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WHEN DEALING WITH AN ACUTE ATTACK  

 

Action Plan 

 
This information is important for family or carer, when the person starts to show signs of an 
oncoming attack: 

 

*  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, and many will treat/view it as an “allergy” 
rather than a condition.  A large portion of the medical field(s) does 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, Accute hearing/smell, Clumsiness, and 
Sugar cravings, are a few signs to look for. 
 
*  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. 
 
*  Any added stress are 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 harsh.  They usually are in conflict with themselves already for a while, and have 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  
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period of an attack.  The “watcher” will have to go as far as to make decisions, drive, shop, 
cook, and remember for the patient. 
 
“To give you hope, I recovered from my last said attack and feel great for a change!  
You and your loved one will get over this hurdle just like us.” 
 
Here with the advice that I usually give our Porphyrics, when having to deal with an attack.  
If you can take the following chores over from a Porphyric, it will already be a HUGE relief! 
 
 
(1) “First of all, I think you have to phone your pharmacy and ask them to deliver your meds.  
 
(2) Assign a family member/friend as your “watcher” and let them read the general info on the 
main Porphyria site assigned to your country.  It is hard for us to ask for help, and show our 
weakness, but you just have to reach out. This will be your life lesson for the day. LOL 
 
(3) Try to take a few days off, or lighten your work-load.   
Cancel what is not important, and that can wait. 
 
(4) Phone your doctor, and notify him that you are not feeling well, and you might need him if 
you get worse.   
 
(5) Print out the list with your “action plan”, “pain schale” and  “letter to doctor” and put it 
where you can find it easily.   
 
(6) If the doctor does not take Porphyria serious, or is not willing to get acquanted with the 
condition, find a new doctor that is willing to read up in porphyria, and is willing to treat you. 
Start with friend suggestions. Phone the surgery, ask for his e-mail address, and write a generic 
letter to all of them. The one that is going to write back - that's probably your new doctor. 
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Attack Phase : 
 
I take the following when in attack:  
 
(1) Pain – Medication that is prescribed by caregiver.  
 
(2) Nausea - Medication that is prescribed by caregiver. 
 
(3) Depression - Medication that is prescribed by caregiver (I double my dose while in attack > 
with the consent of my doctor.) 
 
(4) Immediately get yourself on 3-4 tablets (7mg) of Beta Carotene after meals.  
 
(5) Eat as much pasta as you can.  
 
(6) Take your glucose tabs & candy in-between.  
(Not too much> Sugar makes me grumpy and pick up weight)  
 
(7) Vita B complex to help the nerves out. 
 
(8) Wear thick, soft socks day and night. 
 
(9) To clean the liver & relieve sugar cravings - Livotibb:  2 after every meal. 
 
(10) Drink a lot of fluids – we intend to dehydrate (which in turn is a trigger)” 
 
Disclaimer Notice 
 
All material reflected in this document consists of a combination of years of research from 
various sources.  Aletta Longari is a diagnosed Verigate Porphyria patient for MANY years, and 
has no formal medical education.  With the help of her late Mother, she combined and 
simplified the research to get the message across with as little confusion as possible, and to help 
as many people possible that have to deal with this condition.  
 
This is for educational and information purposes, those who suffer from Porphyria must consult 
their doctor/s for professional advise. The author, The South African Porphyria Foundation, its 
members and all affiliated with the Foundation accept no responsibility for any information 
contained herein. 


