
Please see additional Important Safety Information and full Prescribing Information. 

What is Evrysdi?
Evrysdi is a prescription medicine used to treat spinal muscular atrophy (SMA) in children and adults. 

A guide to getting  
started with Evrysdi

https://www.gene.com/download/pdf/evrysdi_prescribing.pdf


Please see additional Important Safety Information and full Prescribing Information. 

Welcome 
to Evrysdi!

This guide is  
here to help you get  

started with treatment. 

Find answers to your 
questions and helpful 
resources by clicking 

the buttons to the left. 

Important Safety Information
Before taking Evrysdi, tell your healthcare provider about all of your medical conditions, including if you:
• are pregnant or plan to become pregnant, as Evrysdi may harm your unborn baby. Ask your healthcare provider for 

advice before taking this medicine

HOME

WHERE  
TO START

STORING 

EVRYSDI

TAKING 

EVRYSDI

SUPPORT

FAQs

Important 

Safety 

Information

https://www.gene.com/download/pdf/evrysdi_prescribing.pdf


Please see additional Important Safety Information and full Prescribing Information. 

Where to start: your local contact

The PAL (Partnership and Access Liaison) team 
are local points of contact at Genentech to answer 
your questions and offer support and guidance. 

A PAL can:

 Provide in-person or virtual support

 Answer questions about Evrysdi

 Explain insurance coverage and potential financial 

support options

 Refer you to helpful resources
Get connected at  
Evrysdi.com/PAL 
(833) 387-9734  
(Monday-Friday,  

9 AM to 8 PM ET)

Don’t hesitate 
to reach out!

Important Safety Information (continued)
Before taking Evrysdi, tell your healthcare provider about all of your medical  
conditions, including if you:
• are a woman who can become pregnant:

 ◦ Before you start your treatment with Evrysdi, your healthcare provider may test you for pregnancy
 ◦ Talk to your healthcare provider about birth control methods that may be right for you. Use birth 

control while on treatment and for at least 1 month after stopping Evrysdi
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Important Safety Information (continued)
Before taking Evrysdi, tell your healthcare provider about all of your medical conditions, including if you:
• are a woman who can become pregnant:

 ◦ Pregnancy Registry. Talk to your healthcare provider right away if you become pregnant while taking Evrysdi.  
Ask about registering with the Evrysdi Pregnancy Registry, which was created to collect information about your 
health and your baby’s health. Your healthcare provider can enroll you in this registry by calling 1-833-760-1098 or 
visiting www.evrysdipregnancyregistry.com

*Specialty pharmacies are not part of Genentech and maintain independence in their operations and in their role as a healthcare provider.
†The exact amount of Evrysdi you receive is based on your dose and how much your insurance plan allows to be delivered at one time. 

 Evrysdi is delivered 
directly to your door

 A specialty pharmacy*  
will call you to 
schedule a time for 
your delivery

 Each delivery includes 
all the medicine and 
supplies you’ll need for 
~1 month†

 You will need to store your 
Evrysdi in the refrigerator in 
the original amber bottle to 
protect it from light

 Each shipment includes up to 
3 bottles of liquid medicine

Where to start: a few things to note
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 Plan to take Evrysdi by 
mouth or feeding tube 
once a day after a meal* 

 It can be helpful to 
set reminders on your 
phone or calendar

 Your healthcare 
provider will 
determine your 
dose based on 
your age and 
weight

 Financial support may 
be available to you

 You can find more 
information here

These are just a few elements to keep in mind.  

For detailed Instructions for Use, click here.

Where to start: a few things to note

*Evrysdi must be taken within 5 minutes of when it is drawn up into the syringe.

Important Safety Information (continued)
Before taking Evrysdi, tell your healthcare provider about all of your medical conditions, including if you:
• are an adult male. Evrysdi may affect a man’s ability to have children (fertility). Ask a healthcare provider for advice 

before taking this medicine

HOME

WHERE  
TO START

STORING 

EVRYSDI

TAKING 

EVRYSDI

SUPPORT

FAQs

Important 

Safety 

Information

https://www.gene.com/download/pdf/evrysdi_prescribing.pdf
https://www.evrysdi.com/content/dam/gene/evrysdi/pdf/evrysdi-insurance-and-financial-assistance-guide.pdf
https://www.gene.com/download/pdf/evrysdi_ifu.pdf


Please see additional Important Safety Information and full Prescribing Information. 

