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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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MY PERSONAL RELATIONSHIP WITH EXERCISE 

 

Every bit of positive movement helps to stimulate the blood flow, oxygen supply and keep you 
focused mentally - just don't allow yourself to get into the habit of bed rest for too long or too 
often. From personal experience, I did this for 2 years, and the damage it has done is far greater 
than an average injury that you'll sustain. 
  

➔ My muscles deteriorated 
➔ I lost co-ordination, so much so that I was afraid to drive, or handle breakables 
➔ Lost balance, (the shower was a bad place for me because of this reason, as well as 

fatigue) 
➔ Lost all strength, (a simple task like making my bed was not possible without resting 

intervals) 
➔ My back caved it, pinched nerves so bad that I could not climb stairs / even sweeping 

the floors would throw my back out! 
➔ My hip collapsed & scapula is still not aligned; due to favoring lying on my left side 

  
I find conventional stretching and Yoga combined is fantastic (some yoga stances I just cannot 
manage today still, due to balance issues mainly). My back hates “the Cobra”, but I'm working 
on it slowly. My advice is based on 23 years of ignoring my diagnosed VP, 2 years of being 
gravely ill due to my immune system that gave in, and set my VP into a whole new kind of hell, 
and the last 5 years rehabilitating myself. 
  
Most of what I know, I learnt through porphyric patients, and through my own personal ways of 
trail-&-error. 
I also did other treatments in my recovery, such as Cortisol, Testosterone injections to correct a 
DEPLETED ADRENAL GLAND and stopping my cycle with the Merina implant – today I am off the 
meds, and get my cortisol and testosterone fix with weight training. 
  
Now, before you working yourself up into a state to go and fling dumbbells around (or how not 
to) you have to plan how you personally will introduce yourself to a new lifestyle.  Remember;  
 

The stereo-typical gym quotes do NOT apply to a Porphyric, in the way it is intended.   
Sayings like; 

“You don’t stop when you are tired, you stop when you are done”, or 
“no excuses – if it doesn’t hurt it doesn’t work” or 

“no pain, no gain”…….. is totally OUT! 
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Rule number one for a porphyric while exercising is:  
 
As soon as you feel dizzy, nausea, a mood swing, abdominal- or headache coming on, you: 

1. stop 
2. rest 
3. hydrate 
4. bring your heart-rate down to normal 
5. check your oxygen intake (stretch and deep breathing) and  
6. scan your body for other symptoms, and  
7. check your attitude for being truthful about where you are at mentally and physically 
8. Ensure that if you are competitive by nature that you do not allow this drive to take the 

place of  wisdom and do not let your ego take over. 
 
(Yes, as Porphyrics we intend to have an naturally developed competitive streak, simply 
because we are forced to adopt- and constantlywe find ourselves in a  state of “coping” 
and “competing” is often our measuring stick for appearing acceptable/ normal / good 
at …..everything.  In the world of being chronically ill, we do not have the luxury to 
ponder, or learn with time. That energy is reserved for hiding and constantly dealing 
with our porphyria ) 
 

9. Make an honest decision if you should continue, go lighter, or go home.  
10. Get on with your decision – it is part of your journey. 

 
Introducing yourself to a gym / lifestyle of exercising, will often start for a Porphyria patient 
with Physical therapy / and (my favorite) Biokinetics, to sort out the major issues, and find out 
where hidden weaknesses are.  Make sure you work with certified medical professionals or 
certified instructors that respect and understand your disease. 
 
Upgrade to conventional stretching and Pilates.  If you work with the right professionals, you 
will already be familiar with some of these practices, and you should know your body and how 
it behaves, so you are safe to start joining classes at this point. Make sure you had a word with 
your instructor, and they are aware of your requirements and restrictions with Porphyria. 
 
Once you are familiar in your classes, you can start working your way to Strength- training and 
yoga.   
Again, your own research and your own pace is most important.  Make sure your instructor is 
aware of your restrictions and requirements due to Porphyria. 
 
 



 

All rights reserved to SAPF  

 
 
 

   
 
Take care not to get sucked in by the “beast-mode” attitude of your muscle-bound instructor, 
by the “we rest when we are dead” Hitler-instructor, or the yogi that passive-aggressively talks 
you into the state of “mind over matter” (… yes, yoga is for the strong, and I it can be 
deceivingly demanding – keep it for when you know your limits, and when you have developed 
a healthy mindset with yourself and your body) 
 
 
 
Respect the 3 rules of weight-training: 
 
1.  Posture  

                (tuck our imaginary “tail” in, …..tummy in, ….. sternum (Chest bone) up.)  

2.  Breathe  
               (visualize using your breathe to blow the weights up, away, or yourself off the floor)  
3.  Tempo  
              (slow and steady, always in control, no fast movements (especially picking up weight), 
and soft stopping to protect joints and ligaments, after and during rep-movement) 
 
 
Start every session with stretching- and mobilizing exercises to get your breathing right, and to 
get your body used to the fact that it can indeed do some movements.  
 
Stretching is vital to us, as it also helps with distributing oxygen, reduce chances to injuries and 
keep you grounded and in communication with your body.   
 
