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Please note that all material reflected in this letter/document consists of a selection of years 
of research from various sources and personal experience as a diagnosed Variegate 
Porphyria patient for 23 years.  I have no formal medical education, and can only advise on 
personal experience.  With the help of professionals, patients, family and friends, I have 
survived, learnt, documented, researched, combined information and simplified the research 
to get the message across with as little confusion as possible. I share my information in good 
will and you will ultimately have to work with a professional to deal with Porphyria. 
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The Portion Control Diet and Porphria 

 

This document has been compiled with Porphyric patients in mind.  Many Porphyrics are 
often in a state of chronic illness (called smoldering porphyria) with symptoms such as brain 
fog, loss of memory, confusion, chronic pain, anxiety, nausea and more. 
 
Because of these possible and often disabling factors, this chapter is written in a manner to 
make it: 

 

Simple to understand 
 
Easy to read 

 
Fast to find answers 
 
Repetitive in order to stress important issues related specifically to Porphyria. 
 

 
 
The intention of this chapter is to serve as a guideline and information is shared in good 
faith to help a Porphyric patient: 
 

➔ Eat a high carbohydrate diet, while 

 

➔ Avoiding foods high on the Porphyria Trigger List and to 

 

➔ Avoid weight gain. 

  
“We kept to the basic principals that I follow in my diet up to this day.  Please note that a 
Registered Dietitian calculated my daily portions and personal factors are kept in 
consideration. (Height, Weight, Age, Gender, Health condition (Variegate Porphyria), Goal 
weight loss, ext.)” 
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What a Porphyric Patient Needs to Know 

 

Most people live to eat.  I eat to live a quality life as a Porphyric. 
Change of eating habits is perceived as a hostile action and many folks will show signs of a lot of 
anxiety and defend their basic human right with scavenging, rebellious behavior and even 
become downright aggressive.   
 
To become successful in changing any habit, we have to loose our old habits, feel the grief of 
the loss and work through the 5 – 7 stages of mourning; 
 

1.   Denial and Isolation 

2.   Anger 

3.   Bargaining 

4.   Depression 

5.   Acceptance 

 

To change ones eating habits takes a long time or a “radical event” to motivate us.   
Because a “radical event” in a Porphyrics’ life could mean entering a world of physical torture, 
outside judgment and personal frustration, I would suggest making small changes every day, 
and over time it will become second nature. (It took me 2 years) 
 
Porphyria patients are very well aware that food plays a massive role in how they cope with 
their Porphyria, and this topic is growing more popular amongst support groups. 
  
One glance at the food section in the “All Triggers Recorded” document, is enough to send a 
Porphyric into panic mode.  Don’t despair, there are lots you can eat, it just feels like everything 
you know is wrong and your attempt to come out on top is futile.   
  
All you have to do whilst reading this chapter is just be mindful in the beginning.  Become 
amazed by unraveling the puzzle, start looking at fresh produce with new interest.  Soon you 
will find your fears have been replaced with a determination to 
read labels and even do the math!   
  
We kill our food with oils, butter, cream, cheese, sugar and condiments, and ways with the 
ways we choose to cooked our food.  The term “eating clean” will be the nucleus in this section, 
and what it means is that we strip down to basics, and get re-acquainted with the bare joys of 
un-altered tastes of produce.  You will be pleasantly surprised! 
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Porphyric’s Must Get Their Carbs!!  

 

Glucose, dextrose, pasta, brown (or white) rice, potatoes, sweet potato, honey, jam, syrup and 
oats and….are all good for a Porphyria patient (Porphyric)!   
 
Try not to take in too much sugar/candy/chocolates - rather get Glucose powder and swallow 
that down with water if you try to postpone an attack. (“Damascus” nougat seems to work very 
well, as it consists of honey and glucose.) 
  
Note that some foods high in carbohydrates have yeast added, and it might cause aggravation 
to your symptoms or send you into an acute Porphyria attack.  (Don’t worry if you cannot 
remember it all – It will all be set out at the end of this chapter for quick reference ).  Porphyrics 
should have NO artificial sweeteners, and practice CAUTION with fructose, sucrose and yeast! 

 

 

Afraid That Carbs Will Make You Gain Weight?  

 

A high carbohydrate diet (recommended 70% of food intake to a Porphyric) keeps Porphyria 
patients (Porphyrics) away from an attack, but it will make anyone gain weight if you are not in 
control of the following actions: 
 

Understand carbohydrates 
 
Portion control 
 
Cooking methods 
 
Some basic diet rules and 
 
Exercise 

  
Being overweight brings a huge range of health - and psychological issues forth.  When a 
Porphyric becomes overweight, these issues can and will in time act as triggers and induce an 
aggravated state of active Porphyria (smoldering Porphyria) or an acute Porphyria attack.  
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CARBOHYDRATE is “medicine” to a Porphyric, but as with any other healthy lifestyle:   
                                                       “Strict portion control is key”. 
  

