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From the Editor

   
   
 


FOR CLOSE to three years, the COVID-19 pandemic
has been at the forefront of Americans’ minds — even
more so for those who are at greatest risk of severe disease
from the SARS-CoV-2 virus. Understandably, living in a
COVID-19 pandemic while immunocompromised can
be frightening and overwhelming to deal with, leading to
many questions to which even the medical profession has,
until now, seemed unable to provide adequate answers.
Perhaps one of the most pressing questions we’ve been asked by our readers
is whether the IG products you are treated with contain protective antibodies
to the COVID-19 virus. And, until recently, the jury has been out. But as we
explain in our article “IG Products and COVID-19 Antibodies: What We
Now Know” (p.20), the mystery behind this question is finally coming to light
with the passage of time. Three studies now show that most donated plasma
contains SARS-CoV-2 antibodies. What’s more, in a study conducted on one
IG product, the latest lots tested in the study in December 2020 showed
that 97 percent contained SARS-CoV-2 neutralizing antibodies. While this
is encouraging, patients should not rely solely on IG treatment as protection
since researchers have specifically noted that it is unknown at what levels
SARS-CoV-2 antibodies are present in any given IG dose. However, the good
news is that the research is divided on whether immunosuppressed patients
are at greater risk of severe disease or death from SARS-CoV-2 infection. So,
they stress that the best way to protect against either is to also get vaccinated.
While we have endeavored to devote as much information as we can about
COVID-19 and how it affects patients, we also know there are many other
pressing issues, one of which is the difficult process of locating the right
doctor for each person’s individuals needs. We could have focused on how to
choose the many types of doctors by whom chronic illness patients are treated,
but instead, we opted to discuss “How to Choose a Primary Care Provider”
(p.28). Specifically, we take a look at what type of primary care physician
(PCP) is needed, in-network vs. out-of-network options, questions that could
help in the selection process, as well as a list of doctor rating sites patients can
utilize prior to making their decision. Since the methods of choosing a PCP
share many similarities to choosing a specialist, in a future issue we will focus
on the equally if not more important issue of how to coordinate care between
PCPs and specialists.
Finally in this issue, I’d like to make our readers aware of a new column titled
“IG & Me,” written by Dawn DeBois. Dawn will be sharing her stories about
starting IG treatment and her experiences with this lifesaving medication.
As always, we hope you enjoy these articles, as well as the many more
educational and insightful topics presented in this issue of IG Living.
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Infuse monthly.*
Live daily.
Life is full of amazing moments, and you
shouldn’t miss them.
HyQvia [Immune Globulin Infusion 10%
(Human) with Recombinant Human
Hyaluronidase], a once-a-month* subQ lg,
means your condition doesn’t define you,
your desire for living daily does.
*Every 3 or 4 weeks.

What is HYQVIA?
HYQVIA is a liquid medicine that is
given under the skin (subcutaneously)
to treat primary immunodeficiency (PI)
in adults.

IMPORTANT SAFETY
INFORMATION
What is the most important
information that I should know
about HYQVIA?

• Your HCP may perform blood tests
regularly to check your IgG level.

What should I avoid while
taking HYQVIA?

• With your consent, your HCP may
provide blood samples to Shire plc,
to test for antibodies that may form
against the hyaluronidase part
of HYQVIA.

• HYQVIA can make vaccines
(like measles/mumps/rubella or
chickenpox vaccines) not work as well
for you. Before you get any vaccines,
tell your HCP that you take HYQVIA.

• Do not infuse HYQVIA into or
around an infected or red swollen
area because it can cause infection
to spread.
Who should not take HYQVIA?

• HYQVIA can cause blood clots.

Do not take HYQVIA if you:

• Call your healthcare professional
(HCP) if you have pain, swelling,
warmth, redness, or a lump in your
legs or arms, other than at the
infusion site(s), unexplained shortness
of breath, chest pain or discomfort
that worsens on deep breathing,
unexplained rapid pulse, numbness
or weakness on one side of the body.

• Are allergic to IgG, hyaluronidase,
other blood products, or any
ingredient in HYQVIA.

What should I tell my HCP before
I start using HYQVIA?
Before starting HYQVIA, tell your
HCP if you:
• Have or had any kidney, liver, or
heart problems or history of blood
clots because HYQVIA can make
these problems worse.
• Have IgA deficiency or a history of
severe allergic reactions to IgG or
other blood products.
• Are pregnant, trying to become
pregnant or are breast feeding.

©2021 Takeda Pharmaceuticals U.S.A., Inc. 300 Shire Way, Lexington, MA 02421. 1-877-TAKEDA-7 (1-877-825-3327). All rights reserved. TAKEDA and the TAKEDA logo are trademarks or
registered trademarks of Takeda Pharmaceutical Company Limited. HYQVIA and the HYQVIA logo are trademarks or registered trademarks of Baxalta Incorporated, a Takeda company.
US-HYQ-0324v1.0 08/21

Reliable protection
from infection
When administered every 3 or 4
weeks, HyQvia provided reliable
infection protection to people
with Pl.
• HyQvia was studied in a clinical
trial of 83 adults with PI, with
the main goal of measuring
how many acute serious
bacterial infections (ASBIs)*
they experienced over the
course of 1 year
• ASBIs included 2 episodes
of pneumonia†

Safety matters

Not given into a vein

When it comes to your Pl
treatment, we know safety is
always top of mind. HyQvia’s
safety has been studied and
the results are available for
you and your doctor.

Administering intravenous (IV) lg
can be difficult for some people,
especially if you have veins
that are damaged or hard to
find. Learn about subcutaneous
(subQ) infusions with HyQvia.

Talk to your doctor about whether HyQvia is
right for you. Learn more at HyQvia.com.

*ASBIs are short-term but serious infections caused by bacteria that require immediate medical care. The FDA standard for efficacy—that is, if an
immunoglobulin works—is <1 ASBI per year. In the clinical trial, people taking HyQvia experienced significantly less than that.
†

Both episodes of pneumonia were treated as outpatients with oral antibiotics. An additional episode of pneumonia requiring hospitalization
occurred during the ramp-up.

IMPORTANT SAFETY INFORMATION,
CONTINUED
What are the possible or reasonably
likely side effects of HYQVIA?
HYQVIA can cause serious side
effects. If any of the following
problems occur after starting
HYQVIA, stop the infusion
immediately and contact your
HCP or call emergency services:
• Hives, swelling in the mouth or throat,
itching, trouble breathing, wheezing,
fainting or dizziness. These could be
signs of a serious allergic reaction.
• Bad headache with nausea, vomiting,
stiff neck, fever, and sensitivity to
light. These could be signs of irritation
and swelling of the lining around
your brain.
• Reduced urination, sudden weight
gain, or swelling in your legs. These
could be signs of a kidney problem.
• Pain, swelling, warmth, redness, or a
lump in your legs or arms, other than
at the infusion site(s). These could be
signs of a blood clot.

• Brown or red urine, fast heart rate,
yellow skin or eyes. These could be
signs of a liver or blood problem.
• Chest pain or trouble breathing,
blue lips or extremities. These
could be signs of a serious heart
or lung problem.
• Fever over 100°F. This could be a
sign of an infection.
After HYQVIA infusion a temporary,
soft swelling may occur around the
infusion site, which may last 1 to 3
days, due to the volume of fluid infused.
The following possible side effects
may occur at the site of infusion and
generally go away within a few hours,
and are less likely after the first
few infusions.
• Mild or moderate pain
• Redness
• Swelling
• Itching

The most common side effects of
HYQVIA are:
• Headache
• Fatigue
• Nausea
• Fever
• Vomiting
These are not all the possible side
effects. Talk to your HCP about any
side effect that bothers you or that
does not go away.
Please see Important Facts about
HYQVIA on the following page.
You are encouraged to report
negative side effects of prescription
drugs to the FDA. Visit www.fda.gov/
medwatch, or call 1-800-FDA-1088.

IMPORTANT FACTS about HYQVIA (Hi-Q-via) [Immune Globulin Infusion 10% (Human) with
Recombinant Human Hyaluronidase] Solution, for subcutaneous administration
What is the most important information I should know about HYQVIA?
• HYQVIA can cause blood clots.
• Call your healthcare provider (HCP) if you have pain, swelling,
warmth, redness, or a lump in your legs or arms, other than at the
infusion site(s), unexplained shortness of breath, chest pain or
discomfort that worsens on deep breathing, unexplained rapid pulse,
numbness or weakness on one side of the body.
• Your HCP may perform blood tests regularly to check your IgG level.
• With your consent, your HCP may provide blood samples to Takeda
Pharmaceuticals U.S.A., Inc. to test for antibodies that may form
against the hyaluronidase part of HYQVIA.
• Do not infuse HYQVIA into or around an infected or swollen area
because it can cause infection to spread.
What is HYQVIA?
HYQVIA is a liquid medicine containing immune globulin and Recombinant
Human Hyaluronidase. HYQVIA contains IgG antibodies, collected from
human plasma donated by healthy people. The antibodies help your body
to fight off bacterial and viral infections. The hyaluronidase part of
HYQVIA helps more of the immune globulin get absorbed into the body
to fight infection.
What should I tell my HCP before I start using HYQVIA?
Before starting HYQVIA, tell your HCP if you:
• Have or had any kidney, liver, or heart problems or history of blood
clots because HYQVIA can make these problems worse.
• Have IgA deficiency or a history of severe allergic reactions to IgG
or other blood products.
• Are pregnant, trying to become pregnant, or are breastfeeding.
Who should not take HYQVIA?
• Do not take HYQVIA if you are allergic to IgG, hyaluronidase, other
blood products, or any ingredient in HYQVIA.
How should I take HYQVIA?
• HYQVIA is infused under the skin (subcutaneously) up to once every
4 weeks.
• You can get HYQVIA at your HCP’s office, clinic, or hospital.
• You can use HYQVIA at home. You and your HCP will decide if home
self-infusion is right for you.

What are the possible or reasonably likely side effects of HYQVIA?
After HYQVIA infusion a temporary, soft swelling may occur around the
infusion site, which may last 1 to 3 days, due to the volume of fluid infused.
The following local reactions may occur at the site of infusion and
generally go away in a few hours. Local reactions are less likely after
the first few infusions.
• Mild or moderate pain
• Redness
• Swelling
• Itching
The most common side effects of HYQVIA are: headache, vomiting, fatigue,
nausea, and fever.
Antibodies to the hyaluronidase component of HYQVIA were formed in some
patients taking HYQVIA. It is not known if there is any long-term effect. In
theory, these antibodies could react with your body’s own PH20. PH20 is
present in the male reproductive tract. So far, these antibodies have not
been associated with increased or new side effects.
Call your HCP or go to your emergency department right away if you get:
• Hives, swelling in the mouth or throat, itching, trouble breathing,
wheezing, fainting or dizziness. These could be signs of a serious
allergic reaction.
• Bad headache with nausea, vomiting, stiff neck, fever, and sensitivity
to light. These could be signs of irritation and swelling of the lining
around your brain.
• Reduced urination, sudden weight gain, or swelling in your legs. These
could be signs of a kidney problem.
• Pain, swelling, warmth, redness, or a lump in your legs or arms, other
than at the infusion site(s). These could be signs of a blood clot.
• Brown or red urine, fast heart rate, yellow skin or eyes. These could
be signs of a liver or blood problem.
• Chest pain or trouble breathing, blue lips or extremities. These could
be signs of a serious heart or lung problem.
These are not all of the possible side effects for HYQVIA. You can ask your
HCP for information that is provided to HCPs. Talk to your HCP about any
side effects that bother you or that don’t go away.
How do I store HYQVIA?
Store HYQVIA refrigerated or at room temperature.
• You can store HYQVIA in the refrigerator (36°F to 46°F [2°C to 8°C])
for up to 36 months.
• You can store HYQVIA at room temperature (up to 77°F [25°C]) for up
to 3 months during the first 24 months from the date of manufacturing
(Mfg Date) printed on the carton.
• Do not return HYQVIA to the refrigerator if you take it out to
room temperature.
Check the expiration date on the carton and vial label. Do not use HYQVIA
after the expiration date.
Do not freeze.
Protect from light. You can use the original HYQVIA containers to protect
it from light.
How do I get more information about HYQVIA?

HYQVIA and the HYQVIA logo are trademarks or registered trademarks of Baxalta
Incorporated, a Takeda company. TAKEDA and the TAKEDA logo are trademarks
or registered trademarks of Takeda Pharmaceutical Company Limited.

The risk information provided here is not comprehensive. To learn more,
talk about HYQVIA with your HCP or pharmacist. The FDA-approved Full
Prescribing Information, including Information for Patients, can be found
at www.HYQVIA.com or by calling 1-877-TAKEDA7 (1-877-825-3327).

Patented: please see https://www.takeda.com/en-us/patents/
Takeda Pharmaceuticals U.S.A., Inc.
Lexington, MA 02421 USA
U.S. License No. 2020

US-HYQ-0299v1.0 07/21

Abbie’s Corner

What You Need to Know Before You Travel
By Abbie Cornett, MBA
RECENTLY, I was faced with a
problem that I thought would be simple
to solve but, instead, it was as difficult
to unravel as the famous Gordian Knot
that Alexander the Great was challenged
to solve. The question had two parts:
The first was about insurance coverage
while traveling to a foreign country.
Surprisingly, this was easy to answer. The
U.S. Department of State recommends
that individuals confirm their current
health insurance plan provides coverage
in another country. If it does, individuals
should carry both their insurance policy
identity card as proof of insurance
and a claim form.1 It also advises
individuals to separately purchase a
supplemental medical evacuation policy
that covers medical care and emergency
transportation if traveling to a remote
destination where care is not likely to be
up to U.S. standards.
It is essential to know that the U.S.
government, including Medicare and
Medicaid, does not provide medical
insurance for U.S. citizens in other
countries. If a current health plan does
not provide protection outside of the
U.S., there are several websites such
as Forbes Advisor (www.forbes.com/
advisor/l/best-pandemic-travel-insuranceplans/?utm_content=T) or International
Insurance (internationalinsurance.com)
on which individuals can locate global
health plans. Yet, while many of these
insurance policies offer good medical
coverage, not all cover COVID-19related problems. Therefore, individuals
should verify that the plan being
purchased specifically provides coverage
for COVID-19.
The second part of the question
was not so easy to answer. The patient

wanted to know what medications he
could take with him while traveling to
Mexico and whether he would be able to
get his subcutaneous immune globulin
(SCIG) therapy products and supplies
shipped to him there. This is where the
matter got complicated. I found out that
every country differs concerning what
medications are allowed. In fact, many
common over-the-counter medications
are illegal to travel with, depending on
the country.
For example, bringing medicines
commonly used in the United States,
including inhalers and some allergy and
sinus medications, into Mexico is illegal.
Specifically, products that contain
stimulants (pseudoephedrine) such as
Actifed, Sudafed and Vicks inhalers or
codeine are prohibited.2
To avoid a potentially serious problem
prior to traveling, individuals should
check with the foreign embassy of the
country they are planning to visit to
ensure their medications are permitted.
If they are permitted, individuals must:1
1) Bring an ample supply of
medication that will last for the entire
trip and, if possible, a few extra days in
case of delays.
2) Carry a letter from the attending
physician that describes the medical
condition and any prescription
medications, including the generic name
of the prescribed drugs.
3) Keep medications in their original,
labeled containers.
Unfortunately,
trying
to
get
prescriptions shipped to a foreign
country is much more difficult. A
patient must undergo a number of
complicated procedures, and the drugs
will need to be shipped commercially by

an approved carrier; individuals cannot
legally ship prescription medications.3
However, if traveling to a country in
the European Union (EU), a doctor can
write a prescription to use in another
EU country, known as a “cross-border
prescription.” But, it might not be
available, or it may have another name.
It becomes even more problematic
when the medication is a biologic. Any
U.S. pharmacy that wishes to export
a biologic such as SCIG to foreign
countries may be required to obtain an
exporter’s license or certificate issued by
the U.S. Food and Drug Administration,
the U.S. Department of Commerce
Bureau of Industry and Security and/or
the Drug Enforcement Agency.4
If you have a chronic illness and are
planning to travel outside of the U.S., your
insurance policy must provide adequate
coverage, and a medical evacuation policy
may be needed. This means you need to
check with the country to which you are
planning to travel to determine which
medications you are legally allowed to
transport. The last thing you want is to
be is on the wrong side of the law because
of your medicine!


1. U.S. Department of State. Your Health Abroad. Accessed at travel.state.gov/
content/travel/en/international-travel/before-you-go/your-health-abroad.
html.
2. U.S. Embassy & Consulates In Mexico. Bringing Items Into Mexico/U.S.
Accessed at mx.usembassy.gov/bringing-items-into-mexico-u-s.
3. Gilbert. Can You Ship It? A Guide to International Shipping Restrictions.
Accessed at www.gilbertusa.com/can-you-ship-it-a-guide-to-internationalshipping-restrictions.
4. Licenselogix. Ask the Business License Guru. Accessed at www.licenselogix.
com/faq/pharmacy-and-federal-licensing-to-export-drugs.
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Faces of IG

Has Your Illness Become Part of Your Identity?
It did when I came to grips with the word “chronic.” For years, it was easy just to tell people I have CIDP.
After a while, as a patient, I learned to embrace that first word: chronic inflammatory demyelinating
polyneuropathy. Since then, yes it is my identity, in a positive way. — Peggy SG
No, it’s something I live with and definitely suffer from, but it’s not my identity. — Jerry LO
Nope, not going to let it happen. — Debbie K

Have You Experienced Burnout with Your Illness?
      — Sandy P
    — Peggy SG
 — Debbie K

Have You Ever Been Accused of Faking It?
           
      
           
                
           
              
            
 — Kay PB
                 
          
              
 — Kathleen O
        — Debbie KB

Join the conversation! Connect with other immune globulin patients through IG Living’s Facebook page at
www.facebook.com/IGLivingMagazine. Each day, we post interesting articles and facts, as well as thoughtprovoking questions you can weigh in on. These are some snapshots of what’s being discussed.
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Ask the Experts

    
I am looking for brands of subcutaneous immune globulin (SCIG) that do not contain polysorbate
80. I react severely to foods with polysorbate 80, and my physician thinks that may be why I am having
a reaction to Hizentra.

