Understanding Tafamidis

(Vyndagel)

A once-a-day pill for transthyretin heart amyloidosis (ATTR-CM)

A pill that steadies a heart-damaging protein — slowing the disease, fewer hospital
stays, and a longer life when started early.

Tafamidis steadies the transthyretin (TTR) protein
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Names & Terms You Will Hear

Tafamidis The medicine name. Itis a 'TTR stabilizer' — it holds the
transthyretin protein together.

Vyndagqel A brand name for tafamidis. The Vyndagel form is four
small 20 mg capsules taken together once a day.

Vyndamax Another brand name for tafamidis. The Vyndamax form is
one 61 mg capsule once a day. Same medicine, easier to
take.

ATTR-CM Transthyretin amyloid cardiomyopathy. The heart disease
this pill treats, caused by TTR deposits in the heart
muscle.

Transthyretin (TTR) A protein the liver makes that carries thyroid hormone and
vitamin A. In this disease it falls apart and clumps.

Amyloid The name for the stiff, clumped protein deposits that build
up in the heart and make it thick and stiff.

Wild-type ATTR (ATTRwt) The age-related form. The gene is normal; the protein
simply gets less stable with age. Most common in older
men.

Hereditary ATTR (ATTRV) The inherited form, caused by a change in the TTR gene

that can be passed down in families.

PYP scan A safe nuclear heart scan (technetium pyrophosphate) that
'lights up' TTR deposits to confirm ATTR-CM without
surgery.

Start early — and test your relatives if it is the hereditary type. Tafamidis slows
ATTR-CM but cannot undo damage already done, so the sooner it starts, the more heart it
protects. If a gene test shows the inherited (hereditary) form, your blood relatives may
carry the same gene change — testing them early can catch the disease before the heart
is harmed.

This guide is educational only. Always follow your doctor's specific recommendations.

=] (=]

i E‘-% 4740 Mile Stretch Drive, Holiday FL 34690 | Office: (727) 943-5200 | Fax: (727) 943-5201 | RiasAliMD.com
, - Online: https://go.riasalimd.com/tafamidis-guide

EVisit-h 20f18|Page

RiasAliMD.com Contact Info



What Is Tafamidis (Vyndagel)?

Tafamidis is a once-a-day pill for a heart disease called ATTR-CM (transthyretin amyloid
cardiomyopathy).

In ATTR-CM, a protein called transthyretin (TTR) falls apart and builds up as stiff deposits in
the heart muscle. The heart becomes thick and stiff and cannot relax and fill the way it
should.

This is a kind of heart failure. Because the heart is stiff rather than weak, it often looks like
heart failure with a normal pump (HFpEF).

Tafamidis 'stabilizes' the TTR protein. It clamps the four parts of the protein together so they
stop falling apart and forming new deposits.

It comes as two brands: Vyndaqgel (four 20 mg capsules once a day) and Vyndamax (one 61
mg capsule once a day). Both are the same medicine.

It treats both forms of the disease: the inherited (hereditary) form and the age-related
(wild-type) form.

How tafamidis stops the protein from building up

Healthy TTR
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The TTR protein normally stays locked together. In ATTR-CM it falls apart and clumps as stiff deposits. Tafamidis acts at the
break-apart step, holding the protein together.

This guide is educational only. Always follow your doctor's specific recommendations.
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How Tafamidis Works

The transthyretin (TTR) protein is built from four parts locked together, like four people
holding hands.

In ATTR-CM, the four parts let go. The loose single pieces misfold and clump into stiff
amyloid deposits.

Those deposits collect in the heart muscle, making it thick and stiff so it cannot relax and fill
well.

Tafamidis binds to the TTR protein and clamps the four parts together, so they stop letting
go.
With the protein held steady, far fewer new deposits form — and the disease slows down.
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Why It Matters

In the large ATTR-ACT trial, people taking tafamidis lived longer and had fewer heart-related
hospital stays than people taking a placebo (dummy pill).

