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Session Description 
In this session, we will focus on the multiple aspects of PH care that change when pediatric 
patients transition from childhood into young adulthood. This session aims to educate and 
prepare patients and their families for the changes in school considerations, medication 
management, reproductive health and communication with the PH care team.  
 
Learning Objectives 
Attendees will be able to: 

• Know the resources available to children and young adults at school to maximize their 
education 

• Review special considerations for children and young adults in school or at work  

• Understand when and why it is important for your PH provider to discuss reproductive 
health 

• Identify ways to empower adolescents and young adults to take responsibility for their 
own health and lifestyle 

 
What Resources are available to my child at school?  

• School age children and adolescents with PH should have a 504 in place for school. A 
“504” refers to Section 504 of the Rehabilitation Act and Americans with Disabilities Act.  

o This 504 ensures that a child who has a disability identified under the law and is 
attending an elementary or secondary educational institution, receives 
accommodations that will ensure their academic success and access to the 
learning environment.  

o Common accommodations may include: 

▪ Two sets of books: One for home and one for school. This accommodates 
for sick days and to decrease the amount of supplies a child is carrying 
back and forth. 

▪ Students may need access to restroom several times during class due to 
medications.  

▪ Students should be allowed to participate in gym/physical education (PE) 
but not graded on performance. 

▪ Students may need to leave class early or arrive late. 

▪ Classes and distance should be taken into account; If there are stairs, 
students should have an elevator pass and lockers should be close to 
classes. 

▪ Assignments may need to be shortened or excused due to absences. 

▪ Students may need additional time on in-class or standardized tests. 

▪ At the beginning of each year, staff should be educated on the student’s 
medical condition, medications and needs: 

 All teachers including PE, school nurse, principal and office staff 
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▪ Student may need to miss days due to worsening PH symptoms, 
medication side effects, medical testing and doctors’ appointments. 

 

• Your child may also qualify for an individual education plan (IEP)  
o An IEP outlines learning goals for a student with specialized needs.  
o Only certain classifications of disability are eligible for an IEP. Those 

classifications include:  

▪ Learning disability, attention deficit hyperactivity disorder (ADHD), 
emotional disorders, mental retardation, autism, hearing impairment, 
visual impairment, speech or language impairment and developmental 
delay.  

o A school must help a child master the goals outlined in his or her IEP in the least 
restrictive learning environment possible. In certain situations, a specialized class 
is necessary to facilitate optimal learning. If your child is eligible for an IEP, you 
may include accommodations that he or she needs for pulmonary hypertension 
in the fourth page of the IEP. In this case, a separate 504 plan is not necessary.  

 
What other accommodations should be considered for children and young adults going to 
school or work?  

• Education of school staff is vital in the success and safety of students at school, 
especially if the student is on a continuous prostacyclin infusion pump or inhaled 
prostacyclin.  

o The specialty pharmacy nurses will train school staff/nurse on the disease, 
symptoms, restrictions, medications – including the nebulizers and infusion 
pumps – and what to do in an emergency (i.e. when to call the PH doctor about 
worsening symptoms vs when to call 911).  

• Not all activities are recommended for students with PH. Consensus among most 
Pediatric PH providers is NO competitive sports and NO contact sports.  

o Recommended extracurricular actives and sports include:  

▪ Martial Arts like Tai Chi, Tai Kwando, and Karate (no board breaking or 
contact like grappling)  

▪ Golf  

▪ Bowling 

▪ Band- strings, percussion, keys (no wind instruments)  

▪ Drama, filmmaking, photography 

▪ Choir 
 

• For adolescents and young adults working, your employer may need to make job 
accommodations making it is possible for you to perform your job. Accommodations 
may include specialized equipment, modifications to the work environment or 
adjustments to work schedules and responsibilities. Not all people with disabilities (or 
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even all people with the same disability) need the same accommodation. Under Title 1 
of the Americans with Disability Act: 

o A job accommodation is an adjustment to a job or work environment that makes 
it possible for an individual with a disability to perform their job duties 

o The only legal limitation on an employer's obligation to provide reasonable 
accommodation is that the changes or modifications may not cause "undue 
hardship" to the employer. "Undue hardship" means significant difficulty, 
including accommodations that are overly extensive or disruptive, or which 
could impact the actual running of a business. 

▪ Your HR department will have leave and/or disability paperwork for your 
PH provider to complete. 

 
The teenage years are hard for any child. Teens have to navigate peer pressure, social stressors, 
and temptations. It is human nature to want to “fit in” and “be normal.” It is important that 
you/your child have a good support system which can include friends, family, church, 
counselors, other children and families living with PH, support groups, team mates, etc.  

 
Let’s talk about sex, drugs, and rock ‘n roll!  

• Why does our PH provider need to talk to me/my child about reproductive health?  
o For women with WHO Group 1 PH (PAH, pulmonary arterial hypertension), 

pregnancy is not recommended because it is associated with life-threatening 
risks for both the mother and baby.  

▪ Estrogen might worsen PAH and can increase risk for blood clots; 
Estrogen-based birth control pills are typically not recommended.  

▪ Most commonly used birth control options include intrauterine devices 
(IUD’s) such as Mirena® IUD (levonorgestrel-releasing intrauterine 
system), or IMPLANON® (etonogestrel implant) (non-estrogen implant)  

o Many of the medications used to treat PH have risk for serious birth defects and 
are under black box warning by the FDA requiring that females of child bearing 
potential have monthly pregnancy tests and use two (2) forms of birth control 
during intercourse.  

• Although a little alcohol now and again is probably okay, binge drinking can be 
dangerous.  

o Alcohol usage can affect your INR if you are taking Coumadin® (warfarin), as it 
can cause dehydration. This can be compounded if taking diuretics and can cause 
increased vasodilation. When combined with PAH medications, this increased 
vasodilation can make you to feel lightheaded or pass out. It is not 
recommended and would be a conversation worth having with your PH care 
team to outline guidelines and restrictions. 

• Methamphetamine use is dangerous for anyone and is associated with PAH and can 
acutely worsen PH symptoms.  

• Smoking isn’t good for anyone and can worsen PH symptoms! 

https://www.eeoc.gov/policy/docs/accommodation.html#undue
https://www.eeoc.gov/policy/docs/accommodation.html#undue
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• Your PH specialist may ask to speak to you/your child alone for part of the visit. This 
allows the patient and the provider the ability to establish open communication.  

 
 
How to prepare for the transition of care from the pediatric PH specialist to the adult PH 
specialist 

• The earlier you prepare your child for life as an adult, the better! It’s a good thing to 
become independent in a responsible way.  

o Make sure that the child or teen knows what medications they take and why. 

▪ If on a continuous infusion pump, start teaching them how to mix and 
program the pump. The same applies for inhaled medications. 

▪ Have the child or teen know what pharmacies their medications come 
from and have them begin practicing calling in for their refills. 

o Have them learn when it is appropriate to reach out and talk to their PH care 
team. 

▪ They can begin calling their PH specialist when they have questions, need 
refills, have medication side effects, or worsening symptoms instead of 
having a parent call every time (Standby). 
 

o Have them prepare for their future, and prompt these conversations! 

▪ What do they want to do after high school?  

 Work? College? Volunteer?  