  I spoke with Leslie Vaughan, RPh, CSP, IgCP, chief operations officer at Nufactor, a specialty infusion
company, who says Gamunex-C does not contain polysorbate 80.

                   
    
I have chronic inflammatory demyelinating polyneuropathy (CIDP), and I have been treated with
intravenous immune globulin (IVIG) for 19 years. I am now planning to try subcutaneous IG (SCIG)
under traditional Medicare Part B. My IVIG dose is .47 mg/kg. However, Hizentra has been trialed at
only .2 and .4 mg/kg. My neurologist does not know if he can prescribe Hizentra at higher doses, and
I cannot obtain an answer from representatives at Hizentra. At .4 mg/kg, my SCIG dose would be 30
grams. I receive IVIG two days every other week at 35 grams each day, which yields .47 mg/kg each
day. I’ve tried IVIG a few times at 30 grams, but it doesn’t work as well as 35 grams. I’m concerned 30
grams of Hizentra won’t work as well either, and I really want to switch to SCIG. Under traditional
Medicare Part B, can my neurologist prescribe Hizentra at .47 mg/kg, which will bring me to my
35-gram dose that I receive with IVIG?

  According to Leslie Vaughan, RPh, CSP, IgCP, chief operations officer, and Michelle Greer, RN, IgCN, executive
vice president of sales at Nufactor, a specialty infusion company, Medicare Part B does cover Hizentra for the diagnosis of
CIDP. Unlike commercial insurance, there is not a prior authorization process required with Part B. For dosing, Medicare
Part B has a medically unlikely exception (MUE) edit, which means if the total monthly dose exceeds what it believes to
be medically necessary, it will likely deny the claim. The MUE for Hizentra is 150 grams. If you receive a weekly dose of 35
grams of Hizentra, there may be months in which you exceed the MUE edit of 150 grams and your claim to Medicare Part
B may be denied. However, some patients do receive more than 150 grams per month. In these instances, the physician
must justify the need for a higher dose. The pharmacy dispensing your medication would then submit your denied claim
for reconsideration along with the physician’s justification. If Medicare agrees the justification warrants a higher-thanexpected dose, it can enter an override in the member’s file so claims for higher grams will be paid for without having to
file a reconsideration with every claim.

ABBIE CORNETT, MBA,
is the patient advocate for
IG Living magazine. She
can be reached at patient
advocate@igliving.com or
(800) 843-7477 x1366.
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Therapeutic Helpline

5 Steps to Better Relationships
By Mairead McConnell, PhD

FOR MOST people, relationships
with their close loved ones represent
some of the most meaningful —
and the most stressful — parts of
life. Managing chronic illness and
shifting in and out of roles of patient
and caregiver can present additional
challenges and put strain on even the
closest relationship bonds.
Research from social scientists suggests
that the quality of our interpersonal
relationships impacts not only our
mental health, but also our physical
health. As social beings, we all have
a need to feel connected, supported
and loved. The following strategies
are evidence-based ways to improve
the quality of your relationships and,
therefore, your overall well-being.
1) Acknowledge the challenges. One
of the main barriers to improving
relationships — or any area of our lives
— is denying or ignoring the things
that need improving. Remind yourself
that it is normal for relationships to
struggle, and that identifying challenges
is the first step in finding a healthier way
forward. This practice might involve
a conversation with your loved one or
simply writing down your thoughts
about the challenges you are facing
together.
2) Be open to opportunities. Close
12
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relationships present ample opportunities
for connection, love, care, gratitude
and joy. Yet, during a difficult season or
transition, it is easy to develop tunnel
vision and to notice only the things
going wrong. Take a moment to consider
the opportunities for things to go well.
These may be small: a kind gesture, a
quiet moment, a favorite activity or a
new shared experience. We can’t wait
for every issue to be resolved (there will
always be more), so take advantage of
the opportunities to enjoy your loved
one and your relationship right now.
3) Explore your emotions. In my last
column, I wrote about confronting
difficult emotions. The practice of
identifying, naming and allowing
yourself to experience your emotions
can be empowering on a personal level
and can also have a meaningful impact
on your relationships. Knowing what
and how you feel allows you to operate
from a more grounded place when you
communicate and interact with others.
4) Communicate openly. We all
understand
the
importance
of
communication in relationships, but
that doesn’t mean it’s easy. Many things
can get in the way of expressing ourselves
clearly, including fear, avoidance and
lack of skills and practice. In the next
issue, I will explore the principles of
nonviolent communication written
about by Marshall Rosenburg, which
involve expressing what you observe,
feel, need and request. In the meantime,
remember that no matter how much
someone loves you, he or she cannot
read your mind. It’s OK, and in fact
necessary, to share what you are feeling
and what you need.
5) Progress, not perfection. Remember

IGLiving.com

that improving the quality of your
relationships is a process; it’s not
something you achieve overnight.
Allow yourself time and grace as you
work on your relationships, and know
that there is room for error. It’s OK
to make a mistake; in fact, repairing a
relationship after there have been hurt
feelings is one of the things that brings
people closer together. One practice you
can try is to ask for a “do-over.” Often,
we immediately react to something
and then later wish we had responded
differently. Ask your loved one if you
can try again. If he or she is not able
to make that space, simply practice on
your own. Say aloud what you wish you
would have said (once is enough), and
then let it be. This allows you to practice
your ideal response and helps you to be
more likely to respond that way in the
future.
Finally, I want to add that everyone
deserves to be loved and supported in
their relationships, and no one deserves
cruelty, abuse or neglect. Unfortunately,
not all relationships can be salvaged, and
it is OK to walk away from people and
situations that hurt you more than they
serve you. This will always involve some
amount of grief, but it can also bring
you relief and make space for the right
people in your life.

MAIREAD MCCONNELL,
PhD, is a clinical psychologist
and assistant professor at Banner
University Medical Center in
Tucson, Ariz. She specializes in
health psychology and is passionate about
helping patients live well while navigating
the challenges of chronic illness.

Immunology 101

Summarizing the Gell and Coombs Hypersensitivity
Reactions to IVIG Infusions

TYPE 1 hypersensitivity is due to an
IgE-mediated reaction, with activation of
mast cells, that can be severe enough
to result in anaphylaxis. Patients who
experience anaphylaxis when being infused
with intravenous immune globulin (IVIG)
would have had some prior exposure to an
offending allergen. While rarely proven,
the most common allergen is an absence of
IgA. Patients devoid of IgA who are exposed
to it (presumably from an IG replacement
product with some IgA present) develop
an IgE anti-IgA antibody, which causes
a type I hypersensitivity response when
receiving a subsequent infusion of IG
containing IgA. This reaction is expected
within minutes of beginning the infusion
and is not dependent on the amount of IG
infused or the rate of infusion. However,
type I hypersensitivity due to IgE antiIgA is rare with IVIG infusions because
most patients do not have complete
absence of IgA, and patients with severe
antibody deficiency are likely incapable
of making IgE.
On the other hand, a reaction
occurring only after a larger amount of IG
is infused or after a higher rate of infusion
is achieved is not a type I hypersensitivity.
This type of reaction can occur when
kallikreins and substances capable of
producing reactions that mimic IgEmediated allergic reactions are co-isolated
during the processing of IVIG. However,
it may take some time during the infusion
before enough of the substance is present
to provoke a response.
Type II hypersensitivity is typically due
to IgG or IgM antibodies binding to the
surfaces of cells or tissues, with activation
of complement and subsequent cell or
tissue damage. An example is an anti-

red blood cell (RBC) antibody that can
bind to a specific protein on RBCs and
cause hemolysis. This can occur when
plasma includes antibodies donors have
generated against RBC cell surface
proteins that they do not express. These
anti-RBC antibodies can be co-isolated
with other antibodies during IVIG
processing and, if infused into patients
who do express the protein on their
RBC, hemolysis can occur. Indeed, it is
relatively common for slight hemolysis to
occur with an IVIG infusion.
Another example of type II
hypersensitivity is the formation of antiHLA antibodies. Women who have been
pregnant have been exposed to HLA
proteins from the father of the child.
Since these may be different from those
present in the mother, she may generate
antibodies to those HLA types. HLA is not
significantly expressed on RBCs, but class
I HLA proteins are expressed on essentially
all of our cells, and class II HLA proteins
are expressed on specific white blood cells
(WBC). Anti-HLA class I antibodies can
react with the endothelial cells of the veins
in which the IVIG is being infused and
cause clotting of the vein and/or phlebitis,
which can be a very irritating and painful
reaction. Anti-HLA class II antibodies
may react with WBCs in the lung tissues
and result in transfusion-associated lung
injury (TRALI), which may require
mechanical ventilation until the reaction
improves. These reactions are more
serious, so it may be prudent to preclude
women with previous pregnancies from
donating plasma to prevent TRALI. Type
II hypersensitivity can also occur when
other antibodies present in donors are
collected with “normal” antibodies.

Type III hypersensitivity is due to
antibodies binding to components that
circulate with the blood as immune
complexes and have the potential to deposit
into various body tissues, which may result
in the clinical features of “serum sickness.”
While not commonly expected with IVIG
infusions, rare individuals may have a
difference in one of their serum proteins to
which someone else has made antibodies,
which can bind to the patients’ protein
and, thus, generate an immune complex.
Depending on the extent of the reaction,
deposition of the immune complexes in
blood vessels may result in vasculitic rashes
in the kidneys causing nephritis or in the
joints resulting in arthritis. Therefore, type
III hypersensitivity reactions could be quite
dangerous and may require significant
additional medical care. These reactions
may take some time to develop, even
days after an IVIG infusion.
Type IV hypersensitivity is due to WBC
interactions in tissues and, since cells are
not infused, this type of interaction does
not occur with IVIG infusions. However,
there may be activating substances such
as specific cytokines co-isolated during
IVIG processing that can activate WBCs
with subsequent specific tissue injury. This
process may be responsible for some IVIG
reactions occurring several days after an
infusion, but it is considered very rare.
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Severe Fatigue Affects Some PI Pediatric Patients

In a study conducted in 2021,
researchers found nearly 20 percent
of pediatric patients with primary
immunodeficiency disease (PI) reported
experiencing severe fatigue, and fatigue
was reported among a wide range of PI
subcategories. In addition, severe fatigue
negatively affected patients’ quality
of life and daily functioning, but was
not associated with disease activity or
comorbidity.
In the cross-sectional study, the

researchers examined the prevalence of
severe fatigue, the effect of fatigue on
health-related quality of life (HRQoL)
and the effects of disease activity and
comorbidity on fatigue severity among
pediatric patients ages 2 to 18 years
with PI. Fatigue and HRQoL were
assessed using the pediatric quality
of life inventory multidimensional
fatigue scale and generic core scales,
respectively. Linear regression analyses
and an analysis of covariance were used
to compare the fatigue scores with the
scores obtained from a healthy control
group. Data were adjusted for age and
sex.
Results showed that of the 91 eligible
patients, 79 were assessed (87 percent
participation rate), with a mean age of
10.4 plus or minus 4.4 years. Pediatric
patients with PI reported significantly
higher fatigue levels compared to
healthy peers, with an 18.9 percent

prevalence of severe fatigue. Moreover,
higher fatigue levels were inversely
associated with HRQoL in all domains
and directly associated with school
absences. The researchers also found that
severe fatigue was comparable between
common variable immunodeficiency,
combined immunodeficiency and
selective immunoglobulin A deficiency
patients, but was not reported in the
X-linked agammaglobulinemia patients
studied. Finally, fatigue severity was
not significantly associated with disease
activity or comorbidity.
The researchers concluded that
targeting severe fatigue might be a
promising strategy for improving the
overall well-being and quality of life of
pediatric patients with PI.
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COVID-19 Infection May Unmask Undiagnosed PI
In a study that examined intraindividual differences in susceptibility
to severe COVID-19, researchers found
that SARS-CoV-2 infection may unmask
preexisting
asymptomatic
primary
immunodeficiency (PI) in a growing
percentage of otherwise healthy people.
The study identified germline genetic
defects in individuals with life-threatening
COVID-19 that compromise local type
I interferon (IFN)-mediated innate
immune responses to SARS-CoV-2.
Remarkably, these variants — which
impact responses initiated through TLR3
and TLR7, as well as the response to
type I IFN cytokines — may account
for between 3 percent and 5 percent of
14
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severe COVID-19 in people under 70
years of age. Similarly, autoantibodies
against type I IFN cytokines (IFN-a, IFNw) have been detected in patients’ serum
prior to infection with SARS-CoV-2 and
were found to cause 20 percent of severe
COVID-19 in those over 70 years old,
as well as 20 percent of total COVID-19
deaths. These autoantibodies, which are

IGLiving.com

more common in the elderly, neutralize
type I IFNs, thereby impeding innate
antiviral immunity and phenocopying an
inborn error of immunity.
According to the researchers, the
discovery of PIs underlying a significant
percentage of severe COVID-19 cases
may explain disease susceptibility, allow
for the application of targeted therapies
such as plasma exchange IFN-a or IFN-B,
and facilitate better management of social
distancing, vaccination and early postexposure prophylaxis.
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mRNA Vaccines in PI Patients Are Safe but Less Effective
of the antibody to block RBD binding
to angiotensin-converting enzyme 2
(ACE2) and T-cell response evaluated
by an IFN-y release assay. Observable
physical manifestations of inflammatory
responses to immunization was also
reviewed.
A total of 33 patients with humoral
defect were evaluated: 69.6 percent
received BNT162b2 vaccine (PfizerBioNTech) and 30.3 percent received
mRNA-1273 (Moderna). The mRNA
vaccines were generally well tolerated
without severe reactions. The IFN-y
release assay result was positive in 24
(77.4 percent) of 31 patients. Sixteen of
33 subjects had detectable RBD-specific

EMED products are designed

IgG responses, but only two of these 16
subjects had an ACE2 receptor-blocking
activity level of greater than or equal to
50 percent.
The researchers concluded that
vaccination of this PI patient cohort with
COVID-19 mRNA vaccines was safe,
and cellular immunity was stimulated
in most subjects. However, antibody
responses to the spike protein RBD were
less consistent, and when detected, were
not effective at ACE2 blocking.
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Because data on the safety and
efficacy of COVID-19 vaccination
in people with a range of primary
immunodeficiencies (PIs) are lacking (PI
patients were excluded from COVID19 vaccine trials), a study was conducted
to examine humoral and T-cell immune
responses after two doses of SARSCoV-2 mRNA vaccines in patients with
PI and functional B-cell defects.
The double-center retrospective review
assessed patients with PI who completed
COVID-19 mRNA vaccination and
who had humoral responses assessed
through SARS-CoV-2 spike protein
receptor binding domain (RBD) IgG
antibody levels with reflex assessment
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For adult and pediatric patients aged 2 years and older
with primary immunodeficiency (PI)

What you ant

in an SCIg therapy

Cutaquig is a proven SCIg therapy that matches your lifestyle,
so you can get back to the activities that matter most to you

cutaquiginfo.com
*The estimated infusion duration for a 13 g (78 mL) weekly dose is approximately 45 minutes
in an adult patient using 2 infusion sites, if tolerated, not including setup time.
†
Depending on your dose and dosing schedule selected.
SCIg=subcutaneous immunoglobulin.

INDICATIONS AND USAGE
CUTAQUIG (Immune Globulin Subcutaneous [Human] - hipp) is a 16.5% immune
globulin solution for subcutaneous infusion indicated for treatment of primary humoral
immunodeficiency (PI) in adults and pediatric patients 2 years of age and older.
There are many forms of PI. Certain types of PI are associated with low immunoglobulin G (IgG),
which are proteins that help fight infection.
CUTAQUIG is a liquid medicine for infusion that contains immunoglobulin G (IgG), which are
proteins that help fight infection. It is made from human plasma that is donated by healthy
people and contains antibodies that replace the missing antibodies in patients with PI.
CUTAQUIG is given under the skin (subcutaneous). Most of the time, infusions under the skin
are given at home by self-infusion or by a caregiver. Only use CUTAQUIG by yourself after you
have been instructed on use by a healthcare provider (HCP).
IMPORTANT SAFETY INFORMATION
WARNING: THROMBOSIS
See full Prescribing Information for complete BOXED WARNING
• Thrombosis may occur with immune globulin products, including
CUTAQUIG. Risk factors may include advanced age, prolonged
immobilization, hypercoagulable conditions, history of venous or
arterial thrombosis, use of estrogens, indwelling vascular catheters,
hyperviscosity, and cardiovascular risk factors.
• For patients at risk of thrombosis, administer CUTAQUIG at the minimum
dose and infusion rate practicable. Ensure adequate hydration in patients
before administration. Monitor for signs and symptoms of thrombosis
and assess blood viscosity in patients at risk of hyperviscosity.
What is the most important information I need to know about CUTAQUIG?
CUTAQUIG can cause the following serious reactions:
• Severe allergic reactions causing difficulty in breathing or skin rashes
• Blood clots in the heart, brain, lungs, or elsewhere in the body
• Severe headache, drowsiness, fever, painful eye movements, or nausea and vomiting
• Decreased kidney function or kidney failure
• Dark colored urine, swelling, fatigue, or difficulty breathing
CUTAQUIG is made from human blood. The risk of transmission of infectious agents,
including viruses, the variant Creutzfeldt-Jakob disease (vCJD) agent, and, theoretically, the
Creutzfeldt-Jakob disease (CJD) agent cannot be completely eliminated.

Not an actual patient.

