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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 life easier and better. We can also improve the lives of the people

we care about.

Health words Health literacy is the ability to understand and

use health information to take care of our health

©|

and make decisions about it.

Organizing care

This workshop is designed for people who organize health care for themselves
or for someone else. Managing an illness or health issue can be stressful and
overwhelming. Finding ways to organize information about health care can help

you feel more in control.

In this workshop, you will:
+ Think about your care team and the different roles people play
+ Learn ways to prepare for medical appointments
+ Learn strategies to stay organized after your appointments

+ Think about whether digital tools can help you organize your care

We hope that this workshop gives you useful information and tools to help you
feel confident taking care of yourself and your loved ones. After all, your health

really does matter.
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(%ﬂ What are chronic and rare diseases?

Have you ever sprained your ankle or had a bad flu? Maybe you needed help
getting down stairs or picking up groceries while you recovered. After a week or
two, you were probably able to live the way you did before you got hurt or sick.
This is an example of a short-term health condition.

The opposite of a short-term health condition is a chronic condition. This kind of
illness is ongoing. It might last a year or the rest of your life. A chronic condition
may require treatment and often doesn't have a cure. Some examples of chronic
diseases are:

+ heart disease

+ diabetes

+ asthma

* cancer

A disease that affects a small number of people is called a rare disease. Most rare
diseases start when you're a child and are chronic. Rare diseases include:

+ cystic fibrosis

+ some types of muscular dystrophy

* sickle cell anemia

4 I
Health words 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.

- J
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Some chronic and rare diseases are progressive. A progressive health condition
will not get better over time, and it often becomes worse. Aging can be considered
a progressive health condition. Many people help care for their aging parents. As
the parents get older, they will need more help.

People who have chronic, rare, and progressive conditions usually require more
complicated care than people with short-term health conditions. Managing that
care can be a lot of work.

Progressive means a condition or disease won't

Health words

get better over time. It can often get worse.

3 abchealthmatters.ca
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@ How much time do you spend
organizing health care?

Think about how much time you spend taking care of yourself and your health
needs. Now think about the time you spend taking care of other people who are
important to you.

Is organizing health care a big part of your life? Do you feel confident in your skills
organizing care? Choose the statement that sounds most like you.

[ ] I'm confident about handling complex health care situations. | have a lot of
ideas to share on how to stay on top of everything.

[ ] I've been organizing care for myself or someone I love for a while. I'm
doing an okay job, but | know there’'s room to improve.

[ ] Keeping organized isn't easy for me. | often don't feel prepared for doctor’s
appointments or hospital visits.

L] rmnewto organizing care and feeling overwhelmed!

[ ] None of the above applies to me. Here's my situation:

If you're feeling worried or overwhelmed about organizing care for yourself or
someone you love, that's okay. Organizing care is a skill. There are lots of ways to

learn more and grow your caregiving confidence.

4 abchealthmatters.ca
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Q Meet River
River works at a small bakery. He's good at helping customers and
keeping track of the schedule for special orders. River also loves

volunteering at the local dog shelter. He often helps make phone calls to
pet stores to ask for donations.

River just learned that his son, Noah, has a rare disease. River's family
doctor recommends that he speak to several other doctors, get some
tests, fill a prescription for Noah, and join a family support group. The
doctor said she would share more information and schedule more
appointments for Noah.

River has never heard of the disease Noah has. He feels overwhelmed
with the news and all of the new things he needs to learn and do.

@@ Let’s talk about it

* River is experiencing some major life changes. What things do you think
will be new and different in the next few months?

+ River feels overwhelmed. What could River do to feel better prepared for
what's ahead? Is there anyone River could ask for help?

+ What skills and knowledge does River already have that might help him as
he organizes care for Noah?

5 abchealthmatters.ca
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() Building a care team

When someone is sick with a chronic or rare disease, they don't need to face it
alone. It's good to have a whole team of people helping out.

Knowing who is involved in care is an important first step towards feeling
organized. Identifying your support people can help you feel comfortable asking
them for help. Let's look at who might be part of your care team.

+ A Care recipient is the person who is getting help from health care providers
and caregivers. A care recipient might be your parent, friend, sibling, or
neighbour. You might also be the care recipient. At different times in our lives,
many of us receive care.

