Your Team

You can use the information, ideas, and facts in
this guide to help you navigate the road ahead. Your
involvement with your care partner is an ongoing
relationship. Remember to think of it as a partnership
as you work together in the management of your PAH.
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Help your care partner help you

Living with pulmonary arterial hypertension (PAH) can be challenging.
You may have already noticed some changes in what you can do each
day. Sharing what you’re going through with the people in your life
may help them support you.

A US survey of 79 patients with PAH and 76 care partners conducted for the
Pulmonary Hypertension Association1 showed that PAH care partners want to
play a bigger role in their loved ones’ treatment. Half of care partners say they’d
like more information on PAH and treatment options at the time of diagnosis.1

• If you’ve had PAH for a while, your care partner may still benefit
from a refresher. He or she may have some new questions about PAH.

PHRASES TO SHARE

• If you’re newly diagnosed, you and your care partner can start
learning about how to better manage your PAH together.

“I don’t want to give up all the things I love.
And I don’t want PAH to change everything
about your life either.”

Plan ahead with your care partner
PAH can affect your ability to do everyday tasks, which could be frustrating
to you.1 Discuss what changes can be made for a plan that puts you and your
care partner at ease. This same survey showed that

83
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%
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of patients said they had some trouble with
household chores due to PAH symptoms.
of patients said they had some difficulty
with errands.
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Share your story
People who do not know about PAH may not fully understand how you
are feeling. To them, you may look and seam healthy, but in reality,
you may be experiencing a range of emotions and feelings. Although
at first you may feel uncomfortable openly discussing PAH and how it
affects you, talking to someone about these aspects can be helpful.

Pay attention to mood and activity level

Sharing the impact PAH
has on you
Think about which aspects
of living with PAH you wish
your family and friends
better understood. Use the
space to add any notes.

Dealing with a condition like PAH can cause both physical and emotional
changes.3 For example, you or your care partner could experience fatigue
or depression. 2,3 By anticipating these issues ahead of time, you can work to
address the problem.

How you are feeling beyond your
physical symptoms
Your good and not-so-good days

Watch for warning signs in yourself and your care partner, including1:

What else?

• Changes in daily activities, such as sleeping in too often or avoiding
routine events
• Emotional changes, like anger or denial about your PAH
• Unexpected changes, including cutting off friends or canceling plans

Talking about PAH
and symptoms

By talking about them, unhealthy coping techniques can be replaced by healthy
ones. Always talk to your doctor if you are experiencing depression.

Other

PAH symptoms
What else?
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PHRASES TO SHARE

What is PAH

“I know I just seem tired on the outside. But that’s because
on the inside, I’m fighting for energy. My body has trouble
getting oxygen. It’s like I’m climbing a mountain every day.”
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Ask for support

HERE’S AN EXAMPLE. WHEN YOU PUT IT ALL TOGETHER, YOUR REQUEST SHOULD BE CLEAR:

It’s okay to accept some help—especially from those who offer it. And your
care partner may get more from the experience than you think. Many care
partners report that their new responsibilities made them realize they were
capable of more than they’d thought possible. Two-thirds of care partners
say it “brought out a better person” in them.1
Here are some ideas you can talk about together. Use the space
to add any notes.

Emotional Support

Communications

Share your thoughts, feelings, and
experiences with them.

Make a list of your questions or
concerns for your doctor together.

Spend quality time together.

Involve them in helping you track how
you are doing, good vs not-so-good
days, and preparing information for
your doctor visits.

Involve your family and friends in
your day-to-day and events coming
up that are important to you.
What else?

“I’ve been feeling extra tired lately and haven’t been able to
get to the grocery store. I feel like I don’t have the energy
to keep up with everything I need to do. Can you help me
by picking up my groceries this week?”

Go to doctor appointments together
and ask them to take notes for you.

Take time for yourselves
Both you and your care partner need and deserve time to recharge.
This can be different for each of you. It could include:
• Taking time out for your hobbies
• Connecting with other friends and family for support
• Joining a support group to meet other people in your situation1,2

What else?

Daily chores and things
you do
Arrange for a loved one to help you
around the house.

Help you connect to a Janssen
CarePath Care Coordinator.

Research PAH and diet together and
plan weekly meals.

Coordinate with your Specialty Pharmacy.

Call on some friends or neighbors to
help you do any heavy lifting around
the house.
What else?
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Getting access to your
PAH medication

In a study of care partners, most felt that their role
brought new meaning to their lives. And more than half
said they had “found fulfillment” in being a care partner.1

What else?
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Build your community
Talking to other people who have
PAH who understand what you’re
going through can help you feel less
alone. Ask your healthcare team to
recommend local groups. You may
also be able to find online, virtual,
or phone-based support groups.
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Here’s a list to get you started:
• The Pulmonary Hypertension Association sponsors over 200 support groups
and hosts online chat rooms. You can contact them by calling 1-800-748-7274
or learn more by visiting their website, phassociation.org
• The Caregiver Action Network (CAN) provides education, peer support,
and resources for caregivers. Learn more at caregiveraction.org
• The American Lung Association has educational resources available to help you
learn more about PAH. You can contact them by calling 1-800-586-4872 or learn
more by visiting their website, lung.org
• The Blue Lips Foundation funds research and education for early detection and
diagnosis of PAH. You can learn more at bluelipsfoundation.org
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