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Welcome to ABC Health Matters!

ABC Health Matters is a program about health literacy. Our health is one of the most
important things in our life. The health of our family and friends is also important to us.

Our health impacts every other part of our life. By taking charge of our health, we can make

our lives easier and better. We can also improve the lives of the people we care about.

Managing stress with a chronic or rare disease

This workshop is designed for people living with chronic or rare diseases. Living with an
illness can be stressful. Experiencing stress is a normal part of everyday life, but people
living with a chronic or rare disease often experience more stress than they would

in everyday life. One step towards building health literacy is understanding how you
experience stress and learning some ways to manage it.

In this workshop, you will:
* Learn what stress is and what it feels like
+ Explore how stress is related to chronic or rare diseases

+ Learn strategies for coping with stress

We hope this workshop gives you useful information and tools to help you deal with
stress to support your health. After all, your health really matters!

4 )
Health literacy is the ability to understand and use

health information to take care of our health and make
decisions about it.

Stress is the sense of pressure and tension we feel in
our bodies and our minds from challenges in our lives.

- J
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@ What are chronic and rare diseases?

When an illness lasts longer than a year, it's called a chronic condition. Many
chronic illnesses need treatment but don't have a cure. Some examples of chronic
diseases are:

+ diabetes
+ high blood pressure
+ asthma

* cancer

Arare disease is an illness that affects a small number of people. Rare diseases
often start in childhood. Not all chronic conditions are rare, but most rare
diseases are chronic. Two examples of rare chronic diseases are cystic fibrosis
and sickle cell anemia.

Living with a chronic or rare disease

Living with a chronic or rare disease can involve juggling medical appointments
and medication schedules, managing symptoms, and dealing with change. You
often can't predict how you'll feel on any given day, which makes it hard to plan
and live the way you want to.

When stress becomes unmanageable, it can make the symptoms of your chronic
illness even worse. That's why it's important to consider how stress affects the
way you manage your chronic illness.

f Chronic conditions are diseases that last a year or )
more. People with chronic diseases need ongoing
medical care. They can be treated but not cured and
may get worse over time.

Rare diseases affect very few people. They can be very
serious. Most rare diseases are also chronic.
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Short-term and long-term stress

Experiencing stress is a normal part of everyday life. Like illnesses, stress can be
short-term or long-term. Examples of situations that might cause short-term stress
include running late for an appointment or losing your housekeys. These situations
can be stressors. However, short-term stressors tend to have a solution that can
resolve the stress quickly.

When you have a chronic or rare disease, it's common to experience long-term
stress. Long-term stress lasts for weeks or longer. It can contribute to:

+ sleep problems

* low mood

¢ anxiety

* high blood pressure

+ weakened immune function
« other health problems

These issues can make living with an illness even harder, which can then make the
stress worse.

Health words A stressor is something that causes worry,

emotional difficulty, or a negative physical effect
on the body.
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(/2 \ Do you experience stress because of your illness?

It's common for people living with a chronic or rare disease to experience a lot of

stress because of their illness.

How much stress do you experience? How do you manage the stress you feel

because of your illness? Choose the statement that feels most like you.

]
[l

| don't experience any stress because of my chronic illness.

| feel stress sometimes because of my chronic illness, but I'm usually able

to manage my stress.

| feel stress most days because of my chronic iliness, but I'm usually able to

manage my stress.

| feel stress every day because of my chronic illness. | often have trouble

managing my stress.
| feel stress all the time, and I'm not able to manage it.

None of the above. Here's my situation:
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Meet Rosemary

Rosemary works as a cashier at a clothing store. One thing she enjoys
about her job is meeting people each day. Most days, she experiences

pain. Her hands are often stiff, and her joints can become swollen and
painful throughout the day. She sometimes has trouble doing tasks like

using the cash register or hanging up clothes.

At home, Rosemary needs help opening jars. Her young son doesn't
understand why she can't run around with him like she used to.

Rosemary is waiting to see her doctor about her chronic pain and
swelling, but it will be a few months before she can get an appointment.

@@ Let's talk about it

* How do you think Rosemary feels as she waits to see the doctor?
* What are some stressors Rosemary may be experiencing?

