Creamy sauces
Try: Olive oil and herbs for flavor (healthy fats, antioxidants)

Snacks:

* Instead of: Chips or candy
Try: A few Brazil nuts or an apple with almond butter (selenium, fiber, healthy fats)

* Instead of: Ice cream
Try: Plain yogurt with fruit and a drizzle of honey (protein, calcium, antioxidants)
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Important Note: This information is intended for informational purposes. It is not a
substitute for personalized dietary advice from a Registered Dietitian or healthcare
professional. If you or the person you are caring for have specific dietary needs or health
conditions, please consult with a qualified professional.

6. Sustaining Snacks for Longer Energy Bursts

When you need an energy boost, choose snacks that provide sustained release rather
than a rapid spike and crash.

Avoid:

e Sugary shacks and refined carbohydrates

Choose:

e Snacks that combine protein, fiber, and healthy fats.

Examples:

e Apple slices with peanut butter

Greek yogurt with berries

A low-sugar protein bar

A handful of almonds and a piece of fruit

Hard-boiled eggs

Vegetables with hummus




7. Dietary Considerations for Patients

The following are considerations for the patients you care for. For more complete
resources, please visit lung.org.

Respiratory illnesses are influenced not only by underlying lung function but also by the
muscle strength required for breathing. For instance, some patients with diminished
capacity of their diaphragm may rely on other muscles to compensate for their breathing.
In addition, patients with conditions like lung cancer or emphysema often use a
significant amount of extra energy to breathe. As their condition progresses, so does the
energy they use each day.

To support muscular strength and metabolism needs, a Registered Dietitian may
prescribe a protein-rich diet or a daily vitamin regimen. It’s important to find out what
diet is right for the patient you’re caring for — especially if they have more than one
condition they are working with. For example, a high-protein or high-calorie diet to
support muscular strength may be contraindicated for a kidney condition. This is why it’s
important to receive personalized dietary guidance for your patient through the help of a
Registered Dietitian.

Food Choices and Nutritional Balance

While weight maintenance is important, so is prioritizing healthy food choices. Try not

to eat “junk food” in excess, such as high-sugar and high-fat foods. A diet that includes
fruits, vegetables, and carbohydrates is recommmended, but protein-rich meals are
particularly important for muscle development and energy storage. This stored energy
can be utilized during periods of reduced appetite during treatment. However, it’s
important to strike a balance, as excess abdominal weight can restrict chest movement
and make breathing more difficult. Again, working with a Registered Dietitian through
something called “Medical Nutrition Therapy” is recommended to help patients maintain
this delicate balance. Healthcare providers with experience in treating similar patients can
also provide valuable guidance on nutrition and lung health.

Mealtime With Your Patient

The following are tips that can help you make meals easier with your patient.

Be sure to help your patient:

* Rest just before eating.

Eat slowly; take smaller bites of food.

Sit upright while eating.

* Take a break in between bites and practice deep breathing exercises.
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Plan to help them eat more food early in the morning if they’re too tired to eat later in
the day.

Avoid foods that cause gas or bloating. They tend to make breathing more difficult.
Some examples of foods that may cause gas include: Beans, lentils, cabbage, broccoli,
cauliflower, bok choy, brussel sprouts, bran, dairy products containing lactose, fructose
(found in some fruits and used as a sweetener in certain products), sorbitol (a sugar
substitute), and carbonated beverages

Eat 4 to 6 small meals a day. This enables their diaphragm to move freely and lets their
lungs fill with air and empty out more easily.

If drinking liquids with meals makes them feel too full to eat, limit liquids with meals or
drink after meals.

Consider adding a nutritional supplement at nighttime to avoid feeling full during the day

To make foods easier to chew:

Cook vegetables until they are soft.

Cook foods in liquid such as broth, water or juice until soft.

Mince or grind meats.

Dip bread in liquid.

Eat pasta, mashed potatoes, thick soups, creamed soups, and casseroles.

Try fruit smoothies or milk shakes (there are non-dairy options).
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Quench Your Thirst: The Importance of
Hydration

Hydration is one of the most effective, yet overlooked ways that you can
support your physical and mental well-being. Proper hydration supports
your energy levels, brain function, digestion, and a vast number of the
body’s functions. This section provides practical tips to help make sure
you get the hydration you need throughout your busy day.

Why Hydration Matters

* Energy and Focus: Dehydration can lead to fatigue, headaches, and decreased
concentration, all of which can hinder your ability to provide effective care.

* Physical Function: A hydrated body is one that supports joint health, regulated body
temperature, and muscle function.

* Overall Health: Adequate hydration supports healthy digestion, kidney function, and
skin health.

Practical Hydration Strategies

* Set a Goal: Aim for a specific amount of water intake each day. A basic rule of thumb
is to aim for between 4-6 glasses per day. However, this amount will vary depending
on activity level, climate, and whether or not you are living with a chronic condition like
diabetes, kidney disease, or heart disease that may require a specific amount of water
intake per day.

« Start Your Day Right: Begin your day with a glass of water before you even start your
caregiving tasks.

+ Make it Accessible:

— The Glass Jar Method: Place glass jars (or any other large, visible containers) filled
with water in various rooms of your home. When you walk into the room, open
a jar and take a drink. This visual cue will serve as a constant reminder to drink
your water.

— Carry a reusable water bottle with you throughout the day.

* Infuse Flavor: If plain water is unappealing, infuse it with fruits, vegetables, or herbs
(e.g., lemon, cucumber, mint, berries).

» Hydrating Foods: Incorporate water-rich foods into your diet, such as fruits, vegetables,
and soups.
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Listen to Your Body: Pay attention to your thirst cues. Don’t wait until you feel
extremely thirsty to drink.

Be Mindful of Caffeine and Alcohol: These can have a dehydrating effect. If you
consume them, increase your water intake.

Track Your Intake: Use a water tracking app or a simple tally system to monitor
your progress.

Activity ) The Glass Jar Method in Detail

This simple strategy can be highly effective in promoting consistent hydration:

1.

. Strategic Placement: Place these jars in key locations

Prepare Your Jars: Fill several glass jars (or other suitable containers) with the amount
of fresh water you aim to drink each day.

|

throughout your home, such as:
— Kitchen counter

— Bathroom sink

— Bedroom nightstand

— Living room coffee table

— Anywhere you spend significant time

. Visual Reminder: As you move through your day and enter different rooms, the jars will

act as a visual reminder to take a few sips or finish the jar.

. Refill as Needed: Refill the jars as you empty them to ensure you have water readily

available.

