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Exciting Updates: DARE-APS

By Jason Knight, MD, University of Michigan

Since 2019, Drs. Knight, Madison, and the
APS Research Labs have been working with
Dr. Doruk Erkan and his team at the Hospital
for Special Surgery, APS ACTION, and re-
searchers at both the National Institutes of
Health and the Immune Tolerance Network to
develop a first-of-its-kind clinical trial for indi-
viduals living with APS. We are thrilled to
share that the trial is active, and we are cur-
rently re-

cruiting pa-

tients to

participate! ‘ v

DARE-APS Study: We all know that safer and
more effective treatments for APS are need-
ed. In this research study, we will learn about
the safety of the drug Darzalex®
(daratumumab) in patients with APS. We will
also learn whether it reduces levels of the
antiphospholipid antibodies that cause APS.

Interested in advancing a potential new thera-
py for Antiphospholipid Syndrome (APS)? Click
here to learn more about DARE-APS, a study
that examines the impact of a medication

called daratumumab in individuals with APS.

Eligibility: You may be eligible to participate in

DARE-APS if you:

> Are between the ages of 18 and 70

> Have a diagnosis of APS

> Have triple positivity with positive testing
for lupus anticoagulant, anticardiolipin
IgG antibodies, and anti-beta-2 glycopro-
tein | 1gG antibodies

> Do not have lupus

About the Study Drug: Daratumumab is
an antibody that targets a protein
called CD38, which is found on the sur-
face of the immune cells that produce
antiphospholipid antibodies (plasma
cells). In APS, daratumumab may work
by eliminating these antiphospholipid
antibody-producing cells, thereby re-
ducing damage to the body caused by
antiphos-
pholipid

A P S antibodies.

Participating
in DARE-APS: This occurs in two phas-
es. During the treatment phase, partici-
pants receive 8 weekly intravenous (IV)
doses of daratumumab. The post-
treatment follow-up phase lasts an ad-
ditional 10 months, during which 6
monitoring visits occur.

Updates: So far, four individuals have
participated at U-M. We are looking for
someone to participate in the next dos-
ing phase! We can only enroll one par-
ticipant at a time, but we will keep a
waitlist if there are many interested
individuals. If you think that you may be
eligible and would like to be considered
for participation, you may contact us at
csarosh@med.umich.edu or 734-647-

5644.

To learn more, visit the DARE-APS web-
site and find the study locations across

the United States.

ANTIPHOSPHO..WHAT?

Click Below to
Follow APSFA

f]0]inld
DOCED

Patient Stories &
Articles Needed!

We are in need of patient stories
to feature in our newsletters.
Every APS patient has a story to
tell and yours could be shared
with the entire APS community.

We also need related articles
such as book reviews, poems,
recipes, interest articles, quotes,
etc.

If you are interested in sending us
your story, please write to
articles@apsfa.org and we will
send you our guidelines.

Without your help our newsletter
cannot be a success!
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Letter from the President

Awareness month is here and it is time to get busy spread-
ing awareness about APS. So, | requesting all hands on
deck!

We have been busy networking with other organizations
like CARRA, Autoimmune Association, ITSH, World Throm-
bosis Day, ICAPA, Defense Health Research Consortium,
Global Jeans and the Arthritis Foundation to name a few.
We have been working with coalition groups to get more research for autoim-
mune disease in general, medication coverage and more awareness for maternal
death and loss for example. We are also networking with corporations who can
help fund professional videos, CME/CE creation, and distribution.

Sadly, federal rare disease funding is still at a halt so it has left many project
hurting including out bank account. Many hospitals are reaching out to for finan-
cial aid to finish their APS projects and we just do not have the funding to help
them at this time. We have done as many microgrants as we can but we are now
in need of money.

We are still looking for someone to create a new info video for our website, if
anyone would like to make a professional one, please drop us a line at
apsfa@apsfa.org If not, Al will do it.

To get this newsletter back on track, we are in need of patient stories to feature
in our newsletters. Every APS patient has a story to tell and yours could be
shared with the entire APS community. We also need related articles such as
book reviews, poems, interest articles, quotes, etc. If you are interested in send-
ing us your story, please write to articles@apsfa.org and we will send you our
guidelines. Without your help our newsletter cannot be a success! As far as as
the format of the newsletter, that probably will be changing thanks to Microsoft
dumping Publisher. This will probably be the last formal newsletter. | have new
medical issues that do not allow me to see very well and working endlessly on
Canva to produce a newsletter in this format will not be conducive to my health.

Speaking of my health, | was diagnosed with a progressive neuromuscular disor-
der called Myasthenia Gravis. It effects both my eyes with double vision, my
muscles, my ability to eat and drink, my voice and speech, it makes my eyes
droop, walk and can effect my breathing. (Remember, when | say, it may not
always be APS.) | am on infusions (the selection oddly including many that are
for Lupus), a way stronger immunosuppressant and a special drug for my mus-
cles | have to take 4 times a day on top of the pharmacy | was already taking.
Medical burn out IS real.

As a reminder are on Walmart’s SparkGood. You can donate money to the
APSFA just by shopping. Just set the APSFA to your designated charity. We are
also with Target and Front Door. You can also check out our Amazon Shop. We
are adding new items to that regularly as | stumble on useful things for our com-

munity.

We encourage you to follow us on Facebook and Instagram to get the latest APS
news. While Twitter has a great exchange with medical professionals interested
in APS we do not have a following there anymore and are considering deleting

the account. However, we are now on TikTok and starting to gain some traction

and getting interaction with other APS patients and doctors there.

That is about all the news | have to report. Once again, |
hope this newsletter finds you in the best of health and with a
perfect INR level.
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Every June, we recognize APS Aware-
ness Month — a time to shed light on
Antiphospholipid Syndrome (APS), a
serious and often misunderstood auto-
immune disorder that affects thou-

sands of lives around the world.

Despite its life-threatening potential,
APS remains underdiag-
nosed, under-
researched, and widely
unknown, even among
medical professionals.
That’s why awareness is
not just important —it's
urgent.

What Is Antiphospholipid
Syndrome (APS)?

APS is an autoimmune disorder in
which the body mistakenly produces
antibodies that increase the risk of
blood clots. These clots can form in

veins or arteries, causing:

e Deep vein thrombosis (DVT)

e Stroke

e Pulmonary embolism (PE)

e Heart attacks

e Pregnancy complications, including
miscarriage, stillbirth, and preterm
delivery

e Organ damage (lungs, kidneys,
brain, skin)

APS can affect both adults and chil-
dren, and it often overlaps with other
autoimmune conditions like lupus,
Sjégren’s syndrome, and Hashimoto’s

thyroiditis.

Pediatric APS: A Growing Concern

While APS is more commonly diag-
nosed in adults, children and teens
can also be affected. Pediatric APS is
rare but real — and often more chal-
lenging to detect due to vague or over-

lapping symptoms.

There is no standardized treatment
protocol for children,
making research and
awareness even more
critical to improve out-
comes and prevent long-

term complications.

Why Awareness Matters

Most people have never
heard of APS until it af-

— and by then, serious damage may
have already occurred.

