
MENTAL HEALTH 
MATTERS
When diagnosed with and living with a rare disease like paroxysmal nocturnal hemoglobinuria, or 
PNH, individuals may experience a range of emotions, including confusion, uncertainty, or profound 
sadness. Although the journey can feel isolating and overwhelming, many patients and families share 
similar experiences and there are resources to support you in managing your mental health.

Dr Al Freedman, a psychologist who has spent the past 25 years supporting people living with rare disease 
along with their families, provides his thoughts on his most frequently asked questions (FAQs). 

Select a topic below to view FAQs.

Albert Freedman, PhD, has a unique voice as a mental health expert and as the father of an adult son who lived 
to the age of 26 years with a rare disease. As a practicing psychologist in independent practice, Dr Freedman has 
provided counseling services to children, adolescents, adults, and families for over 25 years. He specializes  
in working with patients and families affected by rare disease, disability, and complex medical conditions. 

Dr Freedman provides consultation to rare disease advocacy organizations, biopharmaceutical companies, 
healthcare organizations and schools. He speaks at conferences nationally and globally on challenges facing 
families affected by special healthcare needs and has written widely on the topic.



RECEIVING A DIAGNOSIS
Select a question to view the answer.

Receiving  
a Diagnosis



MANAGING EMOTIONS WHILE  
LIVING WITH A RARE DISEASE 
Select a question to view the answer.
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NAVIGATING RELATIONSHIPS  
& SOCIAL DYNAMICS
Select a question to view the answer.
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SUPPORTING A LOVED ONE
Select a question to view the answer.

Supporting  
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