Over the 30-month trial, about 30 out of 100 people on tafamidis died, compared with about
43 out of 100 on placebo — a meaningful difference.

People on tafamidis also kept up their walking distance and quality of life better over time.

Tafamidis slows the disease — it does not reverse it. It cannot clear out deposits that are
already there. That is why starting early matters so much.

Started early, when the heart is less damaged, the pill protects more of your heart. Once the
disease is advanced, there is less heart left to protect.

The diagrams below show how the protein builds up and how the disease is confirmed
before treatment.

How ATTR-CM is diagnosed before starting tafamidis

Suspect ATTR-CM: a thick, stiff heart on the echo,
with warning signs like carpal tunnel in both wrists.
¥
Blood and urine tests rule out the 'AL" type.
This step must come first — it changes the whole plan.
¥
PYP nuclear scan: a safe tracer 'lights up' TTR
deposits in the heart. A strong signal confirms ATTR.
2
Gene (DNA) test: tells the hereditary form from the
age-related 'wild-type' form. This guides family screening.
ATTR-CM confirmed — tafamidis can be started

ATTR-CM is confirmed step by step: rule out the AL type, then a PYP nuclear scan, then a gene test to tell the hereditary form
from the age-related form.
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Getting Diagnosed and Started

First, your care team rules out the 'AL' type of amyloidosis with blood and urine tests. This
step must come first — it changes the whole plan.

Next comes a PYP nuclear scan. A safe tracer lights up TTR deposits in the heart,
confirming ATTR-CM without surgery.

A gene (DNA) test then tells the hereditary form from the age-related wild-type form.

Once ATTR-CM is confirmed, tafamidis can be started — and earlier is better, while more of
your heart is healthy.

Your team also works on insurance approval and financial assistance, since the medicine is
very expensive.
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Risk Factors

Some patients are more likely to develop this condition. Knowing your risk helps your care
team take extra precautions.

Risk Factor Why It Increases Risk

Confirmed ATTR-CM Tafamidis is for people with a confirmed diagnosis of ATTR-CM. It
only is not a general heart-failure pill and does not treat the 'AL" type of
amyloidosis.

The right diagnosis first | ATTR must be proven — usually with a PYP nuclear scan after
blood and urine tests rule out the AL type. Treating the wrong type
wastes time.

Hereditary vs wild-type | A gene (DNA) test tells the inherited form from the age-related
form. The inherited form means blood relatives may also be at
risk.

Starting early The pill works best before the heart is badly damaged. Less
advanced disease means more heart to protect.

Cost and coverage Tafamidis is very expensive. Insurance approval and
financial-assistance programs are almost always part of getting
started.

Two forms of ATTR — and why telling them apart matters

Hereditary (ATTRV) Wild-type (ATTRwt)

Cause An inherited change in the TTR Age — the normal protein loses
gene. stability over time.

Who it affects Can appear in middle age; runs in | Mostly older men (often 70s and
families. 80s).

Family screening Yes — blood relatives may carry No — it is not passed down.
the same gene.

Tafamidis Helps; treats the heart disease. Helps; treats the heart disease.
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Treatment Options

Tafamidis is a capsule taken by mouth once a day, with or without food. Take it at the same
time each day.

Vyndamax is one 61 mg capsule a day. Vyndaqgel is four 20 mg capsules taken together
once a day. Your care team picks the form that fits you.

Swallow the capsules whole. Do not cut, crush, or open them.
There is no slow dose build-up like some heart pills. You take the full dose from the start.

It is a long-term medicine. You keep taking it to keep protecting the protein — you do not
stop just because you feel stable.

Side effects are usually mild. It does not need the frequent blood-pressure and potassium
checks that many heart-failure pills do.

It is very expensive. Your care team and the drug maker's patient-support program help with
insurance approval and copay assistance.

Tafamidis treats the heart part of amyloidosis. Learn more in our cardiac amyloidosis guide,
our stiff-heart failure (HFpEF) quide, and our heart failure guide.