Where to start: when you have questions

*Enrollment in MySMA Support through the Evrysdi Start Form is mandatory to receive assistance through the program. 
Participation in MySMA Support is not necessary to receive treatment with Evrysdi.

Important Safety Information (continued)
Before taking Evrysdi, tell your healthcare provider about all of your medical conditions, including if you:
• are breastfeeding or plan to breastfeed. It is not known if Evrysdi passes into breast milk and may harm your baby
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What to expect when starting treatment,  
your dose, potential side effects, your 
results on Evrysdi

 Your healthcare 
provider

FOR QUESTIONS ABOUT...GO TO...

Your delivery of Evrysdi The specialty pharmacy  
(the company that will call you 

to schedule your delivery)

Potential financial support options, storing 
or taking your medicine, planning for travel, 
helpful resources — you can also ask your 
healthcare provider or specialty pharmacy 
for help with these elements

 MySMA Support* or a PAL 
(Partnership and Access Liaison) 

(833) 387-9734, Monday-Friday  

9 AM to 8 PM ET
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Storing Evrysdi: your delivery

Evrysdi is delivered directly to your door by a 
specialty pharmacy.* Evrysdi is not available at 
retail pharmacies

• You will receive a call from the specialty pharmacy to welcome 

you and schedule a delivery time that works best for you;  

your preferred delivery time will be confirmed each month

• Each delivery includes an ~1-month supply† of medication  

and materials

*Specialty pharmacies are not part of Genentech and maintain independence in their operations and in 
their role as a healthcare provider.

†The exact amount of Evrysdi you receive is based on your dose and how much your insurance plan 
allows to be delivered at one time. 

If you have questions about your delivery,  

call your specialty pharmacy.

Important Safety Information (continued)
Tell your healthcare provider about all the medicines you take. 
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1 or 2 reusable 
oral syringe(s)

Tip

Up to 3 amber-colored bottles 
of liquid Evrysdi medication 
with bottle adapter and cap

Dose  
markings

PlungerBarrel

Discard After date 

Storing Evrysdi: your delivery

Each package includes:

Your shipment will also include full Instructions for Use and Patient Information.

The specialty pharmacy will select the appropriate oral syringe (1 mL, 6 mL, or 12 mL) 
based on the dose prescribed by your doctor and will include 1 or 2 in your shipment. 

Important Safety Information (continued)
You should receive Evrysdi from the pharmacy as a liquid. If the medicine in the bottle is a powder, 
do not use it. Contact your pharmacist for a replacement. 
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Storing Evrysdi: at home or when traveling

Storing your medicine

• Always store Evrysdi upright in the refrigerator (36°F to 46°F) in the 

original amber bottle to protect it from light. Do not freeze Evrysdi or 

put the medicine in a different container

• If refrigeration is not available, Evrysdi can be kept at room temperature 

up to 104°F for a combined total of 5 days

• It can be removed from, and returned to, a refrigerator

• The total combined time out of refrigeration should not exceed 5 days

• Any portion of Evrysdi that has been kept above 104°F should  

be discarded

• Always store your medication in a safe place out of the reach  

of children

• Discard any unused medication after 64 days. Be sure to check the 

“Discard After” date written on the bottle label, and carefully read the 

Instructions for Use that comes with your Evrysdi

• To receive a travel cooler to help store your Evrysdi, please contact  

a PAL at (833) 387-9734, Monday-Friday, 9 AM to 8 PM ET

Important Safety Information (continued)
Avoid getting Evrysdi on your skin or in your eyes. If Evrysdi gets on your skin, wash the 
area with soap and water. If Evrysdi gets in your eyes, rinse your eyes with water.
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Taking Evrysdi: your dose

Your healthcare provider determined your dose 
based on your age and weight. Always take your 
dose exactly as prescribed. 

Be sure to tell your healthcare provider if you or the person in your 

care is taking: 

• Any other medications, vitamins, or dietary supplements, including 

any stool softeners

• Additional fiber that may impact bowel movements, as these may 

need to be adjusted prior to starting Evrysdi

If you have questions about your dose,  

speak with your healthcare provider.

