
 

 

 
Patie
Succ
Cam
 
Patie
I am 
pill. O
induc
result
subse
unsuc
then. 
hema
exerc
BMI.
looki
resea
 
Answ
Surge
due to
surge
comp
espec
In ge
medi
after 
ten-an
 
 
Patie
Can &
 
Answ
Antip
vacci
system
with 
 
 
Patie
Is the
vegan
any w

ent Question
ess Stories) 
paign.  

ent Question
34 years old
Over the nex
ction and del
ted in miscar
equent pregn
ccessful. I ha
My INR is o

atologist. Ba
cise regularly
.  My questio
ing into havi
arch or medic

wer 1:  
ery is a majo
o surgical da

ery. Antipho
pared to the g
cially the one
neral, it is ve
cations, so w
surgery. For
ntiphospholi

ent Question
& should AP

wer 2:  
phospholipid
inations, gen
mic autoimm
their physici

ent Question
ere any indic
n, eliminatin
way individu

ns (with ans
Received D

n 1:  
d. I got my fi
xt 6 years or 
livery at arou
rriages. Afte

nancies were
ave been tak
overseen by 
sed on docto
y and eat a b
on is regardi
ing a breast l
cal recomme

or risk factor
amage to tiss
spholipid an
general popu
es that may n
ery importan

warfarin and/
r more inform
ipid-antibod

n 2:  
PS patients g

d syndrome p
nerally there 
mune disease
ians before a

n 3:  
cation that fo
ng sugar/proc
uals with AP

swers) & Sto
During Our 

irst blood clo
so, I was pr
und 22 week
er my first pr
e treated with
king warfarin

my PCP, I d
or's recomme
balanced diet
ing the safety
lift and augm
endation abo

r for the form
sue and bloo

ntibody-posit
ulation. Thus
not be essen
nt to minimi
/or heparin s
mation, you 

dy-positive-p

get the flu sh

patients can 
is no proble

es) receiving
any vaccinat

ollowing spe
cessed foods

PS? 

ories (Chall
2018 World

ot when I wa
egnant four 
ks due to Cla
regnancy los
h heparin inj
n daily to pre
do not curren
endations I h
t, don't smok
y and immun

mentation do
out people w

mation of thr
od vessels an
tive patients 
s, the risk an

ntial, should b
ze the time s
should be res
can visit htt

patients-shou

hot and other

receive flu s
em; however
g immunosup
tion.   

ecific diets (e
s, etc.) may h

lenges, Con
d Thrombos

as 18 while t
times, two r

ass I HELLP
ss I was diag
jections, but 
event additio
ntly see a rh
have not trie
ke or drink, a
ne response

one, I just wo
with APS hav

rombosis (bl
nd immobiliz
 are at highe

nd benefits o
be discussed
spent off blo
started as so
tps://www.hs
uld-know-pre

r vaccination

shots. Regar
r patients (w
ppressive m

e.g., paleo, a
help minimi

cerns, Uplif
sis Day Sup

taking the bi
resulted in pr
P syndrome, 
gnosed with 
t were obviou
onal blood c

heumatologis
ed to get preg
and maintain
to elective s

ondered if th
ving this type

lood clots) in
zation during
er risk for thr
of surgical pr
d with your p
ood-thinning
oon as it is sa
ss.edu/condi
e-surgery.as

ns? 

rding “other”
with/without o
medications sh

auto-immune
ize symptom

fitng and 
pport 

irth control 
reterm 
and two 
APS, 
usly still 
lots since 
st or 
gnant again. 
n a healthy 
surgery. I am
here was any
e of surgery?

n everyone, 
g and after 
rombosis 
rocedures, 
physicians. 

g 
afe to do so 
itions_top-
sp  

” 
other 
hould discus

e protocol, 
ms or help in 

1 

I 

m 
y 
?  

ss 

 



 

 

 
Answ
The o
cardi
hyper
avoid
green
foods
vitam
poten
small
 
 
Patie
Are t
such 
 
Answ
There
clots 
D def
the ge
 

Patie
Are t

Answ
Pleas
instru
prior 
 
 
Patie
Are t
aspiri

Answ
Pleas
 
 
 
 
 
 

wer 3:  
only specific
ovascular di
rlipidemia (r
d large amou
n tea, which 
s should not 

min K in you
ntially leadin
l amounts wh

ent Question
here any sup
as Vitamin D

wer 4:  
e are small s
in antiphosp
ficiency and
eneral popul

 
ent Question
here any vita

 
wer 5:  
se see Answe
uctions detai
to starting th

ent Question
here any foo
in)?  