What should I know while taking CUTAQUIG?
• CUTAQUIG can make vaccines (like measles/mumps/rubella or chickenpox vaccines) not
work as well for you. Before you get any vaccines, tell your HCP that you take CUTAQUIG
• Tell your HCP if you are pregnant, or plan to become pregnant, or if you are nursing
CUTAQUIG can cause serious side effects. If any of the following problems occur
after starting CUTAQUIG, contact your HCP or call emergency services. If any of the
following problems occur during CUTAQUIG infusion, stop the infusion immediately
and contact your HCP or call emergency services:
• Hives, swelling in the mouth or throat, itching, trouble breathing, wheezing, fainting, or
dizziness. These could be signs of a serious allergic reaction
• Bad headache with nausea, vomiting, stiff neck, fever, and sensitivity to light. These could
be signs of irritation and swelling of the lining around your brain
• Reduced urination, sudden weight gain, or swelling in your legs. These could be signs of a
kidney problem
• Pain, swelling, warmth, redness, or a lump in your legs or arms. These could be signs of a
blood clot
• Brown or red urine, fast heart rate, yellow skin or eyes. These could be signs of a liver or
blood problem
• Chest pain or trouble breathing, or blue lips or extremities. These could be signs of a serious
heart or lung problem
• Fever over 100°F. This could be a sign of an infection
Ask your HCP whether you should have rescue medications available, such as antihistamines
or epinephrine.
What are the possible or reasonably likely side effects of CUTAQUIG?
The most common side effects of CUTAQUIG are:
• Infusion site reactions (including but not limited to redness, swelling, itching, fluid in tissue,
pain, mass, bruising)
• Headache
• Elevated body temperature
One or more of the following possible side effects may occur at the site of infusion; these may
go away within a few hours and are less likely after the first few infusions:
• Mild or moderate pain
• Redness
• Itching
These are not all the possible side effects. Talk to your HCP about any side effect that bothers
you or that does not go away.

Patients should always ask their doctors for medical advice about adverse events.
You may report an adverse event related to Pfizer products by calling 1-800-438-1985 (US only). If you prefer, you may contact the US Food and Drug
Administration (FDA) directly. The FDA has established a reporting service known as MedWatch where healthcare professionals and consumers can report problems
they suspect may be associated with the drugs and medical devices they prescribe, dispense, or use. Visit www.fda.gov/MedWatch or call 1-800-FDA-1088.
CUTAQUIG® is a registered trademark of Octapharma AG.
Please see brief summary of Full Prescribing Information on following page and Full Prescribing Information, including complete BOXED WARNING and Patient
Information and Instructions for Use, at cutaquiginfo.com.

PP-CQG-USA-0388-01
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CONSUMER BRIEF SUMMARY
(CUTAQUIG: cute-ah-quig)

This brief summary highlights the most important information about CUTAQUIG. Please read it carefully before using CUTAQUIG and each time you get a refill, as there may be new information.
This Patient Information does not take the place of talking with your healthcare provider about your medical condition or your treatment. If you have any questions after reading this, ask your
healthcare provider. For more information, go to www.CutaquigInfo.com.
What is CUTAQUIG?
CUTAQUIG is a ready-to-use liquid solution of immunoglobulin G (IgG), also called antibodies, which protects the body against infection. CUTAQUIG is used to treat adult patients and pediatric
patients 2 years of age and older with primary humoral immunodeficiency (PI).
There are many forms of PI. The most common types of PI result in an inability to make a very important type of protein called antibodies, which help the body fight off infections from bacteria
or viruses. Regular administration of CUTAQUIG has been demonstrated to help your body to fight bacteria and viruses that cause infections. CUTAQUIG is made from human plasma that is
donated by healthy people. CUTAQUIG contains antibodies collected from these healthy people; these antibodies replace the missing antibodies in patients with PI.
WARNING: THROMBOSIS
See full Prescribing Information for complete BOXED WARNING
• Thrombosis may occur with immune globulin products, including CUTAQUIG. Risk factors may include: advanced age, prolonged immobilization, hypercoagulable
conditions, history of venous or arterial thrombosis, use of estrogens, indwelling central vascular catheters, hyperviscosity, and cardiovascular risk factors.
• For patients at risk of thrombosis, administer CUTAQUIG at the minimum dose and infusion rate practicable. Ensure adequate hydration in patients before
administration. Monitor for signs and symptoms of thrombosis and assess blood viscosity in patients at risk of hyperviscosity.
Who should NOT use CUTAQUIG?
Do not use CUTAQUIG if you have ever had a severe allergic reaction to immune globulin or other blood products.
Tell your healthcare provider if you:
• Ever had any severe reaction to other immune globulin medicines
• Were told that you have a condition called IgA deficiency
• Have a history of heart or blood vessel disease
• Have had blood clots or thick blood
• Have been immobile for some time
CUTAQUIG can cause serious side effects. If any of the following problems occur after starting CUTAQUIG, contact your HCP or call emergency services. If any of the following
problems occur during CUTAQUIG infusion, stop the infusion immediately and contact your HCP or call emergency services:
• Hives, swelling in the mouth or throat, itching, trouble breathing, wheezing, fainting, or dizziness. These could be signs of a serious allergic reaction
• Bad headache with nausea, vomiting, stiff neck, fever, and sensitivity to light. These could be signs of irritation and swelling of the lining around your brain
• Reduced urination, sudden weight gain, or swelling in your legs. These could be signs of a kidney problem
• Pain, swelling, warmth, redness, or a lump in your legs or arms. These could be signs of a blood clot
• Brown or red urine, fast heart rate, yellow skin or eyes. These could be signs of a liver or blood problem
• Chest pain or trouble breathing, or blue lips or extremities. These could be signs of a serious heart or lung problem
• Fever over 100°F. This could be a sign of an infection
CUTAQUIG is made from human blood. The risk of transmission of infectious agents, including viruses, the variant Creutzfeldt-Jakob disease (vCJD) agent, and, theoretically, the CreutzfeldtJakob disease (CJD) agent cannot be completely eliminated.
What should I tell my healthcare provider before using CUTAQUIG?
Talk to your healthcare provider about any medical conditions that you have or have had.
Tell your healthcare provider:
• That you are taking CUTAQUIG before you get a vaccination, as vaccines may not work while you are taking CUTAQUIG.
• About all of the prescription and non-prescription medicines you take, including over-the-counter medicines, dietary supplements, or herbal medicines.
• If you are pregnant, plan to get pregnant, or if you are nursing because CUTAQUIG might not be right for you.
• If you have diabetes. If you need to do glucose testing, your healthcare provider may tell you to use a different way to monitor your blood sugar levels on the day that you receive a CUTAQUIG
infusion. Some types of blood glucose testing systems (glucometers) can falsely interpret the maltose contained in CUTAQUIG as glucose. If you are uncertain, ask your healthcare provider
which glucose testing system you can use while using CUTAQUIG.
The most common side effects that may occur with CUTAQUIG are:
• Infusion site reactions (including but not limited to redness, swelling, itching, fluid in tissue, pain, mass, bruising)
• Headache
• Elevated body temperature
One or more of the following possible side effects may occur at the site of infusion; these may go away within a few hours and are less likely after the first few infusions:
• Mild or moderate pain
• Redness
• Itching
These are not all the possible side effects. Talk to your HCP about any side effect that bothers you or that does not go away. If you encounter any problems or experience side effects during or
after the infusion, contact your healthcare provider. When doing so, keep your treatment diary or logbook with you to be able to give all necessary information.
Patients should always ask their doctors for medical advice about adverse events.
You may report an adverse event related to Pfizer products by calling 1-800-438-1985 (US only). If you prefer, you may contact the US Food and Drug Administration (FDA)
directly. The FDA has established a reporting service known as MedWatch where healthcare professionals and consumers can report problems they suspect may be associated
with the drugs and medical devices they prescribe, dispense, or use. Visit www.fda.gov/MedWatch or call 1-800-FDA-1088.
This brief summary is based on the CUTAQUIG Prescribing Information (October 2021).
CUTAQUIG® is a registered trademark of Octapharma AG.
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Study Shows HYQVIA Effective as Maintenance Therapy for CIDP
Results from a randomized, placebocontrolled, double-blind Phase III
clinical trial evaluating Takeda’s
HYQVIA [immune globulin infusion
10% (human) with recombinant human
hyaluronidase] for the maintenance
treatment of chronic inflammatory
demyelinating polyradiculoneuropathy
(CIDP) show that HYQVIA reduced
relapse of neuromuscular disability and
impairment when used as a maintenance
therapy for CIDP, supporting its
potential as a facilitated subcutaneous
immune globulin (fSCIG) solution that
could allow for monthly infusion for
many CIDP patients.
The ADVANCE-1 clinical trial
evaluated the efficacy, safety and
tolerability of HYQVIA in 132 adult
patients with CIDP who had been on
a stable dosing regimen of intravenous
IG (IVIG) therapy for at least three
months prior to infusion. Analysis of the

primary endpoint shows that HYQVIA,
when administered at the same dose
and dosing interval as the patient’s
previous IVIG, reduced CIDP relapse
compared to placebo (9.7 percent vs
31.4 percent, respectively), as measured
by inflammatory neuropathy cause and
treatment (INCAT). The majority of
patients in the study received a fourweek dosing regimen of HYQVIA.
“While the efficacy and safety of
intravenous immune globulin therapy
in CIDP is well-established, there is
a substantial burden associated with
chronic administration of therapies
for patients with CIDP,” said Kristina
Allikmets, head of research and
development for Takeda’s plasmaderived therapies business unit. “There is
a significant need for a treatment that is
both efficacious and can be administered
monthly at home or in the hospital
with a reduced number of infusion sites

and reduced administration duration
and frequency. We are committed to
bringing this therapy to people with
CIDP as quickly as possible.”
In topline analyses of ADVANCE-1,
HYQVIA showed a favorable safety
profile, further supporting its use as
a maintenance therapy for CIDP. Of
the 62 patients treated with HYQVIA,
the majority of treatment-related
adverse events were reported as mild
or moderate. No new safety risks were
reported. The safety profile of HYQVIA
in CIDP will be further supported by
data from the ongoing ADVANCE-3
clinical trial, the longest extension
study of its kind with up to six years of
follow-up data on some participants.
Upon full data analyses, Takeda
intends to submit applications for
HYQVIA to regulatory authorities in
the United States and European Union
in fiscal year 2022.

MEDICINES

New Drug Approved by FDA
to Treat Plaque Psoriasis
Vtama has been approved by the U.S.
Food and Drug Administration (FDA) to
treat plaque psoriasis, making it the first
novel topical treatment for the chronic
autoimmune disorder in a generation.
Vtama, marketed by Dermavant, is a
steroid-free cream developed for oncedaily application to the skin, including
sensitive areas. The drug, a small molecule,
is designed to block inflammatory
proteins called cytokines. It’s also intended
to promote the return of normal skin
appearance while also reducing the
oxidative stress that contributes to
18
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inflammatory skin conditions.
FDA based its approval of Vtama
on the results of two pivotal studies
enrolling more than 1,000 total patients.
In both studies, the drug met the main
goal of showing a statistically significant
improvement in skin appearance after
12 weeks of treatment compared
against a cream that contained no active
ingredient. Adverse events reported in
the study were mild to moderate and
included inflammation of hair follicles,
inflammation in the nose and throat
and contact dermatitis (red, itchy skin

IGLiving.com

resulting from an allergic reaction). Unlike
the biological products approved to treat
plaque psoriasis, Vtama’s drug label does
not carry any warning of serious adverse
effects. Furthermore, the topical cream
has a long-lasting effect once treatment is
stopped, with clear skin continuing for a
median of four months.
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Air Pollution Linked to Autoimmune Disease
According to a new study at the
University of Verona, long-term
exposure to air pollution can increase
the risk of autoimmune disease.
Specifically, the study found high levels
of air pollution was associated with an
approximately 40 percent higher risk
of rheumatoid arthritis, a 20 percent
higher risk of inflammatory bowel
disease such as Crohn’s and ulcerative
colitis, and a 15 percent higher risk of
connective tissue diseases such as lupus.
In the study, researchers reviewed
comprehensive medical information
about 81,363 men and women on
an Italian database to monitor risk
of fractures between June 2016 and
November 2020. Approximately 12

percent of these individuals were
diagnosed with an autoimmune disease
during this period. Each patient
was linked to the nearest air quality
monitoring station via their residential
postcode, which analyzed average longterm exposure to fine particulate matter
(known as PM10 and PM2.5) that is
produced by sources such as vehicles
and power stations. Concentration
levels of 30µg/m3 for PM10 and
20µg/m3 for PM2.5 are the thresholds
generally considered harmful to human
health.
The researchers found that, overall,
long-term exposure to particulates
above these levels was associated
with, respectively, a 12 percent and

13 percent higher risk of developing
an autoimmune disease. However,
they acknowledge their findings do
not prove a causal link and that other
factors may be at play, including lack
of information on when autoimmune
disease symptoms began, or that air
quality monitoring might not reflect
personal exposure to pollutants.
In addition, they said the findings
might not be more widely applicable
because study participants were largely
comprised of older women at risk of
fractures.
            
          
   
       

Top 3 Advantages
of SCIg with KORU
► Better Results: SCIg is preferred by patients

and proven to reduce adverse events over IVIg*

► Reliable System: FDA cleared, complete
infusion system tested with more SC drugs

► Optimal Experience: Syringe driver, tubing
and needles engineered for ease-of-use
and comfort

Visit the KORU Patient Resource
Center to access step-by-step
training, resources and more!
Discover how KORU
gives you the Freedom
to manage your own
infusions with portable,
patient-friendly systems.

ALREADY USING KORU FREEDOM?
Speak to your healthcare provider about
options to enhance your treatments!
*Berger M. et al. J Clin Immunol. 2004; 112:1-7.
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IG Products and COVID-19 Antibodies:
What We Now Know

As the pandemic persists,
research shows that IG products
manufactured from plasma
donations now contain protective
antibodies; however, experts say
there are many reasons IG products
should not be relied upon as a sole
protective measure against the
SARS-CoV-2 virus.


MANY PATIENTS treated with immune globulin (IG)
products have been questioning whether IG products contain
protective SARS-CoV-2 (the virus that causes COVID-19)
antibodies. It’s now been two-and-a-half years since the
start of this pandemic, and while it was known IG products
could not have contained protective antibodies early on due
to the time it takes to manufacture IG, that is no longer
the case. Research now shows that antibodies to SARSCoV-2, either through natural infection or vaccination,
exist in current plasma donations used to manufacture IG
products, and these antibodies are increasing rapidly. And,
while it is not known how much neutralizing COVID-19
antibodies are in any given IG lot, the rapidly rising levels
of SARS-CoV-2 antibodies in collected plasma may already
20
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be close to similar levels of protection against the virus as
found in current monoclonal antibody therapies (treatments
preventing progression to severe COVID-19 infection in
high-risk individuals and reducing hospitalizations).
That being said, neutralizing antibodies to SARS-CoV-2
in IG products will always be behind the latest variants since
it takes nine months to 12 months from the time plasma
is collected until it is manufactured and distributed. Even
so, according to an Immune Deficiency Foundation (IDF)
report, “it is likely there will still be some protection, despite
‘being behind’ the latest variants.” In addition, says the
IDF report, “it is currently not known exactly what level
of protection is needed, and it is not known how this may
vary from individual to individual and from strain to strain.

[But,] the good news is that the current vaccines seem to offer
protection against the latest variants and even most of those
who are immunocompromised seem to mount a decent,
protective T-cell response.”1
Immunodeficient Patients’ Susceptibility to COVID
Without question, primary immunodeficiency (PI)
patients who rely on IG treatment have an increased
susceptibility to vaccine-preventable infections. Therefore,
since the start of the pandemic, it was feared PI patients, as
well as other immunodeficient patients, would experience an
increased risk of severe disease if infected with the COVID19 virus. However, not all research shows that these patients
do experience severe illness.
In a study conducted in Israel, clinical and laboratory
data was collected on PI patients who tested positive for the
SARS-CoV-2 virus from mid-February 2020 to the end of
September 2020. During that time, Israel experienced two
waves of COVID-19 diseases — the first from mid-February
to mid-May and the second from mid-June to the end of
data collection. A total of 20 PI patients, aged 4 months to
60 years, tested positive for SARS-CoV-2, and all but one
were detected during the second wave. Fourteen of the
patients were on routine monthly intravenous IG (IVIG)
replacement therapy at the time of virus detection. However,
none of the patients displayed
severe illness, and none required
hospitalization; moreover, seven
of the 20 patients were completely
asymptomatic. According to the
researchers, possible explanations
for the minimal clinical impact of
the COVID-19 pandemic observed
in the patients include a high level
of awareness, extra precautions
and even self-isolation. It is also
possible, they surmise, that only
specific immune pathways (e.g.,
type I interferon signaling) may increase the risk for a
more severe course of disease, and these are not affected
in many PI patients. Furthermore, in some cases, lack of
an immune response actually may be a protective measure
against the development of COVID-19 sequelae.2
However, a smaller case series conducted earlier
described seven PI patients with COVID-19 (two with
agammaglobulinemia and five with common variable immune

deficiency [CVID]), the latter of whom had a more severe
course (three requiring intensive care unit admission and one
death) than those with agammaglobulinemia (who both had
mild disease). The authors postulated this may be related to
a role of B cells in the pathologic inflammatory response to
SARS-CoV-2 since patients with agammaglobulinemia lack
B cells. An additional case report describes a case of severe
COVID-19 in a patient with CVID who required mechanical
ventilation but fully recovered.3
This same study also looked at clinical features and
outcomes of COVID-19 among immunosuppressed patients,
ranging from patients with cancer and solid-organ transplant
(SOT) recipients to patients with HIV and those receiving
immunomodulatory therapy for autoimmune disease, who
are at presumed risk of more severe disease but who may also
have decreased detrimental inflammatory responses. These
findings showed: “First, immunocompromised patients
seem to have typical clinical manifestations of COVID-19.
Second, patients with cancer and SOT recipients may be at
higher risk of more severe COVID-19 disease. Third, patients
taking biologics may not be at higher risk of severe disease
based on current data; whether they are actually at lower risk
of severe COVID-19 is not yet clear. Fourth, the current data
in people with HIV are inconclusive regarding whether HIV
imparts a higher risk of severe disease.”3