Important Safety Information (continued)
The most common side effects of Evrysdi include:
• For later-onset SMA: fever, diarrhea, rash 
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Taking Evrysdi: preparing your medicine

Before preparing your first dose 

Please read the full Patient Information and 
Instructions for Use that come with your 
prescription and discuss with your healthcare 
provider before taking the first dose.

To start, take a clean oral syringe 
out of the box

Your package comes with 1 or 2 reusable oral 
syringe(s) for taking or giving Evrysdi. Always 
take or give the dose exactly as prescribed 
by your healthcare provider, and administer 
with the reusable syringes that come with 
your prescription (they help protect Evrysdi 
from light).

Important Safety Information (continued)
The most common side effects of Evrysdi include:
• For infantile-onset SMA: fever; diarrhea; rash; runny nose, sneezing, and sore throat (upper respiratory infection); lung 

infection (lower respiratory infection); constipation; vomiting; cough 
These are not all of the possible side effects of Evrysdi. For more information on the risk and benefits profile of Evrysdi, 
ask your healthcare provider or pharmacist.
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Taking Evrysdi: preparing your medicine
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Next, fill the oral syringe with medication

Place the bottle upright on a flat surface, 
such as a table or counter. Insert the 
syringe tip into the bottle adapter.

Take off the child-resistant cap by 
pushing it down and twisting to the left. 

Do not throw away the cap.

Push the plunger of the syringe all the 
way down to remove any air inside.

If you  
spill  

Evrysdi

Dry the area with a dry paper towel and then clean with water. 
Throw away the paper towel in the trash and wash your hands 
well with soap and water. You do not need to wear gloves.

1 2 3
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Taking Evrysdi: preparing your medicine
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If you  
spill  

Evrysdi

Dry the area with a dry paper towel and then clean with water. 
Throw away the paper towel in the trash and wash your hands 
well with soap and water. You do not need to wear gloves.

Fill the oral syringe with medication (continued)

After the correct dose is withdrawn, 
continue to hold the plunger in place 

to keep it from moving. Leave the 
syringe in the bottle adapter and turn 
the bottle upright again. Return the 
bottle to the flat surface and gently 

remove the syringe by pulling straight up 
while holding the plunger in place.

Carefully turn the bottle upside down, 
with the syringe tip firmly inserted into 

the bottle adapter.

Slowly pull back on the plunger to 
withdraw the prescribed dose. The top 
of the black stopper should line up with 
the mL marking that corresponds to the 

prescribed dose volume. 

4 5 6
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Taking Evrysdi: preparing your medicine
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If it is not taken within 5 minutes, do not take that dose, empty the 
syringe by throwing away the unused medication in the household 
trash (but do not throw away the syringe), and prepare a new dose.

Give or take 
Evrysdi right 

away after it’s 
drawn into the 

syringe

Fill the oral syringe with medication (continued)

Hold the syringe with the tip pointing up. Check the syringe to 
ensure there aren’t any air bubbles in the medication. If you see 
bubbles (especially larger ones), you may not have the correct 
amount of medication. If bubbles occur, put the syringe tip 

firmly into the bottle adapter and use the plunger to put the 
medication back in the bottle, then repeat steps 4-7.

Return the cap to the bottle. Turn the cap to the 
right and make sure it’s on tight before returning 

the bottle to the refrigerator.

7 8
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Taking Evrysdi: by mouth

You or the person in your care should take 
Evrysdi at the same time every day.

Evrysdi should be taken after a meal. It should 
not be mixed directly into foods or other liquids.

When  
to take  
Evrysdi
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Taking Evrysdi

You or the person in your care should sit upright while taking Evrysdi.

 You or the person in your care should 
drink some water (about 1 tablespoon) 

after swallowing the medication to 
ensure all the medication is swallowed.

 Place the tip of the oral syringe inside 
the mouth, touching the inside of either 

cheek. To avoid choking, do not put the 
syringe toward the back of the mouth. 

Slowly push the plunger all the way down 
until all of the medication is emptied 

from the syringe. Pushing the plunger 
too quickly may cause choking.

Check the syringe to make sure there is 
no Evrysdi left inside.

1 2 3
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Taking Evrysdi: by feeding tube

G-tube stands for gastrostomy tube; NG-tube stands for nasogastric tube.

 Place the tip of the syringe into the 
G- or NG-tube.

Slowly push the plunger all the way 
down until the syringe is empty.