Lack of awareness leads to:

e Delayed diagnosis

e Missed warning signs

e Limited access to specialists and
treatment options

Early diagnosis can save lives. Aware-
ness can empower people to ask the
right questions and seek help when
symptoms are brushed aside.

How You Can Help During APS Aware-
ness Month

This June, we invite you to take action.

Here's how:

Educate

e Share APS facts on social media

e Distribute flyers, posters, and in-
fographics

fects them or a loved one

e Talk openly about the con-
dition and its risks

Donate
e Support the APS Founda-
tion of America at

apsfa.org/donate

Donate $25 or more via
PayPal in June and receive
a limited-edition 3-inch
awareness sticker.

Advocate

¢ Encourage your local repre-
sentatives to support rare
disease funding

e Ask local clinics to include
APS in educational materi-
als

Support

Don your burgundy gear, rib-
bons, and accessories to spark
conversations and show soli-

darity.

Every Voice Counts

APS may be rare, but its impact
is profound. By participating in
APS Awareness Month, you're
helping to illuminate a condi-
tion that has lived in the shad-
ows for too long.

Together, we can change the
story — with more research,
earlier diagnoses, and stronger
support for patients and fami-
lies.

Join us this June. Speak up.
Spread awareness. Save lives.
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Jackie’s APS Journey
By Jackie Wright

| | was first told | had APS when | was
19 years old. | had just given birth to
my 27-week stillborn son, Xander, a
month prior. | was told APS was the
8w cause; my placenta was covered in
hemorrhages, clots, scar tissue, and
there was a blood clot in the umbilical
.| cord. Maternal fetal medicine said my
= pregnancies are now high risk, but
they could give me a healthy baby

- with treatment.

I had my second child at 22, and my little girl was stillborn at 28 weeks
due to APS. | took baby aspirin and Lovenox during my entire pregnan-
¢y, but not enough. Doctors said they were sorry, and we can do more
next time.

My doctor took me off the blood thinners and put me on the pill so |
wouldn't get pregnant again. | was done with trying. | was traumatized
at that point.

| then suffered several TIA's over the next month from the APS and
estrogen-based birth control my doctor had put me on. | was told | have
APS all the time, and | had to take warfarin for the rest of my life be-
cause my APS tests were strongly positive on all 3 tests.

| had to stop the birth control and start warfarin; my whole life flipped

upside down at 22 years old.

| was blessed with a miracle two months later: | was pregnant
again. | got smarter, saw better doctors, and received the best
treatment available in my state. My pregnancy was insane, so
many medications, tests, appointments, ultrasounds, half a mil-
lion dollars later, at 32 weeks, | gave birth to a healthy 3-pound
12-ounce baby girl. My rainbow baby, my miracle. | had my tubes
tied during my c-section. | knew | had my miracle, and | couldn't
risk my life to have any more.

It's been 10 years since then. | have had multiple occasions of
INR interactions, causing blood to be too thin or too thick. I've
had internal bleeding several times, but knock on wood, | haven't
had a blood clot since | started warfarin 12 years ago. | have
learned to be my own advocate, and sometimes | know more
than my own doctors. But | will always fight for my life!

I am 34 now, and | have several other health problems: fibrom-
yalgia, Sjogren's syndrome, MCAS, scoliosis, osteoarthritis, anxie-
ty, depression, tachycardia, mixed headache syndrome, Ray-
naud's syndrome, and endometriosis. I'm still trying to live my
best life and enjoy each day to the fullest.

APS is a devastating disease that is very misunderstood. We
must advocate for ourselves and give ourselves grace.

Tree of Life Fundraiser

Welcome to the Tree of Life Fundraiser!

Join us in growing something significant. By purchasing aware-
ness ribbons, flowers, bees, and dragonflies for our beautiful Tree
of Life and its vibrant Spring scene, you're directly supporting the
APS Foundation of America in its mission to raise awareness, pro-
vide education, and fund research for Antiphospholipid Syndrome
(APS).

Every ribbon, bloom, and detail added to this scene represents a
step toward hope, healing, and community. Together, let’s nurture

a brighter future, one piece at a time.

How it works: Donations are made using the buttons below the
tree. There is an item that corresponds to different donation
amounts. Once you have donated, the item you picked will be
added to the tree. The Tree of Life starts bare, but as the Month
of June progresses, the tree will be decorated with your generous
donations!! At the fundraiser's end, our tree is beautifully decorat-
ed with ribbons, and our Spring scene is decorated with flowers,
bees, and dragonflies.

If you prefer to remain anonymous, please let us know.

All donations to the giving tree are 100% tax-deductible.

Please scroll past the tree to find the ornament selections
and donate buttons. Or click here to jump there.

Thank you for considering the APSFA for your Spring or Sum-
mer donations and your continued support!
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APS & Contraception

By Jackie Madison, MD & Angela Weyand, MD

Today, we’ll be reviewing how the choice of
contraceptive therapy is a little more com-
plex in patients with APS. One important
aspect of APS treatment is ensuring our
patients don’t have other risk factors for
clots, or, if they do, finding ways to reduce
those risks. One of these potential risk fac-
tors is the use of systemic estrogen therapy,
most commonly in oral contraceptive pills
(OCPs). There are other times estrogen
treatment is considered, especially in meno-
pause, and |
hope to ad-
dress this
topicin a
future post,
but today’s
post is all
about hormo-
nal and other
contraceptive
choices. This
post is co-
written by our
friend and
colleague in Pediatric Hematology, Dr. Ange-
la Weyand, who, in addition to treating and
studying APS, also has a particular interest
in women’s health.

Oral Contraceptive Pills

Hormone therapies like OCPs are used for a
variety of reasons, including heavy menstru-
al periods, acne, and contraception. The
problem for patients with antiphospholipid
antibodies (even those without a prior clot)
is that the combined OCPs, which contain
estrogen (called combined OCPs because
they contain both estrogen and progester-
one), lead to a greater risk of blood clots. In
fact, we have a number of patients who
weren’t diagnosed with APS until after they
were put on an OCP and then developed a
blood clot! Only then were the antiphospho-
lipid antibodies identified, leading to their
APS diagnosis.

So, what OCPs can be used when you have
APS? There are OCPs that contain proges-

terone only, and these are relatively safe
for patients with antiphospholipid antibod-
ies1. The progesterone-only OCPs are also
sometimes called the “Mini Pill,” and they
are even available over the counter. One
particular aspect of their use is that they
work best when taken at exactly the same
time every day (set that phone alarm when
the dose is due!). The Mini Pill is consid-
ered effective, just like other OCP’s, but
with typical (not perfect) use, there is a 6-
9% risk of pregnancy each year2.

