S

DA SR N gnllnhs)
5,

_..J_uJ:




J e & -

RETURNING TO
A LOW
PHENYLALANlNE DIET

Pheny\ketonur'\a (PKUYisa condition inherited
from both parents. It was d‘\agnosed when
k old and you were

started on the spec'\a\ diet straight away. and

is not the resul

| wrong durind th is
k properly. There
in the body and each
changing ONe substance into
that is faulty in PKU is called

Phen\/\a\an‘\ne Hvdroxv\ase and is involved in the preakdown

of the protein in your diet.

The main protein foods are meat,

i fish, cheese, €9s, SOV tofu and

milk and these are needed for
d ma'\ntenance/repa‘\r

h as skin, hair etc.
of these foods are eaten, they are digested

their smaller puilding blocks called
s are then used for growth and

growth an
of fissues suc
Whenever any
and broken down into
amino acids. These amino acid

ﬁ repair.

In any normal diet, there are always huge amounts of all of
idual amino acids which are "\eft over” after the

pody has used what has been needed for growth and tissue
repair. These surplus amino acids are changed DY enzymes

into other amino acids.
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phenylultmine Tvrosine

You may have become aware of g varie
have been causing you s

Ome concern. S
might include:

poor concentration

frequent migraine headaches
tiredness

anxiety

skin dryness
lethargy

ty of complaints that
Ome of the Symptoms




mood Swings
staggering

joint pains
difficulty dealing with day to day tasks; such as working

out money in a shop

some oOf the symptoms
e such as losing
you to make a

sometimes you may experience
pecause of problems you areé having in your lif
ajob. A discussion with your doctor will help

decision.

It is nOwW thought that lowering your pheny\a\anine levels

might help some of these symptoms and make you feel
genera\\\/ nealthier. Many adults have found these symptoms
have improved guite quickly when they have returned to a

low phenv\a\anine diet.

Individuals with PKU who are now following a "normal diet”
oods that are needed to keep

often do not take the type of f
them nealthy. They doO not like the taste of foods such as
meat or fish and therefore avoid taking them. idi

these foods, the diet is O
minerals such as iron, in B12 and calcium. This can lead

to problems such as anaemia and osteoporos'\s. Osteoporos‘\s
is where the bones have thinned and are at risk of fracturing

easily.

Returning to @ low pheny
acid supp\ement will en
essential nutrients you need.

In order to lower your phen\/\a\an'\ne levels you will need to
take one of the protein substitutes (you may have called this
your medicine). you will also need to use the low protein foods
available on prescr‘\pt‘\on from your GP some of the foods,
which contain small, but significant amounts of protein will
need to be measured. These are called "exchanges".

lalanine gdiet and taking your amino
sure that you will receive all the




able to fit in with your lifestyle

NOW you are an adult, although it will involve an amount of

planning and work.

Because the diet is very restricteq, it IS vital|
that the prescr
a

Y important
ibed amount of prote

in substityte is taken
every day.

If a Vitamin and/or minera| supplement is prescribeqd jt
must be taken.

Blood tests

should pe sent in at re
that your bloog

phenylalanine level
Adjustments to your diet can then pe
on the resyit.

Qular intervals SO
can pe Checkeq.
made dependlng

he ones YOU need to kee
I bloog down. |

gin three parts:

P the levels of
t's Probably easiest to

Foods alloweq Withouyt counting - free foods
al All foods wh

ich Naturally contain little Oor no
phenylalanlne.

b) Specig low

protein foods a
Ooh Prescriptio

N such as breg i
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protein subst'\tute

you need as much protein a
Unfortunatelv s

s any other persorL-

in containing £00dS such

as meat, fish, cheese, eggs etc contain huge amounts of
pheny\a\an'\ne, you are not able to use these. In order toO

provide you with protein ' pheny\a\anine,

that does not contain
special protein substitutes have been formu\ated. There are

f products available either as a drink, tablets,
' i ietitian the

pars or capsu
one that is most suitable
\ protein substitute is taken every day at regular

intervals.

for you. It is essent'\a\ that your

anine food exchanges
e diet do not contain
you do need

Phenylal

y The first two parts of th
\3lanine but remember.

any pheny

= to take small amounts of phenv\a\amne for tissue repair.