Since the start of the pandemic, it was
feared PI patients, as well as other
immunodeficient patients, would
experience an increased risk of severe
disease if infected with the COVID-19 virus.
Most recently, in a study conducted from March 2021
through February 2022, data were taken from 10 states
(California, Colorado, Connecticut, Georgia, Michigan,
Minnesota, New Mexico, New York, Oregon and Tennessee)
in the COVID-19-Associated Hospitalization Surveillance
Network (COVID-NET). Of the 22,345 adults admitted to
the hospital for COVID-19 during this time period, 2,209
were immunocompromised (12.2 percent, despite accounting
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for only about 3 percent of the U.S. population, 354 of whom
were vaccinated and 1,855 of whom were unvaccinated).
Vaccination status was defined as having completed both
doses of a two-dose series, or one dose of a single-dose vaccine,
with or without additional or booster doses either 14 days
or later before a positive test result, per state immunization
information system records. Results showed that once
hospitalized, there was no difference in the risk for death
between vaccinated and unvaccinated immunocompromised
patients. However, among vaccinated adults, those who were
immunocompromised had higher odds of intensive care unit

are elevated beyond the average person who doesn’t have a PI.
Interferon is a hormone that stimulates cells to block viruses.
Those with a PI that affects their interferon do not have
recurrent infections and were only identified with a PI upon
a COVID-19 diagnosis. “In the folks who recover, there’s a
lot more interferon-stimulated genes than in the ones who go
on to get severe disease,” explained Dr. Sullivan. “The people
with PI who have antibodies to interferon have more severe
disease. Antibodies can be protective, but they can also get
in the way. Also, people with interferon pathway mutations
have more severe disease.”5
Are COVID-19 Vaccines Effective
for Immunodeficient Patients?
According to the Committee of
Experts on Primary Immunodeficiency of the International Union
of Immunological Societies, “the
type and severity of the immunodeficiency determines the efficacy
of vaccines, with varying levels of
impairment, ranging from normal as in immunocompetent
individuals, to incomplete or even absent. The degree of
immunodeficiency and the specific defect in antibody production are variable … and each patient should be studied
as unique in terms of cellular and humoral responses. The
decision to vaccinate a patient must include a risk and
benefit assessment to ensure maximum protection and
avoid adverse events. In addition, other factors, including
the type of vaccine, the interval between administrations
and the time between [immune] globulin administration
and vaccination, must also be taken into account in defining
an immunization strategy.”6
Still, Drs. Sullivan and Gutierrez recommend the best way
for PI patients to protect themselves against severe disease is
to receive a COVID-19 vaccine. In addition, although studies
are still underway to determine how well those with a PI
respond to a vaccine, they said that some will need a booster,
starting a month after their last dose. But, they recommend
each patient consult with his or her immunologist about the
specific recommendations and best timing for a booster.5
One large study does show that COVID-19 mRNA
vaccines are beneficial. In a meta-analysis that looked at the
effectiveness of COVID-19 vaccines in immunocompromised
individuals versus those with healthy immune systems, the

“The decision to vaccinate a patient
must include a risk and benefit
assessment to ensure maximum
protection and avoid adverse events.”
(ICU) admission and in-hospital death compared with nonimmunocompromised patients. And, immunocompromised
patients who were not vaccinated also had higher odds of
both ICU admission and in-hospital death compared with
unvaccinated non-immunocompromised patients.4
According to Kathleen Sullivan, MD, PhD, chief of the
division of allergy and immunology at Children’s Hospital
of Philadelphia, and Maria Jimena Gutierrez, MD, assistant
professor of pediatrics and an allergist/immunologist/
pediatric rheumatologist at Johns Hopkins Children’s Center,
who presented a forum on Oct. 5, 2021, PI patients do not
appear to be at any higher risk of mortality from COVID
than those without PI. “Overall, I’m going to say that the
risks are not dramatically elevated in people with the classic
PI … but I don’t want to minimize that there’s been a lot of
pain in the PI community,” said Dr. Sullivan. “For example, if
you have CVID and are older than 65 and have chronic lung
disease, you have a higher mortality rate if you get COVID
(10 percent) — but it’s the same mortality rate as a person
who is over 65 and has a chronic lung condition and doesn’t
have a PI who gets COVID.” However, she added, there are
some exceptions. If you have a PI that compromises your
ability to make interferon, then your risks of severe disease
22
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researchers found the Pfizer-BioNTech and Moderna mRNA
COVID-19 vaccines help keep people with weakened
immune systems out of the hospital if they are infected, but
don’t offer as much protection as they do in people with fully
functioning immune systems.
Specifically, the researchers looked at information on adults
hospitalized for COVID-like illness from 187 hospitals in
nine states from Jan. 17, 2021, to Sept. 5, 2021, including
20,101 immunocompromised adults (53 percent had
received two doses of either the Pfizer or Moderna vaccines)
and 69,116 adults with fully functioning immune systems
(43 percent had received two doses of either the Pfizer or
Moderna vaccines). Among the immunocompromised
people, half were older than 70 and half were younger; 41
percent had received the Moderna vaccine; 59 percent had
received the Pfizer vaccine; 44 percent had a solid-tumor
cancer, which means the cancer has no cysts or liquid areas;
14 percent had blood cancer; 25 percent had a rheumatologic
or inflammatory disorder such as rheumatoid arthritis,
psoriatic arthritis or lupus; 7 percent had received organ
or stem cell transplants; and 32 percent had some other
type of immune condition or immunodeficiency. Among
the people with fully functioning immune systems, half
were older than 68 and half were younger, 42 percent had
received the Moderna vaccine and 58 percent had received
the Pfizer vaccine.
Overall, the results showed the vaccines were 77
percent effective at keeping immunocompromised
people from being hospitalized with COVID-19 and 90
percent effective at keeping people with fully functioning
immune systems from being hospitalized with COVID19. This difference was the same no matter the vaccine
brand, person’s age or COVID-19 variant. Specifically
in immunocompromised people, the Moderna vaccine
was 81 percent effective and the Pfizer vaccine was 71
percent effective. The effectiveness of the vaccines did vary
depending on why a person was immunocompromised.
Vaccine effectiveness was 59 percent for people who had
organ or stem cells transplants, 79 percent for people with
a solid-tumor cancer, 74 percent for people with blood
cancer and 81 percent for people with rheumatologic and
inflammatory conditions.
“Immunocompromised persons benefit from and should
receive COVID-19 vaccines,” the researchers wrote.
“Given that [vaccine effectiveness] is lower compared to
immunocompetent patients, immunocompromised persons

receiving mRNA vaccines should receive three doses and
a booster six months after the third dose, consistent with
CDC recommendations. In addition to vaccination,
immunocompromised
persons
should
implement
nonpharmaceutical prevention strategies such as masking
to help prevent SARS-CoV-2 infection, and if infected with
SARS-CoV-2, be monitored closely and considered early for
proven therapies that might prevent progression to severe
illness.”7
“I would remind everyone that patients with CVID —
80 percent make antibodies after the vaccine. If you don’t
respond to other vaccines, there’s still a good chance that
you will respond to these vaccines. These are very powerful
vaccines,” said Dr. Sullivan. “It’s a relatively small slice of
pie where we don’t expect people to make antibody response
to vaccine. From the data we have so far, that would be
largely men with XLA [X-linked agammaglobulinemia]
and a small subset of people with CVID. If you have no B
cells at all in your body, I would not keep getting more and
more doses.”5
IG and COVID-19 Antibodies
Since the COVID-19 mRNA vaccines don’t offer as robust
protection for immunodeficient patients, the question
many are asking is: Do IG products provide protection
against the COVID-19 virus? Indeed, for some time now,
the assumption has been that given the time frame of the
start of the pandemic, most IG products probably have
some level of COVID-19 antibodies by now, but how
much is unknown. However, the nationwide blood donor
seroprevalence survey estimates the percentage of the U.S.
population ages 16 and older that have developed antibodies
against SARS-CoV-2 from vaccination or infection is 94.7
percent as of Dec. 31, 2021,8 which means most donated
plasma today contains COVID-19 antibodies. In addition,
two studies confirm that today’s IG products contain
protective antibodies.
Octapharma conducted a study that tested its IVIG and
subcutaneous IG (SCIG) products between the end of 2020
through June 2021 from plasma collected by plasmapheresis
(source plasma) in the U.S. and found its IG products do
contain antibodies to SARS-CoV-2, and they have the
ability to neutralize the virus. The company also found that
concentrations of these antibodies increased over the time
of the study, probably as a result of increasing numbers of
donors who had been infected or vaccinated before donating
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Protection from
infection.
CUVITRU [Immune Globulin Subcutaneous
(Human)] 20% is a primary immunodeficiency
treatment that offers consistent Ig levels in between
infusions, protection from infection,* and a flexible
treatment schedule.¹,²
Your healthcare team will teach you how to administer
CUVITRU, step by step, so you can infuse at home.¹
* The goal of the clinical study was to look at the rate of acute

serious bacterial infections (ASBIs) in patients receiving
treatment. Patients on CUVITRU experienced 0.012 ASBIs per
patient per year, which is significantly less than the FDA’s
standard of 1 ASBI per patient per year for determining if the
treatment works. Only one ASBI occurred in CUVITRU’s clinical
study; it was a case of pneumonia in a 78-year-old patient.

†

Your doctor is your best resource for questions. Learn more at CUVITRU.com.
What is CUVITRU?
CUVITRU is a ready-to-use liquid
medicine that is given under the skin
(subcutaneously) to treat primary
immunodeficiency (PI) in people
2 years and older.

IMPORTANT SAFETY
INFORMATION
What is the most important
information I need to know
about CUVITRU?
CUVITRU can cause the
following serious reactions:
• Severe allergic reactions
causing difficulty in breathing
or skin rashes

• Decreased kidney function or
kidney failure
• Blood clots in the heart, brain,
lungs, or elsewhere in the body
• Severe headache, drowsiness,
fever, painful eye movements,
or nausea and vomiting
• Dark colored urine, swelling,
fatigue, or difficulty breathing
Who should not use CUVITRU?
Do not use CUVITRU if you:
• Have had a severe allergic
reaction to immune globulin
or other blood products.
• Have a condition called selective
(or severe) immunoglobulin A
(IgA) deficiency.

What should I avoid while
taking CUVITRU?
• CUVITRU can make vaccines
(like measles/mumps/rubella or
chickenpox vaccines) not work
as well for you. Before you get
any vaccines, tell your healthcare
provider (HCP) that you take
CUVITRU.
• Tell your HCP if you are pregnant,
or plan to become pregnant, or if
you are nursing.
What are the possible or
reasonably likely side effects
of CUVITRU?
CUVITRU can cause serious side
effects. If any of the following
problems occur after starting
CUVITRU, stop the infusion
immediately and contact your
HCP or call emergency services.

©2021 Takeda Pharmaceuticals U.S.A., Inc. 300 Shire Way, Lexington, MA 02421. 1-877-TAKEDA-7 (1-877-825-3327). All rights reserved. TAKEDA and the TAKEDA logo are trademarks or
registered trademarks of Takeda Pharmaceutical Company Limited. CUVITRU and the CUVITRU logo are trademarks or registered trademarks of Baxalta Incorporated, a Takeda company.
US-CUV-0397v1.0 08/21

Treatment on my terms.

You and your doctor can create a treatment plan based on your preference—faster infusions or fewer needlesticks,
but with a flexible schedule.

Faster
infusions¹

Fewer
needlesticks¹

Flexible
schedule¹

In the study,* once-weekly
infusions took just under
an hour.†

In the study, most (84.9%)
used 1 to 2 needlesticks.*

CUVITRU can be infused at the
fastest rates of any subQ (up to
60mL/hr/site as tolerated).††
With the fastest rates of any
subcutaneous Ig, CUVITRU can
make treatment every 1 to 2
weeks a reality, even for patients
with the highest volumes.

*CUVITRU was studied in 77 people with primary immunodeficiency (PI) ≥ 2 years of age, with the main goal of measuring how many acute serious

bacterial infections (ASBIs) were experienced over the course of 1 year. ASBIs are short-term but serious infections that require immediate medical care.

†The average infusion time was 0.95 hrs (range 0.2-6.4 hrs).

††You’ll infuse your first 2 infusions at 10 to 20 mL/hr/site. After that, you’ll be able to increase your rate, as tolerated. Infuse at up to 4 sites simultaneously.

References:
1. CUVITRU [Prescribing Information]. Lexington, MA: Baxalta US Inc.
2.Suez D, Stein M, Gupta S, et al. Efficacy, safety, and pharmacokinetics of a novel human immune globulin subcutaneous, 20% in patients with
primary immunodeficiency diseases in North America. J Clin Immunol. 2016;36(7):700-712.

IMPORTANT SAFETY
INFORMATION, CONTINUED
• Hives, swelling in the mouth or
throat, itching, trouble breathing,
wheezing, fainting or dizziness.
These could be signs of a serious
allergic reaction.
• Bad headache with nausea,
vomiting, stiff neck, fever, and
sensitivity to light. These could
be signs of irritation and swelling
of the lining around your brain.
• Reduced urination, sudden
weight gain, or swelling in your
legs. These could be signs of
a kidney problem.
• Pain, swelling, warmth,
redness, or a lump in your
legs or arms. These could
be signs of a blood clot.
• Brown or red urine, fast
heart rate, yellow skin or
eyes. These could be signs
of a liver or blood problem.

• Chest pain or trouble breathing,
or blue lips or extremities. These
could be signs of a serious heart
or lung problem.
• Fever over 100ºF. This could
be sign of an infection.
The following one or more possible
side effects may occur at the site
of infusion. These generally go away
within a few hours, and are less
likely after the first few infusions.
• Mild or moderate pain
• Redness
• Itching
The most common side effects
that may occur are:
• Headache
• Nausea
• Fatigue
• Diarrhea
• Vomiting

These are not all the possible
side effects. Talk to your HCP
about any side effect that bothers
you or that does not go away.
Please see Important Facts about
CUVITRU on the following page.
You are encouraged to report
negative side effects of
prescription drugs to the FDA.
Visit www.fda.gov/medwatch,
or call 1-800-FDA-1088.

IMPORTANT FACTS about CUVITRU (CUE-vih-troo) [Immune Globulin Subcutaneous (Human)] 20% Solution
What is the most important information I need to know
about CUVITRU?
CUVITRU can cause the following serious reactions:
•
•
•
•

Severe allergic reactions causing difficulty in breathing or skin rashes
Decreased kidney function or kidney failure
Blood clots in the heart, brain, lungs, or elsewhere in the body
Severe headache, drowsiness, fever, painful eye movements,
or nausea and vomiting
• Dark colored urine, swelling, fatigue, or difficulty breathing
What is CUVITRU?
CUVITRU is a ready-to-use liquid medicine that contains immunoglobulin G
(IgG) antibodies, which protect the body against infection. CUVITRU is
used to treat patients with primary immunodeficiency diseases (PI).
There are many forms of PI. The most common types of PI result in an
inability to make a very important type of protein called antibodies, which
help the body fight off infections from bacteria or viruses. CUVITRU is made
from human plasma that is donated by healthy people. CUVITRU contains
antibodies collected from these healthy people that replace the missing
antibodies in PI patients.
Who should not use CUVITRU?
Do not use CUVITRU if you have a known history of a severe allergic
reaction to immune globulin or other blood products. If you have such a
history, discuss this with your healthcare provider (HCP) to determine if
CUVITRU can be given to you. Tell your HCP if you have a condition called
selective (or severe) immunoglobulin A (IgA) deficiency.
How should I use CUVITRU?

What are the possible or reasonably likely side effects of CUVITRU?
The following are one or more possible reactions that may occur at the
site of infusion. These generally go away within a few hours, and are
less likely after the first few infusions.
• Mild or moderate pain
• Redness
• Itching
The most common side effects of CUVITRU are headache, nausea, fatigue,
diarrhea, and vomiting.
If any of the following problems occur after starting treatment with CUVITRU,
stop the infusion immediately and contact your HCP or call emergency
services. These could be signs of a serious problem.
• Hives, swelling in the mouth or throat, itching, trouble breathing,
wheezing, fainting or dizziness. These could be signs of a serious
allergic reaction.
• Bad headache with nausea, vomiting, stiff neck, fever, and sensitivity
to light. These could be signs of irritation of the lining around your brain.
• Reduced urination, sudden weight gain, or swelling in your legs.
These could be signs of a kidney problem.
• Pain, swelling, warmth, redness, or a lump in your legs or arms.
These could be signs of a blood clot.
• Brown or red urine, fast heart rate, yellow skin or eyes. These could
be signs of a liver or blood problem.
• Chest pain or trouble breathing, or blue lips or extremities. These
could be signs of a serious heart or lung problem.
• Fever over 100°F. This could be a sign of an infection.
These are not all the possible side effects. You can ask your HCP for a
physician’s information leaflet. Tell your HCP about any side effect that
bothers you or that does not go away.

CUVITRU is given under the skin (subcutaneously). Most of the time,
infusions under the skin are given at home by self-infusion or by caregivers.
Instructions for giving CUVITRU under the skin (subcutaneously) are
provided in the FDA-approved patient labeling (Information for Patients
and Instructions for Use). Only use CUVITRU by yourself after you have
been instructed by your HCP.

Whenever giving yourself treatments at home, you should have another
responsible person present to help treat side effects or get help if you have
a serious adverse reaction occur. Ask your HCP whether you should have
rescue medications, such as antihistamines or epinephrine.

What should I avoid while taking CUVITRU?

Store CUVITRU refrigerated or at room temperature.

CUVITRU can make vaccines (like measles/mumps/rubella or chickenpox
vaccines) not work as well for you. Before you get any vaccines, tell your
HCP that you take CUVITRU.
Tell your HCP if you are pregnant, or plan to become pregnant, or if you
are nursing.

How do I store CUVITRU?
• You can store CUVITRU in the refrigerator (36°F to 46°F [2°C to 8°C])
for up to 36 months or
• You can store CUVITRU at room temperature (up to 77°F [25°C])
for up to 24 months.
• Do not return CUVITRU to the refrigerator if you take it out to
room temperature.
• Do not freeze.
• Do not shake.
• Check the expiration date on the carton and vial label. Do not use
CUVITRU after the expiration date.
• Protect from light. You can use the original CUVITRU containers
to protect it from light.
How do I get more information about CUVITRU?