You can 
find a video 

demonstrating 
how to take 
Evrysdi here
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 Be sure to check the 
syringe to ensure all 

Evrysdi has been given.

Flush the feeding tube  
with water (about 2 to  

4 teaspoons) right after 
giving the prescribed dose.

1 2 3
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IMPORTANT REMINDERS

Taking Evrysdi: what to do if...

HOME

WHERE  

TO START

STORING 

EVRYSDI

TAKING 
EVRYSDI

SUPPORT

FAQs

Important 

Safety 

Information

If the medication is spit up or not fully swallowed

• Do not give any more medication that day

•  Wait until the next day to give the next dose at the usual dosing time

If a dose is missed

• The missed dose should be taken as soon as possible, but no more 

than 6 hours after the usual dosing time

•  If more than 6 hours have passed, skip the missed dose altogether 

and take or give the next dose the following day
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Taking Evrysdi: cleaning up

Always clean 
the syringe and 

plunger by hand, 
and never in the 

dishwasher
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Clean the oral syringe for reuse

Separate the plunger from 
the syringe by pulling the 

plunger away from the 
syringe tip until it comes out 

of the syringe completely.

Rinse both pieces  
thoroughly with water.

Once clean, let them  
dry on a clean surface.

Be sure to wash your hands 
with soap and water after 

cleaning the syringe.

After the oral syringe barrel 
and plunger are dry, put the 
plunger back into the oral 

syringe barrel, and store the 
syringe with your medicine.

1 2 3 4
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Taking Evrysdi: cleaning up
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How to dispose of Evrysdi

•  Follow your local guidelines for proper disposal of medication.  

Visit www.fda.gov/drugs/ensuring-safe-use-medicine/safe-disposal-medicines  
or contact your healthcare provider for more information

If there is something wrong with your delivery

• If you receive an incomplete order, a broken bottle, or medication in powder form, do not 

take the medication you received, and contact your specialty pharmacy immediately

• Contact your specialty pharmacy with questions about shipping and packaging

If you notice leakage on any bottle, dry off the bottle with a dry paper towel, then rinse 

the closed bottle with water. Store the bottle out of sight and out of reach of children. Call 

Genentech Product Complaints at 1-800-334-0290 to coordinate your free replacement and 

receive further instructions.

If Evrysdi gets on your skin, wash the area with soap and water. If Evrysdi gets in your eyes, 

rinse your eyes with water. 
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Taking Evrysdi: important reminders
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 Do ask your healthcare provider how to use the 
reusable oral syringe and how to measure your 
prescribed daily dose

 Do always use the oral syringes provided and 
contact your specialty pharmacy immediately if 
you receive oral syringes that are not identical 
in size

 Do take the dose of Evrysdi that your 
healthcare provider has prescribed to you or 
the person in your care

 Do take the dose at the same time every day 
after a meal

 Do store medication upright in the original 
amber bottle and close the bottle cap 
completely after using

 Do keep Evrysdi cool (36°F to 46°F). Evrysdi 
should be stored in the refrigerator. Always 
store medication in a safe place out of the reach 
of children

 Do check the expiration date so you don’t use 
expired medication (Evrysdi expires 64 days 
after being prepared by a pharmacist)

 Do ask your specialty pharmacy for the 
Discard After date if it is not written on the 
bottle label
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If you have questions about how to take Evrysdi, contact your healthcare 
provider. A PAL may also be able to answer questions about Evrysdi; to connect 

with a PAL, call (833) 387-9734, Monday-Friday, 9 AM to 8 PM ET.

Taking Evrysdi: important reminders

 Do not use Evrysdi if the bottle adapter is not 
in the bottle. Contact your specialty pharmacy 
immediately if you receive a bottle without an 
adapter

 Do not use Evrysdi if it is in powder form, or if 
the bottle is damaged. Contact your specialty 
pharmacy immediately if you receive a bottle 
containing Evrysdi in powder form

 Do not get Evrysdi on your skin or in your eyes.  
If it gets on the skin, wash with soap and water.  
If it gets in your eyes, flush with water

 Do not mix Evrysdi into foods, liquids, formula,  
or milk

 Do not use Evrysdi if the bottle or oral syringes  
are damaged

 Do not freeze Evrysdi

 Do not put the medication in a different container 
from the one it comes in

 Do not take a partial dose, even if that is all you 
have left in a bottle

 Do not store Evrysdi doses in the oral syringe — 
discard any doses that have been in the syringe for 
more than 5 minutes and prepare a new dose
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Support: we’re here for you

MySMA Support* is a service from Genentech that can help provide information about Evrysdi. 