r The pheny\a\anine food exchanges are designed to provide

r:, you with this pheny\a\an‘me. Each food exchange contains

h q standard amount O phenv\a\anine and by allowing You
s every day.

to eat 2 certain numb
your phenv\a\an'\ne levels will fall. The number of these food

exchanges allowed will depend ON your plood phen\/\a\anine
| is toO high, the number of

levels. |f your phen\/\a\anine leve
exchanges will be reduced and if your phen\/\a\anine level

pbecomes too low, they will be increased.
is possib\e to lower your pheny\a\an'\ne levels

gometimes it

| without strictly counting exchanges, just by peing Very
prote‘\n exchanges. This

>

careful with portion sizes of some

will be jointly decided petween your consultant, dietitian and
\/ourse\f. This might make the diet easier to manage if you
have a Pusy lifestyle or find countingd exchanges makes the
diet 100 gdifficult to follow.




Certificate.

The NSPKU website provides more detaileq j
Who |s entitled to £

nformation about
ree prescriptions. Ask your dietitian about
this if YOU heeq help.



you Know if the number of phen\/\a\an'\ne exchanges that
have been prescr'\bed are keeping your pheny\a\anine levels
petween the recommended limits. A decision will be made

about how often the tests should be taken. If the fests are

not carried out then it is gifficult to Know how effective the
diet is at keeping your levels under control.

You may not have taken the plood test by \/oursehc pefore
and you will be shown how to prick your finger and drop the
plood on to the card orf into the capillary tube if this is used
| by your clinic. Your doctor and dietician will discuss with you

now often the plood tests should e done.
The NSPKU have @ leaflet on now to do the blood test.

These are foods which contain small measured amounts of
phenv\a\an'\ne, and the number allowed will depend oON the

levels of phenv\a\anine in your plood.

I The food exchange system works in the following way:
Each of the following weights of foods contains the same
amount of phen\/\a\an‘me-_
809 poiled or mashed potato
459 chips

s 15g cornflakes

b 20g baked peans
A more extensive food exchange list will be supplied by the
dietitian.
This means that you can swap or exchange each of these
foods in the weights indicated and you will still be taking the
same amount of phen\/\a\an'\ne.
It is important that these aré measured carefully and the
number allocated should b€ taken each day ie. it is not

f



Some People may find the g;
toif they are given g prescribeq Number of €XChanges. In this
case, it may be better to just pe Careful aboyt the foods you
are eating ang not taking large portions of the ”exchange”
foods. voy Will sti)| have to take the protein Substitute and
Use many of the low protein foods, but may keep your

phenylalanine levels within the target range Without being
too strict.

discuss with YOU the best way of
Managing yoyr diet.

Nowadays, almost g Convenience foods are labelleq With
their Nutritiong| Content.

A typical food label may look like this:
Nutrition Information
Typical Values

per 100g
ENERGY 1018kj / 246 kcal
PROTEIN 1.5g
CARBOHYDRATE 10.3g
Of which Sugars 8.4¢g
FAT 22 1g
Of which Saturates 6.1g
FIBRE 1.3g
SODIUM 0.47g

Per Serving (1/3 pack):
Calories, 33.6g fat of which Saturates 9.29, salt 1.62g




o look at the size
d there is

This label can pe a bit confusing as you have T
of the pack. In this case itisajar of Korma sguce an

4559 in the jar. 50 a1/3 of the jar is 1519

To work out NOwW much of the sauce will give you 19 protein

or 1 exchange:

Divide 100 by the p
100

_— =669

1.5
5o - 669 of sauce gives 19

rotein content per 1009

protein or1 exchange

It is usual to round up Of down the amount to the nearest
50. Although 2 list of food exchanges will be given {0 you,
it is likely you will see some food in the supermarket, which
ite suitable for you to have. You can work out
be equal to 1 exchange. |f you
have difficulty doing this then your dietitian will be able to

help YOu.
sion calculator is below:

A quick prote'm conver
G of protein / 1009 Amount of food that can pe given for 1 exchange




It will pe up to
onto the diet.
Organisation in 0
support yoy and
Make an informe

YOU whether Or not yoy de
The diet doe

Cide to 90 back
S require SOme Planning and
rder to pe effective. Your clinic Will be able to
give youy gJi the information YOU require tg
d decision to start the qiet.
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