I will typically stretch after every set as well.  Breathe so you can feel and hear your air and 
visualize how your breath helps lightening your load!  It’s a beautiful thing!  Constantly monitor 
yourself, and move slow and steady – if you are picking up a weight, stretch, do your reps or 
placing your weights back…. Do it mindful and with intent.  (fast movements takes us into a 
different state of consciousness, and it can lead to injuries if the body is not conditioned to do 
so) 
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Start slowly and little-by little, and always remember the fundamental rules of the 
exercise/practice… Form (posture), breath, tempo, honesty and consistency are your 5 secret 
anchors. 
It is important to get the body: 

▪ Aligned 
▪ Supple 
▪ Strong 
▪ Fit 
▪ Surprised 
▪ Curios 

 
But before you start, check your bloods for Anemia and Vita D deficiency (very common in 
porphyria). There are a few more recommended blood tests to take with aggravated / 
smoldering Porphyria.  I get the following levels tested every 6 months, and supplement with 
safe and purest products that I can find;    

 

• Iron levels 
• Hemoglobin 
• Vita D levels 
• Vita B levels 
• Uric Acid levels,  
• Testosterone (get them slightly higher than normal range) 
• Cortisol levels,  
• Parasites 
• Inflammation markers. 

 
Supplement where necessary  
 
Magnesium is a must for Porphyrics!  I get very dizzy before, during and after an attack, AND 
especially when I come down with flu/ a cold, but as a Porphyric I have those days where I just 
cannot seem to have enough breath to do my session!  For Porphyrics, this is a common 
problem when/if there disease is aggravated by a trigger (big or small), we simply do not have 
efficient oxygen flowing through the body! I use something called "Magnesit" for extra 
magnesium (that helps with oxygen transport and utilization) in the body.  It is safe, over the 
counter, pure in form, and acts fast.  As a rule, I take one packet of Magnisit daily, and usually 
have it in my gym water white training. 
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"Vitathion" as an extra boost. 
 
L-Glutamine has proven me to help with performance at gym as well as recovering after a 
porphyria flare / attack …  Any kind of training / exercise will feel intense to a porphyric, even 
on most good days.  Glutamine levels become naturally depleted in even the best athletic body, 
and you may suffer decreased strength, stamina and recovery.  
 
I always say that “Porphyria is the shortcut to society to understand how we treat our liver – 
the only difference is, what takes a normal body even years to show, can take minutes to a 
porphyric – it is only the degree and the time-line that is different. 
 
It is said that it could take up to 6 days for Glutamine levels to return to normal - Studies have 
shown that L-Glutamine supplementation can minimize breakdown of muscle, which we all 
suffer while recovering from an aggravated / acute attack. (It also improves protein 
metabolism).  To me personally 6mg before and 6mg after a session definitively prove worth it 
in terms of fatigue; as for lactic acid buildup… I cannot say it works, as I am still sore for 3-4 days 
after a heavy session, but I believe that it does help, as I feel a definite difference when I do not 
take it.   
 
What about cardio?  Among the Porphyria community, there are carriers of the disease that 
partake in marathons, play team sports, and enjoy their cardio, but they are far and in between, 
I only spoke to one porphyria-sister with AIP that does cardio on a daily base, and she never 
suffered an acute attack.   
 
Men are renowned to suffer symptoms less than woman, but even amongst the brotherhood, 
there are only but a handful…  The truth is that cardio and porphyria DO NOT MIX!  As soon as 
the heartbeat goes over a curtain pace (mine is 120 bpm), we start placing our bodies under 
stress, and also burn through our oxygen too quick…. Leaving us in a state that can trigger an 
acute attack. 
 

“Does this mean we should not do cardio?” 
“How do we shed weight?” 
“Surely we adapt with time – everyone feels awful when starting a 
cardio routine!” 
 

What a Porphyric patient, their loved one’s and professionals need to understand is that; 
“A porphyria athlete will have many excuses, and that each and every one of them are valid!”  
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Cardio has a place and keeps our heart strong.  With this in mind, A Porphyric may well need to 
to do cardio at a much slower pace than the “normal person” ,  it is better to start slowly and 
gradually build up to a faster pace over time. 
Do not  overexert yourself by overheating, dehydrating, or depleting your oxygen, or cause 
unnecessary pressure on joints that can cause additional inflammation.   
 
Instead of running, walking should be considered.  A controlled, brisk walk, with arms positively 
engaging with the entire movement, again start off at a slow pace and work up to brisk pace. 
This will get your heart rate up and will get you sweating without being unduly out of breath 
afterward or trigger an attack within 30 minutes of exercising .  
 
My conclusion:  
I make sure I get exercise - in the beginning it was tricky and lots of lessons were learned, but 
with the help of a decent diet, living a porphyria safe lifestyle, cortisone, extra testosterone, a 
great physiotherapist, biokinetikist and a supportive family cheering me on, I managed to finally 
loose weight, get fit, and stay far away from VP attacks as possible. (Although smoldering 
porphyria will be part of your every day while getting there – The trick is to pace yourself, and 
not to push yourself into a stressed state.  Do not overdo it, and monitor yourself ALL THE 
TIME. 
 