Health care providers are paid professionals like nurses, social workers,
pharmacists, personal support workers, and doctors.

« Caregivers help someone who has a health problem, disability, mental iliness,
or other need. Caregivers can be paid and do this work as a job. Or they can
be unpaid and provide care to someone they have a relationship with.

Caregivers provide practical help, like:

Washing dishes + Helping with using the toilet

Cleaning the home + Communicating with health care

Grocery shopping and cooking providers

+ Monitoring medications and other

Taking people to appointments
& peop PP health care treatments

Helping with bathin
PIng & Providing emotional support

@E] Let's talk about it

Think about who's already part of your care team. Are there other team members
you want to add?

6 abchealthmatters.ca
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Having more than one health care

%Mé provider

When you're organizing care for someone with a rare or chronic disease, you
might talk to many health care providers. It can be confusing to figure out who

can answer your questions.

Your primary care provider is the main person in charge of your care. They will
connect you with specialist doctors.

Health words

4 )

A Primary care provider is the medical professional

in charge of your care, like your family physician.

Specialist doctors are doctors who can treat a
specific part of your health condition. For example,
an ENT is a specialist for your ears, nose and throat.

- J

If you need specific treatment from a specialist doctor, like chemotherapy for
cancer, the specialist will be in charge of that care. When the treatment ends,
your primary care provider becomes responsible again. Sometimes, the special
treatment becomes part of your regular routine. In this case, your primary care
provider might supervise that ongoing treatment and care.

Health
¢ W|se

Many people in Canada don't have a primary care

provider. It can be challenging to find one. These

services may be able to help you find a primary
care provider:

* Settlement services

+ A Community Health Centre in your area

* Your local hospital

- J
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As you go to different health care appointments, you'll get a lot of information.
A good way to keep track of all this information is to keep a health journal.

Health words A health journal is a place where you write down

everything you learn about your own health or the
health of the person you care for.

You can keep a health journal in a notebook or even on your smartphone.

A health journal can be used to organize:
« Contact information of health care providers
+  Appointments
+ Symptoms
+ Diet
* Questions for your doctor
* Medication schedules

+ New words you want to look up later

Everything related to your health can live in this one place that’s easy to access.
Keeping track of your health in a journal helps you know what's going on with
your health and can make your life less stressful.

8 abchealthmatters.ca
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Organizing care

o Who's in your circle of care?

Think about your care or the care you are involved in. Make a chart to list the

people who are involved in supporting you. You can also think about people who

could be involved so you can ask them.

ok Circle of care for:

ok Health care decision maker:

@ Primary care provider:

W} Contact information:

Other health care providers:

© What they help with:

¢ Contact information:

o Pharmacy for prescriptions:

@ Caregivers:

} Contact information:

Other support people:

© What they can help with:

} Contact information:

abchealthmatters.ca
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% Sharing health information

In Canada, a person’s health information is confidential and protected by privacy
laws. A health care provider can only share a patient’s health information if that
patient consents. They can only share the information with people that the
patient wants to share their information with.

Health words

4 )

Confidential means private. It means no one can

share your information with anyone else without
your permission.

Consent is when someone gives permission for
something to happen. For example, you can give your
consent for your health information to be shared.

- J

A care recipient or their decision maker needs to let their health care providers
know who is part of their circle of care. People in the circle of care can get
treatment plans.

Sharing your health information is up to you. You get to choose who can and can't
get your health information.

©
% ‘I;l\,iesaelth Health care providers take your privacy very
seriously. Let them know who they can and can't

talk to about your health.
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¢ | Preparing for medical appointments

Keeping health information organized can make it less stressful to keep track of
care. It can also help you feel more prepared when you meet with your health
care provider. It can also help you make the most of the time you have with

your health care provider.

If you want, you can ask a friend or family member to come to important
medical appointments with you. A friend can help you feel comfortable
asking your questions. A friend can also listen and take notes or record your
appointment to make sure you don't forget important information.

@@ Let's talk about it

* How do you prepare for medical appointments?
* What organization strategies work for you?
+ What organization strategies don't work for you?