+ If Rosemary were your friend, how could you support her?
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Recognizing what causes stress

Remember, a stressor is something that causes you to feel stress. Here are
some common stressors that many people who live with chronic or rare

diseases experience.

Having more responsibilities. Keeping track of medical appointments,
medication, and treatment schedules can be time consuming and tiring. You
may have to manage these things on top of other everyday responsibilities.

Experiencing uncomfortable or painful symptoms from your illness.
Chronic illness can often cause uncomfortable symptoms. You can't always
predict how well or poorly you'll feel on any given day. Chronic pain can be a big

source of stress.

Needing to adjust your daily activities or work. Chronic illness can affect
your physical and mental capabilities. You might have to change the way you
live your day-to-day life. You might need to reduce work or take a leave to
support your health. How you feel each day can be unpredictable which can

make planning and following through on commitments challenging.

Experiencing discrimination. Strangers, or even people you know, might have
unfair beliefs or attitudes about your illness. This can be especially challenging

if you have an invisible illness. You might hear, “But it doesn't look like there's

anything wrong with you.” This might make you think you have to prove that

you're ill, which can add stress to your life.

An invisible illness is a type of physical, mental,

or neurological illness that you can't see when you
look at or communicate with a person.
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Changes in your social life. Chronic illness can affect your personal relationships.
If your mobility or energy is limited, you might not be able to socialize like you
used to. Sometimes your friends and family might not understand why things are
different. You might have trouble making plans or need to cancel if you don't feel
well.

Struggling with feelings of loss and grief. Your sense of self and identity can be
tied to your activities, job, and relationships. Some changes can feel like losses
that can be difficult to adjust to and accept. Grief is a normal response to loss.
Grief often comes with the loss of a loved one, like a death or a breakup. But grief
can also be experienced after any loss that impacts you deeply. And anybody who
has experienced grief understands just how stressful it is.

Health words

Grief is emotional pain experienced after a significant loss.

Often, you can't avoid the stressors connected to chronic illness. But when
you're able to recognize that you're feeling stress, you can do some things to
try and manage it.
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@@ Think about it

Do you experience any of these stressors because of your illness? Circle any
stressors that you can relate to. Write down any other stressors you experience
at the bottom of the list.

* Having more responsibilities

+ Experiencing uncomfortable or painful symptoms from your iliness
* Needing to adjust your daily activities or work

+ Experiencing discrimination

+ Changes in your social life

« Struggling with feelings of loss and grief
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O) stress management

Imagine pouring tea from a teapot into a mug. The mug holds the liquid until it is
full. If you continue to pour tea into the mug, the tea will spill over the sides of the

mug. The mug can hold only a certain amount of tea.

Now think of yourself as the mug, and each drop of tea is a stressor. Just like the
mug is only able to hold so much tea, most of us can handle a certain amount
of stress. But when your mug overflows, things you can normally handle might
seem much worse than they are. Living with a chronic or rare disease can make

stressors feel even more difficult.

Stress management starts with recognizing when you're feeling more stress than
you can comfortably manage. Then, you can try to identify the stressors, so you

can try to manage them.

Stress management isn't always part of a medical treatment plan. It might be up
to you to learn how to manage the stress caused by your chronic illness. And what
works for one person might not work for everyone. The stress you feel because of

your chronic illness is unique to you.
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@ What does stress feel like to you?

Stress can make the symptoms of your chronic iliness even worse. When you're
under stress, your heart might beat faster or your breathing might change. Your
muscles can feel tight. Stress can also change your appetite and digestion. And it
can affect how you think, feel, and behave each day.

Here are some common ways stress can affect your body, mind, emotions, and

« Headaches

* Tight muscles

behaviour.
Body Emotions
* Fatigue  Feeling less confident

* Not caring as much about things
that are important to you

¢ Feeling irritable

Mind

Behaviour

* Feeling more worried or
negative than usual

* Having trouble making decisions

* Having trouble thinking clearly

+ Changes in your sleep
* Substance abuse
+ Changes in your eating

+ Withdrawing from activities and

people

It may be unclear which symptoms are caused directly by your illness and which
ones are related to stress. When you're first diagnosed with a chronic illness, it
can take some time to tell the difference. When you become more aware of the
difference between how you feel when you're relaxed and when you're stressed,
you can identify how you respond to stress.
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Try it: Name it to tame it

Understanding what stress feels like and naming the stressors responsible for it
can help you feel more in control of how your body and mind react to stress. Try
this activity to tame your stressors.