Family and the future. If your ATTR is hereditary, ask about genetic counseling for your
children, siblings, and parents. See our heart genetic-testing guide and, for late-stage care
options, our advanced heart failure guide.
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Comfort Measures at Home (No Medication Needed)

These simple steps support healing and ease symptoms. Use them alongside any medication
your doctor prescribes.

Keep taking tafamidis every day, even when you feel well. Steady daily use is what protects
the protein.

Use a phone alarm or a weekly pill box so you never miss the once-a-day dose.

Keep your other heart-failure care going: a low-salt eating plan, daily weights, and any water
pills your team prescribes.

Tell every doctor you see that you have ATTR-CM. A few common heart drugs are used
carefully or avoided in this disease.

If your form is hereditary, talk with your family about testing. Finding it early in a relative lets
them start treatment sooner.

Stay active within the limits your care team sets. Gentle, regular activity helps your energy
and mood.
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Risks, Benefits, and Alternatives

Every choice has trade-offs. Use this table to start the shared decision conversation.

Option

Start tafamidis (V
yndagel/Vyndam
ax)

Risks

Very high cost. Mild
side effects only for
most people. It slows
but does not reverse
the disease.

EEIEES

Longer life and fewer
heart hospital stays in
the ATTR-ACT trial.
One easy pill a day.
Few monitoring blood
tests.

Alternatives

Other ATTR
medicines (such as
gene-silencing
drugs); supportive
heart-failure care
alone.

Start early vs

Waiting lets more

Starting early

Watchful waiting is

wait deposits build up. protects more of your | rarely a good choice
There is less heart heart and gives the once ATTR-CM is
left to protect later. best long-term confirmed.
results.
Supportive Misses the proven Eases symptoms with ~ Add tafamidis or
heart-failure care | survival benefit. The water pills and salt another approved
only (no TTR protein keeps control. May fit very ATTR medicine; ask
medicine) building up. advanced disease about an amyloidosis

where the pill is
unlikely to help.

specialty center.

Gene test for
relatives
(hereditary form)

A positive result can
cause worry and
raises insurance and
privacy questions.

Finds at-risk relatives
early, so they can be
watched and treated
before the heart is
damaged.

Decline testing;
choose regular heart
check-ups instead.
Genetic counseling
can help you decide.
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Common Misconceptions

Myth Reality

Tafamidis will clear the deposits out of
my heart.

No. It stops new deposits from forming and
slows the disease. It cannot remove deposits
that are already there — which is why starting
early matters.

If | feel fine, | can stop taking it.

No. Feeling stable usually means the medicine
is working. Stopping lets the protein fall apart
and build up again. Keep taking it unless your
care team says otherwise.

Any heart-failure pill treats this disease.

No. ATTR-CM needs a TTR medicine like
tafamidis. Some common heart-failure drugs are
even used carefully or avoided in this disease.

A regular echo or blood test is enough to
diagnose it.

Not by itself. ATTR-CM is confirmed with a PYP
nuclear scan after blood and urine tests rule out
the AL type. A gene test then sorts hereditary
from wild-type.

Only the inherited form runs in families.

Correct in part — only the hereditary form is
passed down. But you need a gene test to know
which form you have, so relatives know if they
should be tested.

Because it is so expensive, | will never
be able to get it.

Many people get help. Insurance approval,
copay cards, and amyloidosis foundations exist
to make treatment affordable. Ask your care
team early.

Visit
RiasAliMD.com
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Possible Complications

Knowing what can go wrong helps you spot problems early. Most complications are
uncommon, especially with treatment.

Where / What What Can Happen

Heart (the main problem) The TTR deposits make the heart thick and stiff. This
causes heart failure, fluid build-up, and tiredness.
Tafamidis slows this damage.

Heart rhythm ATTR-CM can cause atrial fibrillation and other rhythm
problems. These are managed separately from tafamidis.

Nervous system (hereditary The inherited form can also affect nerves, causing
form) numbness, tingling, or carpal tunnel in both wrists —
often years before the heart.