 
wer 6: 
se see Answe

c diet recomm
isease risk fa
raised choles
unts of vitam
can lessen w
cause a prob
r diet. Cranb

ng to bleedin
hile on warf

n 4:  
pplements / v
D, Vitamin C

studies sugge
pholipid anti
d insufficienc
lation guidel

n 5:  
amins / supp

er #4. Warfa
iled above an
hese, as som

n 6:  
ods to be avo

er #3.   

mendation is
actors such a
sterol). In ad

min K rich fo
warfarin's eff
blem and yo
berry juice an
ng problems 
farin.   

vitamins tha
C, B100, DH

esting that vi
ibody positiv
cy should be
lines. 

plements tha

arin-receivin
nd discuss al

me may intera

oided by an i

s a “healthy 
as hypertensi
ddition, warf
ods, such as
fectiveness. 
u should try
nd alcohol c
and so these

at individuals
HEA – any o

itamin D def
ve patients. I
e corrected in

at individuals

ng APS patie
ll the vitamin
act with the 

individual w

diet” to imp
ion (high blo
farin-receivin
s kale, spinac
Small amou

y to maintain
can increase 
e should be a

s with APS m
others?   

ficiency incr
Independent
n all aPL-po

s with APS s

ents should fo
ns/suppleme
anticoagulan

with APS (as

prove or prev
ood pressure
ng APS pati
ch, broccoli 

unts of vitam
n a consisten

the effect of
avoided or c

may want to

reases the ris
t of these stu
sitive patien

should NOT

follow the sp
ents with the
nt effects of 

suming only

vent 
e) or 
ients should 
and also 

min K rich 
t amount of 
f warfarin, 
onsumed in 

o consider 

sk of blood 
udies, vitamin
nts based on 

T take? 

pecific diet 
eir doctors 
f warfarin.  

y taking 

2 

 

n 

 



 

 

 
Patie
Is tak
 
Answ
Yes, 
 
 
Patie
Can y
inform
 
Answ
Yes y
with 
startin
stoma
then i
to cou
 
 
Patie
Are s
 
Answ
Statin
these
Mous
clotti
inflam
decre
curre
clinic
in dif
avoid
 
 
Patie
Does
 
Answ
Hydr
eryth
effect
There

ent Question
king Melaton

wer 7: 
taking melat

ent Question
you take ster
mation.  

wer 8:  
you can take
warfarin, clo
ng steroids, 
ach) and so i
it is generall
unteract this

ent Question
statins helpfu

wer 9:  
ns are a class
 medication
se studies su
ing cascade. 
mmation and
ease the risk 
ntly, there is

cal studies ar
fficult-to-trea
ded in pregna

ent Question
 Hydroxych

wer 10: 
roxychloroqu
hematosus (S
ts and also in
e is evidence

n 7:  
nin acceptab

tonin is acce

n 8: 
roids with A

e steroids and
ose internati
is recommen
if an individ
ly a good ide
s when steroi

n 9:  
ul for APS? 

s of medicat
s also have a

uggest that st
In APS pati

d blood clots
of blood clo

s no definitiv
re needed. D
at APS patie
ant patients 

n 10: 
loroquine (P

uine is an an
SLE, also kno
nhibits plate
e to suggest 

le for someo

eptable.  

APS and on a

d anticoagul
onal normal
nded. Steroi

dual has a his
ea to prescrib
ids are given

tions typicall
anti-inflamm
tatins can de
ents, statins
s; however th
ots in antipho
ve evidence 

Despite the la
ents. Like wa
as they can c

Plaquenil®) 

ntimalarial m
own as lupu

elet clumping
this drug ma

one with AP

anticoagulant

ants. Given 
ized ratio (IN
ds may caus
story of hear
be a drug, su
n together w

ly used to lo
matory effect
ecrease clot s

decrease the
here are no s
ospholipid a
that statins p

ack of strong
arfarin, this 
cause birth d

help APS? 

medication, w
s). Hydroxy
g, which is a
ay help redu

S (assuming

ts? I am hea

that sometim
NR) monitor
se gastritis (i
rtburn/indige
uch as a prot

with warfarin

ower choleste
ts on various
size through 
e level of pro
studies demo

antibody posi
prevent clots
g clinical dat
class of med
defects. 

which is used
ychloroquine
a key step in 
ce the blood

g only taking

aring conflict

mes steroids 
ring, especia
inflammation
estion or stom
ton pump inh
. 

erol levels. H
s cells in the
interactions

oteins involv
onstrating th
itive patient
s in APS pat
ta, statins are
dications sho

d to treat sys
e has anti-inf
 blood clot f

d clotting eff

g aspirin)? 

ting 

can interact
ally after 
n of the 
mach ulcers
hibitor (PPI)

However,  
 body. 

s with the 
ved in 

hat statins 
s. Thus, 
tients and 
e rarely used
ould be 

stemic lupus 
flammatory 
formation. 
fects of aPL 

3 

t 

, 
), 

d 

 