1. Take a deep breath in and out. Think about a time and place when you felt
relaxed. Imagine you're visiting this time and place right now.

+ How do your head, chest, and stomach feel?

* How do your muscles feel?

2. Take another deep breath in and out. This time, think about a situation that
caused you stress.

« What was the stressor or stressors that caused you to feel stress?
Describe the stressor or stressors either out loud or in your head.

* Name the changes to your body and mind that you felt because of
the stress.

Now that you've named the stressors and become aware of how your body and
mind felt, you can feel less overwhelmed and more in control. Name it to tame it!
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@ Stress management strategies

Stress management strategies are healthy ways to cope with stress when you
feel it, as well as preventing and recovering from it. These strategies can become
part of your everyday routine to support your wellbeing and your health.

/ )
Stress management strategies are things you

can try to manage how stress affects your life,
work, and relationships.

To cope means to deal with problems or
stressful situations.

- J

@ Coping strategies

Coping strategies are things you can do to manage stressful situations. You can
try these coping strategies when you feel stress:

* Understand your limits

+ Use grounding techniques
+ Ask for help

+ Practice gratitude

+ Practice self-compassion
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=~_ Understand your limits
Everybody has a limit of how much stress they can manage. As you become more
aware of your stressors and how you experience stress, you'll begin to understand

your own limits. Awareness of your limits is essential for stress management.

When you live with a chronic illness, it's especially important to learn and respect
your limits. Ignoring your limits can make the symptoms of your illness feel even

worse.

Some days you might have more energy than others. If possible, try to avoid
overdoing it on the days when you feel a bit better or have a bit more energy. If
you do too much on the days you feel better, it can make you feel even worse on
your bad days. On days where you're not feeling as well or have less energy, try to
focus on smaller tasks.

Once you're aware of your limits, you can communicate them to yourself, your
friends, and your family. For example, if you don't have the energy to meet up

with a friend, it's ok to communicate that.

@Q] Think about it

+ Do you feel comfortable communicating your limits to others?
Why or why not?

* How can knowing your limits help you manage your stress?
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Meet Fatima

Fatima was diagnosed with a chronic illness a few years ago. She lives in
an apartment with 2 roommates. Some days Fatima doesn’t have enough
energy to do her share of the chores around the apartment. If she tries to
do too much, she feels sick and tired the next day, and it's hard to go to
work.

As Fatima has learned more about how to live with her illness, she has
realized that when her energy is low, she has to listen to her body and rest.

At first, she worried that her roommates would think she was being lazy if
she said she couldn’t do her chores sometimes. But when she talked to her
roommates about having a more flexible chore schedule, they agreed that
it was a good idea. On the days Fatima has low energy, she just needs to
let her roommates know that she'll postpone her chores until she's feeling
better.

@@ Let's talk about it

*  What limit did Fatima learn about herself?

¢ How did she honour her limit?
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ﬁ Use grounding techniques

Grounding techniques are exercises that focus your attention on the present
moment. They can help you feel more in control of stressors. You don't need any
special equipment or tools for these techniques. You just need you.

Deep breathing

It may sound simple, but taking deep, controlled breaths can slow down your
stress response and help you feel calmer. It can also lower your blood pressure
and reduce the stress you feel in your body.

1. Sit down and get comfortable.

2. Sit up as straight as you can. Pretend there's a string attached to the top of
your head and it's pulling you up gently towards the sky.

3. Countto 4 as you take a deep breath in. Pay attention to how your lungs,
belly, chest, and upper back feel as you breathe in.

4. Hold your breath for a moment or two.

5. Countto 4 as you slowly exhale all the way.

Feet on the earth

Stress can make you feel like you're detached from your body and the earth. This
exercise focuses on the actual ground beneath your feet. It can be done sitting,
standing, or lying down.

