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Porphyria: What is 1t?
s there a special diet?
Dealing with weight loss or gain safely

Treating other nutritional problems
Things to avoid

# Nutritional supplements and their safety
# Questions & Answers




“ = A group of at least eight disorders
Y % Porphyrins can be produced in excess in
"~ the liver or bone marrow
are needed in heme production

IS a part of hemoglobin & gives blood its
red colour

carries oxygen throughout the

body

Porphyrins help give (red) colour to the body’s
other cells




# Excessive porphyrins produced due to
enzyme deficiencies in the heme pathway

Enzymes = substances that help run chemical

reactions in the body

# May be triggered by certain factors

Example:
Fasting
Drugs
Alcohol
Certain Chemicals




# Porphyria may be acute or chronic

Acute = short & severe
Acute Intermittent Porphyria (AlP)
Hereditary Coproporphyria (HCP)

Variegate Porphyria (VP)
ALAD Porphyria

Chronic = lasting
Erythropoietic Porphyria (EP)
Porphyria Cutanea Tarda (PCT)
Erythropoietic Protoporphyria (EPP)
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# Depending on the type, different “triggers”
7 cause symptoms
* = #*Chronic porphyrias tend to be more affected
by
Chemicals and skin irritants
Sunlight
Drugs (except PCT, EPP)
# Acute porphyrias tend to be more affected by:
Fasting
Drugs
Various chemicals/fumes




|ICP or CP at risk for acute attacks

oading of porphyrins produced
#* Symptoms:

Abdominal pain

Constipation

Nausea, vomiting
Behavioural changes, anxiety
Weakness in limbs

Swelling/ skin irritation




# Symptoms brought on by:
Certain drugs
Fasting

Alcohol ’
Infection o
Smoking

# Sunlight exposure may aggravate skin
during an acute attack (HCP or VP)
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mportant to everyone with or without
porphyria
Diet may curb more symptoms in acute

vS. chronic porphyrias
Due to location of porphyrin production (liver)
Sensitive to carbohydrate and calorie intake

Canada’s Food Guide to Healthy Eating
A healthy lifestyle benefits everyone



# Canada’s Food Guide gives guidelines to
foods and serving sizes we need on a
daily basis

#* |t provides everything we need:

Carbohydrates
Protein

Fat

Vitamins
Minerals
Calories




# The Food Guide Is based on:
Enjoying a variety of foods
Emphasizing cereals, breads, grains,

vegetables & fruit

Choosing lower fat foods

Achieving & maintaining a healthy weight
Limiting salt, alcohol & caffeine







# The Food Guide provides a basis for
healthy eating

# A balanced diet is important for those

with porphyria

# Carbohydrate intake Is important

Restriction of calories and/or carbs may
cause symptoms in the acute porphyrias

Porphyrin production in the liver is
stimulated




. . = Carbs provide:
| Fuel
Vitamins & minerals

' ¢ =% Carbs contain starches and/or sugars

Starches = complex carbs
Larger molecules, take longer to break down
Examples: potato, pasta, bread

Sugars = simple carbs
Quickly absorbed in the body

Examples: juice, fruit, some veggies, some dairy
Less nutritious examples: honey, sugar, regular pop
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'{,;-i * = Starches break down into simple sugars

# Sugars and starches both become glucose

[ Glucose used as a fuel source by body

"' = Glucose may help decrease the over-
production of porphyrins (in the liver)

#* Following the Food Guide will give you:
~50% or more
15-20%
30% or less
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__; ﬂ_ # 300-500g/day of carbs until attack subsides

Shown to decrease overproduction of
porphyrins

Take as soon as symptoms begin

Focus on simple sugars

Follow the Carbohydrate Chart

As symptoms subside, go back to Food Guide

#* Example:

1 cup ginger ale, pop, or juice and/or sixX soda
crackers every hour




# Diabetes?

#* Eat Regularly
Every 2-3 hours

3 meals, 3 snacks
Focus on healthy, low-fat choices

# Weight Loss?
Don't fast
EXxercise regularly
Choose low-fat foods
Loss of 1-2 pounds/week maximum




Serving
Size

Bread

1 slice

Pasta

1 cup

e Cereal

1 cup

Fruit Juice

1 cup

Fresh Fruit

1 medium

Ginger Ale

1 cup

Ensure
Reg.

235 mL can

Ensure Plus

235 mL can

Gatorade

1 cup




#* \Weight Gain?
Eat regularly
Extra fat okay

Nutritional beverages/meal replacements
Continue to get in most calories as carbs

# Nausea & Vomiting?
Replace sodium, potassium, water

Dry, bland food (soda crackers, dry toast, etc.)
Contact physician if >48 hours




# Constipation?
ncrease fiber intake (fresh fruit/veggies)
ncrease water intake

ncrease activity




#* Alcohol
May stimulate porphyria production

# Char-broiled meats? e
Al
Debatable _\

# Pesticide/ chemical residues ,
Wash/peel fresh fruit & veggies if needed

# Smoking
#* Vitamin, mineral & herbal supplements

Unregulated industry
May have contaminants




# [ he Canadian Association for
Porphyria

# Registered Dietician

#*Your Physician