CUVITRU and the CUVITRU logo are trademarks or registered trademarks of Baxalta
Incorporated, a Takeda company. TAKEDA and the TAKEDA logo are trademarks or
registered trademarks of Takeda Pharmaceutical Company Limited.
Takeda Pharmaceuticals U.S.A., Inc.
Lexington, MA 02421 USA
U.S. License No. 2020

The risk information provided here is not comprehensive. To learn more,
talk about CUVITRU with your HCP or pharmacist. The FDA-approved Full
Prescribing Information, including Information for Patients, can be found
at www.CUVITRU.com or by calling 1-877-TAKEDA7 (1-877-825-3327).
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their plasma. According to the company spokesperson, “The
increasing levels of SARS-CoV-2 antibodies in Octapharma
IVIG and SCIG products indicate that a certain level of
protection could be possible against COVID-19 in patients
… who are receiving standard IG therapy.”9
Another study conducted by Takeda evaluated SARSCoV-2 antibodies in its product, Gammagard Liquid,
and found similar results. In this study, a total of 176
Gammagard Liquid lots released between March 2020 and
January 2021 from plasma collected by plasmapheresis in
the U.S. were analyzed. For a subset of 12 of these IVIG
lots, information about the dates of plasma collection was
obtained. The study found that SARS-CoV-2 neutralizing
antibodies were undetectable for Gammagard Liquid lots
released to the market between March and August 2020.
However, for lots released in September 2020, 12 of 26
lots (46 percent) were seropositive with a mean SARSCoV-2 neutralizing antibody concentration of 1.8 IU/ml.
And, from there onward, the proportion of SARS-CoV-2
neutralizing antibody-positive lots steadily increased, with
mean neutralizing antibody concentrations of 3.0 (54
percent) in October 2020, 4.8 (67 percent) in November
2020, 12.1 (94 percent) in December 2020 and 36.7 (93
percent) in January 2021.10
As such, researchers from both studies expect COVID-19
antibodies to continue to increase in the plasma supply as
more donors are exposed to or vaccinated against the SARSCoV-2 virus. In fact, since there is a nine- to 12-month lead
time from plasma collection to release of an IG product, they
predicted IG patients could expect a similar level of antibodies
as that found in convalescent plasma (plasma donated by
individuals who have recently recovered from COVID-19)
by summer 2021.
A follow-up study provides even stronger evidence that
anti-SARS-CoV-2 antibodies in pooled plasma and IG
products mirror exposure in the general population. In this
study, subsequent data show anti-SARS-CoV-2 antibodies
dramatically increased (10 to 50 times) in all plasma pools
and IG products regardless of geographic origin. The highest
titers and the greatest increases in titers of anti-SARSCoV-2 antibodies were seen in regions where antibodies first
appeared (Spain and the U.S.). The titers of anti-SARS-CoV-2
antibodies in the final products showed similar changes over
time as those seen in pooled plasma up to September 2021, as
well as neutralizing activity of these antibodies against wildtype virus and variants of concern.11

Despite these study’s findings, the researchers stress that it
is impossible to know at what levels SARS-CoV-2 antibodies
may be present in any given dose of IG. It is also unclear exactly
how high plasma antibody levels would need to be to provide
COVID-19 protection to PI or other immunodeficient
patients through IG therapy. Therefore, IG therapy should
not be considered a source of protection against COVID19 infection. According to CDC, vaccination against
SARS-CoV-2 is still the best way to avoid severe disease and
hospitalization.9
With Mutations Prevailing, All Precautions Are Necessary
While research shows that immunocompromised
individuals are not necessarily in greater danger of severe
disease from the SARS-CoV-2 virus, it does appear to come
down to specific factors on a case-by-case basis. Research
also shows that IG products contain neutralizing antibodies
against COVID-19, but how much protection they provide
is still in question. Since mutations to the virus continue to
evade immune protection, the best advice for PI and other
immunodeficient patients is to get vaccinated, including
a booster vaccine; take precautions such as masking, social
distancing, handwashing and disinfecting high-touch areas;
and seek early treatment with monoclonal antibodies for
early infections or prophylaxis.
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How to Choose
a Primary Care
Provider
Finding the right primary care
provider can be a game-changer
when it comes to successfully
navigating your healthcare needs.
And, while bedside manner
matters, many other factors
should also be considered when
seeking your perfect match.

PRIMARY CARE providers (PCPs) are the go-to resource
for patients’ healthcare needs. Their role is to advise, educate,
examine, treat and help patients make important healthcare
decisions. Perhaps most importantly, they are there to listen.
That’s why it’s so important for you as a patient to find a
provider you trust — someone you can talk to honestly and
openly about your concerns.
Finding the right fit is somewhat subjective and starts
with defining what is important to you in a patient-provider
relationship. PCPs work with patients of all kinds to prevent,
diagnose and treat injuries and illnesses, but since living with
chronic illness is nuanced, additional factors are important
to consider such as a genuine willingness to partner with
patients and advocate for their care. The best PCPs exhibit
exceptional listening skills and earnest compassion, and they
are adept at coordinating patient care on an individualized
basis. They are quick to make referrals to specialists, willing
to learn about rare diseases and eager to work with you to find
healthcare solutions that improve your overall quality of life.
What Type of PCP Do You Need?
Several types of clinicians can be PCPs, including family
practitioners, general practitioners, internal medicine specialists,
geriatricians, physician assistants and nurse practitioners. While
many of these roles overlap, they do have subtle differences:
28
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• Family practice physicians treat patients of all genders
and ages, from newborns to the elderly. They diagnose and
treat the entire range of medical conditions that affect an
entire family, including pediatrics, geriatrics, obstetrics and
gynecology. They are generalists who can treat a wide variety
of conditions, including ailments for which patients would
normally see a specialist such as sports injuries or women’s
health needs.
• General practice physicians also treat patients of any
gender or age, but unlike family practice physicians, they do
not necessarily provide care to an entire family unit. Some
general practitioners are also doctors of osteopathic medicine
(DOs), physicians who practice a type of alternative medicine
with special focus on the musculoskeletal system and often
offer manual medicine therapies such as spinal manipulation
or massage therapy. They are distinguished by the medical
degree acronym “DO” instead of “MD.”
• Internal medicine physicians, or “internists,” provide
primary care of adults, as well as specialized care for the
prevention, diagnosis and management of disease and chronic
conditions. They often work with patients in both clinical
and hospital settings.
• Geriatricians are physicians who have additional training
in treating older adults, especially those 65 and older.
• Certified physician assistants (PA-Cs) are highly trained,

board-certified clinicians who can practice in any field they
choose, including primary care. Primary care PA-Cs provide
preventive care, diagnose and treat common illnesses, develop
treatment plans, prescribe medications, make referalls,
perform minor procedures and more.
• Nurse practitioners (NPs) are advanced practice
clinicians qualified to perform annual checkups, prescribe
medications and conduct follow-up visits for routine
evaluation. NPs tend to emphasize health promotion and
disease prevention.

as Nextdoor.com, Facebook groups and other web-based
networking sites can also be helpful, especially when it
comes to finding PCPs in your local area. You can also ask
for recommendations from other health professionals you
already routinely see and trust. Pharmacists, optometrists,
dentists, physical therapists (the list could go on!) are all good
sources of quality referrals. Once you have identified a list of
at least three potential PCP candidates, narrow your selection
based on your personal needs and preferences.
Check the Ratings
Even if you have a referral from a respected source, you
still may want to check on their overall ratings from a
trusted online rating platform. The following sites make it
easy to find a great provider by location and specialty. In
addition to patient reviews and satisfaction ratings, many
sites also provide background information, including
education, board certifications, awards and published
research.1

In-Network vs. Out-of-Network Options
If you have health insurance and opt to choose an
in-network provider to keep costs down, you can start by
making a list of PCPs in your area that are also covered by
your particular insurance plan. This will narrow down the
search criteria so you don’t waste time researching clinicians
who don’t accept your coverage.
Your insurance plan may also allow you to work with a
PCP who is out of network at
a higher cost. While rate sheets
give general cost guidelines, it’s
still best to confirm coverage
to avoid unpleasant billing
surprises after receiving care.
HEALTHGRADES
Be sure to call your insurance
CERTIFICATION
PHYSICIAN
representative to confirm outMATTERS
DIRECTORY
of-pocket
expenses
before
establishing care. If you don’t
have health insurance and you
will be paying out of pocket,
TOP
RATEMDs
ask your prospective PCP about
DOCTOR RATINGS
out-of-pockets costs. Knowing
what you will be charged before
AND
you establish care can help you
REVIEW SITES
plan and budget for future visits.
Ask for Recommendations
One of the best ways to
find a great PCP is to ask for
recommendations from people
you know and trust. Family,
friends and colleagues are
excellent sources of information
about providers they like.
Online community forums such

DOCTOR
RANKINGS

CAREDASH

CASTLE
CONNOLLY

VITALS

ZOCDOC

MEDICARE
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• CareDash lists provider ratings and patient reviews:
caredash.com
• Castle Connolly lists top doctors based on peer
nomination and review by a physician-directed research
team: castleconnolly.com
• Healthgrades provides details
about provider experience, patient
satisfaction and hospital quality:
healthgrades.com
• RateMDs locates rated doctors by
name, location or specialty: ratemds.com
• U.S. News Doctor Rankings
provides ratings and advice articles
on finding doctors, hospitals, nursing
homes and health plans: health.usnews.
com/doctors
• Vitals provides detailed profiles on doctors, including
patient reviews and peer recommendations: vitals.com
• WebMD Physician Directory lists physicians by
education, practice type, insurance and contact information:
doctor.webmd.com
• ZocDoc allows patients to find local doctors, read patient
reviews and book appointments online: zocdoc.com
• The American Board of Medical Specialties’ Certification
Matters site maintains a searchable database of board-certified
doctors where patients can check providers’ certification
status: certificationmatters.org
• Medicare offers a physician compare tool to help patients
find providers who specialize in the kind of care needed:
medicare.gov/care-compare

of day you are likely to schedule appointments. A
mid-morning office visit to a practice across town
may be much easier to manage than an after-work
appointment during rush hour traffic.

Even if you have a referral from a
respected source, you still may want
to check on their overall ratings from
a trusted online ratings platform.

Consider the Logistics
Once you have vetted the reviews and have compiled a list of
PCP candidates with whom to consult, consider the logistics
of each potential provider. How far is the practice from your
home, school or office? How often do you anticipate needing
in-office appointments in a calendar year? Does the practice
offer telehealth options? If so, in what capacity? (Many practices
now let patients complete forms, request prescriptions and
communicate with the billing office without having to pick
up a phone. If this level of convenience is important to you, be
sure to clarify what is and is not available.) If you only see your
PCP for annual physicals, a top-rated provider whose office is
a farther distance away than you prefer to travel may still be
worth seeing if you only plan to go to in-office appointments
one time per year. Another thing to consider is what time
30
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Questions to Ask During the Consultation
After deciding to move forward with a potential PCP
candidate, review the PCP’s website and follow up with a
phone call, preferably with a new patient coordinator, and
make sure to ask these questions:
• Are basic procedures such as blood draws, lab tests,
X-rays and minor surgeries performed at the same facility as
the clinic? If not, where are these services offered?
• Is the clinic a group practice? How busy is your preferred
provider? How likely is it you will be seen by your preferred
provider versus someone else on staff?
• What are the clinic’s hours? Are evening, weekend or
on-call services available? How long does it generally take to
get an appointment? How far out is the provider currently
booked?
• Does the practice offer telemedicine visits or virtual care
options, or utilize telehealth technologies such as online
appointment scheduling, bill pay, email messaging and lab
results?
Evaluate the Support Staff
You are going to engage with the patient care team regularly
— sometimes more frequently than with the PCP. Whether
making appointments or rescheduling them, resolving billing
issues or requesting prescription refills, many of your interactions
with the clinic will be handled by frontline staff, so that is where
first impressions really count. When calling the office, does
a human answer the phone or does the call consistently go to
voicemail? Is the patient care team courteous and patient? Do
they respect your privacy and address you appropriately? Do

they help facilitate contact between you and the provider, or are
they more of a roadblock? The patient care team is an important
part of your healthcare experience, so make sure to give this piece
of the decision the amount of attention it deserves.
Pay Attention to the Details
Even if the prospective PCP’s website shows a beautifully
appointed clinic with all the bells and whistles and the phone
system seems to check all the boxes, it’s still a good idea to
make an in-person trip to the actual office to see if it’s a good
fit. Here are some things to look for:
• Is the reception area well-kept and calm?
• Is the waiting room overcrowded with people waiting to
be seen?
• Does the medical equipment appear to be up-to-date and
working well?
• Are the exam rooms clean and private?
A recent scientific survey found that the cleanliness and
modernity of a physician’s practice has a significant impact on
patients’ overall satisfaction rating, so look for an up-to-date,
well-kept waiting room. For example, a waiting room with
tattered chairs and a basket of grungy, out-of-date magazines
might be a red flag.
Communication Is Key
Good communication is central to the provider/patient
relationship. Patients want to be able talk openly to and
build a trusted partnership with a provider that is mutually
respectful. A study by Research Trusted Source found a strong
correlation between a provider’s communication style and
patients’ sense of satisfaction with their healthcare.2 Therefore,
during your one-on-one meeting with a prospective PCP,
consider the following questions:
• Did the provider tend to lecture and drone on, or did he/
she take a genuine interest in me?
• Did the provider make and maintain eye contact with
me, or did he/she look down at a notepad for the duration of
my visit?

• Did the provider take time to listen to my questions and
answer them patiently?
• Did I feel rushed or disrespected?
• Did the provider dismiss my concerns or interrupt me
frequently?
• Did the provider explain things to me in a way I could
understand?
• Would I feel comfortable talking to the provider about
sensitive or personal health issues?
Trust Your Gut
You are a unique individual. Your age, gender, life
experiences and specific medical condition(s) have all
shaped your perspective about your body and its care, which
influences how you interact with healthcare providers. As you
think about what you need from your PCP, consider whether
the provider and the practice can accommodate your special
needs or disabilities. Have you experienced any past trauma
in a medical setting that impacts your preferences going
forward? Do you need a provider who is knowledgeable
about your specific illness? Don’t be afraid to ask PCPs the
hard questions, and pay close attention to their responses.
Remember: You are paying them!
Making Your Final Decision
Many of us are used to thinking of medical providers as
authority figures. There’s something about classic white coats
and stethoscopes (or the fact that, in many cases, we are wearing
little more than a paper bag during the interaction) that make
us feel awkward or uncomfortable about questioning them. It
may help to think of yourself as an equal partner working with
a PCP to improve your overall health. Remember: You are your
own best healthcare advocate and when you “hire” a PCP, you
are paying for a service. You take time to interview a contractor
and mechanic before allowing them to work on your home or
automobile; how much more valuable is your body and your
health? Choosing the right fit for you takes time and effort, but
the benefits of finding a trustworthy provider with whom you
feel comfortable will be well worth it in the long run.


1. OpenMD.com. Best Doctor Ratings and Reviews. Accessed at openmd.com/directory/reviews.
2. Biglu, M-H, Nateq, F, Ghojazadeh, M, and Asgharzadeh, A. Communication Skills of Physicians and Patients’
Satisfaction. Materia Socio-Medica, 2017 Sep; 29(3): 192-195. Accessed at www.ncbi.nlm.nih.gov/pmc/articles/
PMC5644191/pdf/MSM-29-192.pdf.

TRUDIE MITSCHANG is a contributing writer for IG Living
magazine.
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Purging the Medicine Cabinet
With multiple prescriptions, it’s easy to “hoard” them in the medicine cabinet.
Follow these instructions to ensure you have safe medications in essential amounts.


IF YOU HAVE ever looked in your medicine cabinet (basket,
drawer, etc.) and wondered how it turned into an overflowing
stockpile of drugs, creams and devices, I have news for you:
It’s time to do some spring cleaning. (If your medicine cabinet
is neatly organized, consider yourself someone many of us
chronic illness warriors aspire to be.) Those of us with multiple
long-term conditions juggle numerous medications — both
prescription and over-the-counter — that somehow manage
to accumulate in amounts we just can’t justify. They may be
a hodge-podge of different medications, a cache of duplicates
or a combination of both. And, if you’ve “tried everything”
when it comes to treating your condition(s) and haven’t
thrown out ineffective medication after each “fail,” I’m sure
32

IG Living

|

October-November 2022

|

IGLiving.com

you have amassed much more medicine than you actually
need. If this sounds like you, it’s time to crack down on your
collection and give yourself (and your medicine cabinet) a little
more breathing room.
I would love to provide an incentive for ridding your
cabinet of all those extra pills (such as a dollar per pill. Oh,
how we’d all be rich!); however, the only things I can offer are
peace of mind and a medicine cabinet that doesn’t set off an
avalanche of containers when opened (which is also highly
valuable). A good purge will decrease the possibility of dosing
errors and help you avoid using medications that, over time,
may cause you more harm than good. To do it quickly and
efficiently, follow these steps carefully and in order.