1. Choose a position that's comfortable for you.

2. Focus your attention on where your body touches the ground. This could
be the floor or ground, your chair or couch, or your mattress.

3. Take a deep breath in and hold it for a few moments.

4. Exhale and notice the texture of the surface that is supporting you (for
example, where your body is touching the ground). Press down on the
surface with your hands or feet and notice how you're supported.

5. Take another deep breath in and exhale. Imagine the heavy feeling of your
stress moving from you into the supporting surface.
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?
@ Ask for help

Sometimes you might need help to manage stress. For example, you might need
help with household tasks from a friend or family member. The people who care

about you may be waiting for you to let them know what you need.
Think about what kind of help would support you best. This could be:
+ Household help, such as getting groceries or doing chores
+ Emotional help, such as talking to a friend
+ Professional help, such as counselling or help from your health care provider

« Connecting with peers, such as joining a support group for people with a
similar health condition

Once you identify what kind of help you need, you can ask for it. If you're not sure,
talk to your health care provider. They can explain what kind of help is available
to you. Health care providers can also help connect you to home and social
assistance, such as:

Home and community care: Most provinces and territories have programs
that pay for personal support workers to help people with chronic illness do
household tasks, like dishes, laundry, and cleaning.

* Income supports: Most provinces and territories have income supports or
tax credits for people who can't work because of a chronicillness.

+ Food programs: Some provinces and territories provide additional income
support if you need special foods due to your illness.

The social services offices in your province or territory can also help you find out

what support you're eligible for and how to apply for it.

@E] Think about it

« Do you feel comfortable asking others for help? Why or why not?

« What is one thing that you need support with because of your illness?
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Meet Shawn

Shawn works in construction and plays in a band. When he was 42 years
old, Shawn noticed he was often short of breath. He was diagnosed with a
chronic illness that makes it hard to breathe. He was shocked and afraid.
He had no idea what his future would look like now that he had a disease
that wouldn't get better.

Shawn talked to a friend. It felt good to share the fear and anger he was
experiencing. His friend helped him make a plan to learn more about his
condition and how it might change in the future.

Shawn learned about grounding techniques and how to do breathing
exercises. He made sure to talk to his friend if he felt overwhelmed. In
one of those conversations, Shawn decided to learn to teach music as an

alternative type of work.

@@ Let's talk about it

How did Shawn feel when he was diagnosed? Did you experience any
similar feelings when you were diagnosed?

How might Shawn'’s illness affect his work or hobbies?

What stress management or coping strategies did Shawn use to help?

17 abchealthmatters.ca



£BC
Health Managing Stress With a
Matters Chronic or Rare Disease

W/ Practicing gratitude

You can lose a lot when you live with a chronic iliness. You might not be able to
live or work the way you'd like. When you experience feelings of loss and grief, it
can be powerful to think about your strengths and practice gratitude for what
you value in your life.

Practicing gratitude is not the same as pretending everything is ok. Instead, it's
about making the best of a difficult situation. This might look different depending
on the day. Some days it may be easier to feel grateful than others. Maybe one
day you feel grateful for a supportive friend or family member. Another day you
may be grateful for medication that helps relieve an uncomfortable symptom.

Focusing on what you feel is positive in your life can help lessen feelings of stress.

Health words Gratitude is recognizing the good

things in your life.

@@ Write about it

Write about 3 things in your life that you're grateful for today. Explain why
you're grateful for them.
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6%) Practicing self-compassion

Imagine yourself in a difficult situation. What advice would you give yourself to
get through it? Now imagine your friend is in the same situation. What advice
would you give your friend? Would there be any difference between the advice
you give yourself and the advice you give your friend?

Sometimes we can be harder on ourselves than on those we care about.
Self-compassion is when you treat yourself with the same kind of warmth
and understanding as you treat others. And practicing self-compassion can
help adjust how you think about yourself and your illness.

Self-compassion is about treating yourself
with warmth and understanding.

