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Use the back of this sheet for additional ideas, steps, or goals! 

 
Session description: 
If you’ve recently been diagnosed with PH, you have likely been thrust into a new world filled with clinical tests, 
medical jargon, low sodium diets, oxygen equipment and various medications. This can be overwhelming, to say 
the least. In this session, we will talk about tools for enjoying the “good days,” as well as coping with the “bad 
days” - and discuss options and ideas for improving quality of life. Through a discussion of strategies on how to 
work with your health care team and communicate with your friends and family about PH, we hope that you will 
leave with a renewed sense of hope and empowerment. For this open discussion, please bring tips that have 
worked for you, challenges, and suggestions on how the PH community and care providers can help! 
 

Learning objectives: 
● Learn about “quality of life” the way your health care team thinks about it AND discover how YOU see it 
● Think about YOUR priorities and what to talk to your health care team about first… and second… etc. 
● Discover: Who IS your care team, anyways? How do they fit into your priorities and how do you talk to 

them about – and advocate for - your quality of life priorities. 
● Leave the session with at least ONE clear goal and plan for taking the next step toward your quality of life 

 
Quality of life (QoL): Is your sense of “well-being” and life satisfaction. It encompasses physical health, family and 

friend relationships, education, employment/finances, religion and your environment. More and more, health 

care providers are acknowledging that it’s not just about “objective” measures of how well a person engages in 

the world (from the perspective of some generalized definition); but that quality of life is about a person’s actual 

situation in the context of their own expectations. So it is about YOU. 

We’ll explore the following – and anything else you consider when you think about quality of life: 

How does having PH, or having a family member/loved one who has PAH, impact your: 

 Physical health - Physical activity, nutrition and hydration, sleep 

 Emotional well-being 

 Sexual health and satisfaction 

 Relationships & Social Support - Partners, family, friends, caregiver(s) and your health care team, 

community 

 Sense of accomplishment - Goals or experiences you still want to have 

 Meaning of life - Spirituality, religion, philosophy, etc. 

 

How do you want it to improve? 

 

What’s your QUALITY OF LIFE GOAL for the next 6 months? 

I want to: _____________________________________________________________________________________ 

How will I know I reached my goal? _______________________________________________________________ 

What are the steps to make it happen? ____________________________________________________________ 