The team is available to:

coordinate the 
preparation and delivery 

of your medicine with 
the specialty pharmacy 

provide information 
about Evrysdi, including 

how to take it

help you 
understand your 

insurance coverage

To contact the MySMA Support team: 
Visit Evrysdi.com/PAL 

Call (833) 387-9734 (Monday-Friday, 9 AM to 8 PM ET)

answer your  
questions 

refer you to  
appropriate  

Evrysdi financial 
assistance options 

MySMA Support, including the PAL, does not provide medical advice and is 
not a substitute for your medical team. Your healthcare provider should always 

be your main resource for any questions about your health and medical care. 

*Enrollment in MySMA Support through the Evrysdi Start Form is mandatory to receive assistance through the 
program. Participation in MySMA Support is not necessary to receive treatment with Evrysdi.
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Support: we’re here for you

MEET THE TEAM 

Your primary contact: PALs

Partnership and Access Liaisons (PALs) are the local, main points 
of contact from Genentech here to support you. Contact a PAL for 
answers to questions about Evrysdi (including how it works, how 
to take it, what results were seen in clinical trials, and Important 
Safety Information), for help understanding your insurance 
coverage and potential financial support options, and to be 
connected to helpful resources. 

Additional support: Case Managers

While a PAL is your main point of contact, Case Managers partner 
closely with PALs and healthcare providers to help you understand 
the health insurance process and identify potential financial 
support options for Evrysdi.

MySMA Support, including the PAL, does not provide medical advice and is 
not a substitute for your medical team. Your healthcare provider should always 
be your main resource for any questions about your health and medical care. 
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A detailed guide to Insurance and Financial  
Assistance Options can be found on our website.

If you have questions about possible financial support options, contact  
MySMA Support at (833) 387-9734 (Monday-Friday, 9 AM to 8 PM ET)

Support: financial options

Your insurance coverage affects the type of financial support you may be eligible for. Depending on your insurance, 

support options may include one of the following:

For more 
information
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Evrysdi Co-pay Program*
You pay as little as $0 per 

prescription for Evrysdi if you qualify 

for the Evrysdi Co-pay program.  

The program covers the rest,  

up to $25,000 per calendar year. 

*This Evrysdi Co-pay Program is valid ONLY 
for patients with commercial insurance who 
have a valid prescription for a Food and Drug 
Administration (FDA)-approved indication 
of a Genentech medication. Patients using 
Medicare, Medicaid or any other federal or 
state government program to pay for their 
medicines are not eligible. Full program terms 
and conditions can be found here. 

Independent co-pay foundations†
If you need help with the co-pay  

for your Evrysdi, we can refer  

you to an independent co-pay 

assistance foundation.
†Independent co-pay assistance foundations 
have their own rules for eligibility. Genentech 
has no involvement or influence in independent 
foundation decision-making or eligibility criteria 
and does not know if a foundation will be able to 
help you. We can only refer you to a foundation 
that supports your disease state. Genentech 
does not endorse or show preference for any 
particular foundation. The foundations we refer 
you to may not be the only ones that might be 
able to help you.

The Genentech Patient Foundation‡

The Genentech Patient Foundation 

gives free Evrysdi to people who 

don’t have insurance coverage or 

who have financial concerns and 

meet eligibility criteria.
 ‡If you have health insurance, you should try to get 
other types of financial assistance, if available. You 
also need to meet income requirements. If you do 
not have insurance, or if your insurance does not 
cover your Genentech medicine, you must meet a 
different set of income requirements. Genentech 
reserves the right to modify or discontinue the 
program at any time and to verify the accuracy of 
information submitted.
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Support: helpful reminders

HOME

WHERE  

TO START

STORING 

EVRYSDI

TAKING 

EVRYSDI

SUPPORT

FAQs

Important 

Safety 

Information

If you and your doctor decide to continue with your 
Evrysdi prescription, your insurance company may 
require specific tests every 6 to 12 months to approve 
the renewal of your Evrysdi prescription. It’s a good 
idea to plan ahead for any appointments you may need 
in advance. The MySMA Support team can help you 
determine what may be required.