..ﬁ‘
« Other Contracep-
LD tives to Avoid in

APS

There are other
contraceptives
K that are effective
o (6-9% risk of preg-
nancy per year)
but best avoided
in people with
antiphospholipid antibodies. These include
depot medroxyprogesterone acetate (aka
DMPA or DepoProvera, injections every 3
months), vaginal rings (such as NuvaRing),
and transdermal patches (applied to the
skin). The ring and the patch contain estro-
gen at high enough doses that they should
be avoided in APS. Depo (DMPA) is a pro-
gestin-only contraceptive, but in some stud-
ies, users had an increased risk of clotting
(perhaps double)3,4. These studies could
not perfectly capture whether there is a
definite risk or exactly how high it may be,
or if there is a risk specifically related to
antiphospholipid antibodies; perhaps the
only people enrolling were already avoiding
estrogen because they already had an in-
creased clotting risk. Still, because of the
finding, we advise our patients with APS or
other risk factors for clots to avoid DMPA
injections.

Highly Effective Contraceptive Options in
APS

There are several options that are con-
sidered highly effective (<1% pregnan-
cy risk each year) for contraception,
meaning they are more effective than
the Mini Pill. There are multiple types
of IUDs (intrauterine devices), and all
are considered safe for patients with
APS1. IUDs may be particularly useful
to women who are not planning on
pregnancy in the near future because
they last 3-10 years before needing
replacement, depending on the specif-
ic device chosen. The hormonal
(levonorgestrel) IUDs have the lowest
rates of pregnancy (0.07% per year),
and the hormone included is a tiny
amount of progestin, not estrogen.
Some example brand names include
Mirena and Kyleena. Copper IUDs also
have very low rates of pregnancy
(0.63% per year) and contain no hor-
mone. The downside is that for women
on anticoagulation, they can experi-
ence heavy menstrual bleeding on
copper IUDs. Cyclic menstrual bleeding
often stops in users of hormonal IUDs.
Hormonal IUDs can also be used to
reduce dysmenorrhea and endometrio-
sis-related pelvic pain.

Another highly effective option is the
implant (for example, Nexplanon),
which contains only progestin. An im-
plant looks like a tiny plastic rod that is
placed under the skin and lasts for 5
years before it is replaced. Are there
clotting risks, perhaps similar to Depo?
Although the American College of
Rheumatology in its last reproductive
health guidelines in 2020 advised cau-
tion because there were not yet a lot of
studies on the topic, additional studies
have been done since then, and the
2024 conclusion from the CDC is that
the progestin implants are a reasona-
ble choice for women with a history of
clotting, similar to progestin-only pills5.
One other downside for women on
anticoagulation, though, is that some
women can have irregular menstrual
bleeding.
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APS & Contraception—Continued

Less effective, but low-risk contraception
choices in APS

There are other contraceptive options
which pose no clotting risk, but they are not
nearly as effective as the options above:

ogist, obstetrician/gynecologist, and/or
primary care physician. Because preg-
nancy is high-risk for patients with APS,
the choice of contraception is very im-
portant. There are multiple choices, but
you do need to be thoughtful about
which are safe and which might be best
for you.

Effectiveness

Contraceptive Choices in Patients with )
Antiphospholipid Antibodies SSEL/grads fomitbeche Category Add itional
infor-
Copper IUD 1 Highly Effective mation:
This linked
Hormonal IUD 2 Highly Effective handout
: _ was made
Implant 2 Highly Effective o
specifically
Progestin-only pill 2 Highly Effective forlu pus
patients,
DMPA (Depot)—avoid 3 Effective but ma ny
of the
Combined OCP—avoid 4 Effective .
same prin-
Condom, diaphragm, sponge, cervical cap, spermicide, Not graded; no known risk for N C|ples ap-
= ) Ineffective
fertility awareness thrombosis p|y to APS,
and it
Safety grading: 1=no restriction, 2=advantages outweigh risks, 3=risks outweigh advantages, notes par-
4=unacceptable health risk. Effectiveness category: highly effective indicates <1% pregnant each year, ticular are
effective indicates 6-9% pregnant each year, and ineffective indicates 10-25% pregnant each year. that
as tha

condoms, diaphragms, sponges, cervical
caps, spermicide, and fertility awareness
(calendar methods). In these options, there
is a 10-25% risk of pregnancy per year with
typical use.

Emergency Contraception

Emergency contraception (which prevents
ovulation, thus preventing pregnancy) is
also safe for women with APS. There are 2
oral emergency contraceptive methods
available in the United States (ulipristal
acetate and levonorgestrel, which is availa-
ble over the counter as Plan B), and neither
contains estrogen. IUD placement can also
work as emergency contraception.

What is the best choice for me?

The best choice for an individual is highly
personal and depends on preferences and
specific medical history. Talk about your
options with your rheumatologist, hematol-

apply to people with antiphospholipid
antibody positivity. The first page ad-
dresses pregnancy planning, and the
second goes through birth control op-
tions. Check it out!

1. Sammaritano LR, Bermas BL,
Chakravarty EE, Chambers C, Clowse
MEB, Lockshin MD, Marder W, Guyatt G,
Branch DW, Buyon J, Christopher-Stine
L, Crow-Hercher R, Cush J, Druzin M,
Kavanaugh A, Laskin CA, Plante L, Salm-
on J, Simard J, Somers EC, Steen V,
Tedeschi SK, Vinet E, White CW,
Yazdany J, Barbhaiya M, Bettendorf B,
Eudy A, Jayatilleke A, Shah AA, Sullivan
N, Tarter LL, Birru Talabi M, Turgunbaev
M, Turner A, D'Anci KE. 2020 American
College of Rheumatology Guideline for
the Management of Reproductive
Health in Rheumatic and Musculoskele-
tal Diseases. Arthritis Rheumatol. 2020
Apr;72(4):529-556. doi:
10.1002/art.41191. Epub 2020 Feb
23. PMID: 32090480.

2. https://lupuspregnancy.org/wp-
content/uploads/2021/09/HOP-STEP-
OB-GYN-MFM-Handouts Pregnancy-
Planning-and-Contraception Sept-1-

2021.pdf

3. Bergendal A, Persson |, Odeberg J,
Sundstrom A, Holmstrom M, Schulman S,
Bjorgell O, Kieler H. Association of ve-
nous thromboembolism with hormonal
contraception and thrombophilic geno-
types. Obstet Gynecol. 2014
Sep;124(3):600-609. doi:
10.1097/A0G.0000000000000411.
Erratum in: Obstet Gynecol. 2015
Feb;125(2):495. PMID: 25162263.

4. Cockrum RH, Soo J, Ham SA, Cohen
KS, Snow SG. Association of Progesto-
gens and Venous Thromboembolism
Among Women of Reproductive Age. Ob-
stet Gynecol. 2022 Sep 1;140(3):477-
487. doi:
10.1097/A0G.0000000000004896.
Epub 2022 Aug 3. PMID: 35926206;
PMCID: PMC9669089.

5.
https://www.cdc.gov/contraception/med
ia/pdfs/2024/07/us-mec-summary-
chart-color-508.pdf

In This Story
Jaqueline Madison
Jacqueline Madison, MD

Co-author: Dr. Angela Weyand, Clinical
Associate Professor of Pediatrics, Pediat-
ric Hematology/Oncology. Dr. Weyand is
a co-chair of the International Society for
Thrombosis and Haemostasis (ISTH) Sci-
entific and Standardization Committee
on Women's Health, a member of the
ISTH guidance and guidelines commit-
tee, and a section lead for the Lancet
Haematology Commission on Women'’s
Health.
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every-
' one,
‘my
name
is So-
phia
Lowe
and |
had
my
first
stroke
at 33.