Health words

Try not to feel guilty about needing to rest or having limits. Thinking kindly and
caring about yourself supports a more positive mindset. And this positive mindset
can help you adapt and deal with stress.
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How to practice self-compassion

One way to practice self-compassion is to identify what's causing you stress
without criticizing yourself for how the stress is making you feel. For example,
“My illness is causing a lot of pain today. I'm frustrated that it's preventing me
from doing what | want to do.”

Try to think as kindly about yourself as you would about a friend in the same
position:

+ Instead of thinking: “I'm lazy for taking a rest”

* You can think: “I need to rest, and anybody else in my situation would
do the same”

Self-compassion helps create a more positive mindset overall. But practicing
self-compassion isn't always easy, especially when you're feeling unwell. It's a skill
you can learn and develop, like any other skill. It just takes practice. If possible,
ask a health care professional about support groups or other professionals who
can support you with learning how to practice self-compassion.

Try it

Here are some examples of changing your mindset to show yourself more
self-compassion. There's space at the bottom of the table to add your own

examples.
Instead of thinking ... Try thinking ...
I'm never going to get better. I'm going to take this one day at a
time. I'll have better days than today.
It's my fault that | feel like this. | have a chronic illness, and I'm doing
my best to manage it.
| can't do the things | want to do. There are things | can do that bring

me joy.
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Meet Marie

Marie has been having a difficult time. She was a teacher until she got sick
with a chronic disease that affects her energy levels and concentration and
causes joint pain. Marie went on long-term leave and since then, she has
been busy managing her health.

Marie begins to write down what makes her feel insecure or “not good
enough.” Looking at the list, she notices the emotions she's feeling. Marie
feels sad for herself and then also sad for the way she is treating herself.

She decides to write a letter to herself.

Dear Marie,

You are very strong. Living with an illness isn't easy.
Adjusﬁng to loig changes isn't easy. You've done both.
In the future, there may be more changes. You've
adapted to headaches that can shorten your days.
You have found ways to cope with joint pain and still
enjoy a walk in the neighbourhood.

Acceptance takes a lot of strength. You've accepted
when you need to rest and that you can't 90 back
to work yet. You've accepted what is happening and
you remain hopeful. | will do my best to always be
kind to you.

Marie puts the letter in an envelope and seals it. A few weeks later, she
opens and reads it. She reads it again whenever she has a difficult day.
This letter reminds Marie that there are many ways of succeeding in life.
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o] .
% Try it
When you feel ready, try writing a letter to yourself. In your letter, name the
different stressors and emotions you've been experiencing. Practice showing

yourself self-compassion by writing about what you do well to manage your
stress and what you'll keep working on.
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@ Self-care strategies

Self-care means doing things that reduce stress and bring you pleasure. You can
try different things to manage stress so that it doesn't become overwhelming:

+ Getting enough rest

+ Eating well

* Moving your body

+ Doing things you enjoy

+ Connecting with others

Jd

oc— Getting enough rest

Sleep is important for a healthy lifestyle. Many people living with chronic illnesses
face challenges with sleep, but getting enough rest is essential. You might find
that your body needs more rest than it did before, and that's ok—rest is an
important part of taking care of yourself.

Some things you can try to help you get a good night's sleep include:
* Have a consistent bedtime routine. This can help get your mind ready to rest.

+ Keep a consistent sleep schedule. Going to bed and waking up at the same
time every day can help manage your body's sleep-wake cycle and encourage
good sleep.

« Limit caffeine, alcohol, and technology use in the hours before bedtime.

+ At bedtime, practice relaxation techniques like grounding techniques and
deep breathing.

@@ Think about it

* What are early signs that you need a rest?
* When do you feel pressure to push yourself further than you feel you can go?

* How do you recover when you are very tired or have low energy?
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53 Eating well

Eating well supports your mental and physical health, but food can be expensive
and time consuming to prepare. You may not always be able to eat as well as
you'd like or even know which foods you should try to eat.

Your health care provider can help you learn what foods are best for you. They

may be able to refer you to a nutritionist who can recommend a diet that works
for your budget. You may also be eligible for additional income supports if you

need special foods to support your health condition.