+ What tips would you share for someone who is stressed or nervous about
talking to a health care provider?

If you're more comfortable communicating with your
health care provider in a language that's not English,
you can ask for an interpreter. Interpreters can often

help over the phone or in person.

11 abchealthmatters.ca
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OS Organizing information about
[\ symptoms
It's important to keep track of symptoms. It's also good to keep track of how

medications and other treatments are working. Health care providers want to
know what helps with symptoms and what makes them worse.

Here are some things you can track:
The time of day when the symptom happens
How long the symptom lasts
How strong the symptom feels: light or heavy, painful or uncomfortable
The parts of the body affected by the symptom
Anything that triggers the symptom or makes it worse

Anything that makes the symptom feel better

Health words

4 )

Symptoms are words that you use to describe

how you are feeling.

A trigger is the cause of certain symptoms. For
example, a particular medication may cause you
to feel nauseous.

J

These details are helpful to health care providers, but they're a lot to track!
A system can help you keep track of them:

*  Write down your symptoms in a notebook, including the date
+ Use a calendar to record your symptoms

+ If you use a smartphone, you can record your symptoms in a calendar app
or notes app. There are even special apps made for symptom tracking.

12 abchealthmatters.ca
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© Meet Mona

Mona has a rare disease. She's been feeling sick to her stomach since she
woke up this morning. She took some anti-nausea medication that helped
a little, but she still isn't hungry at all. A hot water bottle helped her feel

a bit better, and so did eating some crackers, even though she wasn't
hungry. When Mona tried to sit up to watch TV, she felt much worse than

when she was lying down.

Use the symptom tracker below to write down Mona’s symptoms

f# Date:

¥ Symptom: Q Affected area:

® Circle the time of day:

Morning Afternoon Evening Night

& Severity (1-10): ®© How long it lasted:

12345678910

¥ Possible triggers:

¥ What helped: ¥ What didn’t help:

13 abchealthmatters.ca
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E Medical appointment checklist

If you're seeing a new health care provider for the first time, they may have
guestions about the care recipient’s medical history. It can be helpful to think
about your health and medical history ahead of time.

Health words

Medical history is your personal or family health
history. The doctor may want to find out about
your past health to better diagnose your condition
or prescribe medication.

Here's a checklist that can help you organize information before your
appointment. It also reminds you what to bring to a medical appointment.

Medical appointment checklist

4k Health care provider: @ Information for the health care provider:

Health conditions

! Telephone number:

Allergies

© Things to bring:

[] Health card or health insurance ID

[] Notes and records about symptoms Past surgeries

[] Alist of my medications or the
medication bottles

] Away to take notes

History of illnesses in the family
[ Away to record the appointment

Current problem to talk about

Pharmacy name and location

14 abchealthmatters.ca
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Keeping track of what you learn at
appointments

Medical appointments can feel overwhelming. It can be hard to remember all

the information from your health care provider.

Here are some ways to keep track of information:

If your phone can record sound, you can ask if it's okay to record your
appointment

You can ask to video record important steps, like how to change
bandages

Take notes in a notebook or notes app during your appointments.
Go over them with the health care provider before you leave the
appointment to make sure you understood everything

Ask for a summary of the appointment to be printed for you or emailed
to you

At the end of the appointment, try to repeat back to your health care
provider what they told you. This helps you check that you understood
everything

After your appointment, tell a friend about it. This can help you think of
questions you still have or forgot to ask

Include this information in your health journal.

G]Q] Let's talk about it

What are some other good ways to organize information about care?

15 abchealthmatters.ca
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A
Organizing advice from appointments

Health care providers may give you advice about medications, diet, exercise, or
other activities. Hearing the information in the appointment is one thing. But
actually following the advice is another.

Organizing the advice can make it easier to follow. Here are some ideas to help
you organize advice:

Medications

« Setalarms on a clock or your phone to ring when it's time to take
medication

Use a pill organizer box to make it easy to see which medications to take
on which days

« Ask your pharmacy if they can package medications so they're sorted by
day and time
Diet

«  Write a list of foods to avoid or foods to eat and put it on the refrigerator

Exercise

+ Make a video of yourself doing the recommended exercise movements

+ Setan alarm on a clock or your phone for the time of day you choose for
the exercises

16 abchealthmatters.ca
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Meet Jenny

Jenny has been trying to juggle her physiotherapy sessions and taking
her medications for her arthritic knees. Sometimes it's confusing to keep
everything straight in her head. There's so much she has to remember!