Side effects of the pill Tafamidis itself is well tolerated. Most people have no
major side effects; mild ones can include loose stools or
belly upset.

Access and cost The biggest hurdle is often the price and insurance

approval, not the medicine. Patient-assistance programs
help bridge this.

Advanced disease If treatment starts very late, there may be too little healthy
heart left for the pill to help much — another reason to
start early.
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Points to Know

If you remember nothing else, remember these key points.

Tafamidis (Vyndagel/Vyndamax) is a once-a-day pill for ATTR-CM, a stiff-heart disease
caused by TTR protein deposits.

It works by holding the TTR protein together so it stops falling apart and forming new
deposits.

It slows the disease and helps people live longer with fewer hospital stays — but it does not
reverse damage already done.

Starting early, before the heart is badly damaged, gives the best results.

Diagnosis needs a PYP nuclear scan plus blood/urine tests to rule out the AL type, and a
gene test to tell hereditary from wild-type.

If your form is hereditary, blood relatives may carry the same gene change and should be
offered testing.

Side effects are usually mild, and it needs fewer monitoring blood tests than many
heart-failure pills.

It is very expensive — but insurance approval and financial-assistance programs make
treatment possible for most people.
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When to Call Us - and When to Call 911

If you are not sure, call. We would rather hear from you twice than miss a real problem.

Call 911 now for chest pain, fainting, or sudden trouble breathing.

Call us if you gain more than 3 pounds in a day or 5 pounds in a week, or your legs or belly
swell more than usual.

Call us if you feel much more short of breath, can no longer lie flat, or wake up gasping at
night.

Call us if your heartbeat feels fast, pounding, or very irregular, or you feel dizzy or faint.
Call us if you have ongoing loose stools, belly pain, or cannot keep your pill down.

Call us if you cannot afford the medicine or your coverage changes — do not just stop taking
it; we can help find assistance.

Tell us if a blood relative is diagnosed with the hereditary form, so we can review your own
family-screening plan.

Office: (727) 943-5200
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Trusted Resources

The links below are the trusted resources Dr. Ali used to write this guide and that he
recommends you visit for more information. Each is a clickable link in the digital version and a
Short.io tracked URL on the printed version.

American Heart Association — Cardiac Amyloidosis - Patient-friendly overview of cardiac
amyloidosis, including the ATTR type that tafamidis treats.

Cleveland Clinic — Tafamidis (Vyndaqgel/Vyndamax) - Plain-language drug page on how
tafamidis works, how to take it, and what to expect.

MedlinePlus — Tafamidis - NIH/NLM drug page on how to take the medicine, side effects,
and storage.

Amyloidosis Foundation — Patient Support and Resources - Support groups plus links to
financial-assistance and copay-support programs for high-cost therapy.
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https://www.heart.org/en/health-topics/cardiomyopathy/what-is-cardiomyopathy-in-adults/what-is-cardiac-amyloidosis
https://my.clevelandclinic.org/health/drugs/21027-tafamidis-capsules
https://medlineplus.gov/druginfo/meds/a619047.html
https://amyloidosis.org/

Sources Used to Build This Guide

Every recommendation in this guide is grounded in one or more of the studies, guidelines, or
trusted resources below. Short links are tracked so Dr. Ali can see which references patients
are reading; nothing personally identifying is captured.

American Heart Association — Cardiac Amyloidosis [Patient Education]
Frames tafamidis within ATTR cardiac amyloidosis: how a transthyretin stabilizer slows disease in ATTR-CM.

Cleveland Clinic — Tafamidis (Vyndagel/Vyndamax) [Patient Education]

Plain-language overview of dosing, who qualifies (ATTR-CM), and what to expect on therapy.

ATTR-ACT Trial — Tafamidis in Transthyretin Amyloid Cardiomyopathy (NEJM 2018) [Clinical Trial]
Pivotal trial showing tafamidis reduced all-cause mortality (29.5% vs 42.9%, HR 0.70) and cardiovascular

hospitalizations in ATTR-CM over 30 months; source for efficacy framing.