ﬁﬁg Moving your body

Chronic illness can often make movement painful. It might even feel impossible.
But exercise doesn't have to be very hard or intense. Talk to your health care
provider about what kind of exercise is right for you. They may recommend
specific types of exercise to try and others to avoid.

Examples of movement you might be able to try include:
+ Walking
+ Stretching or chair yoga

+ Dancing or moving to music

Exercise is good for your heart, lungs, and muscles. It also produces chemicals in
your body that boost your mood, reduce physical pain, and improve your overall
wellbeing. Exercise can prevent stress and it can be used as a coping strategy

when you're feeling stress.

The more fun you can have while moving, the better. Movement with music or
walking with a friend is good for your body and for your mind and emotions.

@@ Let's talk about it

* How do you feel about exercise?
+ What kinds of exercise do you enjoy?

* How do you feel after exercising?
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Doing things you enjoy

Taking care of yourself includes choosing activities that bring you joy. Joy can
come from within yourself, from your environment, or from spending time with
others. Engaging in activities you enjoy can help you relax. This can recharge your
energy, help you to tune into feelings of happiness, and manage your stress.

Think about what brings you joy. Here are a few ideas to get you started:
* A hobby, like drawing or knitting
* Listening to music or making music
+ Visiting a park or garden
+ Taking care of houseplants
+ Spending time with a pet
* Having a bath or shower with a nice soap
+ Laughing at a funny movie or joking with a friend

« Connecting with people you care about

@@ Let's talk about it

* What are 2 activities you really enjoy?
* When was the last time you did these activities?

* How could you make more time in your life to do these activities?
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@% Connecting with others

Spending time with people you care about has important and wide-reaching
effects on your health. Connecting with loved ones can give you a sense of
belonging and purpose. It can help you feel supported and better able to handle

difficulties in life.

It's common for people with chronic iliness to feel lonely or isolated. You might
not be able to be as social as you once were, and it can feel as though no one else
understands what having a chronic iliness is like. A good first step towards dealing
with loneliness is to reach out to a friend or a family member.

Support groups are also a wonderful way to build new social connections and feel
a sense of belonging with people going through a similar experience. Your health
care provider or local librarian can help you connect with a support group. Many
groups are devoted to specific chronic diseases, and there are groups for people

with rare diseases, too.
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(,Q\ Stress and mental health

Stress and mental health are closely related. Mental health means how well
you're able to cope with the stresses of life. When you live with a chronic illness,
you may have additional stressors that could affect your mental health. And when
you have a long-term illness, you may experience long-term stress.

Talking to a trusted friend and using grounding strategies can help if you're
feeling anxious or depressed. But you can also talk to your primary care provider
or a member of your care team. There may be help and resources in your area
they can recommend, such as support groups or counsellors.

Sometimes, when people feel very sad or overwhelmed, they need to get help
urgently. If a person is thinking about ending their life, it's very important to get
help. A mental health emergency might look like:

« Feeling very low, sad, or out of control

+ Having thoughts of hurting yourself or someone else

You can call 988 for a mental health emergency. It's just like calling 911 for a
medical emergency. Your mental health is as equally important as your physical
health. You can also go to a hospital's emergency room to get help.

Mental health means how well we're able to cope
with the stresses of life, whether they have to do with
a chronic illness, work, family, friendships, or other
relationships and events in our lives.

4 )

Canada has a national hotline for people who are having
thoughts about hurting themselves. You can get help by
calling 988.

If you are in crisis:
+ Call911
* Go to the nearest hospital

+ If you or someone you know is thinking about
suicide, call or text 988. Support is available 24
hours a day, 7 days a week
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Congratulations! S

You've completed the ABC Health Matters workbook on Managing ©
Stress With a Chronic or Rare Disease. You've taken the next step in

managing your health.

For the last activity, we hope you will make a pledge. The pledge
can be personal or you can share it with others.

Health words

A pledge is a serious promise to yourself or others.

My pledge

| pledge to take care of myself by:

Sometimes a pledge needs an action plan: a list of steps you'll take to make your

pledge happen.

My action plan

What | will do differently is:

What | can do right now is:

What | will do in the next six months is:
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