By implementing these strategies, you can make hydration a consistent part of your
caregiving routine, supporting your overall health and well-being.
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Rest and Recharge: Prioritizing Sleep

The demands of caregiving can easily disrupt your sleep patterns,
leading to fatigue, irritability, brain fog, and a lack of recovery to meet the
following day’s work. It’s not uncommon for caregivers to struggle with
interrupted sleep due to overnight duties. While it might not be possible
to get the perfect night’s sleep, building a strong sleep routine can help
ensure that the sleep you do experience is qualitative and replenishing.

This section will guide you through creating a healthy sleep routine using a helpful
acronym and provide tips for improving your sleep quality. We'll also address common
sleep problems and offer troubleshooting strategies.

Understanding the Importance of Sleep
* Physical Restoration: As you sleep, hormones help your muscles repair and recover
from the previous day’s work.

e Cognitive Function and Emotional Regulation: Sleep is where your brain consolidates
memories and prunes stressful events to help make space for the next day’s events.

¢ Overall Health: Each night, your body repairs and recovers through removing
accumulated waste products from your brain and transporting nutrients like amino
acids, sugar, fats and neurotransmitters to the parts that need them most.



To help you establish a more effective sleep
routine, we’ll use the acronym SLEEP:

Schedule and Setting
Schedule: Maintain a consistent sleep schedule (even on weekends). Do your
best to choose a reasonable time that you'll be likely to regularly adhere to.

Why: Consistency is key to regulating your body’s natural sleep-wake cycle
(circadian rhythm).

Setting: Create a relaxing sleep environment. Dark, quiet, and cool.

Why: A dark, quiet, and cool environment supports melatonin production,
a sleep-regulating hormone.

In the event that a white noise machine helps you fall asleep, please use
what works for you. The goal is to stay asleep, so be sure to choose a noise
machine that won’t wake you up throughout the night.

Limit Stimulants and Light

Limit: Avoid caffeine, nicotine, and alcohol close to bedtime. It’s best to stop
drinking caffeine at least 6-8 hours before bedtime.

Why: Stimulants interfere with sleep quality.

Light: Minimize exposure to blue light from screens (phones, tablets,
computers) in the hour before sleep. Try “nightmode” on your devices to
lessen the amount of blue light coming from any technology you may use
in the evening.

Why: Blue light suppresses melatonin production, making it harder to
fall asleep.
Ease and Exercise

Ease: Engage in relaxing activities before bed as part of your bedtime routine
(a warm bath, reading, gentle stretching).

Why: Relaxing activities help transition your mind and body into sleep mode.

Exercise: Include regular physical activity during the day to help improve
sleep, but avoid intense workouts close to bedtime.

Why: Exercise helps tire the body out, so that rest is more effective.



Establish Rituals and Eat Light

Establish: Create a calming bedtime ritual (reading a book, writing in a
journal, skincare, quiet time).

Why: A nightly routine can signal to your brain that it’s time to wind down.

Eat Light: Avoid heavy meals close to bedtime. A light snack is okay if needed.

Why: Heavy meals can disrupt sleep and cause discomfort.

Positive Thoughts and Preparation

Positive: Practice positive self-talk or journaling before sleep. If the to-do list
tends to keep your mind racing at night, consider writing down the things you
accomplished for the day. This can be a great way to complete the day and
empty your mind before bed.

Why: Negative thoughts can keep you awake.

Preparation: Prepare your bedroom for sleep. Remove as much technology as
you can and invite in as much comfort as possible. Your bedroom should be
your sanctuary and have everything in it that will help sleep come more easily.

Why: Preparing your room, and your mind, can make the process of falling
asleep easier.

Tips for Improving Sleep Quality

* Create a consistent sleep schedule and stick to it as best as you can.

e Optimize your sleep environment: make it dark, quiet, and cool.

e Establish a relaxing bedtime routine to signal to your body it’s time to rest.
e Limit screen time before bed to minimize blue light exposure.

¢ Avoid stimulants like caffeine and nicotine, especially close to bedtime.

* Get regular physical activity, but not too close to bedtime.

* Practice relaxation techniques like deep breathing, meditation, or progressive
muscle relaxation.

* Manage stress through journaling, mindfulness, or stress-cycle-completion strategies.
e Ensure your mattress and pillows are comfortable and supportive.

* Keep your bedroom for sleep and intimacy.



Troubleshooting Sleep Problems

If you can’t fall asleep: Before you get frustrated, or stressed, consider getting out of bed
and trying something relaxing. A gentle stretch, a brief meditation, some writing or even a
warm bath may get you in the mood to go back to bed and try again.

If you wake up during the night: Avoid looking at the clock. Practice slow breathing or
progressive relaxation techniques (from earlier in the booklet) to fall back asleep. Do your
best to avoid activities that signal wakefulness like turning on the lights or engaging in
anything too physical. Keep your movements calm and do your best to go back to bed as
soon as you can.

If you are woken up by caregiving duties: Tend to your duties as needed with minimal
light if possible. Do your best to keep the environment primed for sleep so when it is
time, you can make your way back to bed with the least amount of transition. Consider
creating a “wake up ritual” that you’ll use when you do have to get up in the middle of the
night that might help you return to sleep when you are able.

Taking a nap: In the event that you can take a nap during the day, and are tired enough
to sleep, take the nap! Create a sleep environment that will mimic your bedtime routine
and set an alarm for 20-30 minutes.

If sleep problems persist: Consider ways to change your environment, or consult with
your healthcare provider to rule out underlying sleep disorders or other medical conditions.

By understanding the importance of sleep and implementing these strategies, you
can improve your sleep quality and enhance your ability to cope with the demands
of caregiving.



Activity

Quiz: How Well Are You Prioritizing

Your Physical Health?

When was the last time you did
something active (a walk, stretch,
dance, etc.) for at least 30 minutes?

a) Today!
b) Within the past 3 days.
c) Within the past week.

d) Uh...can’t remember.

How many servings of fruits and
vegetables did you eat yesterday?

a) b or more
b) 3-4

c) 1-2

d) None

How would you describe your
sleep last night?

a) Wonderful!

b) Pretty good, | feel rested.
c) Tossed and turned a bit.
d) What’s sleep?

How often do you drink water
throughout the day?

a) Constantly, 'm a hydration pro.
b) Regularly, | try to stay hydrated.
c) Only when I’'m thirsty.

d) Mostly coffee/soda/etc.

When was the last time you
scheduled a check-up or preventative
medical appointment?

a) Recently, 've been on top of it.
b) Within the past year.

c) A while ago, | should probably
schedule one.

d) | avoid doctors like the plague.

How often do you stretch or do any
kind of flexibility exercise?

a) Daily, | am very flexible.
b) A few times a week.
c) Occasionally, when | remember.

d) I'm as stiff as a board.