MY JOURNEY AT BEING FAT: 
  
Due to incorrect Carb-loading, comfort eating and cortisone treatments, I eventually found 
myself 20kg over weight.  With the information shared in this article, I managed to loose my 
weight, build muscle, regain strength and am in control of my Porphyria.  (Today I am 1,74m; 
66kg and 23% body fat.) 
  
Always keep this in mind:  

(1) Do not aggravate the disease.  Stick to the rule of Porphyria and with this I feel the need 
to mention that I have also a very strict rule not to become over weight!  It leads to 
complications that will lead to an attack, and added reasons for being depressed is not 
needed either. 

  
          (2)  The crux of this disease is that we are intoxicated, and robbed from Oxygen, so:  
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                                     Everything you do, will ADD or TAKE AWAY precious oxygen. 
  

➔ Green Tea a great antioxidant, and it is a good substitute if you try and get off coffee. 

I never had much luck with green tea and weight loss, but I would highly recommend cutting 
down on fats, dairy (cheese) and keep your protein portions small but present at every 
meal. 

  

➔ Increase your veg (steamed and grilled) as well as increasing salads. Not only does it 
contain carbs, but it also keeps us healthy and regular. 

  

➔ I like to stick to brown rice, quinoa, and whole wheat bread / pasta (I don't do much 
bread) for Carb’s. 

  

➔ Drink lots of water, and restrict your coffee / tea to one a day. (I stopped all sodas and 
juices, and only drink 100% apple juice when VP gives me trouble. I only take sugar (1/2 
teaspoon) in my coffee / tea a day, and the rest of the time I use honey, and count it as 
a starch. 

  

➔ As mentioned before, remember that: some vegies are starch! (Sweet corn, peas, 
butternut, potatoes, sweet potatoes), and Avo is high in fat. I eat 3 fruits a day, and will 
incorporate it in my salad, smoothie, or even on my crackers if I don't feel like just 
chewing on fruit. 

  

➔ f you crave food, snack on raw veg, but you have to ask why you are craving... If you get 
the right proteins in, in the right amounts, at the right time, you will not be so hungry all 
the time. Remember the functions of food groups: 

  

✓Protein heels and builds, 

✓Starches gives energy, and 

✓Fruit & Veg gives us fiber and keep us healthy 

✓Fats are vital to us and keep us "well oiled" 
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➔ You need movement to loose weight!  That same movement will get rid of toxins, and 
distribute oxygen through the body (Magnesium helps a great deal with this process – 
put it in your drinking water while exercise and make sure you sip continuously!) 

  

➔ Rest is as important as exercise for athletes, but for Porphyrics, it is even more 
important!!  It is in the resting periods that you loose your weight – when the body 
rests, the liver does not have to deal with all the other things a body needs to function 
(temperature regulating, detoxing the blood, blab la bla – so it can use that energy to 
focus on breaking down the fat, and flushing it out.  As I said – simple thinking is best. 

  

➔ Find a hobby or craft instead of spending time in the kitchen!!! Most of us overeat , or 
have “grazing habits” (picking in between meals) due to emotional states (frustration, 
anxiety, depression, rebellion, despair, loneliness) or just pure boredom.   It is in out 
DNA to evolve.  To evolve, we need to learn, create, move and problem-solve and 
share…. Eating clean leaves us with more energy and more time on our hands, as we 
don’t need to spend as much time in the kitchen.  This newfound time must be spent 
wisely with a Porphyric.  It should feed the soul, demand minimal energy, make us 
relaxed, give us immediate- & long-term satisfaction and not have any deadlines 
attached to it.  Choose something that you can do even when stuck in bed, has impaired 
motor-skills, or suffer brain fog. 

 
                                              “If we don’t evolve, we dissolve”  
 

➔ What does not belong, must go!  Get rid of all the foods / drinks / snacks that you 
should stay away from. Don’t try and finish it, don’t try and store it for your loved ones, 
just bin it (what ever you intend, make sure it leaves the house within 10 minutes. – the 
money you toss away is not a drop in the bucket comparing to the money you will spend 
on trying to loose weight  and spend on medical bills!)          

 
Don’t have it in the house, and don’t buy it on behalf of your family… keep or make healthy 
alternatives on good days, and they will do one of 2 things, 
1.  They will eat it outside the house (better for them, great for you) or  

2.  They will start eating your protein muffins (better for them, maybe not so much for your 
“kind-, sharing heart” – especially if you suffer chronic fatigue, and is not sure when you will 
have the energy again to make a batch!, but all round great for you for scoring extra mommy-
starts!) 
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MY END THOUGHT 
  
This has been a humble, exhausting, sometimes painful, and very emotional journey for me. 
It is balancing act and relentless monitoring. 
 
I could not do it on my own, and feel I need to give special thanks to: 
- Selected professionals 
- Supportive patients 
- My dear hubby and 
- My 2 boys                              
 
 Many Thanks!  
 
Aletta Longari 
  
  
  

 