{ | want-
ed to
share
a bit

about what I've been going
through, health-wise, over the past
few years. It's been quite a journey,
and I've learned a lot about my

body - and my resilience!

It all started back in September
2024. My right arm just suddenly
went weak and dropped for a few
minutes. It was weird, but it went
away quickly, so | didn't think much
of it at the time. Then, towards the
end of 2024 and into 2025, | start-
ed losing a *lot* of weight without
trying - | dropped from 178
pounds to 143! On top of that, |
had constant nerve pain and kept
breaking out in hives. It was all su-

per confusing and concerning.

Sophia’Story
By Sopia Love

Things really came to a head on
June 6, 2025. | was in the show-
er when my right arm went com-
pletely weak again, and | could-
n't even hold things. To make it
worse, | suddenly couldn't speak
properly - my words were all
jumbled. It was terrifying, and |
ended up in the hospital on June
7th.

After a bunch of scans and
tests, they confirmed I'd had a
stroke. But that wasn't alll While
| was there, they also found
some
pretty
big kid-
ney
stones,
diag-
nosed
me
with
Chronic
Kidney
Disease, and discovered | had
some internal bleeding. Talk
about a triple whammy! About a
week into my hospital stay, |
even had a mini-stroke (a TIA)
while being taken for a CT scan,
which landed me in the ICU for a

week of really close monitoring.

I'm just incredibly
grateful to still be
here and keep
pushing forward!

| was in the hospital for a good
three weeks, from June 7th to
June 27th, and then went
straight to rehab until July 4th. |
worked really hard there to get

some of my strength and move-
ment back. | finally got home on
July 4th, but my homecoming
was short-lived. Just three days
later, on July 7th, | had
*another* TIA and was back in
the emergency room via ambu-

lance.

After that, | saw a rheumatologist
who eventually figured out what
was really going on: Antiphospho-
lipid Syndrome (APS). This diag-
nosis was a huge relief because
it finally explained *everything*
- even a miscarriage | had
back in 2021. It showed that
all these weird symptoms
were connected to one un-

derlying condition.

Then, on December 7th, |
had yet *another* TIAin a
store parking lot. That one
happened because | had to
temporarily stop my blood thin-
ners for a kidney surgery | had
scheduled on December 9th.

So, now I'm living with a higher
risk of more TIAs and actively
managing all these chronic condi-
tions. It's definitely been a huge
challenge, especially with my
memory not being what it used to
be and my right arm still feeling
weak. But honestly, I'm just in-
credibly grateful to still be here
and keep pushing forward!
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University of Michigan & APSFA Webinar: June 9th

We cordially irvite you
W poin dar J;ow/k/
webinar with the

University of Mekipan

o June 96k from 6:00

AM-7:30 P £7.

Join us for an evening of Hot Top-
ic Sessions and Questions & An-

swers to learn, stay informed, and
get support for the APS communi-

ty.

We kindly request that you regis-
ter using the following link:
https://umichumhs.qualtrics.com
/ife/form/SV_eKaKFeiEhFJBbzE

Registration closes on June 1st,
and the event will be recorded for

replay.

The full agenda can be found
here: https://apsfa.org/new/wp-
content/uploads/2026/05/U-of-
M-APSFA-Webinar-June-9-2026-

Agenda.pdf

Please submit your questions to:
Tina@apsfa.org for the Questions

& Answer Session.

We look forward to connecting

with you and sharing this mean-
ingful event together on World

APS Day.

UNDERSTANDING APS TODAY AND WHERE
THE FIELD IS HEADED

Hosted by the Michigan APS Program and the APS Foundation of America (APSFA)

world
APS DAY

JUNE 9

MICHIGAN MEDICINE

UNIVERSITY OF MICHIGAN

June 9, 2026 | 6:00 pm — 7:30 pm EDT

AGENDA

6:00-6:05 pm

6:05-6:15 pm

6:15-6:25 pm

6:25-6:35 pm

6:35-6:45 pm

6:45-7:30 pm

Michigan Medicine Antiphospholipid Syndrome (APS) Program | Understanding APS Today and Where the Field is Headed

Welcome and Introduction
Jason S. Knight, MD, PhD | Director, Michigan APS Program

A brief introduction to the Michigan APS Program and its mission of integrating patient care, education,
and research. Dr. Knight will provide an overview of how clinicians, scientists, and patients are working together to
improve understanding and treatment of antiphospholipid syndrome (APS).

10 Things You May Not Know About APS
Yu (Ray) Zuo, MD, MSCS | Associate Director, Michigan APS Program

APS affects every patient differently, and many aspects of the disease remain poorly understood outside specialty
centers. This rapid-fire session will address common questions and misconceptions surrounding APS, including
whether APS can run in families, symptoms beyond blood clots, cognitive dysfunction (‘brain fog”), lifestyle
considerations, and why some patients do not fit neatly into traditional definitions of the disease.

APS Across the Lifespan: Pediatric APS, Hormones, and Women’s Health
Jacqueline A. Madison, MD | Clinical Assistant Professor of Internal Medicine/Clinical Assistant Professor of
Pediatrics

APS presents unique challenges across both childhood and adulthood, particularly for women navigating issues
such as contraception, pregnancy, and hormone therapy. This session will review key considerations across
different stages of life and discuss how clinicians approach individualized decision-making in these settings.

Why Do Clots Happen in APS? Understanding the “Perfect Storm”

Ajay Tambralli, MD | Clinical Assistant Professor of Internal Medicine/Clinical Assistant Professor of Pediatrics

Blood clots rarely develop because of a single factor alone. This session will introduce the classic concept of
Virchow's triad, which describes the interplay between blood flow, the blood vessel wall, and the clotting system,
and will explore how APS can disrupt all three at once. Dr. Tambralli will discuss how antibodies, inflammation, and
vascular injury combine to create a “perfect storm” for thrombosis, while highlighting how modern research is
reshaping our understanding of APS.

The Future of APS Treatment: New Therapies and Reasons for Optimism
Jason S. Knight, MD, PhD | Director, Michigan APS Program
Treatment options for APS are beginning to expand beyond traditional anticoagulation. Dr. Knight will review

the evolving clinical trial landscape in APS. The session will highlight momentum toward more personalized
treatment approaches while also discussing the challenges that remain in bringing new therapies to patients.

Moderated Audience Q&A Q.

APS Foundation of America | Moderator »

Questions submitted in advance will be moderated by the APS Foundation of America. PS
Foundation
of America
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Caregiver Burnout vs Compassion Fatigue: The Difference

Caregiving is a big responsibility that can
be stressful, especially for family caregiv-
ers. Burnout is one possible result of pro-
longed stress. Compassion fatigue is also a
serious potential consequence of caregiver
stress.

In this article, we: describe caregiver burn-
out and compassion fatigue, list their
symptoms, outline the differences between
the, provide ideas for managing stress to
avoid becoming burned out or fatigued.