How often do you take a moment
to relax and de-stress?

a) Dalily, | prioritize relaxation.

b) A few times a week.

c) Only when | feel overwhelmed.
d) Relaxation? What is that?

How well do you listen to your body’s
signals (hunger, fatigue, etc.)?

a) Very well, 'm in tune with my body.
b) Pretty well, | try to listen.
c) Sometimes, | tend to ignore them.

d) My body is a mystery to me.



Scoring
Mostly a’s:

Mostly b’s:

Mostly c’s:

Mostly d’s:

Bonus:

You’re a physical health superstar! Keep up the amazing work!

You’re doing a good job, but there’s always room for improvement. What’s
one area you could pay attention to this week that might make a difference?

It’s time to put your physical health higher on the list. Choose one of the
following acts to prioritize this week:

* Drink one extra glass of water each day.
* Add one serving of vegetables to a meal each day.
* Add 10 minutes of movement to your day at least three times this week.

* Go to bed at a predetermined time three times this week.

Time for a physical health reboot! Things seem like they need some attention.
Making an appointment with your healthcare provider for a check up is a
great place to start. This way, you can see what you’re working with and
where you might want to start first. It can also be helpful to think about the
last time you felt truly attended to physically. What were you doing each
day? How were you eating? Drinking? Sleeping? If you could make one small
move towards better physical health today, what would that be?

What is something you could start today that would lead to a bigger change three
months from now? How many times per week would you need to do this? How would
you keep track? How would you know it was working?
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Navigating the Landscape of Grief

Caregiving for people living with progressive ilinesses like lung
disease often involves navigating complex emotions of grief. You may
experience grief for the changes you’ve witnhessed in your loved one’s
health and abilities, for the life you once shared, or for the future you
had envisioned. Additionally, you might be grappling with anticipatory
grief, which is the natural process of grieving a loss that has not yet
occurred but is expected.

Both grief and anticipatory grief are valid and powerful emotional responses which

can be challenging to understand at first. When you acknowledge grief as part of the
caregiving process and take time to develop healthy coping strategies, you have a

better chance of supporting your emotional well-being through challenging times. This
directly impacts your ability to continue providing compassionate care for both your loved
one and yourself. This section will explore these aspects of grief, offering support and
guidance as you navigate this tender part of the caregiving path.

Understanding the Grieving Process

Grief is a deeply personal journey, and it expresses itself in countless ways. There’s no
single “right” path to navigate loss, and your experience will be uniquely your own. It’s
important to recognize that grief isn’t a straightforward progression through fixed steps.



Instead, it often unfolds in cycles, with periods that are challenging, followed by others
that are calm. Many will say that over time the grief doesn’t change, but their capacity to
live with it becomes greater.

As a caregiver, you may experience grief in response to numerous changes that occur
throughout the course of your journey. These changes can include:

* Loss of Shared Activities and Roles: Lung disease may limit your loved one’s ability
to participate in activities you once enjoyed together, altering your routines and shared
experiences. You might also grieve the shift in your relationship dynamics and the loss
of your previous roles (e.g., spouse, friend, child) as caregiving becomes a central focus.

* Decline in Health and Abilities: Witnessing the progressive nature of lung disease and
the decline in your loved one’s physical and cognitive abilities can be deeply painful and
trigger feelings of loss.

e Changes in Independence: As your loved one becomes more reliant on your care,
you may both grieve the loss of their independence and the increased responsibilities
placed upon you.

e Anticipatory Grief: It’s also common to experience anticipatory grief, which involves
grieving the potential loss of your loved one and the future you had envisioned. This
can involve a range of emotions similar to those experienced after a loss, such as
sadness, anxiety, and a sense of detachment, as you begin to prepare emotionally for
a future without them.

These layers of loss and change contribute to the complexity of the grieving process for
caregivers. Alongside these shifts, you may experience the following:

* A wide range of emotions: Sadness is often the most recognized emotion, but grief
can also bring feelings of anger, guilt, confusion, numbness, disbelief, anxiety, and even
moments of relief. All of these emotions are valid.

* Physical sensations: Grief can manifest physically as fatigue, changes in appetite
or sleep patterns, headaches, muscle aches, or a feeling of tightness in the chest
or throat.

* Cognitive changes: You might experience difficulty concentrating, memory problems,
or a sense of detachment from reality. It’s also commmon to have recurring thoughts or
memories of your loved one.

* Behavioral changes: Grief can affect your activity levels, social interactions, and daily
routines. You might withdraw from others, experience restlessness, or have changes in
your usual patterns.
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It’s important to remember that:

* There is no timeline for grief: Everyone grieves at their own pace. Don’t feel pressured
to “get over it” by a certain time. Allow yourself the time and space you need to process
your feelings.

* Grief is not linear: You may have good days and bad days. You might feel like you're
making progress and then experience a setback. This is a normal part of the process.

* Your grief is unique to you: Your relationship with the person you are grieving is
unique, and therefore your grief experience will also be unique. Avoid comparing your
grief to others.

* Seeking support is a sign of strength: Connecting with others who understand grief,
whether through support groups, friends, family, or professionals, can provide comfort
and guidance.

Understanding that grief, in all its forms, is a natural and complex response to loss and
significant life changes can help you approach your own feelings and experiences with
more self-compassion and less judgment. Be patient with yourself, allow your feelings to
unfold, and remember that healing is a process, not a destination.

Strategies for Navigating Anticipatory Grief

Anticipating the potential loss of a loved one due to a progressive illness like lung disease
can evoke a unique form of grief known as anticipatory grief. While slightly different from
grief experienced after a loss, anticipatory grief carries its own weight of emotions and
challenges. Learning supportive ways to navigate this complex experience can be so
helpful for your well-being and can even enhance your ability to be present with your
loved one.

This section offers practical strategies to help you acknowledge and validate your
feelings, foster connection and communication, engage in helpful preparations, prioritize
your self-care, and find ways to process your emotions and create meaning during this
significant time. By learning about these approaches, you can build resilience and be
better prepared to manage anticipatory grief.

Acknowledge and Validate Feelings

The first step in navigating anticipatory grief is to recognize its validity. The sadness, fear
of what’s to come, anger at the illness, moments of guilt, or complex feelings of relief

that you might be experiencing are all normal and understandable responses to the
anticipated loss. Allow yourself to feel these emotions without judgment. Experiencing
anticipatory grief is a natural human reaction to a deeply challenging situation. Practice
self-compassion during this time and be gentle with yourself, acknowledging the difficulty
of what you are facing, and understanding that it’s okay to not be okay.
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Activity / A Space to Express

Take a moment now to simply acknowledge what emotions are present for you today.
There’s no need to analyze or judge them, just allow them to surface. You can jot down a
few words or phrases that describe how you are feeling right now. This can be a way to
gently bring awareness to your emotions and acknowledge them. Should any emotion
begin to feel overwhelming, this is a good indication that it might be time to seek the help
of a loved one or mental health professional for support.