How to Purge Prescriptions and Other Medications
1) Designate. First, gather all your prescriptions and overthe-counter medications and place them in front of you. You
can use your bed, a large table or even the floor. Make sure
everything is visible and all containers retain their original
packaging and labels. Don’t forget to include the refrigerated
items. Next, sort everything into three piles by usage: The first
pile will include prescription medications you currently take
on a regularly scheduled basis such as medications to manage
blood pressure or diabetes; scheduled medications such as
once-a-month injections; and regimented medications such
as subcutaneous immune globulin infusions. The second
pile will include prescription medications you currently take
as needed (PRN [“pro re nata,” which means “as needed”])
such as medications used to manage pain or nausea. The
third pile will include all over-the-counter medications. After
designating these three piles, reserve an additional space for a
fourth pile that will be your discard pile.
2) Eliminate. Now that everything is organized by usage,
you can begin the elimination process. This section may
take a little more work, especially if you tend to hoard
medicine. Throwing away unnecessary products may be a
little difficult, but I promise you won’t miss anything you
toss now. Remember: you can always purchase a new package
later when you need it again. Note: Do not throw anything
in your trash can yet; we will discuss how to properly dispose of
medications later.
Starting with your first pile (prescriptions you take
regularly), sort through all medications one by one and:
• Discard drugs that cannot be identified. In the future,
try to keep everything in its original,
labeled container so you can properly
identify the medication and its
formulation (pill, cream, ointment,
liquid, patch).
• Discard drugs that are discolored,
have an abnormal smell or look
different than they originally did.
Pills may be crushed, smushed or
broken, and liquids may have changed color to brown, green
or yellow. It will be very easy to tell if the medication has been
compromised by look or smell, so trust your better judgment.
• Discard drugs that are expired. You may have heard that
some medications can be used beyond the expiration date.
However, medication may be ineffective or even toxic after its
expiration date has passed. For the purposes of purging your

medicine cabinet, consider expired drugs to be unsafe.
• Discard drugs if it has been more than one year since
you purchased or received it. This is especially important for
epi-pens and glucagon medications and devices that regulate
glucose. If you find that either of these is expired, immediately
request a refill by contacting your doctor or pharmacy.
• Discard drugs you do not often use. If you can’t recall the
last time you used it, toss it.
3) Consolidate. An easy way to consolidate medications is
to combine duplicate medicines from multiple packages into
one package. This should be done only if the medications are
used on a daily basis and if all of the medication from the
package will be used before the “oldest” medication expires
(all of which should be within the current year). Make sure
you do this only if you feel 100 percent comfortable and if the
medications are 100 percent identical.
Starting with your first pile (prescriptions you take
regularly), sort through all medications one by one and:
• Gather two or more bottles of the same medication.
• Ensure the medication, dose and strength are all
identical. Every prescription package displays a description
of the medication and what it looks like. For example, the
manufacturer may be Teva Pharmaceuticals, the shape may be
oval, the markings may be the numbers 123 and the pill may
or may not be scored (which means there is a line etched in
the middle of the pill to allow for even splitting if necessary).
• Confirm the medicine you want to combine can be
consumed before all expiration dates pass.
• Combine contents of the older package into the newer
package.

If a medicine is expired by the date on
the label, place it in a trash pile.
• De-identify the empty package and recycle it.
Repeat these steps for the second and third piles before
moving on.
4) Discard. Before tossing medicine into a trash can, make sure
to consider safe disposal options. You can drop off unwanted or
expired medications at a medicine take back location. If a take
back point is not located near you, or if you cannot easily get to
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For the treatment of adults with chronic inflammatory demyelinating
polyneuropathy (CIDP) to improve neuromuscular disability and impairment

PANZYGA—Strength
to move forward
{ pronounced: pan-zee-guh }

Not an actual patient.
INDICATIONS AND USAGE
PANZYGA (Immune Globulin Intravenous [Human] – ifas) is indicated for
the treatment of primary humoral immunodeficiency (PI) in patients 2
years of age and older, chronic immune thrombocytopenia (cITP) in adults
and chronic inflammatory demyelinating polyneuropathy (CIDP) in adults.
PANZYGA is a liquid medicine for infusion that contains
immunoglobulin G (IgG), which are proteins that help fight infection.
It is made from human plasma that is donated by healthy people and
contains antibodies. For patients with PI, PANZYGA helps replace the
missing antibodies in the body. For patients with cITP, PANZYGA helps
the body produce more platelets (the blood cells that help blood clot)
to control or prevent bleeding. For patients with CIDP, PANZYGA may
help improve mobility and hand strength.
PANZYGA is given into a vein (intravenously) in a hospital, infusion
center, doctor’s office, or at home by a trained healthcare provider (HCP).

IMPORTANT SAFETY INFORMATION
WARNING: THROMBOSIS, RENAL DYSFUNCTION, and ACUTE
RENAL FAILURE
See full prescribing information for complete BOXED WARNING
• Thrombosis may occur with immune globulin intravenous
(IGIV) products, including PANZYGA. Risk factors may
include: advanced age, prolonged immobilization,
hypercoagulable conditions, history of venous or arterial
thrombosis, use of estrogens, indwelling vascular
catheters, hyperviscosity, and cardiovascular risk factors.
• Renal dysfunction, acute renal failure, osmotic
nephropathy, and death may occur with the
administration of IGIV products in predisposed patients.
Renal dysfunction and acute renal failure occur more
commonly in patients receiving IGIV products containing
sucrose. PANZYGA does not contain sucrose.
• For patients at risk of thrombosis, renal dysfunction, or
acute renal failure, administer PANZYGA at the minimum
infusion rate practicable. Ensure adequate hydration in
patients before administration. Monitor for signs and
symptoms of thrombosis and assess blood viscosity in
patients at risk for hyperviscosity.

Do not use PANZYGA if you:
• Have had a severe allergic reaction to immune globulin or other
blood products
• Have a condition called selective (or severe) immunoglobulin
A (IgA) deficiency, with antibodies against IgA and a history of
hypersensitivity
What should I know before taking PANZYGA?
• PANZYGA can make vaccines (like measles/mumps/rubella
or chickenpox vaccines) work less effectively for you. Before you
get any vaccines, tell your healthcare provider that you
take PANZYGA
• Decreased kidney function and kidney function failure can occur
• Severe headache, drowsiness, fever, painful eye movements, or
nausea and vomiting can occur
• Elevated blood pressure can occur particularly in patients who
have a history of hypertension (high blood pressure)
• If you are elderly, with heart or kidney problems, discuss
with your healthcare provider prior to initiating treatment
with PANZYGA
• PANZYGA is made from human blood and therefore may have
a risk of transmitting infectious agents, including viruses and,
theoretically, the variant Creutzfeldt-Jakob disease (CJD) and CJD
agent. The production and manufacturing process reduces this
risk, but the risk cannot be eliminated
PANZYGA can cause serious side effects. If any of the following
problems occur after starting PANZYGA, stop the infusion
immediately and contact your HCP or call emergency services:
• Hives, swelling in the mouth or throat, itching, trouble breathing,
wheezing, fainting, or dizziness. These could be signs of a serious
allergic reaction
• Bad headache with nausea, vomiting, stiff neck, fever, drowsiness,
painful eye movements, and sensitivity to light. These could be
signs of irritation and swelling of the lining around your brain

Please see Important Safety Information on adjacent page of
this advertisement and Full Prescribing Information, including
complete BOXED WARNING, at www.PanzygaInfo.com.

PANZYGA offers:
• Improvement in arm and leg mobility, impairment symptoms,
and hand strength*
• Patient resources for each stage of your treatment experience
– Eligible, commercially insured patients taking PANZYGA may receive
co-pay assistance of up to $5,000 per calendar year, or the cost of a
patient’s co-pay in a 12-month period (whichever is less) for claims
received by the program†
– Adult patients with CIDP starting PANZYGA may be eligible for
a refund of their out-of-pocket PANZYGA drug costs through the
Pfizer Pledge Warranty Program.‡ Terms and conditions/eligibility
requirements apply. See full terms and conditions at PanzygaInfo.com.
*Depending on the ongoing therapy dose.
†
Terms and conditions apply. See full terms and conditions at PanzygaInfo.com.
‡
Not available for residents of Puerto Rico.

IMPORTANT SAFETY INFORMATION (continued)
• Reduced urination, sudden weight gain, or swelling in your legs.
These could be signs of a kidney problem (decreased kidney
function or kidney failure)
• Pain, swelling, warmth, redness, or a lump in your legs or arms.
These could be signs of a blood clot, which could happen in the
heart, brain, lungs, or elsewhere in the body
• Brown or red urine, swelling, fatigue, fast heart rate, difficulty
breathing, or yellow skin or eyes. These could be signs of a liver or
blood problem
• Chest pain or trouble breathing, or blue lips or extremities. These
could be signs of a serious heart or lung problem
• Fever over 100°F. This could be a sign of an infection
• Headache, fatigue or confusion, vision problem, chest pain,
difficulty breathing, irregular heartbeat, or pounding in your chest,
neck, or ears. These could be signs of high blood pressure

Patients should always ask their doctors for medical advice
about adverse events.
You may report an adverse event related to Pfizer products by
calling 1-800-438-1985 (US only). If you prefer, you may contact
the US Food and Drug Administration (FDA) directly. The FDA
has established a reporting service known as MedWatch where
healthcare professionals and consumers can report problems
they suspect may be associated with the drugs and medical
devices they prescribe, dispense, or use. Visit www.fda.gov/
MedWatch or call 1-800-FDA-1088.
PANZYGA® is a registered trademark of Octapharma AG.

Ask your HCP whether you should have rescue medications available,
such as antihistamines or epinephrine.
What are the possible or reasonably likely side effects for
PANZYGA?
The most common side effects that may occur with PANZYGA are:
• Headache
• Fatigue
• Nausea
• Abdominal pain
• Fever
• Dizziness
• Increased blood pressure
• Anemia
• Dermatitis
These are not all the possible side effects. Talk to your HCP about any
side effect that bothers you or that does not go away.
Tell your HCP if you are pregnant, or plan to become pregnant, or if you
are nursing.

Talk to your doctor
about PANZYGA
and learn more at
PanzygaInfo.com
PANZYGA is FDA approved for 3 indications:
CIDP in adults
PI in patients 2 years of age or older
cITP in adults

PP-PAN-USA-0466

© 2022 Pfizer Inc.

All rights reserved.

July 2022

CONSUMER BRIEF SUMMARY
(PANZYGA: pan-zee-guh)
This brief summary highlights the most important information about PANZYGA. Please read it carefully before using PANZYGA and each time you have an infusion, as there may be
new information. This brief summary does not take the place of talking with your healthcare provider about your medical condition or your treatment. If you have any questions after
reading this, ask your healthcare provider. For more information, go to www.PanzygaInfo.com.
What is PANZYGA?
PANZYGA is a liquid medicine for infusion that contains immunoglobulin G (IgG), which are proteins that help fight infection. PANZYGA is used to treat primary humoral immunodeficiency
(PI) in patients 2 years of age and older, chronic immune thrombocytopenia (cITP) in adults, and chronic inflammatory demyelinating polyneuropathy (CIDP) in adults.
PANZYGA is made from human plasma that is donated by healthy people and contains antibodies. For patients with PI, PANZYGA helps replace the missing antibodies in the body.
For patients with cITP, PANZYGA helps the body produce more platelets (the blood cells that help blood clot) to control or prevent bleeding. For patients with CIDP, PANZYGA may help
improve mobility and hand strength.
PANZYGA is given into a vein (intravenously) in a hospital, infusion center, doctor’s office, or at home by a trained healthcare provider (HCP).
WARNING: THROMBOSIS, RENAL DYSFUNCTION, and ACUTE RENAL FAILURE
See full prescribing information for complete BOXED WARNING
• Thrombosis may occur with immune globulin intravenous (IGIV) products, including PANZYGA. Risk factors may include: advanced age, prolonged immobilization,
hypercoagulable conditions, history of venous or arterial thrombosis, use of estrogens, indwelling vascular catheters, hyperviscosity, and cardiovascular risk factors.
• Renal dysfunction, acute renal failure, osmotic nephropathy, and death may occur with the administration of IGIV products in predisposed patients. Renal dysfunction
and acute renal failure occur more commonly in patients receiving IGIV products containing sucrose. PANZYGA does not contain sucrose.
• For patients at risk of thrombosis, renal dysfunction, or acute renal failure, administer PANZYGA at the minimum infusion rate practicable. Ensure adequate hydration
in patients before administration. Monitor for signs and symptoms of thrombosis and assess blood viscosity in patients at risk for hyperviscosity.
Who should NOT use PANZYGA?
Tell your healthcare provider if you:
• Have had a severe allergic reaction to immune globulin or other blood products
• Have a condition called selective (or severe) immunoglobulin A (IgA) deficiency, with antibodies against IgA and a history of hypersensitivity
PANZYGA can cause serious side effects. If any of the following problems occur after starting PANZYGA, stop the infusion immediately and contact your HCP or call
emergency services:
• Hives, swelling in the mouth or throat, itching, trouble breathing, wheezing, fainting, or dizziness. These could be signs of a serious allergic reaction
• Bad headache with nausea, vomiting, stiff neck, fever, drowsiness, painful eye movements, and sensitivity to light. These could be signs of irritation and swelling of the lining
around your brain
• Reduced urination, sudden weight gain, or swelling in your legs. These could be signs of a kidney problem (decreased kidney function or kidney failure)
• Pain, swelling, warmth, redness, or a lump in your legs or arms. These could be signs of a blood clot, which could happen in the heart, brain, lungs, or elsewhere in the body
• Brown or red urine, swelling, fatigue, fast heart rate, difficulty breathing, or yellow skin or eyes. These could be signs of a liver or blood problem
• Chest pain or trouble breathing, or blue lips or extremities. These could be signs of a serious heart or lung problem
• Fever over 100°F. This could be a sign of an infection
• Headache, fatigue or confusion, vision problem, chest pain, difficulty breathing, irregular heartbeat, or pounding in your chest, neck, or ears. These could be signs of high blood pressure
Ask your HCP whether you should have rescue medications available, such as antihistamines or epinephrine.
What should I know before taking PANZYGA?
• PANZYGA can make vaccines (like measles/mumps/rubella or chickenpox vaccines) work less effectively for you. Before you get any vaccines, tell your healthcare provider that you
take PANZYGA
• Decreased kidney function and kidney function failure can occur
• Severe headache, drowsiness, fever, painful eye movements, or nausea and vomiting can occur
• Elevated blood pressure can occur particularly in patients who have a history of hypertension (high blood pressure)
• If you are elderly, with heart or kidney problems, discuss with your healthcare provider prior to initiating treatment with PANZYGA
• PANZYGA is made from human blood and therefore may have a risk of transmitting infectious agents, including viruses and, theoretically, the variant Creutzfeldt-Jakob disease (CJD)
and CJD agent. The production and manufacturing process reduces this risk, but the risk cannot be eliminated
What are the possible or reasonably likely side effects for PANZYGA?
The most common side effects that may occur with PANZYGA are:
• Headache
• Nausea
• Fever
• Increased blood pressure
• Dermatitis
• Fatigue
• Abdominal pain
• Dizziness
• Anemia
These are not all the possible side effects. Talk to your HCP about any side effect that bothers you or that does not go away. Tell your HCP if you are pregnant, or plan to become pregnant,
or if you are nursing. If you encounter any problems or experience side effects during or after the infusion, contact your healthcare provider. When doing so, keep your therapy tracker with
you to be able to give all necessary information.
Patients should always ask their doctors for medical advice about adverse events.
You may report an adverse event related to Pfizer products by calling 1-800-438-1985 (US only). If you prefer, you may contact the US Food and Drug Administration (FDA)
directly. The FDA has established a reporting service known as MedWatch where healthcare professionals and consumers can report problems they suspect may be
associated with the drugs and medical devices they prescribe, dispense, or use. Visit www.fda.gov/MedWatch or call 1-800-FDA-1088.
This brief summary is based on the PANZYGA Prescribing Information (February 2021).
PANZYGA® is a registered trademark of Octapharma AG.

PP-PAN-USA-0467

© 2022 Pfizer Inc.

All rights reserved.

June 2022

one, you can prepare medicines for proper disposal at home. If
the medication is a controlled substance, flush it down the toilet.
(Do not do this for patches or transdermal medications.) If the
medication is not a controlled substance, you can safely dispose
of it at home. Here is the quick and easy way to do so:
• Partially fill an empty zip-top bag with soil, coffee grounds,
kitty litter or another undesired substance. Add the medicine
to the container and mix.
• Seal the bag and put it in your trash.
• De-identify the original medication container (if necessary)
by scratching out personal information with a Sharpie or
ripping off the label entirely.
What About Devices and Supplies?
Some medications are accompanied by supplies that could use
some attention as well. Organize them in a way that makes them
easy to access. Combine similar supplies
together in Ziploc bags or small boxes
so they are accessible when needed. If
you use a variety of supplies for one
medication or infusion, take the time
at the beginning of the week or month
to create a bag of all the supplies you
need for it. That way, when infusion
time comes, you can just grab the prepackaged bag and proceed with administering your infusion,
which is much easier than trying to locate them on the fly.
Some chronic illness patients also utilize devices used for
therapeutic purposes, including massagers, breathing aids
or even a fan. In addition to the device itself, there may be
a charger or cord that connects the device to your phone or
tablet. Keeping these cords and power supplies in one compact
space will make them easier to access and readily use.

If you are mainly bedbound, a rollout underbed storage
container is a great way to store your medications and devices.
This way, you can just reach under the bed, pull out the
container to grab what you need, then push it back under the
bed. If you have a nook where you like to spend a good amount
of time, you can store your medications and devices in a cute
but functional storage ottoman.
If you are not bedbound and spend a great deal of time at
work, use one of your desk drawers to store your medications
and devices. If you don’t have this kind of office space
available, take a small gym bag or travel bag with everything
you may need in it to ensure you are comfortable in case
your symptoms flare up. If you spend a decent amount of
time in the car, it may be necessary to keep an emergency
bag with extra supplies and medications as well (but be
careful if you live in a hot state).

Combine like supplies together in
Ziploc bags or small boxes so they are
accessible when needed.

Where Do I Keep All My Stuff?
Now that your stuff is sorted, where should you store it?
While it’s common to keep prescriptions and over-the-counter
medications in bathroom cabinets, you may want to consider
moving them. Humidity in the bathroom may cause the
composition of your medications to be altered, rendering them
less effective. If you have an appropriately sized basket or tote,
store your medications in that container in your bedroom,
kitchen or another well-ventilated cool, dry room. You can
even organize your medications in a multi-drawer organizer.
Then, you can separate pill bottles, creams, devices, etc., in
different drawers and label them for easy access.

