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THE 12 LESSONS OF PORPHYRIA 

 

 

Lesson 1:  
“In desperate times, there is no room for ego or politics”. 
 
Lesson 2:  
“Never take medication without a second opinion and always start with half the dose of a new 
medicine” 
 
Lesson 3:   

“Choose a trustworthy person to act as your guardian, to think, speak and run errands on your 
behalf when in attack” ”. (I refer to this said person as a “watcher”) 

 

Lesson 4:   

“What goes up, must come down”.  I find it takes a lot of energy to be happy.   
For me even if it comes naturally, it takes so much out of me, that I find that I will break down 
somewhere along the way, and be very low, even depressed.  Porphyrics often 
are misdiagnosed with bi-polar for their mood swings and sudden bouts of depression.   
Porphyrics are known to be unbalanced, but I also like to think that when we have the chance 
to “let our hair down”, we do so in excess!  The simple reason for this is that it feels so good, 
and we miss it.” 

 

Lesson 5:   

When being a Porphyric, watch what you say! Never say something on impulse.  We are often 
misunderstood, and more than often say it as it is.  Loved ones will get hurt and “unsavory” 
others might use it against you. 

  

Lesson 6:   

When you are broken, your loved ones are hurting.  
I cannot stress enough how important it is for Porphyrics to have their family as a support 
system!  This statement is especially aimed to the extended family, as often the spouse and 
children are overwhelmed and bewildered. We relay heavily in moms, dads, brothers, 
sisters, cousins, aunts, uncles and grandparents. 
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Lesson 7:  

Hold on to those loved ones that stick with you!  Make a point of it to reach out to them, and 
thank them for being in your life. 

 

Lesson 8:  

“Often Porphyrics will go into overdrive when they start a project or activity.   
They are often obsessive compulsive, and will work themselves to a standstill when they can, 
for the simple reason that we have so much to prove, we feel we are in debt, and we try to get 
maximum effect through our efforts, for we don’t know when/if we can do so again.   
Porphyrics needs to pace themselves!” 

 

Lesson 9:  

“In order for healing to begin, we must create order in chaos”-Dr. Oz 

 

Lesson 10:   

“Do not stare yourself blind against your Porphyria.  Often it will flare up in defense rather than 
an offence. 

  

Lesson 11:  

“If a Porphyric doesn’t have a steady support system by stage 7, then a he/she should find one, 
may it be through a church, a book-club, a website, a face book page, a distant cousin or even 
the security guard at work!” 

 

Lesson 12:   

“The 12 emotional stages in diagnosis never ends, it is a cycle. May it be a health scare, having 
to have your own children tested, loss of a fellow Porphyric, or just life pushing you to re-
evaluate:  you will be challenged by the cycle again and again. 

 

By Aletta Longari 