Communication and Connection

Nurturing connection and fostering open communication can provide significant
support as you navigate anticipatory grief. If possible and appropriate, engage in honest
conversations with the person who you are caregiving for. Sharing your feelings and
listening to their own can deepen your bond and provide mutual comfort. You can visit
the PCN Wellness Hub for practices like Tennis Match Conversations or download our
Conversation Starters worksheet to help with some of the more challenging subjects
such as grief.

Working with feelings of grief requires support from your wider network of family, friends,
support groups, and even therapists or counselors. Talking about your grief with others
who understand can help you process your emotions and feel less alone. The theme of
connection is indeed to seek out support, but it’s also to do so in the name of creating
meaningful moments together. Through memory-making in the here and now, you wiill
have more cherished moments to recall in the future.


https://www.lung.org/help-support/patient-caregiver-network/members/wellness-hub

Activity / My Support Circle

Think about the people in your life who offer you comfort, understanding, or a listening
ear. Consider family members, friends, members of support groups, or healthcare
professionals. List below the names of individuals you feel you can turn to when you need
to share your feelings, seek advice, or simply feel connected.

Family:

Friends:

Neighbors:

Support Groups/Online Communities:

Healthcare Professionals/Therapists:

Church/Religious Community:




Activity / Meaningful Moments We Can Create

Now, we’'ll think about small, meaningful ways you can connect with the person you are
caring for and create cherished memories in the present. These don’t need to be grand
gestures, but rather simple moments of connection and shared experience.

What activities do we What conversations
both enjoy, even in a would be meaningful
modified way? to have? (Consider

using the Conversation
Starters if helpful)

What small gestures of What memories can
affection or appreciation we reminisce about
can | offer? together?

Having these connection strategies readily available can make it easier to reach out for
support when you need it and intentionally create meaningful moments with your loved
one. Remember that nurturing these connections is an act of strength and a vital part
of your well-being.



Additional Strategies For Working With
Anticipatory Grief

Practical Preparations

For many, engaging in practical preparations surrounding any treatments or
transitions can offer a sense of control and comfort during a time of uncertainty.

* Practical planning: Making * Legal and financial planning:
arrangements or organizing affairs Address legal and financial matters
can provide a sense of control. to reduce stress later.

* Documenting memories: Consider
recording stories, photos, or videos
to preserve memories.

Self-Care and Well-being

Caring for yourself is a foundational practice to ensure that you have the energy
reserves to navigate through whatever comes next in your loved one’s journey.

* Prioritize self-care: Ensure you are e Maintain routines: As much as
getting enough rest, eating well, possible, maintain regular routines
and engaging in activities that bring to provide a sense of normalcy.

you comfort. . .
* Find healthy outlets: Engage in

¢ Mindfulness and stress reduction: hobbies, creative activities, or other
Practice mindfulness, meditation, outlets for emotional expression.
or deep breathing exercises to
manage stress.
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Processing and Meaning-Making

From the dawn of time, human beings have found comfort through finding
meaning after working through challenging experiences. Whether through
creative outlets, faith, conversation or appreciation, finding a seed of meaning in
a challenging situation can often open the space for gratitude and hope.

* Journaling: Write down your thoughts ¢ Focus on the present: Practice
and feelings to help process them. staying present in the moment and
appreciating the time you have

* Spiritual or philosophical together.

reflection: Explore your beliefs and

find meaning in the experience. * Acceptance: Work towards
accepting the reality of the situation,
while still allowing for hope.

It’s important to remember that grief, including anticipatory grief, is a deeply individualized
experience. There is no right or wrong way to feel, and your journey will be unique to you.
Anticipatory grief is also often an ongoing process, characterized by fluctuating emotions
that may ebb and flow over time. Be patient with yourself and allow for these shifts.

Finally, please know that if you find yourself struggling to cope with the intensity of

your emotions, seeking professional support from a therapist or counselor can provide
invaluable guidance and tools to navigate this challenging time. Using these strategies to
deal with anticipatory grief can be helpful in a number of ways. You can approach your
grief with a greater understanding and build resilience for the path ahead.
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Activity ) Your “Comfort Anchor”:

A Tool for Navigating Grief

As we’ve explored in recent pages, grief is a deeply personal and
evolving experience with many facets. This exercise invites you

to create a personal “Comfort Anchor.” This tool is a symbolic
representation that can offer comfort and connection during
moments of grief. Use your comfort anchor to acknowledge the loss
you feel while also honoring the memories that give you the strength
to keep going.

Steps to Creating Your Comfort Anchor

1. Identify a Focus: Choose something that feels meaningful to you in relation to the
feeling of loss you are experiencing. This could be:
* A specific memory that brings both sadness and a sense of love or connection.

» A quality or characteristic you deeply admired about what has been lost (e.g., their
strength, their laughter, their independence).

* A symbol that represents your relationship or the essence of what has changed.
2. Choose a Representation: Decide how you want to tangibly represent this focus.
It could be:

* A word or short phrase: Something that encapsulates the memory, quality, or symbol.

* A small object: A tangible item that reminds you of it (e.g., a smooth stone, a
photograph, a piece of jewelry).

* Animage or drawing: A simple visual representation.

3. Create Your Anchor: Take some time to create your “Comfort Anchor.” If it’s a word or
phrase, write it down beautifully. If it’s an object, keep it in a place where you can easily
access it. If it’s an image, create it with intention.

4. Engage with Your Anchor: When you feel overwhelmed by grief, take a moment to
connect with your “Comfort Anchor.”

* If it’'s a word or phrase: Repeat it to yourself slowly and mindfully. Allow the feelings
associated with it to surface, and then gently hold space for them without judgment.



* [fit’s an object: Hold it in your hands. Notice its texture, weight, and any other
sensory details. Allow it to be a physical link to your memory or feeling.

* Ifit’s an image: Gaze at the image, allowing yourself to connect with the emotions
and meaning it holds.

5. Acknowledge and Integrate: As you connect with your anchor, acknowledge the pain
of your grief. Allow yourself to feel it. Then, allow yourself to recall the love, connection,
or value that your anchor represents. This isn’t about replacing the pain, but holding
both the sorrow and the love together.

6. Return as Needed: Your “Comfort Anchor” is a tool you can return to whenever you
need a moment of connection and support in your grieving process. There’s no right
or wrong way to use it. Simply allow it to be a source of comfort and a reminder of the
enduring aspects of your experience.