 Planning ahead for renewals

It can be helpful to set daily reminders on your phone or 
calendar, and to take Evrysdi at the same time each day, 
so it can become part of your routine.

 Remembering to take your 
daily dose

The MySMA Support team can help navigate insurance 
and financial assistance questions and coordinate with 
your healthcare provider and insurance company.* You 
can reach them Monday-Friday, 9 AM to 8 PM ET at 
(833) 387-9734. You can also find detailed information 
on our website. 

 Support for insurance 
questions

*You and your doctor are responsible for completing and submitting all required paperwork to your health insurance 
plan. Genentech cannot guarantee your plan will cover any treatments.

https://www.gene.com/download/pdf/evrysdi_prescribing.pdf
https://www.evrysdi.com/content/dam/gene/evrysdi/pdf/evrysdi-insurance-and-financial-assistance-guide.pdf


Please see additional Important Safety Information and full Prescribing Information. 

Why I chose Evrysdi:      

The skills I have now that are important for me to maintain:     

My expectations for the first 6 months on Evrysdi:     

My expectations over time (years):      

How it’s going (how I feel, changes I’ve noticed):   My scores (on tests my doctor may use to measure my progress):

After 1 month    Before starting Evrysdi  

After 4 months     After 6 months  

After 8 months    After 1 year   

After 1 year     After 1.5 years   

    After 2 years   

The welcome kit you receive in the mail also includes a blank 
journal you can use to track your results and make notes.

Just  
a note!

Support: tracking your results
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Since everyone’s experience with a new treatment can be different, it can be helpful to  

keep track of your goals and results over time, and to discuss both with your healthcare provider. 

Print these pages when starting treatment for a simple way to keep your notes organized.

https://www.gene.com/download/pdf/evrysdi_prescribing.pdf


Please see additional Important Safety Information and full Prescribing Information. 

Support: questions for your healthcare provider
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Questions to discuss with my doctor:

• Should I adjust any of the medications I am taking (including vitamins, fiber supplements, laxatives, and prescription medicines)?

• Are there any aspects of my nutrition that we may need to adjust, including my diet or typical meal times? Would it be helpful to talk to 
a nutritionist?

• What side effects could I experience when starting treatment or as I continue on treatment?

• If I do experience side effects, what should my plan be to address them?

• How should I expect to feel on treatment? 

• What results should I expect from treatment?

• How will we measure my progress?

• Are there any tests I may need to plan for to renew my prescription each year?

Additional questions:

      

      

      

      

      

https://www.gene.com/download/pdf/evrysdi_prescribing.pdf
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Support: things you can do about common side effects

If you experience diarrhea:

• It means you have loose, watery, and more-frequent bowel movements 

• Some dietary tips you can consider include:

 – Drinking more fluids, such as water, broths, and juices

 – Avoiding juices or foods that have a laxative effect, such as prunes  
or prune juice

 – Eating semisolid and low-fiber food gradually, such as soda crackers,  
toast, eggs, rice, or chicken

 – Avoiding dairy products, fatty foods, high-fiber foods, or highly  
seasoned foods for a few days

• In Evrysdi clinical studies, 17% of adults and children taking Evrysdi 
experienced diarrhea, with a similar frequency in infants. The majority  
of cases* (8 out of 10) lasted less than 1 week; 12% lasted longer than  
2 weeks

• Talk to your healthcare provider if you are taking other medications, 
vitamins, or dietary supplements, including any stool softeners or 
additional fiber that may impact bowel movements

If you experience rash:

• It means you have an area of irritated or swollen skin; it may 
be itchy and red  

• Some tips you can consider include:

 – Using moisturizer or lotions

 – Taking a cool bath

 – Avoiding harsh soaps

 – Using cortisone cream to relieve swelling (if not infected)

 – Avoiding wearing tight clothing

*Cases with a known duration.
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Every time you start a new medication, it’s important to know about the potential side effects, what to look out for, 

and steps to take if they happen. 
As always, your doctor is the best resource for any questions. It’s important to talk to your doctor if you notice any changes, begin any new 
medication, or make changes in your overall care. Below are some tips that may help if you experience these changes. 

https://www.gene.com/download/pdf/evrysdi_prescribing.pdf
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Support: important phone numbers

My PAL:

Specialty Pharmacy:

MySMA Support:
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Notes:

 

 

 

 

 

 

 

 

 

For an easy reference, enter your key contacts in the fields below, then click save.   