 

Basic Dietery Rules For Porphyrics  

 

There are a few foods (proven) that will aggravate your porphyria:  They are called 
“Porphyrinogenic foods” and contain chemicals that stimulate heme synthesis, and will 
aggravate Porphyria.  
These are;  

• Brussels sprouts 
• Broccoli 
• Red grapes 
• Cabbage 
• Red plums 
• Prunes 

  
 
A Porphyric should never allow themselves to think or get into a state of starvation. 
The stress placed on the body, lack of glucose and dehydration could trigger an acute Porphyria 
attack, Not to mention that a “body” that is starved, will cling to every gram of fat cells that 
enter the body, and will hang on to it for dear life! 
 
Stay clear from the unhealthy cooking methods, such as deep fried foods, crumbed foods or 
pan fried foods:  (French fries, potato crisps, such as lays/ simba, ....).  These unhealthy habits 
will not help to maintain an ideal weight, and will likely cause weight gain.  It is also important 
to mention here that our beloved South African “Braai” (open fire cooking) can play havoc on a 
Porphyrics’ digestive system, as the charred bits can contribute to or act as an trigger.   
Stay clear from: 

• Deep fried foods, 
• Crumbed foods, 
• Pan fried foods, 
• Braai / open fire / barbequed foods, 
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➔ Soy is bad for most Porphyrics, and should be avoided as it stimulates estrogen 
production in the body.  Estrogen is a well-known trigger with Porphyria. 

  

➔ Yeast is bad for a Porphyric.  Stay clear or eat moderately on foods and drinks such as 
Pizza, Calzone, Ginger beer, and foods / drinks that contain sugars. 

  

➔ Sulpur is bad for a Porphyric.  Stay clear of as many Preservatives as possible. 

  

➔ Stay away from old fashioned table sugar - it does not work on a cellular level, and it will 
cause more fermentation in the body! (Avoid where you can) - rather use Glucose 
powder for a quick fix, or honey to flavor foods / drinks.   

 

Glucose should be used as a home remedy /medicine to alleviate symptoms, and  
NOT as a precaution, as it can cause diabetes if abused, and make you gain unnecessary 

weight. 
  
Many porphyrics battle with IBS (Irritable Bowel Syndrome) too, so eat foods that are IBS 
friendly! 
 NO red meat, raw / hard greens, nuts, corn, mince meat…. .Why? In simple English - The bits 
gets stuck in the folds of the colon, and the area becomes inflamed - as you should know by 
now: this inflammation is a porphyria trigger. Porphyrics chronically battle with IBS, or digestive 
problems at the least. 

 

Movement keeps our colon healthy and aids in working waist and toxins out the body.  
Always keep your colon moving – if it is spastic, try to gently manipulate the colon.       
Our guts are made to contract, pulse, stretch, and squeeze.  The movement is necessary to 
work your food through and out of the body, while extracting the nutrients.  With movement, 
the colon also needs oxygen, fiber and fresh blood to do a decent job - you can see why 
porphyria is a problem, but often helping the colon move (even when sore) can have massive 
benefits. 
 
Conventional stretching or a slow walk after meals is great if you are in discomfort but to have a 
healthy digestive system, you can see why daily exercise is so important. 
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Always remember that the colon needs: 

• Movement 
• Oxygen, 
• Blood, 
• Fiber 

Pre-prepared foods (micro oven meals) are bad for Porphyric and should be kept at a minimum. 
  
Be mindful of foods with lots off butter / margarine.  (Pies / rusks / cake / biscuits /...), as it will 
make you gain unnecessary weight. 
  
Be mindful of foods with too much / hidden sugar / fats / cream... (Muesli / desserts / ice 
creams / salad dressing / mayo....) as it will make you gain unnecessary weight.  
  
Too much good fat is not a good thing because eating a high carbohydrate and high fat diet can 
lead to weight gain without careful portion control.  (Olive oil, Avo, nuts)  Stick to your portion 
control. 
  
Most porphyrics are "repetitive eaters" and sticks to a handful of foods that works for them. 
That’s ok, but do make sure that these foods are effective, clean (not prepared with other junk 
as preservatives, animal fats, drenched in cheese or cream of sugar or salt or flavorings), and 
TRY to substitute a favorite to get variety. 
  
Avoid Getting Constipated! Especially if you are a Porphyria patient.  It will aggravate your 
symptoms, and/or induce an attack.  Aloe Bitters Crystals proved most useful with helping 
constipation to a porphyric. 
  
Alcohol is an Absolute NO! 
 If it doesn't get you immediately, it will get you later. 
 
Often a patient will have a drink, and get in an altered mental state (tipsy or drunk) before the 
VP symptoms will kick in…by the time VP does show signs of aggravation, the alcohol has 
numbed our senses (as it does to all), and we (porphyrics) would not treat ourselves in time 
with carbs / glucose / rest and something for dehydration. 
  
Also; Symptoms of “being hangover” (headaches, dehydration, joint pain, nausea, vomiting) are 
similar to a porphyria attack – it is the degree (Porphyria is much worse) and repercussions 
(Porphyrics will get nerve damage, repertory paralysis, hypertension, seizures,), that is very 
different from just normal night out drinking. . 
  
                          (Long-term use will leave you with nerve damage - no alcohol.  EVER!). 