This exercise offers a personal and tangible way to engage with the multifaceted grief
that can arise during the lung disease journey and in the midst of overwhelming emotions
by providing a small but meaningful anchor.
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The Evidence for Connection: Why Support Matters

The journey of caregiving can sometimes feel isolating. However, you are far from

being alone in navigating this experience. Connecting with others who understand

the complexities of caregiving, particularly for individuals living with lung disease, can
provide invaluable support, understanding, and practical guidance. The Lung Association
recognizes this vital need and offers resources like the Patient & Caregiver Network,
which provides a space to connect with others and access helpful information.

Research consistently highlights the profound benefits of support groups and
communities for caregivers supporting people with chronic and progressive illnesses.
Studies have shown that connecting with others in similar situations can lead to:

* Reduced Feelings of Isolation: Sharing experiences with those who understand can
combat the loneliness that often accompanies caregiving. Knowing you are not alone
in your challenges can be incredibly validating.

* Improved Emotional Well-being: Support groups provide a safe space to express
emotions, frustrations, and fears without judgment, leading to reduced stress, anxiety,
and even symptoms of depression.

¢ Enhanced Coping Skills: Hearing how others navigate similar difficulties can offer
new perspectives, practical tips, and effective coping strategies that you may not
have considered.

* Increased Confidence and Empowerment: Learning from more experienced
caregivers and sharing your own insights can build confidence in your caregiving
abilities and empower you in your role.


https://www.lung.org/help-support/patient-caregiver-network

¢ Access to Information and Resources: Support groups often serve as hubs for
sharing valuable information about specific illnesses, available resources, and practical
advice on navigating the healthcare system.

* A Sense of Belonging and Community: Connecting with others who understand your
journey can foster a strong sense of belonging and create a supportive community that
extends beyond formal meetings.

In times of uncertainty and challenge, the strength and wisdom found within a supportive
community can be a lifeline, offering encouragement, practical assistance, and the vital
reminder that you are not alone.

Finding Your Community: Joining the Patient & Caregiver Network
Online Communities

The Patient & Caregiver Network is designed to provide timely education, support, and
connection for both individuals living with lung disease and their caregivers. Members
have access to free online communities hosted on Inspire.com. These peer-to-peer
support groups allow you to connect with others who are facing similar experiences.

Here’s how you can get involved:

1. Visit www.lung.org/PCN-Resource-Center

2. Scroll down to Online Support Communities and select the community that you’re
interested in.

3. Sign Up: Once you're on Inspire.com click on the “Sign up today” button on the
community home page. You will be directed to a registration form. Once completed,
Inspire will send you an email to activate your account.

4. One Account, Multiple Communities: You only need to create one Inspire account
to join any of the Lung Association-supported communities.

5. Engage and Connect: Within these communities, you can start or respond to
discussions, share your experiences, upload photos, and search for specific topics
to find members with shared interests.

Additional Support Resources through the Network

Beyond the online communities, the Lung Association’s Patient & Caregiver Network
also offers:

¢ Educational Webinars and Resources: Providing timely and relevant information about
lung disease management and caregiving.
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e Better Breathers Clubs: Connecting you with in-person and virtual support options,
these groups welcome those living with a chronic lung disease as well as their
caregivers. They are led by Lung Association trained facilitators and help you learn
ways to cope, provide support and education.

e Opportunities for Advocacy: Allowing you to share your voice and connect with others
to advocate for lung health.

* The PCN Wellness Hub: A full hub of movement, mindfulness, nutrition and well-being
practices specifically designed to support people living with lung disease

e Additional Support Programs: Programs like Lung Force and Fight For Air Climbs can
be great ways for caregivers and individuals with chronic lung disease to find community.

Connecting with others through the Lung Association’s Patient & Caregiver Network can
provide a vital source of understanding, encouragement, and practical advice as you
navigate your caregiving journey. Take the time to explore these resources and find the
support that resonates with you.

Additional Support Resources For Caregivers
Books:

Stand By Me: A Guide to Navigating Modern, Meaningful Caregiving by Dr. Allison
Applebaum

Already Toast: Caregiving and Burnout in America by Kate Washington

The Conscious Caregiver: A Mindful Approach to Caring for Your Loved One Without
Losing Yourself by Linda Abbit

Self-Care for Caregivers: A Practical Guide to Caring for You While You Care for Your
Loved One by Susanne White

Take Back Your Life: A Caregiver’s Guide to Finding Freedom in the Midst of Overwhelm
by Loren Gelberg-Goff

When Someone You Love Has a Chronic lllness: Hope and Help for Those Providing
Support by Tamara McClintock Greenberg

Managing the End ... To Bridge the Beginning: Practical Tips and Encouragement for
Caregivers of Terminally Ill Loved Ones
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Streamlining Care: Practical Strategies for
Organization and Ease

Throughout this booklet, we’ve focused on strategies to nurture

your well-being, build resilience, and find support. Now, let’s turn our
attention to some practical tools for organization, communication and
planning that can empower you to navigate the logistical aspects of
caregiving with greater confidence.

Learning how to approach these skills with clarity can reduce stress, conserve your
energy, and allow you to focus more effectively on the human-centered aspects of
care. We hope this introduction to the more complex aspects of caregiving will help
you support your own well-being while advocating effectively for the best possible

care of your loved one.
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Organizing Medical Information: A Caregiver’s
Essential Tool

Effectively management of medical information can not only help you
provide good care, but it can also help relieve some of the stress that
goes along with caregiving. This section will guide you through creating
a system to organize vital medical records.

Creating a Medical Information Binder/Analog or Digital System
Binder System:

* Choose a sturdy binder: Select a binder with dividers and clear plastic sleeves.
e Create labeled sections:

— Personal Information: Patient’s name, date of birth, contact information, insurance
details.

— Medical History: Diagnoses, allergies, past surgeries, chronic conditions.
— Medications: Current medications, dosages, frequency, and prescribing doctors.

— Doctors and Contacts: Names, addresses, and phone numbers of all healthcare
providers.

— Appointments: Calendar of upcoming
appointments and a record of past
appointments.

— Test Results: Copies of lab results, imaging
reports, and other diagnostic tests.

— Insurance Information: Copies of insurance
cards, policy information, and claim forms.

— Advance Directives: Copies of living wills,
power of attorney documents, and other
legal documents.

— Personal Contacts: Names and contact information of family, friends and neighbors
who are able to provide backup assistance as needed and what they can assist with.

* Use clear plastic sleeves: Protect important documents from damage.

* Maintain a table of contents: Make it easy to find specific information.