(833) 387-9734

https://www.gene.com/download/pdf/evrysdi_prescribing.pdf
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Frequently asked questions
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 Can I get Evrysdi from a retail pharmacy?
Evrysdi is not available at a retail pharmacy, as it requires 
specific mixing and handling only available at a specialty 
pharmacy. 

 If my delivery arrives later than expected, how do 
I know it’s safe for use?
Contact your specialty pharmacy representative right away to 
confirm your product is safe to take.

 What should I do if there is an issue with my 
order, if any of the contents of my shipment 
(bottles, oral syringes, etc.) are damaged, or if the 
seal on my medication is broken?
Contact your specialty pharmacy representative right away.

 What should I do if my bottle of Evrysdi is leaking?
If you notice leakage on any bottle, dry off the bottle with a dry 
paper towel, then rinse the closed bottle with water. Store the 
bottle out of sight and out of reach of children. Call Genentech 
Product Complaints at 1-800-334-0290 to coordinate your 
free replacement and receive further instructions. If Evrysdi 
gets on your skin, wash the area with soap and water. If Evrysdi 
gets in your eyes, rinse your eyes with water.

 What if I have trouble with the packaging?
If you have trouble with the packaging, contact your 
specialty pharmacy.

 Should my product have a temperature tag?
Evrysdi does not require a temperature tag. You should 
keep Evrysdi refrigerated at 36°F to 46°F at all times. 
Contact your specialty pharmacy if you have any questions 
about the correct temperature for your medicine. 

 Can Evrysdi be kept at room temperature?
If refrigeration is not available, Evrysdi can be kept at room 
temperature up to 104°F for a combined total of 5 days. It 
can be removed from, and returned to, a refrigerator. The 
total combined time out of refrigeration should not exceed  
5 days. 

Any portion of Evrysdi that has been kept above 104°F 
should be discarded.

Contact your specialty pharmacy if you have any questions. 

https://www.gene.com/download/pdf/evrysdi_prescribing.pdf
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Frequently asked questions
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 How long can Evrysdi be stored in the 
refrigerator?
The medication lasts up to 64 days after being prepared 
by a pharmacist. An expiration date will be indicated on the 
bottle of Evrysdi. It may be helpful to mark that date on your 
calendar. If you receive a bottle without the Discard After date 
written on the bottle label, contact your specialty pharmacy.

 How should I store Evrysdi while traveling?
If you or the person in your care will be away from home, 
store Evrysdi in an insulated cooler (36°F to 46°F with ice 
packs), but do not freeze it. Store Evrysdi upright in the 
original amber bottle to protect it from light. We can send 
you an Evrysdi travel cooler if you need one. If traveling 
by plane, your healthcare provider may give you a letter 
authorizing you to fly with liquid medication. Talk to your 
healthcare provider about the best way to travel with Evrysdi.

 Can I take Evrysdi with food or mix it with liquid 
outside of the oral syringe?
Evrysdi should be taken after a meal. It should not be mixed 
directly with any food or liquid (including formula or breast 
milk) and should only be taken with the approved oral 
syringe, which has been designed to protect the solution 
from light. 

 What do I need to know about nutrition when 
starting Evrysdi?
Before starting treatment, tell your healthcare provider what 
foods you or the person in your care generally eats, as well 
as your typical meal times. Discuss if any part of your routine 
may need to be adjusted, such as dairy products, fatty foods, 
high-fiber foods, highly seasoned foods, or foods that have a 
laxative effect.

 What should I do if my child spits up, vomits, or 
doesn’t swallow the whole dose after I give the 
medication?
Do not give any more medication that day. Wait until the next 
day to give the next dose at the usual dosing time. If your 
child continues to spit up or vomit while taking Evrysdi, talk 
to your healthcare provider. 

https://www.gene.com/download/pdf/evrysdi_prescribing.pdf
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Frequently asked questions

*Cases with a known duration.
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 What side effects should I expect when starting 
Evrysdi?
Everyone reacts differently when starting a new treatment. 
Side effects can be impacted by a number of elements, 
including other medications you may be taking. 

