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FOR FAMILY AND FRIENDS 

WHAT YOU SHOULD KNOW 

 

 

Generally, you need to be aware of the following: 

 

Porphyria is fickle.   At times a porphyric will look healthier than everyone around them, and 
other days both internally and externally they are a mess! 
 
When they are symptom-free, Porphyrics are known to be dynamic, highly efficient, well-
coordinated, logical, often creative and exceptional hard workers. These productive days will 
come in fazes, and most of the time the porphyric will literally work themselves to a standstill, 
followed by falling ill/ going into an attack. 
 
Porphyria is scarce and most doctors will go through their careers and not have the 
opportunity to deal with this condition. Doctors do not understand Porphyria, plainly because 
there is no need to spend time on getting to know it, unless they have a confirmed patient to 
treat. 
 
If Porphyria is present, all partners/spouses/family/friends and even employers and teachers 
should get to know the basics of this condition. 
 
Porphyrics in the past have lost their jobs, had to give up on their studies, failed their marriages, 
even lost custody of their children, and even died, due to lack of understanding and support! 
 
By understanding how the condition affects the Porphyric, and what they endure while 
dealing with symptoms, will not only benefit the patient more than what you can imagine, but 
will benefit you.   
 
Curtain times a supporter will have to take charge when a porphyric is rendered ill.   
Keep in mind that Porphyrics does not only get ill when going into a full-blown attack, but can 
suffer a “smoldering” state over a long period of time.  Often this said state (Smoldering 
Porphyria) causes much more damage to the Porphyric than a full-blown attack, with grave 
emotional and physical implications. 
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By knowing the triggers and symptoms, the warning signs of an attack and how to deal with an 
attack, you can give the gift of quality of life, and even save your loved ones’ life. 
 
 
When your beloved starts showing signs of an oncoming attack, you need to understand the 
following: 
 
*  Testing: 
Testing of porphyria does not seem to be a definite science, yet. 
Many Porphyrics can testify to been tested numerous times with negative results, before 
conformation of their condition.  If there is porphyria in the family, and your loved one shows  
definite signs treat them as positive for the condition. 
 
*  Many doctors do not know a lot about porphyria. 
For this reason, many caregivers will treat/view porphyria as an “allergy”  
rather than a condition.   
A large proportion of the medical field(s) do not take the symptoms seriously enough, and 
patients are often under-treated, miss-treated  and under- validated.   
Whilst a patient with porphyria battles the said symptoms, this kind of behavior can do more 
damage to the patient, and your relationship.   
Do your own research, talk to the Porphyric and get involved with support groups.   
 
*  The patient is probably not aware that they are showing symptoms in the beginning. 
Symptoms such as Anxiety, Paranoia, Depression, Fatigue, Disorientation, Forgetfulness, 
Itchiness, Fatigue, Clenching of the jaw, Poor eyesight, Acute hearing, Clumsiness, Sugar 
cravings are a few signs to look for. 
 
*  Because they look good, does not mean they feel good. 
Many patients seem to be “hyper” before an attack, and come across as being on top form.  
This is not the case. 
You will get the feeling that they are doing too much / get too involved in their activities  
before and after an attack.  They do this without realizing that they are /are getting to the point  
of being obsessive compulsive.  Their adrenaline kicked in, and fuels the fire. 
You should keep a watchful eye on them. 
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*  Any added stress is going to make them more ill, and will trigger an attack faster.   
A lot of understanding and patience is required to not loose your temper or judge the porphyria  
patient too harshly.  They usually are in conflict with themselves already for a while, and having  
to deal with emotions such as guilt, fear, confusion, and sometimes depression while in pain. 
The patient needs a soft place to land, and usually would need a “watcher” to care for them 
over a period of an attack.  The “watcher” will have to go as far as to make decisions, drive, 
shop, cook, and remember things on the patients behalf. 
 
*  If the attack is treated correctly, major symptoms can away within a few days.  Some  
symptoms might be stubborn and last for much longer.  If the attack is treated incorrectly 
or ignored, the Porphyric can suffer the aftermath or even be incapacitated for weeks, and  
even months later.  
 
*  Know the difference between the symptoms of a “smoldering” state of Porphyria, which 
can be present over a long period of time and do not need an attack to activate the condition, 
and the symptoms of an oncoming attack.  The symptoms often will get more pronounced 
when a porphyric will go into an attack, but might also develop new symptoms. These changes 
might be missed due to the fact that it becomes general knowledge that the patient are not 
feeling well and cannot do too much, and the support system becomes complacent that this is 
the state of affairs, while “getting on with it”. 
 
*  Acute attacks can sometimes be life threatening, due to: 
 
>  Producing severe electrolyte imbalances,  
>  Low blood pressure,  
>  Respiratory paralysis  and  
>  Shock. 
 
 
THE ATTACK: 
 
Please note:  The patient is probably not aware that they are showing symptoms at first, but  
once they do, the patient being stressed by their condition can aggravate the attack. 
Symptoms can escalate quickly, or can build up slowly over days, depending what triggered 
the attack. 
 

http://health.nytimes.com/health/guides/test/chem-20/overview.html
http://health.nytimes.com/health/guides/injury/shock/overview.html
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Symptoms include:   
(* some of the following symptoms are found only in some forms of porphyria) 
 
➔ Anxiety 
➔ Paranoia 
➔ Depression 
➔ Disorientation 
➔ Brain fog  
➔ Depression 
➔ Insomnia 
➔ Restlessness 
➔ Hallucinations 
➔ Violent behavior / Aggression 
➔ Many patients seem to be “hyper” before an attack, and come across as being on top 

form 
➔ Abdominal pain * 
➔ Joint pain, (flu-like) 
➔ Muscle pain 
➔ Headaches 
➔ Painful legs 
➔ Photosensitivity / Sensitivity to light * 
➔ Hypertension 
➔ Apnea / Sleep apnea / Respiratory paralysis 
➔ Seizures 
➔ Neuropathy 
➔ Nausea / Vomiting 
➔ Constipation / Paralysis of bowel wall 
➔ Fatigue 
➔ Itchiness 
➔ Clenching of the jaw 
➔ Sensory disturbances 
➔ Poor eyesight / Loss of peripheral view 
➔ Acute hearing 
➔ Sense of smell heightened 
➔ Clumsiness 
➔ Sugar cravings 
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➔ Flatulence 
➔ Burping 
➔ Dehydration 
➔ Fragile skin * 
➔ Skin erosion * 
➔ Skin blisters * 
➔ Urinary retention7  
➔ Discoloration of urine * 
➔ Muscle weakness 
➔ Motor symptoms impaired 
➔ Numbness / loss of touch sensation 

 
Acute attacks can sometimes be life threatening, due to: 
 
>  Producing severe electrolyte imbalances  
>  Low blood pressure 
>  Respiratory paralysis and  
>  Shock 
 
By Aletta Longari 
 

 

http://health.nytimes.com/health/guides/test/chem-20/overview.html
http://health.nytimes.com/health/guides/injury/shock/overview.html