Digital System:

e Choose a secure platform: Use a password-protected cloud-based storage system
or a dedicated medical records app.

* Create digital folders: Organize files using the same categories as the binder system.

e Scan and upload documents: Scan paper documents and upload them to the
digital system.

¢ Use a spreadsheet or database: Track medications, appointments, and test results
using a spreadsheet or database.

e Back up your data: Regularly back up your digital files to prevent data loss.

* Consider a medical app: Many apps are designed to track medications, appointments,
and test results.

* HIPAA compliance: If dealing with health care providers via digital means, ensure that
all programs used are HIPAA compliant.

Tracking Medications, Appointments, and
Test Results

Caregivers can utilize both traditional and smart device options to
organize and manage a patient’s medication adherence, doctors
appointments and test results effectively.

Traditional Methods

For caregivers who prefer or need to rely on traditional methods, several options offer
a reliable way to keep track of medical details. Medication tracking can be managed
through medication logs like the binder system, labeled pillboxes for daily or weekly
organization, medication calendars to visually track schedules, and pharmacy printouts
for updated medication lists.

Paper or digital appointment calendars can be helpful to track appointments while
appointment notebooks can be used to keep detailed notes. To organize test results,
caregivers can create medical binders or physical files to store copies of test results, lab
reports, and imaging reports. In addition, many healthcare providers offer online patient
portals that can be used to access test results and medical records.
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Smart Device Options

Medication Tracking:
e Smart pillboxes
e Smart audio device reminders (e.g. Alexa/google home)

e Smart calendar apps for appointment reminders and medication reminders

Considerations:

When choosing and using smart devices, be mindful of your privacy and security.
Be sure to choose secure apps and devices and know who has access to the
information you are sharing on them. It’s also important to choose devices that are
easy for both you, the caregiver, and the patient to use and understand. If you do
choose to use smart devices or electronic record keeping in general, it’s always
recommended to keep a back up copy of your records.

Tips for Effective Record-Keeping:

» Be organized: Keep your binder or digital system up-to-date and organized.
* Be consistent: Use a consistent system for tracking information.

* Be accurate: Double-check all information for accuracy.

* Be thorough: Include all relevant information.

* Keep it accessible: Make sure the information is easily accessible to you and other
caregivers.

* Update regularly: Update the information as needed.

* Communicate with healthcare providers: Share relevant information with healthcare
providers.

* Create a summary sheet: Create a one-page summary of essential medical
information for quick reference.

By implementing these strategies, caregivers can create a comprehensive and efficient
system for organizing medical information, leading to better care and reduced stress.
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Communicating Effectively with
Healthcare Providers

Communication with healthcare providers requires both a sensitive
approach and practical strategies. It’s important to remember that this
is a collaborative effort supported by trust and mutual respect.

The Human Side: Building Trust and Understanding

Effective commmunication begins with remembering that you are an important member

of your loved one’s healthcare team. While healthcare providers possess specialized
knowledge and expertise, you are also an expert. You represent the details of your loved
one’s daily life, preferences, and the nuances of their condition as it changes from one
day to the next. Recognizing your valuable perspective and advocating to have your voice
heard is a key piece of the caregiving relationship.

-

Be sure to approach each interaction with empathy and patience. Commit to building a
true partnership with the healthcare team, viewing them as allies in your loved one’s care
rather than simply as authority figures. Establish open and honest communication from
the start, creating a foundation for ongoing collaboration. Don’t hesitate to express your
concerns and anxieties. Caregiving is emotionally demanding and sharing your feelings
with the healthcare team can help them understand the full scope of your role.

Remember to seek emotional support from trusted friends, family, or support groups

to process your own feelings and maintain your well-being. Practice active listening
during appointments. Pay close attention to what the medical staff is saying, and ask for
clarification when needed. Repeating and reflecting back on what you have heard can be
a helpful technique to ensure understanding and prevent miscommunication.



Activity ) Your Communication Toolkit: A Guide

to Effective Healthcare Interactions

This exercise is designed to help you prepare for medical appointments, ask the right
questions, and advocate effectively for the person you are caring for.

Preparing for Medical Appointments

To ensure productive appointments, consider the following. Check the boxes below as
you prepare.

O Create a Medical Information Summary
Develop a detailed overview of your loved one’s medical history. Include:
O Diagnosed conditions

O Current medications (list below):

O Allergies
O Present symptoms

O Where will you store this summary?

O Prepare a List of Questions
O Write down your questions in advance.

O Prioritize your questions. What are your top 3 concerns?

1.

2.




O Gather Medical Records

O Bring copies of relevant medical records. What records do you need?

O Testresults
O Lab reports
O Imaging reports

How wiill you organize these records?

O Binder O Digital format O Other:

O Document Symptoms and Observations
O Keep ajournal or log of symptoms and changes in condition.

O What kind of journal or log will you use?

O Bring a Support Person (if possible):
O Identify a friend or family member who can attend the appointment with you.

O Who will you ask to attend?

O Medication List:
O Always bring an up-to-date medication list.

O Where will you keep this list?
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Asking Effective Questions

Use these tips to ensure you get the information you need during appointments:

O Clarity and Specificity

» Ask clear and specific questions.

2 < 2 ¢,

* Use “what,” “when,” “where,” and “how” questions to gather detailed information.

2 ¢,

* Write out three specific questions you have using the words “what,” “when,”
“where,” and “how” to form them.

O Understanding Medical Terminology
* Don’t hesitate to ask for clarification.
* Request explanations in plain language that you can easily understand.

* What medical terms would you like more clarity surrounding?

O Treatment Options and Risks

* What treatment options would you like information about?

* Ask about potential risks and benefits.

* Alternative therapies or complementary medicine (if appropriate).
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O Prognosis and Long-Term Care
* Discuss the patient’s prognosis.
* Discuss long-term care needs.

» Ask about available resources and support services.

O Follow-Up Care
* Clarify follow-up care instructions:
O Medication changes
O Appointments
O Tests
* Ask about potential complications.

* Ask when to seek emergency care.

O Document the Answers
* Write down the answers given by the healthcare provider.
* Where will you write down the answers?

O Be sure to put info into your binder so it’s not lost after the appointment.
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Your Voice Matters: Caregiver Rights
and Advocacy

While a majority of your time as a caregiver is spent advocating
for the patient, it’s equally important to recognize and assert your
own rights as a caregiver. This section provides information on
key caregiver rights, advocacy organizations, and strategies for
effective advocacy.

Understanding Your Rights as a Caregiver

Caregivers have certain rights that are designed to protect their well-being and ensure
they can provide care effectively. These rights can vary depending on your specific
situation (e.g., employment status, state laws), but here are some general principles:

* Right to Self-Care: You have the right to prioritize your own physical and emotional
health, including eating well, exercising, and getting adequate rest.