Don’t Stress about “Someday”
It happens all too often: After trial and error trying to treat
your condition(s), you are left with multiple medications meant
to treat just one problem. Multiply that by each condition
you have, close your eyes, click your heels and poof — you
open your eyes, and an avalanche-worthy medicine cabinet,
a mountain of medicine bottles or a mess of medications
scattered all over the place becomes a not-so-organized mess,
and yet, you’re tempted to stash and stow all of it just in case.
If you’re afraid to get rid of medicine, you’re not alone. “I
might need this medication someday!” is a common feeling,
but it leads to accumulating excess medication over time. Don’t
be afraid to address the mess! Designate, eliminate, consolidate
and discard your way to a more organized medicine cabinet
and the peace of mind that comes along with it.
SURAYYAH MORRIS, PharmD, is an autoimmune small fiber
neuropathy patient from Central Florida. As a medication therapy
management and pain management specialty pharmacist, she enjoys
supporting patients with chronic pain and chronic conditions to
help find balance and improve quality of life.
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Managing

Joint Pain

with
Autoimmune
Disease
Joint pain accompanied by
autoimmune disease can have
many causes, but exercise, diet,
physical therapy and alternative
treatments can ease symptoms.


MOST CHRONIC JOINT pain can be classified as arthritis
(painful inflammation and stiffness of the joints) or a related
disease, of which the Arthritis Foundation indicates there are
more than 100 forms.1 Some conditions such as rheumatoid
arthritis (RA) and psoriatic arthritis are autoimmune and
inflammatory diseases, while other autoimmune diseases
such as lupus lists arthritis as one of the common symptoms
(Figure 1). Osteoarthritis (OA), involving wear and tear to a
joint’s cartilage, is the most common form of arthritis, and it
is prominent in the hands, hips and/or knees of the general
population, particularly in those over 50 years old.
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According to a Centers for Disease Control and Prevention
(CDC) report published Oct. 8, 2021, based on surveys
conducted as part of the National Health Interview between
2016 and 2018, it is estimated that almost one out of every
four U.S. adults — or about 58.5 million people — have been
diagnosed with general arthritis, RA, gout, lupus or fibromyalgia.
This prevalence has increased by 4.1 million people from CDC’s
previous estimates from the years 2013-2015. Researchers
furthermore projected that the activities of 25.7 million people
— 44 percent of those with arthritic conditions and 10 percent
of all U.S. adults — are limited due to joint stiffness and pain.2

Whether the cause of someone’s joint pain is due to
an autoimmune condition or whether someone with an
autoimmune condition is living with joint pain caused by
some other cause, the challenge of working through the
discomfort to perform day-to-day activities can be very real.
Physicians will consider, or help to determine, someone’s
cause of joint pain before recommending a plan of care.
If the pain is related to OA, caused by the wear and tear
of a joint over time, a nonsteroidal anti-inflammatory
(NSAID) medication such as ibuprofen (Advil) or naproxen
(Aleve), corticosteroids or other prescription pain relievers
may be utilized. These medications, in addition to oral
disease-modifying antirheumatic drugs (DMARDs) such
as methotrexate and/or intravenous or injectable biologic
agents, can also be used to treat inflammatory arthritis
related to an autoimmune disease. Caution should be
taken, however, because both DMARDs and biologics can
both suppress the immune system and leave people more
vulnerable to infections.

With arthritis, joints can become so damaged that medical
professionals may recommend total joint arthroplasty (a.k.a.
joint replacement). But, this isn’t an easy decision for someone
with an autoimmune condition due to increased conventional
risk factors related to the procedure. Nevertheless, evidence
generally supports the view that joint replacement can be
performed safely for patients with most autoimmune conditions,
including inflammatory rheumatic diseases, as long as careful
risk evaluation is performed on a multidisciplinary basis.3
Fortunately, alternatives to surgical intervention are
available to help control pain and other symptoms and serve
as a more conservative initial response. These include healthy
lifestyle changes, skilled therapy and alternative therapies.
The Role of Diet
When arthritis is related to an autoimmune condition, pain can
be complicated by other related issues, including fatigue, fever,
swelling and weakness. And, one of the most important steps
someone can take to help control symptoms is to control diet.

Figure 1. Types of Joint Pain

What’s the Difference Between Polyarthritis, Inflammatory Arthritis and Rheumatoid Arthritis?
Polyarthritis

Inflammatory arthritis

Rheumatoid arthritis

Arthritis or joint pain that affects four
or more joints simultaneously

Arthritis caused by inflammation
from an autoimmune disease

A specific autoimmune disease that typically
involves many joints symmetrically
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Research indicates smoking and certain foods and
beverages that can contribute to inflammation should be
avoided. Items that should be left off the menu, or at least
taken in moderation, include those that are rich in added
sugars, salt, saturated fat or omega-6 fatty acids (including
corn, peanut, safflower, sunflower and soy oils) and those that
are highly processed/refined or fried. Dairy products, alcohol
and gluten, a protein found in grains such as wheat, barley
and rye, may also contribute to inflammation in some people.
Because many cuts of red meat are high in saturated fat
and omega-6 fatty acids, red meat is often the poster child of
inflammatory foods to avoid. Although lean cuts may not be
as harmful, alternative protein sources such as some fish that
are high in omega-3 fatty acids (e.g., salmon, tuna, sardines
and mackerel) could actually help reduce inflammation.
In addition to the possibility of causing a flare-up, many
of the foods and beverages mentioned previously can put
individuals at higher risk of gaining weight, putting more

Figure 2. Managing Joint Pain
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pressure on painful joints and overworking other body
systems that may be impacted by an autoimmune disease.
Besides fish, the following foods and beverages are also often
heralded for their potential anti-inflammatory characteristics:
• Dark leafy greens
• Nuts
• Grapes and berries
• Beans
• Olive oil
• Garlic and onions
• Ginger and turmeric
• Tea
• Tart cherry juice
The Role of Exercise
Although pain and stiffness can impede activity, it is
important to keep moving to prevent the loss of mobility and
continued pain. Staying physically fit and at a healthy weight
will also help to reduce additional
load on the joints and other
complications related to obesity,
as well as contribute to positive
mental health. See Figure 2.
Maintaining a balance between
rest and activity can be difficult,
so keeping an exercise journal to
record one’s response to activity
is a useful tool. Overdoing it
can cause a flare-up and make
symptoms worse, potentially
sidelining someone from further
activity for prolonged periods.
Gentle stretching and rangeof-motion exercises should be
performed regularly (two to three
times a day). Hamstring stretches,
calf stretches, shoulder rolls
and arm circles are a good start.
Many people find that stretching
just after a warm shower in the
morning can help because the
water relaxes muscles and joints.
Stretching just before bedtime to
help muscles and joints relax is
another favorite time of day.
With regards to strengthening

and conditioning exercises, the key is to keep them lowimpact and to avoid long workout sessions. Instead,
perform several shorter bouts of exercise throughout the
day. Overloading the joint and its surrounding tissues is a
quick way to cause a flare-up. Heavy weights, jogging and
stair climbing likely are not the best activities for someone
with joint pain. Instead, consider walking, stationary biking,
water aerobics, yoga, tai chi or other low-impact exercises
that combine strengthening and aerobic exercise three to five
days a week. If weight training is incorporated into a routine,
it should not be performed more than two to three times a
week. Choosing a resistance that can comfortably be lifted
eight to 12 times may be less risky than focusing on muscle
hypertrophy with high resistance and lower repetitions.
Skilled Therapy
Skilled physical therapy (PT) and/or occupational therapy
(OT) may provide several benefits to someone experiencing
joint pain. In addition to helping design a proper exercise
program, therapists can teach proper body posture and
mechanics to alleviate pain and help prevent flare-ups. In
some cases, therapists may feel it is appropriate to provide
braces or splints to support the joints and/or shoe inserts to
reduce stress on the lower extremities. They can also help
acquire and train individuals in the use of assistive devices
such as walkers or canes, even if the equipment is just needed
temporarily during a flare-up. PT, OT and/or massage
therapists may also perform therapeutic massage to help relax
muscles and improve blood circulation to painful areas.
Some of the tools that may be utilized by therapists can
also be obtained independently, including thermal modalities
(e.g., moist heat and ice) and transcutaneous electrical nerve
stimulation (TENS). Thermal modalities may offer relief,
particularly before or after exercise, although it is usually best
to start with heat to warm up muscles and joint structures
and end with ice to help decrease inflammation. Those
with inflammatory arthritis may be sensitive to extreme
temperatures, which can actually make matters worse, so
precautions should be taken (for example, placing a towel
between the heat or cold source and the skin). TENS uses
small pulses of electricity to block pain signals through
electrodes that are placed on the skin near the area of pain.
Alternative Treatments
Although scientific support is not yet readily available
for alternative treatments, acupuncture, cannabidiol (CBD)

products and over-the-counter (OTC) natural remedies have
been proclaimed effective by many sufferers of joint pain.
Acupuncture is an ancient practice based on the belief that
by inserting thin needles into specific points on the body, the
normal flow of energy, called qi, can be restored, reducing
pain in the process.
CBD is derived from the cannabis plant; however,
because most products only contain trace amounts of
tetrahydrocannabinol, products that include oils, tinctures,
creams/gels and edibles will not produce the psychogenic
effects or “high” of marijuana use.
Because of potential harmful interactions, physicians
should be informed of any alternative treatments and OTC
medications/remedies that a patient would like to try.
Likewise, alternative treatment practitioners should be made
aware of OTC and prescription medications that are part of
the patient’s regimen.
Outlook
The long-term effects of both inflammatory arthritis and
OA depend on multiple factors. For example, some forms
of arthritis, including RA, can lead to joint deformities
that impair functional use of the hands and/or impact the
sufferer’s mobility. Any form of joint pain has the potential
of interfering with someone’s regular activities of daily
living, including employment and socializing. Still, early
intervention may help slow the course and avoid irreversible
damage.
Because of the potentially highly debilitating nature of
joint pain, it is essential to accurately identify its source and
consistently apply an appropriate plan of care. Life can still
remain productive and enjoyable, but it requires a thorough
and coordinated response between the patient/client and a
dedicated healthcare team.


1. Arthritis Foundation. How Arthritis Hurts. Accessed at www.arthritis.org/health-wellness/healthy-living/
managing-pain/understanding-pain/sources-of-arthritis-pain.
2. Theis, KA, Murphy, LB, Guglielmo, D, et al. Prevalence of Arthritis and Arthritis-Attributable Activity Limitation –
United States, 2016-2018. Morbidity and Mortality Weekly Report, 2021; 70:1401-1407. Accessed at www.cdc.gov/
mmwr/volumes/70/wr/mm7040a2.htm?s_cid=mm7040a2_w.
3. Compagnoni, R, Gualtierotti, R, and Randelli, P. Total Joint Arthroplasty in Patients with Inflammatory Rheumatic
Diseases. Advances in Therapy, 35(8), 1133–1139. Accessed at link.springer.com/article/10.1007/s12325-018-0750-9.

MATTHEW D. HANSEN, DPT, MPT, MBA, is a practicing
physical therapist in Utah and president of an allied healthcare
staffing and consulting agency named SOMA Health, LLC. He
completed his formal education at the University of Utah, Salt Lake
City, and has additional training in exercise and sports science,
motor development and neurological and pediatric physical therapy.
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CGD is caused by the inability of neutrophils to fight bacterial or fungal infections;
however, many treatment options are available, and a gene therapy curative option is
being explored.


THE FIRST DESCRIPTION of chronic granulomatous
disease (CGD) was in 1954 by Charles Janeway, MD. The
common paradigm at the time was that immunodeficiency
characterized by recurrent infections was a function of low
immunoglobulin (IgG) levels. However, Dr. Janeway described
several male patients who had recurrent infections and an
enlarged liver and spleen, but had elevated IgG levels. Over
the next several years, more cases of similar presentation along
with granuloma formation and severe inflammation were
reported. In the late 1960s, Staphylococcus was discovered
to be the predominant form of infection in CGD patients,
and while neutrophils in CGD could ingest these organisms
without difficulty, they could not digest them. In the 1970s,
the insufficient production of superoxide due to defect of
nicotinamide adenine dinucleotide phosphate (NADPH)
oxidase was discovered for CGD. The genetic discoveries of
specific defects leading to CGD were made in the 1980s and
1990s, which greatly improved our understanding of the disease.
Cause of CGD
CGD is a disease that results from the inability of the cells
in the innate immune system (neutrophils and monocytes) to
make superoxide compounds that can effectively kill bacteria
42
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or fungus that the immune cells ingest. Neutrophils are the
main cells of the innate immune system, and they respond
quickly to bacterial or fungal infections. Normally, neutrophils
are able to produce an “oxidative burst” from the production
of hydrogen peroxide from superoxide that kills the bacteria.
An enzyme called NADPH oxidase, which is made up of six
different proteins, accomplishes this process. Mutations in five of
the six components can lead to CGD. These six components are
gp91phox, p22phox, p47phox, p67phox, p49phox and Rac2
(mutation in the sixth component causes a different disease).
When the neutrophil is in a resting state before encountering
any bacteria or fungus, these components are separate. Once a
normal neutrophil is activated through encountering bacteria
or fungus, these components combine together to initiate
the “oxidative burst” process that kills the ingested organism.
Mutations in any one of the components will lead to a defective
NADPH oxidase that is incapable of producing the necessary
compounds to kill the ingested invading organism.
Since neutrophils cannot effectively clear out the bacterial
or fungal infections in CGD, the immune system forms
granulomas to wall off the infections in an effort to contain
them. The formation of the granulomas is the phenomenon
that gives rise to the name CGD.

Epidemiology of CGD
The prevalence of CGD is estimated to be approximately
one out of 200,000 live births. But, this statistic may be an
underestimate because it is not systematically screened like
severe combined immunodeficiency. Diagnosis can occur at
any age because of different times of symptom manifestation,
but generally the majority of diagnoses are made in children.
However, autosomal recessive forms of the disease may
present with a milder phenotype with delayed diagnosis into
adulthood.
The most common form of CGD is the X-linked type,
meaning the defect is located on the X chromosome, so the
condition is only seen in males (Figure 1). The X-linked form
(gp91phox) accounts for 65 percent of CGD cases. There are
three major autosomal recessive forms (which need two copies
of the same defect to manifest clinical presentation of disease),
with the defect on chromosome 7 (p47phox) accounting for
25 percent of all known CGD cases. The remaining two forms
of autosomal recessive CGD (p22phox and p67phox) each
account for less than 5 percent of known cases. There are no
known autosomal dominant forms of the disease.

Clinical Presentation of CGD
Most CGD patients present symptoms in early childhood,
but presentations later in adulthood also occur. Later onset of
disease can be the result of the autosomal recessive mutation.
Delayed diagnosis may also occur because symptoms are better
controlled in developed countries with lower levels of bacterial/
fungal exposure, as well as use of strong antibiotics for infections.
The predominant presentations of CGD are infections that
can occur in the liver, skin, lungs and lymph nodes (Figure
2). In the U.S., CGD-related infections are generally from
Staphylococcus aureus, Nocardia species, Serratia marcescens,
Burkholderia cepacia and aspergillus. In many other places in
the world, tuberculosis, Bacillus Calmette-Guerin (BCG from
vaccination) and Salmonella are common causes of infections in
CGD patients. With the exception of Staphylococcus aureus, all
the other pathogens rarely cause disease in non-CGD patients.
Fungal agents such as aspergillus cause common infections
in CGD patients, and initial presentation can be difficult to
appreciate, leading to delay in diagnosis.
Staphylococcal liver abscesses occur in a significant number
of CGD patients, and they can be difficult to manage. The

Figure 1. X-Linked CGD

Figure 2. Symptoms of CGD
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abscesses cause increases in liver enzymes and, over time, lead
to structural complications such as elevation of pressures in
the portal veins and abnormal enlargement of the liver and
spleen. These complications are often associated with lower
platelet counts, which coupled with worsening liver function
often lead to significant morbidity and mortality.
Symptoms of both urinary and gastrointestinal obstruction
can also be prominent in CGD patients due to the presence
of granulomas. Formation of granulomas in the stomach can
lead to gastric outlet obstruction, resulting in early satiety,
nausea, decreased gastric emptying and severe vomiting.
Blockage from granulomas can occur anywhere along the
gastrointestinal tract such as the esophagus, stomach, small
intestines, large intestines or rectum, leading to signs and
symptoms of obstruction. Granulomas in the bladder can lead
to obstruction in the urinary tract, leading to complications
of chronic kidney disease and difficulty voiding urine.
Aside from severe infectious complications and structural
blockage from granulomas, another significant clinical
manifestation seen in CGD is from severe inflammation.
The infectious agents that are exposed to the compromised
innate immune system of CGD patients lead to excessive
inflammation. This poorly controlled inflammatory response
can directly impact the function of the lungs, bladder and
gastrointestinal tract, leading to severe illness and disability.
Excessive inflammation can also lead to signs and symptoms of
skin disease and poor wound healing, as well as complications
in oral health such as gum disease and ulcer formation.
Carrier Patients
Female carriers of the X-linked form of CGD generally do
not present with infections. However, if the level of normal
functioning neutrophils falls below 5 percent to 10 percent,
they can develop CGD-type infections. As these individuals
age, they can develop autoimmune complications of disease
due to excessive inflammation such as discoid lupus, oral
ulcers and photosensitive rashes. Therefore, a more nuanced
way to understand these individuals is to transition from
the perception of them purely as carriers toward monitoring
potential evolution to heterozygote (having two different alleles
of a particular gene or genes) symptomatic patients. These
patients should be followed longitudinally for development
of both autoimmune and infectious complications.
Diagnosing CGD
There are three main ways to test for CGD. The oldest and
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most well-known test is the nitroblue tetrazolium test (NBT).
With this test, a special dye is used to stain neutrophils on
a microscope slide. The cells that have normal reducing
capacity to form superoxides form an insoluble bluish black
compound, whereas the abnormal cells that have abnormal
capacity to produce superoxides will not develop a color
change. Therefore, a CGD patient’s neutrophils will not stain
normally, leading to diagnosis. However, this test is rarely
performed today due to interoperator variability, its inability
to detect more subtle forms of disease and its difficulty in
quantifying degree of disease severity.
The NBT has been largely replaced by the
dihydrorhodamine test (DHR), which functions by
assaying the amount of hydrogen peroxide produced by
neutrophils. DHR is a flow cytometry test, meaning that
it is a quantitative test based on the counting of response
of individual cells. This assay relies on the measurement of
fluorescence following the oxidation of dihydrorhodamine
by activated neutrophils. Inability to generate this
fluorescence leads to the diagnosis of inadequate oxidative
capacity of the neutrophil. In addition to diagnosing CGD,
the DHR test can also distinguish between the X-linked
form versus autosomal recessive forms. The DHR test can
also detect female carriers of the X-linked form.
On the DHR test, neutrophils from normal individuals
will have a low level of fluorescence in the resting state and
significantly elevated level of fluorescence following stimulation.
Neutrophils from classic X-linked CGD will demonstrate
no change in degree of fluorescence following stimulation.
Neutrophils from autosomal recessive CGD will result in a
wider variation and lower degree of fluorescence compared to
neutrophils from normal individuals following stimulation.
Neutrophils from asymptomatic carriers of X-linked CGD
can classically demonstrate two peaks following stimulation,
showing that these individuals possess both normal cells and
abnormal cells. Neutrophils from potentially symptomatic
X-linked carriers can appear differently with a smaller peak in
fluorescence following stimulation, followed by a much larger
wider peak that shows most neutrophils are not responding
adequately to stimulation.
The third method of detection of CGD is through direct
genetic testing. For the X-linked form, the defect is in the
CYBB gene on chromosome Xp21. The most common
autosomal recessive form is from a defect in the NCF1
gene on chromosome 7. The other remaining autosomal
recessive types are the result of defects of the CYBA gene