She can make it a little less confusing and less stressful by making a
treatment schedule.

Jenny's doctor tells her to take several medications:
« 1 corticosteroid pill, to take twice a day with breakfast and dinner
+ 2 pain reliever pills, to take once a day in the morning
a special cream, to use once every day
Jenny also has to visit her physiotherapist three days a week.

Let's help Jenny make a treatment schedule:

& Medication £ Date d Morning “®- Lunch C Evening
Time Taken | Time Taken | Time Taken
L] L] L]
L] L] L]
L] L] L]
L] L] L]
L] L] L]
L] L] L]
L] L] L]
L] L] L]
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2| Finding reliable health resources

An important health literacy skill is knowing where to find reliable information
about support and resources for people with your health condition or the

health condition of the person you organize care for.

4 I
Health words A resource is a person, service, or tool that

can help you solve challenges. For example, a

ramp is a resource that helps people who use
wheelchairs and walkers.

- J

You can always ask your health care provider for resources. Or talk to your local
pharmacist. Another great place to ask is your local library. Librarians can help
you find the right kind of information. They can help you research information on
the internet and find organizations that can help.

Many organizations support people with particular health conditions. These
organizations may offer things like:

« Support groups for people with the illness or their caregivers
+ Advocacy networks that ask the government for more help

* Fundraising campaigns to fund research for treatments

@@ Let's talk about it

* Where would you look for resources about your condition or the condition
of the person you are caring for?

+ What kind of resources would you like to find in your community?

* Where have you found helpful health information?

18 abchealthmatters.ca
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@ Using digital tools to improve your
= health

One way to help organize your health information is to use digital tools. You

might use a smartphone or computer to:
* Receive text message reminders about appointments
+ Book appointments online using your hospital's website
+ Track what you're eating and how you're feeling

+ Access an online portal for your hospital or clinic to see test results,
imaging reports, and other information

* Meet with a specialist for a virtual appointment

Health words A virtual appointment allows you to meet with a health
care provider over the internet using a video call or

phone call. Sometimes this is also called telemedicine.

Many specialist health services are in hospitals in urban centres. People who live
in rural and remote communities might have trouble accessing specialist care.
Digital health tools help these people speak with specialists without travelling a

long way.

19 abchealthmatters.ca
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= Challenges with digital health tools

L

The purpose of digital health tools is to make it easier for people to access
health care and organize their health information. If you're not comfortable with
computers or if you don't have one, tell your health care provider so they can

find another way for you to get the information you need. Digital health tools are
not if you can't access them.

Digital health tools might not work for everyone. Health care providers need to
check on many health conditions in person. Your health care provider can help
you decide what kind of appointment will best meet your needs.

@@ Let's talk about it

+ Have you used digital health tools before?

+ What digital health tools did you like?

Have you used any digital health tools that you didn't like?

How do you decide if a digital health tool is right for you?

20 abchealthmatters.ca
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River and Noah

River helps his son Noah with care for his rare disease. Noah's primary
doctor sent him to a specialist to run a test. After the appointment,
River and Noah expected to get a phone call to let them know if things
were okay or not. The phone never rang, and River is worried something

might be wrong.

After a few weeks, he calls the clinic to ask what's going on. The nurse
is surprised. The clinic posted Noah's test results on the online portal.

They thought River would know to look there.

2 .
% Let’s talk about it
+ What did the health care provider assume about River?
«  What would River need to be able to find the test results?

* What questions could River ask at the end of an appointment?

Tell your health care provider if you don't have a
computer, a smartphone, or internet at home. Virtual
appointments and online portals might not be a good

option for you.
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Congratulations! S

You've completed the ABC Health Matters workshop on organizing ©
care. You've taken the next step in managing your health.

+ What did you learn that will be helpful for you?

* What did you know before?

* How will you use the information from the workshop?
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