 

 

in mi
the pr
patien
studie
as an
in AP
 
 
Patie
I am 
back 
const
worse
I had
gland
about
asthm
devel
and d
more
have 
 
I hav
rheum
mana
follow
be do
 
Answ
Many
devel
positi
risk o
have 
speci

 

 
 

 
 
 

ice and also 
rotective rol
nts without o
es are planne
 adjunctive t

PS patients w

ent Question
a female age
and forth to

tantly exhau
ening. I had 

d a suspected
dular fever. I
t once or twi

ma (since the
loped meralg
discomfort  a
 than two ho
been told I a

e never been
matologist fo
agement spec
w up visits, b
oing more to

wer 11:  
y people can
loping blood
ive aPL test 
of aPL-relate
a “clinically

ialist. Some o
Antiphosp
occasions
The lupus
Anticardi
immunog
units (40U
 

decrease the
le of hydroxy
other system
ed or underg
therapy (sup
with difficult

n 11:  
ed 45. I was 
 my GP telli
sted and had
been diagno

d (but unprov
I have heada
ice a month,
e age of 15) w
gia paraesthe
and pain if I 
ours. I have, 
am not going

n referred to 
or a year (ev
cialist for ov
but also whe
 monitor my

n have antiph
d clots or oth
is clinically 

ed clinical pr
y significant 
of the featur
pholipid anti
s at least 12 w
s anticoagula
olipin antibo

globulin (Ig) 
U) are clinica

e risk of bloo
ychloroquine

mic autoimmu
going. For th
pportive treat
t-to-control a

diagnosed w
ing them I kn
d memory bl
osed with Re
ven TIA) rou
aches (since t
 which I am
which has be
etica in my r
stand up unm
what I feel a

g through th

an APS spe
ven then it wa
ver ten years
ether I shoul
y condition?

hospholipid a
her aPL-relat

relevant, an
roblems. Yo
aPL profile”

res of “clinic
ibodies shou
weeks apart.
ant (LA) test
ody (aCL) an
subclass IgG
ally more sig

od clots in SL
e in antiphos
une diseases

he time being
tment used t
aPL-related 

with APS tw
new there w
anks. My ar

eynaud’s app
ughly three y
the age of 15

m on pain man
een getting w
right thigh w
moving  for 
are extreme 
e menopaus

ecialist and h
as at my req
. I do questi
d be referred

antibodies (a
ted clinical p
nd not every 
ou should dis
”, and if so, 
cally signific
uld be positiv
. 
t is the most 
nd aβ2GPI h
G and IgM le
gnificant tha

LE patients.
spholipid an
s (for instanc
g, hydroxych
together with
clinical prob

wo years ago 
was somethin
rthralgia and
proximately 
years ago as 
5) on a daily
nagement m
worse lately

which has bee
more than h
hot flashes (
e (I have had

have not seen
quest). I have
on whether I
d to an APS 

aPL) in their
problems. Fu
aPL-positiv

scuss with yo
you should b

cant aPL pro
ve in tests co

 important a
have several 
evels greater
an lower leve

 In order to u
ntibody (aPL
ce, lupus) co
hloroquine m
h the primary
blems. 

after years o
ng not right. I
d arthritis wa

ten years pr
well as bad 

y basis and m
medication fo

. Last year I 
en causing m

half hour or w
(even when 
d a partial hy

n nor heard f
e not seen a p
I should hav
specialist? A

r blood witho
urthermore, N

ve patient has
our physicia
be referred t

ofile” are:  
onducted on 

aPL test. 
subclasses; 
r than or equ
els. 

understand 
L) positive 
ontrolled 
may be used 
y treatment)

of me going 
I was 

as also 
reviously.  
bout of 

migraines 
or. I have 

also 
me great pain
walk on it fo
static) but 
ysterectomy

from my 
pain 

ve regular 
Also should 

out 
Not every 
s the same 

ans if you 
to an APS 

two 

ual to 40 

4 

) 

n 
or 

y). 

I 

 



 

 

 
 
Patie
I wou
a bloo
went 
 
I hav
was d
green
 
I stru
my h
of 31
migra
 
At th
my ar
joke a
worse
get se
Lupu
priva
and s
prese
now n
same
and th
seizu
handl
or ho
about
me an
Posit
syndr
and a
feel s
 
I end
sister
right 
any s
home
APS.
 