What Is Caregiver
Burnout?
Caregiver burnout
is a physical, men-
tal, and emotional
exhaustion result-
ing from prolonged
stress experienced
when providing
care. Family care-
givers are especial-
ly vulnerable to
burnout for several
reasons:

They’re often un-
paid and take on
caregiving responsibilities while also work-
ing.

They don’t always have help with home
care and are often the primary caregiver.
Family caregivers are usually not trained
for caregiving duties.

They are caring for a loved one. Watching
them decline, especially in cases of demen-
tia, can take a major emotional toll.

Signs & Symptoms of Caregiver Burnout
Anyone providing care is at risk for burnout.
Family caregivers are often unprepared for
the home care role and struggle to manage
their responsibilities. This can lead to care-
giver burnout. It's important to recognize
the signs, so you can take steps to manage
burnout and recover.

Feeling Overwhelmed

Stress is normal in the caregiving role. You
have a lot of responsibility, and the stakes
are high. Your loved one’s wellness and

Reprinted from Trualta

quality of life depend on your care. This can feel
stressful and overwhelming at times.

It's not normal to feel stressed all the time
when providing home care. Chronic stress is
the underlying cause of caregiver burnout. If
you feel constantly stressed and overwhelmed
by your role, you could be headed for burnout.

Exhaustion

You can recover and rebound from normal
tiredness or fatigue with rest or sleep. Burnout
is a state of deep exhaustion that does not get
better with rest. It can be physical fatigue, but
al-
SO

emotional and mental exhaustion that you can’t

seem to get relief from.

Poor Physical Health

Many caregivers struggle to take time for their
own health and wellness. This can lead to poor
physical health, getting sick more often, insom-
nia, and frequent issues like headaches or
digestive problems. You should be concerned if
you don’t find time to rest, get enough sleep,
eat well, or exercise.

Mental Health Symptoms

According to research, caregivers suffer from
depression at higher rates than the general
public. They're vulnerable to other mental
health symptoms as well, like anxiety. Leaving
these unmanaged can easily lead to burnout.
Caregivers with burnout often feel sad, hope-
less, and overwhelmed.

Another troubling mental health symptom
associated with burnout is anger. Burned-
out caregivers often feel resentful and
angry toward their care recipients. This can
lead to outbursts and even abuse.

Isolation & Withdrawal

Caregiving can be isolating, but if you find
time to spend with family and friends, they
can provide important support. Deepening
isolation and withdrawal from normal activ-
ities are key characteristics of caregiver
burnout.

What Is Compassion Fatigue?

Compassion fatigue may occur with care-
giver burnout, but it isn’t the same. It is
often referred to as the cost of caring, vi-
carious trauma, or secondary trauma. Com-
passion fatigue is rooted in empathy, the
ability to understand and feel someone
else’s emotions. It’s like putting yourself in
someone else’s shoes.

Empathy is a hallmark of a good caregiver,
but it can also lead to compassion fatigue.
Compassion fatigue is secondary traumatic
stress and exhaustion. After being exposed
to the traumatic experiences of another,
such as the care recipient, the person with
compassion fatigue begins to lose the abil-
ity to empathize, nurture, or provide care.

Caregivers are susceptible to compassion
fatigue because they care for people who
are sick or struggling. Anyone in a job that
requires empathy and compassionate
caregiving can be at risk: medical profes-
sionals, first responders, and veterinarians,
for instance.

In caregiving, family caregivers may have a
higher risk. They may feel the suffering of
their loved ones more intensely than pro-
fessional caregivers.

Signs & Symptoms of Compassion Fatigue
Compassion fatigue is different from, but
related to, caregiver burnout. Both can be
harmful to the caregiver and the care recip-
ient. If you struggle to empathize, you can-
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Caregiver Burnout vs Compassion Fatigue:The Difference

not provide the best care. Your loved one
may suffer more as a result.

Know the signs of compassion fatigue be-
fore they arise:

-You feel less caring, sympathetic, and
empathetic toward your loved one. In deep
compassion fatigue, you might feel no em-
pathy at all.

-You feel detached from your care recipi-
ent. This feels like emotional numbness.
-Your approach to your caregiving tasks
becomes more focused on just getting the
job done and less on providing care or
comfort. You struggle to function, think
clearly, or complete your usual tasks.

-You get angry easily and are more irritable,
cynical, and resentful. You may experience
mood swings, outbursts, fear, sadness, and
hopelessness.

-You become socially isolated and with-
drawn, both from your care recipient and
others.

-You feel deeply exhausted, physically,
mentally, and emotionally, even with rest.
The last sign of compassion fatigue is simi-
lar to the experience of caregiver burnout.
This type of exhaustion is different from the
normal sensation of being tired or fatigued.
It’s not relieved by rest or sleep, and it can
even make sleep more difficult.

What Are The Key Differences?

While compassion fatigue and caregiver
burnout are very similar, there are im-
portant differences. Both result from
providing care, but the real underlying
causes are a little different, as are the tim-
ing and some of the symptoms.

Compassion Fatigue Is More Emotional

In both causes and symptoms, compassion
fatigue is more emotional than physical,
while burnout can be both.

Burnout results from ongoing stress from
several sources: Being overworked, lack of
caregiving training, inadequate sleep, and
more.

Compassion fatigue is caused by emotional
exposure to difficult situations. It arises

after repeated exposure to someone else’s
suffering, trauma, or grief. While burnout is
triggered by all kinds of stress, compassion
fatigue’s underlying cause is specifically sec-
ondary traumatic stress.

The symptoms of compassion fatigue are also
more emotional.

Burnout causes both emotional pain and physi-
cal symptoms.

Compassion fatigue can result in physical
symptoms because, like burnout, it involves a
buildup of stress. Chronic compassion stress
lowers immune function and can cause certain
physical symptoms, like pain.

Compassion Fatigue Can Occur Suddenly
Caregiver burnout builds slowly, over time. It
results from chronic stress. You might cope well
initially, but as stressors pile up, you slowly get
burned out. This is one reason burnout can be
so harmful. It's not always easy to notice when
it's happening.

Compassion fatigue can build slowly, but it also
often occurs quickly. You might suddenly lose
empathy after prolonged exposure to your care
recipient’s difficulties and suffering. Compas-
sion fatigue can also arise quickly after one
significant traumatic event.

Burnout Does Not Cause Loss Of Empathy
This is the most important difference between
compassion fatigue and caregiver burnout.
There is otherwise a lot of crossover, but this is
the key characteristic of compassion fatigue.

Burnout can make it more difficult to provide
good care, but you should still feel compassion,
satisfaction, and a sense of wanting to care,
even if you cannot. You still feel empathetic
toward your loved one.

In compassion fatigue, you see this feeling of
empathy decline and ultimately disappear. It
feels like you no longer care. Both situations
can make it difficult or impossible to provide
care, but the underlying reasons are different.

Managing Burnout & Compassion Fatigue

If possible, it's best to recognize and ad-
dress early signs of burnout and compas-
sion fatigue. This helps you get back on
track before entering a state of deep ex-
haustion and lack of empathy.