2023 ACC Expert Consensus Decision Pathway on Cardiac Amyloidosis [Guideline]
Authoritative basis for ATTR-CM diagnosis (PYP scan, monoclonal screen) and tafamidis treatment selection
and timing.

FDA Prescribing Information — Vyndagel and Vyndamax (tafamidis) [Drug Label]
Official label: indication for ATTR-CM, the 61 mg Vyndamax once-daily and Vyndaqgel 4 x 20 mg dosing, and
the favorable safety profile.

Mayo Clinic — Cardiac Amyloidosis [Patient Education]
Plain-language description of amyloidosis types and why distinguishing hereditary from wild-type ATTR matters
for family screening.

American Society of Nuclear Cardiology — Cardiac Amyloid (PYP/Technetium) Imaging [Guideline]
Basis for the PYP (pyrophosphate) nuclear scan pathway that diagnoses ATTR-CM non-invasively once a
monoclonal protein is ruled out.

MedlinePlus — Tafamidis [Patient Education]
NIH/NLM drug page on how to take tafamidis, side effects, and storage; plain-language patient reference.

Amyloidosis Foundation — Patient Support and Financial Resources [Patient Education]
Patient advocacy, support groups, and links to financial-assistance and copay-support programs for high-cost
amyloidosis therapy.

National Heart, Lung, and Blood Institute — Amyloidosis [Patient Education]
NIH overview of amyloidosis, including transthyretin (TTR) protein deposits and hereditary versus age-related
(wild-type) disease.

= = This guide is educational only. Always follow your doctor's specific recommendations.
i E‘-% 4740 Mile Stretch Drive, Holiday FL 34690 | Office: (727) 943-5200 | Fax: (727) 943-5201 | RiasAliMD.com
, - Online: https://go.riasalimd.com/tafamidis-guide
-

Visit l6of 18| Page
RiasAliMD.com Contact Info


https://www.heart.org/en/health-topics/cardiomyopathy/what-is-cardiomyopathy-in-adults/what-is-cardiac-amyloidosis
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https://www.nejm.org/doi/full/10.1056/NEJMoa1805689
https://www.jacc.org/doi/10.1016/j.jacc.2022.11.022
https://www.accessdata.fda.gov/drugsatfda_docs/label/2019/212161s000lbl.pdf
https://www.mayoclinic.org/diseases-conditions/amyloidosis/symptoms-causes/syc-20353178
https://www.asnc.org/Files/Practice%20Resources/Practice%20Points/ASNC%20Practice%20Point-99mTechnetiumPyrophosphateImaging2019.pdf
https://medlineplus.gov/druginfo/meds/a619047.html
https://amyloidosis.org/
https://www.nhlbi.nih.gov/health/amyloidosis

About This Guide

Rias KS Ali, MD FACC | Board Certified in Interventional Cardiology & Cardiovascular Disease

4740 Mile Stretch Drive, Holiday FL 34690 | Office: (727) 943-5200 | Fax: (727) 943-5201 | RiasAliMD.com
Version: 2026-08-15

Reviewer note: Reviewed: Cleveland Clinic, Mayo Clinic, AHA, MedlinePlus drug pages. This guide adds a
how-it-works TTR diagram, a step-by-step diagnosis path (PYP scan + gene test), a hereditary-vs-wild-type
comparison table, and a start-early-and-screen-relatives plan — grounded in the ATTR-ACT trial and the 2023
ACC amyloidosis consensus.

Disclaimer

This guide is for educational purposes only and does not replace medical advice from your physician.
Recommendations may not apply to every patient. Always follow the specific instructions of Dr. Ali and your care
team. In an emergency call 911 or go to the nearest emergency department.
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Take This Guide With You

Scan or visit: https://go.riasalimd.com/tafamidis-guide

Online: https://go.riasalimd.com/tafamidis-guide

Office: (727) 943-5200
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