* Right to Seek and Accept Help: You have the right to ask for and accept assistance
from others, whether it’s from family, friends, or formal support services. Recognize the
limits of your own endurance and strength.




* Right to Maintain Your Own Life: You have the right to maintain aspects of your
life that don’t include the person you care for, such as hobbies, social activities, and
personal pursuits.

* Right to Express Your Emotions: You have the right to experience and express a
range of emotions, including anger, frustration, sadness, and grief.

* Right to Be Heard and Respected: You have the right to be treated with respect and
to have your concerns and perspectives taken seriously by healthcare providers and
other professionals.

* Family and Medical Leave Act (FMLA) Rights: If you are an eligible employee, the
FMLA may entitle you to unpaid, job-protected leave to care for a family member with a
serious health condition. Understand your rights and eligibility under FMLA.

Key Advocacy Organizations

There are several organizations dedicated to supporting and advocating for caregivers.
Here are a few:

e Caregiver Action Network (CAN): A leading national organization providing education,
peer support, and resources to family caregivers.
https://www.caregiveraction.org/

* Family Caregiver Alliance (FCA): Works to improve the quality of life for family
caregivers through education, services, research, and advocacy.
https://www.caregiver.org/

* National Alliance for Caregiving (NAC): A coalition of national organizations focusing
on issues of family caregiving, including research, policy analysis, and advocacy.
https://www.caregiving.org/

* Your Local Area Agency on Aging (AAA): Provides information and access to local
resources and support services for older adults and their caregivers. You can find your
local AAA through the Eldercare Locator: eldercare.acl.gov
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Remember, as a caregiver, you are also your patient’s advocate. At times, you may
need to work to help their needs be better attended to. Use these strategies to be an
effective advocate:

Be Assertive:

* Advocate assertively.

* Maintain a respectful and collaborative tone.
* Express your concerns calmly and clearly.

@

Challenge Assumptions:

* Don’t hesitate to challenge assumptions.

* Raise concerns about treatment plans.

* Provide evidence or examples to support your concerns.

@

Seek Second Opinions:
* |f you have doubts or concerns, seek a second opinion.

Know Your Rights:

» Familiarize yourself with patient rights.

* Understand your role in decision-making.

* Ensure you are included in the care planning process.

® &

Document Everything:

* Keep a record of all conversations.

» Keep a record of all correspondence.
» Keep a record of all medical records.

@

Escalate When Necessary:
* |f your concerns are not addressed, escalate the issue.
» Escalate to a supervisor or patient advocate.

&

By understanding your rights and developing effective advocacy skills, you can navigate
the caregiving journey with greater confidence and ensure that both you and your loved
one receive the support and care you deserve.
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Taking Breaks: Understanding Respite Care

Caregiving is a marathon, not a sprint. To sustain your ability to provide
quality care and maintain your own well-being, respite care can be a
welcome aid. Respite care provides temporary relief for caregivers,
allowing you to take a break from caregiving responsibilities. This break
can range from a few hours to several days or even weeks, depending
on your needs and available resources.

Why Respite Care?

¢ Prevents Burnout: Respite provides a much-needed break from the physical, emotional,
and mental demands of caregiving, helping to prevent burnout.

* Restores Energy: Time away allows you to rest, recharge, and return to your caregiving
role with renewed energy and focus.

¢ Maintains Well-being: Respite gives you time for activities you enjoy, social interaction,
and attending to your own health needs.

* Improves Quality of Care: When caregivers are rested and supported, they are better
able to provide high-quality care.

Types of Respite Care
Respite care can be provided in various settings and formats:

* In-Home Respite: A caregiver comes to your home to provide care while you take a break.

e Adult Day Care: Your loved one spends time at a center during the day, providing social
interaction and activities.

* Respite Care Facilities: Short-term stays in a facility, such as a nursing home or assisted
living facility.

* Respite Volunteers: Volunteers may offer companionship or assistance to relieve
caregivers for a few hours.

Finding Respite Care Resources

It’s important to explore the respite care options available to you to find the right fit for you
and the person you are caring for. Here are some key resources to investigate:

* Local Agencies on Aging: Your local Area Agency on Aging (AAA) is a valuable resource
for finding respite care options in your community. They can provide information on
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available services, eligibility requirements, and potential funding sources. To find your
local AAA, you can:

— Visit the Eldercare Locator website: eldercare.acl.gov
— Call the Eldercare Locator: 1-800-677-1116

National Respite Locator Service: The ARCH National Respite Network and Resource
Center offers a National Respite Locator Service to help you find respite providers in
your area. You can access it here: archrespite.org

Papa Pals: https://www.papa.com/

State Health Departments: Your state’s health department website may provide
information on respite care programs and funding.

Lung HelpLine: American Lung Association

Important Considerations Regarding Funding

The availability and funding of respite care can vary significantly. Some potential funding
sources include:

Private Pay: You may need to pay for respite care out-of-pocket.

Insurance: Some long-term care insurance policies may cover respite care. Check your
policy for details.

Government Programs:

— Medicaid: Medicaid may cover some respite care services, but eligibility and
coverage vary by state. It’s important to contact your state’s Medicaid office for
specific information.

— Medicare: Medicare typically does not cover routine respite care but may cover
some short-term respite related to skilled nursing care.

— Veterans Benefits: The Department of Veterans Affairs (VA) offers respite care
benefits for eligible veterans and their caregivers.

Grants and Other Funding: Your local AAA or other community organizations may be
aware of grants or other funding sources to help with respite care costs.

A Note on Medicaid

Medicaid eligibility and coverage for respite care are subject to change. It is essential

to contact your state’s Medicaid office directly to obtain the most current and accurate
information about respite care coverage and eligibility requirements in your area.
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Compassionate Choices: Exploring Palliative
and Hospice Care

When caring for someone with a progressive lung disease, there

may come a time when you must explore the supportive care options
available to your loved one. This section provides an overview of these
care options, focusing on palliative and hospice care, to help you
make informed decisions and provide compassionate support during
sensitive times.

Palliative Care

Palliative care is specialized medical care for people living with a serious illness. It focuses
on providing relief from the symptoms and stress of the iliness. The goal is to improve
quality of life for both the patient and the family.

How Palliative Care Help:

¢ Symptom Management: Palliative care addresses physical symptoms such as pain,
shortness of breath, fatigue, nausea, and other challenging symptoms.

e Surgery: Palliative care may be helpful in managing postoperative pain.

e Stress: Palliative care may help reduce the anxiety, fear and depression that some lung
disease patients and caregivers feel as they face diagnosis and treatment. This type of
care may include medication, massage therapy, guided imagery, counseling and more.

e Emotional and Spiritual Support: Palliative care teams provide emotional and
spiritual support to patients and families, helping them cope with the emotional and
psychological challenges of serious illness.