Whether you're experiencing burnout, com-
passion fatigue, or both, the most im-
portant thing you can do is take a break
from care. Respite care is a service you
should use early and often on your caregiv-
ing journey. Let someone else take over for
short periods so that you can rest and
manage your own health.

Support groups, used early and often, can
also make a big difference to your mental
health. A caregiver support group allows
you to share difficult feelings in a safe
space. Expressing these to people who
understand your situation can be powerful
for stress relief. You can also get advice
and learn in support groups, making your
role easier.

Burnout and compassion fatigue are seri-
ous mental health issues. If you cannot
find relief, you may need professional sup-
port. A mental health professional can help
you work through your feelings, find coping
strategies for stress and depression, and
find practical solutions to balancing your
role as a caregiver and your own wellness.

Don’t forget to check if you have free ac-
cess to caregiver resources, support
groups, and forums to help you cope.
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New Website Launched—Check it Out!

We're thrilled to share that our brand-new website
is live!

Our old site was stuck in the past with outdated
templates, making it hard to
keep things secure and im-
plement the fantastic fea-
tures we envisioned without
breaking the bank. With this
fresh design, we're all set
for a smoother experience
and can easily stay up to

date.

Antiphospholij
yndrome (A

cular disorder which requires her weekly infu-
sions, chemo and medications 5 times a day.

While this upgrade came with some costs, we

truly believe that quality,

science-based infor-

™ mation should always be
| prioritized. If you'd con-

| sider helping us cover

some of these expenses,

we would greatly appreci-

ate it!

The great news is, this website is built for lon-

We've also introduced features that boost our visi-
bility on search engines, especially since we faced
challenges when Tina is dealing with her latest

gevity, ready to serve you for the next decade.

Check it out! https://apsfa.org

autoimmune condition, a progressive neuromus-

May is Stroke Awareness Month

by Tina Pohlman

May is National Stroke Awareness
Month, dedicated to educating the pub-
lic on recognizing symptoms, under-
standing risks, and highlighting that
80% of strokes are preventable. Key
initiatives emphasize acting B.E.F.A.S.T.
(Balance, Eyes, Face drooping, Arm
weakness, Speech difficulty, Time to call
911) because nearly 2 million brain cells
die each minute a stroke goes untreat-
ed.

BE FAST

—— Recognize Stroke Symptoms ——

B

Balance |

Balance
Sudden loss of balance or coordination
Trouble walking, dizziness, or unexplained falls

Eyes
Sudden vision changes
Blurred, double vision, or loss of vision in one or both eyes

Face
Facial drooping or uneven smile
One side of the face may feel numb or appear drooped

Arm (or leg) weakness or numbness
One side may drift downward when raised

Speech
Slurred or difficult speech
Trouble speaking, understanding, or confusion

Key Goals of Stroke Awareness Month:
Recognize Signs (B.E. F.A.S.T.): Balance,
Eyes, Face drooping, Arm weakness,
Speech difficulty, and Time to call 911.
Understand Risk Factors: High blood
pressure (hypertension), diabetes, and
high cholesterol are major, controllable
risk factors. }

Time to call 911 immediately
Every minute matters—fast action
can save brain function and lives

i
(7 —
2

wwwAPSFAOrg

Time Lost = Brain Lost

Recognize early. Act immediately. Save a Life.

S

()3
APS |
n. B ﬁ Citation: heart.org

P prevention Strategies: The CDC

notes that 80% of strokes are pre-
ventable through healthy lifestyle
changes, such as eating a bal-
anced diet, exercising for 150
minutes per week, and quitting
smoking.

Targeted Outreach: Campaigns
often target specific de-
mographics, such as Black and
Latina women aged 25-64, to
monitor blood pressure.

Support & Education: Organiza-
tions like the American Heart Asso-
ciation offer resources and educa-

. tional tools to help people under-

stand, prevent, and recover from
strokes.
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My APS Journey
By Jagoda Bach

He sent me to radiology immediately,
and they ended up finding a bilateral
pulmonary embolism and DVT. | had 5
blood clots total (mind you, | had no
idea what a PE was, let alone that it
could be dangerous and that it could
happen to a 31-year-old!). | was re-
erred to a hematologist, started on
blood thinners, and started doing sev-
eral tests. | ended up coming back posi-
ive for 2 out of the 3 cardiolipins for
APS 3x. | was on the lower end of the

o numbers, but still positive.
Back story, my husband and | mar-

ried in 2015 (July 11 (that number
is significant!) to be exact) after
being together for a few years. We
wanted to start a family soon
thereafter, as we both wanted a
large family. | was praying for 2
boys, 2 girls; he just wanted a
large family with at least 1 boy. In
2017, we found out | was pregnant
with no complications. | developed
preeclampsia at 35 weeks and
ended up getting induced at 36
weeks 4 days. My original due date
was August 4; our little angel came
in the very early hours of July 11,
2018. Postpartum, | felt some
sharp feelings in my shoulder
through my chest, but | disregard-
ed them and mentioned my con-
cerns to the nurse. She said to let
her know if the pain continues, all
ended up resolving, and everything
was fine. 2 weeks postpartum, the
pain came back stronger than it
was before. | had my 2-week post-
partum appointment the next day,
and | mentioned to the doctor that
this was happening, but | wasn’t
sure if it was a postpartum situa-
tion or something more serious.

Our difficult journey was just ahead of
us. In 2019, we had our first loss. It
was very difficult to grasp the idea of
loss and what our future would look
like. We put it all in God's hands,
though. Over the years, we just prayed
for a miracle while | struggled with
PTSD. Our daughter was getting older,
constantly praying for a sister, and our
hearts were breaking. We decided to
give IVF or surrogacy a try. Because of
the idea of injecting hormones into my
body, my hematologist was recom-
mending we not go that route; she was
supportive but was erring on the side of
caution. We went to see a high-risk doc-
tor, and with the care of him, my hema-
tologist, and OB/GYN, plus a whole vil-
lage on our team, | started on Lovenox
injections, baby aspirin, and we saw
those 2 positive lines!

Throughout the pregnancy, we had sev-
eral scares; my only wish was to get to
viability, then after that, every week
was a blessing. We received some
scary news 3x confirming chromosome
deficiencies, low fetal mass, you name
it, we heard it. At our 20-week anatomy

scan, my high-risk doctor said the
baby girl looked perfect, but the
Lovenox skewed all those results.
Not to mention the number of hospi-
tal visits due to the baby's lack of
movement!!

We made it to 30 weeks, then 32,
then 35, and at 37, my high-risk
doctor wanted to have me induced
to eliminate the risk of what hap-
pened during my first pregnancy.
What is so special and meaningful,
our miracle rainbow was born on
March 11, 2025, during blood clot
awareness month, but also on the
11th, like our first daughter, and 11
being an angel number; she was

and is definitely our angel babe.

| try daily not to let APS affect me,
and | try daily not to let it control me.
My anxiety spikes frequently when |
have a weird feeling in my calf or a
warm sensation in my arm, or a ran-
dom sharp pain in my chest. Plenty
of ER visits over the years confirmed
everything was ok. My biggest fear, |
never had those symptoms or side
effects when | had my first PE and
DVT in 2018. Currently, | have an
annual ultrasound scheduled to
make sure all is clear on the DVT
side in my calves. It's very important
to be proactive, and when you see or
feel something, don’t hesitate to get

checked!!