Before starting treatment, tell your healthcare provider if you 
or the person in your care is taking any other medications, 
vitamins, or dietary supplements, including any stool softeners 
or additional fiber that may impact bowel movements. Your 
healthcare provider may wish to adjust these medications prior 
to starting Evrysdi.

The most common side effects of Evrysdi for later-onset SMA 
and infantile-onset SMA include fever, diarrhea, and rash. 
Infantile-onset SMA also included upper respiratory infection, 
lower respiratory infection, constipation, vomiting, and cough.

In clinical trials, 17% of adults and children and 15% of infants 
taking Evrysdi experienced diarrhea. The majority (8 out of 10) 
of cases* of diarrhea lasted less than 1 week and 12% of cases 
lasted longer than 2 weeks. See page 28 for some helpful tips 
if you experience diarrhea, and be sure to speak with your 
healthcare provider. 

 What if a dose is missed?
The missed dose should be taken as soon as possible, but no 
more than 6 hours after the usual dosing time. If more than 
6 hours have passed, skip the missed dose altogether and 
take or give the next dose the following day at your regularly 
scheduled time.

 Who should I call if I have other questions about 
Evrysdi?
Your healthcare provider should always be your main resource 
for any questions about your health and medical care. You 
can also contact MySMA Support to connect with a PAL, who 
can answer questions about Evrysdi, and refer you to helpful 
resources. PALs can also help you understand your insurance 
and financial support options. Contact MySMA Support at 
(833) 387-9734 (Monday-Friday, 9 AM to 8 PM ET). 

https://www.gene.com/download/pdf/evrysdi_prescribing.pdf
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Before taking Evrysdi, tell your healthcare provider about 
all of your medical conditions, including if you:

What is Evrysdi?
Evrysdi is a prescription medicine used to treat spinal muscular 
atrophy (SMA) in children and adults

Important Safety Information

• are pregnant or plan to become pregnant, as Evrysdi may 
harm your unborn baby. Ask your healthcare provider for 
advice before taking this medicine

• are a woman who can become pregnant:

 ◦ Before you start your treatment with Evrysdi, your 
healthcare provider may test you for pregnancy

 ◦ Talk to your healthcare provider about birth control methods 
that may be right for you. Use birth control while on 
treatment and for at least 1 month after stopping Evrysdi

 ◦ Pregnancy Registry. There is a pregnancy registry for 
women who take EVRYSDI during pregnancy. The purpose 
of this registry is to collect information about the health 
of the pregnant woman and her baby. If you are pregnant 
or become pregnant while receiving EVRYSDI, tell your 
healthcare provider right away. Talk to your healthcare 
provider about registering with the EVRYSDI pregnancy 
Registry. Your healthcare provider can enroll you in this 
registry or you can enroll by calling 1-833-760-1098 or 
visiting https://www.evrysdipregnancyregistry.com.

• are an adult male. Evrysdi may affect a man’s ability to have 
children (fertility). Ask a healthcare provider for advice 
before taking this medicine

• are breastfeeding or plan to breastfeed. It is not known if 
Evrysdi passes into breast milk and may harm your baby

Tell your healthcare provider about all the medicines you take.

You should receive Evrysdi from the pharmacy as a liquid. If the 
medicine in the bottle is a powder, do not use it. Contact your 
pharmacist for a replacement

Avoid getting Evrysdi on your skin or in your eyes. If Evrysdi gets 
on your skin, wash the area with soap and water. If Evrysdi gets 
in your eyes, rinse your eyes with water

The most common side effects of Evrysdi include:

• For later-onset SMA: 
• fever
• diarrhea 
• rash

• For infantile-onset SMA:
• fever
• diarrhea
• rash
• runny nose, sneezing 

and sore throat (upper 
respiratory infection)

• lung infection (lower 
respiratory infection)

• constipation
• vomiting
• cough

These are not all of the possible side effects of Evrysdi. For more 
information on the risk and benefits profile of Evrysdi, ask your 
healthcare provider or pharmacist.
You may report side effects to the FDA at 1-800-FDA-1088 or  
www.fda.gov/medwatch. You may also report side effects to 
Genentech at 1-888-835-2555.

Please see full Prescribing Information for  
additional Important Safety Information.

http://www.fda.gov/medwatch
https://www.gene.com/download/pdf/evrysdi_prescribing.pdf