* Navigating the Medical System: Palliative care specialists may help get all of the
members of your care team on the “same page” to help you make sure you are getting
the care you need. Palliative care social workers are also instrumental in helping design a
discharge plan for you that meets your needs and those of your family.

¢ Communication and Decision-Making: Palliative care facilitates coommunication
between patients, families, and healthcare providers, helping to clarify goals of care and
make informed decisions.

* Holistic Approach: Palliative care addresses the whole person, including their physical,
emotional, social, and spiritual needs.

e Can Begin at Any Stage: Palliative care can be provided at any stage of a serious
illness, alongside curative treatment.
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Key Points

Palliative care is:

* The medical specialty focused on relieving pain, stress and other
symptoms to improve your quality of life.

* Care received at the same time as treatment for the lung disease.
e Care to be discussed even before you have side effects.

* A specialty that uses a variety of medications to address symptoms
and discomfort.

Palliative care is NOT:

* Only administered during hospice care or at the end of life.

* A signal that treatment is not working or a replacement for treatment.
e Morphine-only treatment.

e Something you should wait to ask for.

Hospice Care

Hospice care is a specialized, supportive service type that provides comprehensive
comfort care to the person who has reached the end-stage of their illness. Hospice
care also focuses on providing support to caregivers through respite care and support.
This type of care helps both the patient and their caregiver take control of choices while
providing comfort, support, and dignity throughout the end stage of their illness. This
section discusses some of the details involved in hospice care.

Hospice Care:

e Focus on Comfort and Quality of Life: Hospice care prioritizes comfort and quality
of life over curative treatments.

* Comprehensive Care Team: Hospice care is provided by a team of professionals,
including:
— Physicians — Chaplains
— Nurses — Home health aides

— Social workers — Bereavement counselors
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* Symptom Management: Hospice care provides expert pain and symptom
management.

* Emotional and Spiritual Support: Hospice care offers emotional and spiritual support
to patients and families.

* Family Support: Hospice care provides support and education to families, including
bereavement support after the patient’s death.

* Home-Based Care: Hospice care is often provided in the patient’s home, but it can
also be provided in hospitals, nursing homes, or hospice facilities.

Making Decisions About End-of-Life Care

Decisions about end-of-life care can be emotionally challenging. Here are some
important considerations:

Advance Care Planning

As challenging as it may feel, it’s important to have a conversation with your loved one
about their wishes for their end-of-life care. This is not only a compassionate act that will
clarify their wants and needs, but will also help you prepare any important decisions and
documents such as:

« Living Will (outlines treatment preferences)

* Healthcare Proxy/Power of Attorney for Healthcare (designates someone to make
medical decisions)
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While your responsibilities as a caregiver may be vast, respecting the patient’s autonomy
preserves their dignity through honoring their wishes and preferences. You can help this
process by encouraging open and honest communication amongst family members
throughout the process. Support and guidance can be found through healthcare
professionals, social workers and hospice professionals.

Accessing Hospice and Palliative Care

Many healthcare professionals will have trusted referrals for hospice services and
palliative care. You can also contact hospice providers directly to inquire about their
services and eligibility requirements. Always be sure to verify coverage details with your
specific insurance provider, as policies and regulations can vary. When choosing hospice
services, there are a few important considerations:

* Accreditation and Certification: Ensure the hospice provider is accredited by a
recognized organization (e.g., The Joint Commission, CHAP) and certified for Medicare.
* Licensing: Check if the hospice is licensed in your state.
» Services Offered: Inquire about the specific services offered by the hospice, such as:
— 24/7 availability
— Specialized care for specific conditions
— Bereavement support for families
— Spiritual care
— Volunteer programs

* Professional Recommendations: Ask for recommendations from healthcare
professionals who have experience with local hospice providers.

» Patient and Family Needs: Choose a hospice that aligns with the specific needs and
preferences of the patient and family.

Palliative Care: https://getpalliativecare.org/

Hospice Care: hospicefoundation.org
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Reflection
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Reflection

As you reach the end of this guide, it’s important to once again
acknowledge the powerful journey you’ve been on as a caregiver.
Whether your path has been marked by a gradual shift in support,

a period of intense care, or the difficult transition to end-of-life care,
you have demonstrated extraordinary strength, compassion, and
unwavering dedication.

However it unfolds for you, this path is fundamentally about the connection you share

with the person you care for. This connection includes not only the daily tasks of care,

but moments of shared laughter, quiet understanding, and the deep appreciation that
transcends the challenges. You have been a source of comfort, a pillar of support, and
a constant presence in their life.

Caregiving has undoubtedly changed you as a person. It has likely stretched you,
challenged you, and revealed strengths you may not have known you possessed.
Take a moment to reflect on this transformation through the following prompts:

What have you learned?

¢ What lessons have you learned about resilience, patience, compassion, and the
human spirit?

¢ What new skills have you acquired?
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How have you grown?

e Consider the ways in which this experience has shaped your perspective, your values,
and your understanding of life and relationships.

If you could go back to the beginning of your caregiving journey, what would you
share with yourself on day one?

e What advice, encouragement, or practical tips would you offer to someone just
beginning this journey?
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What would you share with other caregivers?

¢ What would you want them to know about the challenges, the rewards, and the
importance of self-care?
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While some caregiving journeys may lead to loss, others involve
ongoing support and management of chronic conditions. The
care you provide contributes to a legacy of compassion. It is one
of the most human acts in this life. Remember the moments of
joy, the small victories, and the shared experiences that have
enriched your relationship.

At the Lung Association, we thrive on storytelling and would love
to hear yours. Please consider sharing your journey with us HERE:

Lung.org/Share-Your-Story

Remember, you are strong, resilient and the small moments
matter. We wish you all of the support as you move forward on
your caregiving path.

About Our Wellness Partner

Jenna Zaffino, NBC-HWC
Wellness Partner, American Lung Association

Jenna Zaffino is a National Board Certified Health and
Wellness Coach dedicated to helping patients and
caregivers navigate high-stress health journeys with
resilience and clarity. As the creator and developer of
the American Lung Association’s Patient & Caregiver
Network Wellness Hub (lung.org/pcn), Jenna specializes
in translating complex health challenges into accessible,
daily practices. Driven by deep advocacy for the
caregiving community, she equips individuals with
practical cognitive and somatic tools, empowering them
to manage burnout, reclaim their vitality, and define their
own personalized pathway to live well, despite limits.
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