Thank you for reading this far &
thank you for allowing me to share

my story!!
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What Has the APS Foundation of America,Inc Been Up Too?

ElsE eyl
HETHHIZE

CONGRESS

The past year has been very ac-
tive for the APS Foundation of
America, Inc. (APS). Some may
believe we do not engage in re-
search, fund research, or collab-
orate directly with researchers,
but that is incorrect. It is all
listed on Candid for full transpar-
ency, every year. Thank yous,
receipts, etc are posted on our
SmugMug as well from transpar-
ency.

In the last year alone, we sup-
ported three papers with mi-
crogrants: one by Andrew Song,
who is at Mass Gen Brighman
Women’s got funding for small
research studies. In a study with
collaboration from Shruti Chatur-
vedi (Johns Hopkins) and Hanny
Al-Samkari (Massachusetts Gen-
eral), we are interested in sys-
tematically assessing cognitive
function, silent cerebral infarcts,
patient-reported outcomes, and
biomarker testing for comple-
ment activation. These are neu-

By Tina Pohlman

rological entities that are not in
the ACR/EULAR classification
criteria but we believe confer
significant unmet medical bur-
den on patients with APS.

We also provided one to
Behnood Bikdeli Antiphospho-
lipid antibodies and cardiovas-
cular _thrombosis, Nature Re-
views Cardiology, 2026,

Additionally, we donated to

ICAPA to fund bursaries, ena-

bling five individuals to use the
money to attend the conference
in Kyoto, Japan.

We also assisted Shruti Chatur-
vedi (Johns Hopkins), Andrew
Song, (Mass Gen Brigham Wom-
en’s), Sarah Rousel (Havard),
and Tara Brady (Harvard) in cre-
ating a survey with that resulted
in an accepted Poster Presenta-
tion and coauthorship for us at
the ISTH Conference in Paris,
held July 11-17, 2026.

This survey addressed cognitive
challenges faced by patients
with antiphospholipid syndrome
and is expected to lead to nu-
merous detailed studies, ex-
plaining why these issues occur
despite normal MRIs.

Furthermore, we provided a
matching grant to the University
of Michigan for Jason Knight's
Program, supported by their de-
velopment program as we felt
bad we have not contributed di-
rectly to their program and after

talking to the new development
team on how matching grants
work we gave it a run and it
worked quite well for the APS
team at Ann Arbor.

We have also collaborated with
the Mass General Brigham Wom-
en's Development Program. Both
institutions have warmly wel-
comed us, and it has been a
pleasure working with their teams.
We look forward to supporting
these and other teams in the fu-
ture with microgrants, especially
as the current economic climate
remains challenging.

We are currently working on the
Webinar with University of Michi-
gan and project that we have a
non-disclosure on at this time,
sorry. But it is a very important
topic.

We also have other big news to
share that Christina Perri man-
aged to do something | could not
get done and get a HR Bill on the
floor. HR 685 expressing testing
for antiphospholipid syndrome as
a standard prenantal screening
and other purposes. See the
press release here.

We had an opportunity to go to
the Pediatric Rare Disease Sum-
mit at Boston Children’s Hospital
but we did not have the funding to
get there and no one helped when
we made a call for help. Our slot
was taken even tho it is in Octo-
ber.
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https://www.christinaperri.com/
https://www.congress.gov/bill/119th-congress/house-resolution/685
https://cammack.house.gov/media/press-releases/cammack-kamlager-dove-and-christina-perri-launch-bipartisan-effort-expand
https://www.pediatricrarediseases.org/
https://www.pediatricrarediseases.org/
https://app.candid.org/
https://apsfa.smugmug.com/

Why You Should Donate to the APS Foundation of
America for Awareness Month

A_ You Help
» | DONATETO © .
search
PS A P S FA -
Foundation Research
of America into APS is
. : still limited
compared
to many
Your donation supports research, raises awareness, other con-
and helps people with APS live healthier, stronger lives. ditions.
That
means:
e Fewer
FUND RESEARCH RAISE AWARENESS | SUPPORT PATIENTS CREATE HOPE treatment
Advance critical research Educate the public and Provide resources, Your generosity Options
to find better treatments healthcare community support, and brings hope today and
and a cure. to improve early community for those a better tomorrow. [ ] Slow-
diagnosis and care. living with APS.
er progress
toward
Make an impact loday better
DONATE NOW
e Lim-
L = - ness in the

You are not alone.
psfa.org

\') We are here for you.

RIGHT TREATMENT. D RIGHT PATIENT. D RIGHTPLAN. O

@ apsfa@apsfa.org

BETTER OUTCOMES.

medical
community

Q) TOGETHER, WE CHANGE LIVES.

Every June, Antiphospholipid Syndrome (APS)
Awareness Month shines a light on a condition
that is still too often overlooked—but for those
living with it, APS is life-changing.

Donating to the APS Foundation of America,
Inc. is one of the most meaningful ways to
turn awareness into action.

APS Is Serious—And Still Underrecognized

APS is an autoimmune disorder that causes
the body to form dangerous blood clots. It can
lead to:

e  Stroke in young adults

(] Deep vein thrombosis and pulmonary
embolism

®  Pregnancy complications, including recur-
rent miscarriage and stillbirth

Despite its severity, APS remains underdiag-
nosed, misunderstood, and underfunded.

Your donation helps change that.

Your sup-
port helps:

®  Advance critical research initiatives
®  Encourage collaboration among experts

e  Move closer to safer, more effective
treatments—and ultimately a cure

You Expand Awareness That Saves Lives

Many people live with APS for years before
receiving a diagnosis.

Your donation helps:

(] Educate healthcare providers
(] Increase public awareness
®  Promote early recognition

Earlier diagnosis means fewer complications
and saved lives

You Support Patients and Families

Living with APS can be overwhelming—
physically, emotionally, and financially.

Your contribution helps provide:

Trusted, accessible educational resources
(] Patient support and community connection

(] Hope for those navigating a complex condi-
tion

No one should have to face APS alone.
You Help Build a Stronger Future

When you donate, you're not just giving—you’re
investing in:

Better care
Stronger advocacy
A more informed healthcare system

A future where APS is recognized, treated
effectively, and ultimately prevented

The Impact Is Real

Because of supporters like you:

Awareness is growing

Diagnoses are happening sooner
Patients are finding support
Research is gaining momentum

This Awareness Month, Take Action

Awareness is powerful—but action creates
change.

e  Donate
®  Share
o Advocate

Together, we can transform the future of APS.
The Bottom Line

Donating to the APS Foundation of America
means:

Lives are improved today
Progress accelerates tomorrow

Hope becomes real for thousands of fami-
lies

Together, We Change Lives
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How Social Security Determines Disability
By the GWAAR Legal Sexvices Team

If you’ve applied or thought about applying for Social Security
disability benefits, you may have heard about the five-step pro-
cess

the Social Security Administration (SSA) uses to decide whether
someone is disabled. Understanding
how SSA makes disability determina-
tions can help you understand why a
claim was approved or denied. Read
on to learn more about the process.