3 yea

ent Story 1: 
uld like to le
od clot, the w
for a blood 

e been sick m
diagnosed w
n vegetables.

uggled 5 year
ealth really t
. The doctor
aines and fee

e age of 36 I
rm, when I r
about that be
e. No one co
eizures and l

us. Test was 
ate blood test
she said yes. 
ent (Whateve
negative. Ba
 one. This d
hat I should 

ures. Had to s
le it. The on

ow to get hom
t the blood te
n injection fo
ive High for
rome, which
a blood clot. 
sick, why do

ded up in Hos
r, At one stag
eye. After th

scans, they g
e. By now I h
 

ars later 4th t

 
t you know 
way we disc
test. 

my whole lif
with Porphyri

. I actually g

rs to get preg
took a knock
r wrote on th
eling sick.  

I was playin
removed the 
ecause I don
ould touch m
lost consciou
false/positiv
ts. I asked th
Showing on

er that means
ack to the do
octor, sitting
go and see a

stop working
e day I decid
me, and my b
ests. She dra

for the muscl
r APS. Back 
h means that 

So since I h
 I get seizure

spital again b
ge I mumble
hat I was con

gave me chol
had 3 positiv

test positive 

that when I w
covered that 

fe, doctors c
ia. Kept awa
get sick when

gnant, then I
k. After my 
he note Hugh

ng around wi
staple the o

n't bleed. It li
me because m
usness for ho
ve and that I 
he nurse who
n the form Fi
s). I have ne

octor. Since I
g with the re
a psychiatris
g cause I wo
ded to go for
body freezed
aw blood, sh
les and I end
to the docto
you must ha

have not had 
es) 

but this time
ed to her that
nfused and l
lesterol pils a
ve test result

+ CT scan s

was diagnos
I have APS 

couldn't find 
ay from most
n I do eat red

I was blessed
8th miscarri
h Syndrome?

th a stapler a
nly blood th
iterally takes

my skin hurt 
ours. I went 
have fibrom

o did the rest
ibro. Results

ever heard ab
I go to a stat
sults in her h

st. I did, resu
ould get seizu
r a walk and
d up. They to

he mentioned
ded up in ER
or in the hosp
ave 2 positiv
the blood cl

e I had 7 seiz
t it feels like
ost the feelin
and that's it. 
ts for APS. B

shows a min

sed with APS
was by a mi

what was w
t medication
d meat and g

d with a son 
iage I had a h
? No one too

and the one 
hat came out 
s hours. But 
when someo
to the docto

myalgia. As a
t, If they can
s - positive f
bout APS ,an
te hospital. Y
hand tells m

ults - no treat
ures and the 

d all of a sudd
ook me to a 
d how thick t

R. Those bloo
pital. She say
ve blood test
lot. I don't ha

zures in an h
e a hot iron i
ng in my lef
 After a wee

But still they

or stroke. 

S in 2011, I 
istake I mad

wrong. At the
ns, Sun, red m
green vegeta

 at the age o
hysterectom
ok notice.  I 

guy pressed
was like jel
then I also r

one touched 
or and they te
a second opin
n test for Fib
for APS. Lup
nd my Porph
You don't alw

me that it is al
tment, still g
 staff didn't k
den I forgot 
private doct
the blood wa
od test came

ays that APS 
ts, at least 3 m
ave APS. (S

hour. Accord
s being pres

ft side. They 
ek in hospita
y said that I d

did not have
e when I 

e age of 11  
meat and 
ables. 

of 25. Then 
my at The age

kept getting

d the staple in
ly. We still 
really got 
it, I would 

ested for 
nion I did 

bromyalgia 
pus - LA 
hyria test wa
ways see the
ll in my head
getting 
know how to
where I was

tor.  I told he
as, she gave 

e back - 
is a 
miscarriages
o why do I 

ding to my 
sed into my 
did not do 

al. I went 
don't have 

5 

e 

e 
g 

n 

as 
e 
d 

o 
s 
er 

s 

 



 

 

 
 
7 yea
my d
and r
APS.
the do
 
Com
Than
 
 
 
 
Final
 
We w
Supp
 
APS 
APS 
APS 
APS 
 
Octob
 

ars later. I sti
iet, I supplem

really bad da
 I think not e
octors in Sou

ment 1:  
nk you very m

l Note:  

want to thank
ort Campaig

ACTION 
Foundation 
Foundation 
Support Gro

ber 2018  

ill don't get t
ment with G

ays. But hope
everyone ha
uth Africa sh

much for sha

k everybody 
gn.  

of America 
of Australia

oup UK 

treatment (D
Glyconutrion
efully my sto

as the same s
hould learn m

aring your st

who has con

a 

Doctors still s
al Suppleme
ory can mak
symptoms, h
more about A

tory.  

ntributed to 

says it's not A
ents. And I s
ke a change o
have all the c
APS.  

our 2018 W

APS). I have
still have my
on how doct
criteria for A

World Thromb

e changed 
y good days 
ors look at 

APS. Maybe 

bosis Day 

6 

 