Step 1: Are you working?

Social Security first considers whether
you are working and earning above a
certain monthly amount. If you are
earning too much, SSA usually decides
that you are not disabled. If you are
not working or earn below the limit,
SSA will send the application to the
Disability

Determination Bureau (DDB) for the
remaining steps.

Step 2: Is your condition severe?

Next, the DDB looks at your medical conditions. To qualify, your
condition must be serious enough to limit your ability to do basic
work activities, such as standing, lifting, remembering instruc-
tions, or concentrating. If the condition is not considered severe,
the claim is denied. If it is severe, the DDB continues to Step 3.

Step 3: Is your condition on SSA’s list?

SSA has a list of medical conditions that are considered

automatically disabling. If your condition meets or equals

one of these listings, you are determined to be disabled. If
it does not, the DDB will move on to the
next step.

Step 4: Can you do your past work?

At this step, the DDB reviews the jobs
you have done in the last 15 years. They
decide whether you can still do any of
that work based on your medical limits.
If you can still perform your past work,
your claim is denied. If you cannot, the
DDB goes to the final step.

Step 5: Can you do any other work?
Finally, the DDB assesses whether you
can do any other type of work in the na-
tional economy. They consider your age,
education, work experience, and physi-
cal or mental limitations. If SSA decides you cannot adjust
to other work, you are found disabled. If they decide you
can work, the claim is denied.

For more information, please see:
https://www.ssa.gov/benefits/disability/qualify.html or

talk to a disability attorney.

Shopify Gift Shoppe

Written by Carla Moore

We would like to notify you
to our Shopify Gift
Shoppe will close July 1st. Not to
worry we moved &

to WooCommerce
at Shop. Itis now built in to
our website.

We are now offering items that
represent

APS, Lupus and our
mascot, the dragonfly
and our color @
burgundy.
Once the items
are out of
gone they are gohe.
So if you see them, order
them before

they are gone.
100% of the profits from these
products will go to the
PS Foundation of America, Inc.
Visit our shoppe at:
https://apsfa.org/shop

Use code JUNE3O to save 30% on
orders over $20.
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A Summary of Understanding APS Clinical Phenotypes with the guidance of an-

tiphospholipid antibody-relate pathogenic mechanisms
Written By: Doruk Exkan, MD, et al - APS ACTION

A recent review article by Sevim E, Erton ZB, and Erkan D,
published in Current Opinion in Immunology, June 2026,
entitled Understanding antiphospholipid syndrome clini-
cal phenotypes with the guidance of antiphospholipid an-
tibody-related pathogenic mechanisms summarizes how
antiphospholipid antibod-
ies (aPL) can contribute to
the wide range of clinical
problems seen in an-
tiphospholipid syndrome
(APS).

The authors describe APS
as a condition in which
the immune system,
blood vessels, platelets
(tiny blood cells involved
in clotting), complement
system (a part of the
immune system that amplifies inflammation), and exces-
sive clotting interact to create an inflammatory and clot-
prone environment.

Although many APS complications share these common
mechanisms, the review emphasizes that different APS
features may develop through somewhat different or nu-
anced pathways. This matters because understanding the
dominant mechanism in each patient may eventually help
doctors identify which type of APS a patient has and
choose more targeted treatments.

For instance, in aPL-related small blood vessel disease,
repeated tiny clots and ongoing vessel wall injury can lead
to scarring and narrowing of small vessels, potentially af-
fecting organs such as the kidneys, skin, lungs, heart, or
adrenal glands, causing damage over time. Additionally,
pregnancy complications in APS are not caused only by
blood clots in the placenta. Antiphospholipid antibodies
can also directly affect placental cells and disturb the bal-
ance of proteins that support healthy blood vessel growth,
which may contribute to miscarriage, fetal loss, or severe

preeclampsia.

And in patients with low platelet counts, aPL appear
to both directly activate and consume platelets while
also engaging the immune system to destroy them, a
combination that raises the risk of bleeding as well
as, paradoxically, further clotting.

At the most severe end of the spectrum,
catastrophic APS (CAPS) occurs when these
shared mechanisms suddenly become ac-
tive across multiple organs, creating a rapid-
ly escalating, life-threatening emergency.
The review also points to a growing number
of targeted therapies being studied beyond
standard blood thinners, including drugs
that block complement activation, dampen
immune cell activity, or interrupt specific
signaling pathways driving vessel damage.
One of the key messages is that APS is not a
one-size-fits-all condition: better under-
standing the mechanisms driving the dis-
ease in each patient may increasingly guide more per-
sonalized and effective treatment in the future.

\'I
/|\

sparkgood.

Walmart Shoppers:
You can make a difference!

Did you know that every time you shop on
Walmart.com, you can round up your change and do-
nate it to APS FOUNDATION OF AMERICA INC? Learn
how small acts can lead to big impact at

WalmartSparkGood

https://www.walmart.com/nonprofits/05803d83-
09d1-43d8-a6c7-964a0c6655d4/profile
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APS Foundation of America
ATTN: Tina Pohiman

624 10th StN #4 FIRST
La Crosse, Wl 54601-3432 CLASS
STAMP

Phone: 608-782-2626
E-mail: apsfa@apsfa.org
Facebook: facebook.com/APSFA
Instagram: instagram.com/APSFA

Find us online!

https://apsfa.org

Q,
[\
PS Foundation
of America
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CaféPress ~ APS, DVT & Lupus Awareness Items

We have a number of new products & designs for DVT
and Lupus Awareness Items available in our Café

NEVER Press store. Some of our new products and designs B EVE |
GIVE UP are shown here and many are available in burgundy J

STAY STRONG for APS as well. Our creative team is working on new

one of a kind designs and lines and many more will be
coming soon. There are even a few new items such as travel mugs, glasses, cellphone
& iPad accessories, pillows, and dark colored shirts and sweatshirts.

Our Café Press items are high quality and the clothing comes in a variety of sizes
from infant to many different adult sizes, including plus sizes and maternity.
Many items also come in a variety of colors. The APSFA
gets to keep a small percentage of each sale from our
store when you buy from it, so not only will you get a

quality item, but you will also make a donation to a wor- 7,@,%//?%/
thy cause!! Check out our store at the address below Support
and be sure to check back often. LOVe Hépe

https:/www.cafepress.com/
apsfoundation or search “apsfa” on the gen-

eral website.



https://apsfa.org
https://www.cafepress.com/apsfoundation
https://www.cafepress.com/apsfoundation
https://www.cafepress.com/mf/135929236/join-the-fight-11-oz-ceramic_mugs?productId=1207927026
https://www.cafepress.com/mf/135928435/hope-for-a-cure-value_tshirt?productId=1207920196/
https://www.cafepress.com/+never_give_up_insulated_wine_tumbler,1207929779/
https://www.cafepress.com/+believe_car_magnet,784699994/