on chromosome 16 and the NCF2 gene on chromosome
1q42. The challenge with genetic testing is that not all testing
companies sequence the NCF1 gene, which is responsible for
the most common autosomal recessive form of disease. It is
important to evaluate genetic testing and the DHR test along
with the clinical presentation to help formulate diagnosis.
Managing CGD
There are several aspects to treating CGD. Acute infectious
and inflammatory complications need to be managed with
the appropriate antimicrobials, as well as immunosuppressive
medications. Antimicrobials need to be selected based on
their activity against the particular offending bacteria or
fungus. Immunosuppressive medications need to be used to
manage autoimmune complications. Liver abscesses in CGD
need to be managed by a combination of both antibiotics
and steroids for inflammation reduction. In general, steroids
can help reduce the complications associated with the
formation of granulomas and the hyper-inflammation seen
in CGD following exposure to infectious agents. Biologic
immunosuppressive medications should be used with caution
in CGD patients due to concern for increased risk of serious
infections.
The cornerstone of CGD management is prevention.
The recommended preventive regimen includes the use of
antibiotics, namely trimethoprim-sulfamethoxazole (TMPSMX), antifungal (itraconazole) and interferon gamma
for immunomodulation. TMP-SMX is the prophylactic
antibiotic of choice due to its concentration inside neutrophils.
It should be administered at 5 mg/kg per day up to 320 mg in
two divided doses. If the patient is allergic to sulfa drugs, then
TMP, fluoroquinolones or a cephalosporin can be considered
instead. Itraconazole should be administered as 100 mg per
day for children under 13 years old or who weigh less than 50
kg, and 200 mg per day for those older than 13 years or who
weigh more than 50 kg.
CGD is one of the first diseases that have used
immunomodulatory cytokine therapy in its routine
management. Interferon gamma has been shown in a
multicenter international double-blind placebo-controlled
study of 128 patients to reduce development of serious
infections by 67 percent versus placebo. Secondary endpoints
of the study also showed there was a 67 percent decrease in
hospitalization days in the treatment group versus placebo.
Interferon gamma should be administered subcutaneously
at 50 mcg per meter-squared body surface area three times

a week for those with body surface area greater than 0.5
meters-squared and weight-based dosing at 1.5 mcg/kg per
dose when body surface area is less than 0.5 meters-squared.
Immune globulin therapy is not typically used to treat
CGD. Historically, CGD was first described as recurrent
infections in the setting of hypergammaglobulinemia. The
defect is not in the adaptive immune system or the production
of antibodies. There have been rare case reports of some CGD
patients with hypogammaglobulinemia, but it is uncertain
whether those cases really represent two different deficiencies
in the same patient.
CGD patients should receive all routine vaccinations,
including live virus vaccines because CGD does not reduce
the body’s immune response against viruses. However,
CGD patients should never receive the BCG vaccine due to
potential of developing life-threatening infection from BCG
infection. This can be a concern in most countries around the
world due to routine policies of BCG vaccination; however, it
is generally not a concern in the U.S. because BCG vaccines
are not generally administered.
The only approved form of curative therapy for CGD is
hematopoietic stem cell transplantation. While transplant is a
curative option, the majority of CGD patients have not been
transplanted, and there are significant risks associated with
stem cell transplant. Since each type of CGD arises from a
single gene defect, there is significant research interest in the
possibility of gene therapy as a potential cure.
For X-linked carriers, management should be long-term
follow-up and education to raise awareness that they may
become symptomatic, and to repeat DHR testing if either
autoimmune or infectious complications arise.
Survival in CGD has been shown to correlate with residual
oxidative ability of the neutrophils. Therefore, patients
with a higher amount of residual oxidative capability will
generally have better outcomes. This is consistent with the
fact that autosomal recessive forms (higher residual oxidative
capability) have better survival than the X-linked type. CGD
is an example of the value of genotyping for predicting
prognosis and management strategies.
BOB GENG, MD, MA, studied medicine at Washington University
School of Medicine in St. Louis, where he also completed his
residency training in internal medicine. He is currently an assistant
professor in allergy and immunology at the University of California,
San Diego. Dr. Geng received his bachelor’s degree and Master of
Arts degree in Georgetown University’s School of Foreign Service.
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Let’s Talk!

Profile: Barb Ballard
By Trudie Mitschang

When Barb Ballard’s son was born with SCID,
she joined the fight to increase testing for newborns,
and she has become a strong advocate for SCID
families.

WHEN BARB Ballard gave birth
to her son Ray in 1994, doctors
provided him with routine newborn
screening, which came back
normal, but the good news was
short-lived. Ten months later, Ray
lay in the pediatric intensive care
unit on a ventilator struggling with
pneumocystis pneumonia (PCP), a
serious fungal infection that causes
fluid build-up in the lungs. Doctors
diagnosed Ray with X-linked severe
combined
immunodeficiency
(SCID), a life-threatening primary
immunodeficiency (PI) that results
in little to no immune function.
This experience led Barb to become
an advocate for SCID newborn
screening and families affected by
SCID. Today, she is the director of
SCID Angels for Life, a nonprofit
dedicated to the empowerment of
families affected by SCID.
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Trudie: Can you recall what it was like
when you first received Ray’s diagnosis?
Barb: I can remember asking when
he was diagnosed with SCID why his
newborn screening test hadn’t detected
it. I naively assumed anything this serious
would be screened for by the test.
Trudie: Can you describe Ray’s health
journey growing up?
Barb: Our experience was medically
complicated, and Ray battled poor
health throughout his life. He underwent
three bone marrow transplants with me
as his donor, and he experienced severe
graft versus host disease, which damaged
his gastrointestinal tract. He received
nutrition through a gastrostomy tube
and intravenously, and he required
immune globulin therapy. Antibiotics,
which ultimately saved Ray’s life, also left
him hearing-impaired.
Trudie: Tell us about your introduction
to advocacy work.
Barb: SCID advocacy became a
personal passion project. I was able to start
the first listserv for parents of children
with SCID, and joined the Immune
Deficiency Foundation (IDF) Board on
which I served for 18 years. As part of my
efforts, I developed the SCID Initiative
program, and I advocated for SCID to
be included on the national newborn
screening panel at the federal Advisory
Committee on Heritable Disorders in
Newborns and Children in 2006. It took
several years and many more meetings
before the committee finally made the
recommendation for SCID to be on
the national Recommended Uniform
Screening Panel (RUSD). However,
that recommendation only meant states
should consider the inclusion of SCID.
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States were not bound by law to include
it.
Trudie: What type of advocacy did
you perform at the state level?
Barb: That’s when the real battle began
because advocacy had to be conducted
in every state one state at a time. State
newborn screening committees and
legislatures were much more receptive
to the pleas of parents from their own
state rather than a representative from a
national group, so we had to do a lot of
work with local parent groups.
Trudie: When did you finally see a
significant breakthrough?
Barb: By 2018, all 50 states included
SCID on newborn screening panels,
thanks to work by IDF, SCID Angels
for Life, the Jeffrey Modell Foundation
and, of course, individual families.
SCID became the poster child for a new
addition to the RUSD, as it was the first
test to be added in a number of years. This
was good and bad because, as advocates,
we had no real model to follow. We gave
ourselves a crash course on how and why
a disease is considered for addition to the
panel, and we just learned as we went
along. Today, SCID newborn screening
is the legacy of all SCID children.
Trudie: While you were advocating for
kids like Ray, how was he coping?
Barb: Ray was a very active young man
who didn’t let his physical limitations
hold him back. He earned a black belt
in Tae Kwon Do, lettered three years in
a row on the high school rifle team and
volunteered with the Lions Club, the
Make-A-Wish Foundation, IDF and
the hearing-impaired community. His
determination over his lifelong challenges
became an inspiration to many people.
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He always shined. Ray embraced fun,
and he had a unique ability to empathize
with others, putting their concerns over
his own. He was a superhero to many
people. Ray passed away in early 2019
after his immune system declined again,
but his legacy lives on.
Trudie: Tell us about your role with
SCID Angels for Life.
Barb: I serve as director of SCID
Angels for Life, working closely with its
founder and president, Heather Smith,
and the mother of two sons diagnosed
with X-linked SCID. The mission of
SCID Angels is to increase awareness
about SCID, provide a safe environment
for families to connect, grant scholarships
to those affected by SCID and provide
research grants for SCID diagnosis and
treatment. In my experience, parents find
particular comfort in getting to know
each other through our SCID Angles
Facebook group. Many share similar
experiences and provide each other with
support and information.
Trudie: What are some of the hurdles
you are facing as an organization?
Barb: One thing we’ve found is
that local states and communities vary
greatly in the depth of information they
provide to parents and the quality of that
information when presenting a positive
newborn screen result. We’ve seen some
parents who have been left feeling that
this is no big deal, while others have
been left with the impression that their
child can never survive. There needs to
be a way to convince more hospitals,
communities and states to utilize the
quality information available. SCID
Angels has worked extensively with
IDF on the SCID Compass project, but
when presented with a positive newborn
screen, many parents are never given this
information or directed where to find it.
Trudie: How does SCID Angels

support families?
Barb: Those lucky enough to find
SCID Angels have been ever so grateful
to be part of a community that stands
beside them, gives them hope and helps
them navigate a new and scary medical
world.
Trudie: Has the screening for
newborns improved access to care?
Barb: Even now that we have newborn
screening and the kids are generally
able to go into treatment healthy, there
are still a lot of complications with this
disease. It’s not a quick one-and-done
and move-on-with-the-rest-of-your-life
situation. We are still learning a lot about
this disease. That’s why there are so many
clinical research trials needed to keep
abreast of what is happening — what the
disease and its treatment are causing, and
what’s incidental to the fact that these are
medically complicated children.
Trudie: Is SCID Angels involved with
research initiatives?
Barb: SCID Angels works closely
with researchers, acting as a conduit for
the needs of the SCID community. We
inform researchers about commonalities
across SCID families such as reverse
isolation protocols and overlapping
health issues with the different types of
SCID. Every child’s journey helps inform
research. One of the things we’ve learned
is long-term follow up is very important.
Researchers have discovered how
important it is to follow our children as
they grow into adulthood, becoming old
enough to have their own families and
moving forward in life.
Trudie: What have you learned as a
part of your own journey?
Barb: As a parent of a SCID child,
I deal with so much that often I tell a
physician only about the biggest problem
that week or that day. There’s too much
to go over. And consequently, physicians

don’t often realize the full spectrum of
challenges these families face. But if we
learn to speak up and share our stories,
perhaps they’ll begin to recognize
similarities in more families. The more
information shared, the more we are able
to empower each other. As Heather and
I continue to say: “Knowledge is power!”
Trudie: How did you balance caring
for Ray and patient advocacy work in the
early days?
Barb: The early days of my advocacy
work were completely volunteer, so I
could allow myself to focus first and
foremost on Ray and his needs. But,
my advocacy work was important to me
and, consequently, much of my free time
was dedicated to that. I realize, too, that
during that early period, Ray was still in
very strict reverse isolation and wasn’t
allowed to be around any other children
and very few adults. So, I was isolated at
home with him, and my outreach to
other SCID moms helped me find a
community, as well as a way to help them.
Trudie: What advice do you have for
other parents of PI children?
Barb: Find and embrace your
community. No matter where you are
in your journey with this disease, you
have much to share, and you’ll find a
lot of comfort and relief knowing that
you’re not the only one facing these
challenges. While it can be difficult at
times to be part of a community in which
you are given a glimpse into the lives of
other very fragile children, the depth of
understanding and acceptance of other
parents who understand your own fears
and concerns is a priceless gift.
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Life as a 20-Something

The Silver Lining in the Pandemic
By Michelle Searle
SINCE THE start of the pandemic,
people have been wondering when life
will go back to normal. I think it is
safe to say life will never go back to
normal. How can it when so many lives
have been permanently affected? A great
many people lost loved ones, changed
jobs, switched to online schooling,
moved to a new area or developed
mental or physical health issues because
of COVID-19. Yet while the pandemic
produced a plethora of problems, stress
and pain, it nevertheless shined a light
on topics that need to be discussed.
It also made us stronger and wiser —
especially those of us in the chronic
illness community.
No, life will not go back to the way
it used to be, so let’s stop to consider
(and even appreciate) the positive
aspects of our new normal. For starters,
the general public is now aware of the
immunocompromised
community.
More people know what it means to
live with a compromised immune
system and how it affects everyday life
— with or without a pandemic. Because
of this, I receive fewer strange, confused
expressions from people when I talk
about my illness. Further, “antibodies”
and “plasma” are two words I hear more
often now. Everyone — not just the
immunocompromised — is concerned
about whether they have the antibodies
needed to fight COVID-19. Awareness
about what antibodies do and why they
matter is much more common now.
Further, many more people understand
the importance of plasma donation
because of COVID-19, which I hope
will result in more donors.
Another positive outcome is the
possibility to work and study from
48
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home. Although I prefer attending
school in person and miss interacting
with others, it is nice to know there
are many more possibilities and
opportunities than there were before
the pandemic for those of us who would
rather be at home. After all, home is a
safer environment that provides more
flexibility, two crucial components for
those of us who find it harder than most
to remain healthy.

Life will not go back
to the way it used
to be, so let’s stop
to consider the
positive aspects of
our new normal.
Finally, wearing masks in public is
not nearly as stigmatized as it used to
be. Over the years, I have met many
immunocompromised people who wear
masks when they are traveling, in crowded
areas or around sick people because doing
so decreases the number of infections
they acquire each year. COVID-19
made masking the norm. Although it is
nice to be mask-free, I personally hope
masks continue to be required in certain
situations. In a perfect world, it would be
great if people would wear masks when
they are sick to help prevent spreading
their illness. Doing so has been a priority
in other cultures for years; I wish it were a
priority in the U.S., too.
Recently, during an Immune Deficiency
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Foundation “Get Connected” support
group meeting, we talked about how we
are not sure if we will ever stop wearing a
mask in certain situations such as on an
airplane or around people who are sick.
I had never worn a mask before the start
of the pandemic, but now I feel better
about going out in public while wearing
one, especially in crowded and closed
spaces. While I am still not completely
comfortable being the only person in a
room wearing a mask (admittedly, I feel
insecure about potentially being judged
by others), the more I wear one, the
more comfortable I feel. At the end of
the day, the only thing that matters is
I am doing what is best for my health.
After all, when I get sick, I am the one
who suffers, not the people who were on
the airplane with me the day I decided
to not wear a mask.
For those of us in the immunocompromised
community,
the
COVID-19 pandemic has highlighted
the importance of being our own
advocate, prioritizing our physical and
mental health, and not paying attention
to haters. Let’s continue to appreciate
the positive things that came out of
the pandemic and not let the negatives
continue to cover our lives in a giant
gray cloud — because there is always a
silver lining.

MICHELLE SEARLE is a
teacher from South Florida
who was diagnosed with
common variable immunodeficiency at 11 years old.
She is currently living in Italy where you
will most likely find her eating pizza or
trying to make friends with the local cats.

Patient Perspective

What to Do When You Want to Make “That Face”
By Whitney L. Ward
DO YOU ever make “that face”? You
know the one I’m talking about — the
one you make when you can’t seem
to say a word, so your face does all
the talking? I know I make that face
sometimes, and it speaks louder than
my words ever could. I tend to make it
when I find myself dealing with people
who are ignorant (or, let’s be honest —
downright dense) about chronic illness.
If you have a chronic illness like I do,
I’m sure you make “that face” too. We’ve
all heard comments about our condition
that sting, haven’t we? Things like:
• But you don’t look sick.
• Well, at least you don’t have [insert
“worse” condition here].
• You just went out with your friend,
but now you’re too sick to go to school?
• Have you ever tried Keto or essential
oils? Maybe they would help.
Well-intentioned as comments like
these may be, we are nevertheless bothered
by them because they question our
authenticity, invalidate our experience,
exaggerate our response and challenge
our treatment plan. It’s hard to know
what to do with any of that, and so, we
make “that face.”
I love this quote by Maya Angelou: “I’ve
learned that people will forget what you
said, people will forget what you did, but
people will never forget how you made
them feel.” Isn’t it just so true? Plenty of
people purposely wound others with
words, and that hurts, but many times our
own feelings taint well-intentioned words
and actions. There are people in my life who
have been supportive and encouraging,
but have nevertheless unintentionally said
something that stings. I appreciate their
support and encouragement, but the truth
is callow comments hurt. I will always

carry a little bruise in the deepest corner
of my heart because of them — even if
the hurt is an unintentional byproduct of
well-meaning words.
Sometimes I’m tempted to say
something snarky in response, or defend
myself by over-explaining all the reasons
I do things the way I do them, or educate
others about how “chronic” means “longterm” and there really aren’t any fast,
simple fixes. Don’t get me wrong: Saying
something curt or flippant is a natural
human response when people are pushed
to the point where they’ve just plain
had enough. Sometimes we will react
emotionally and sometimes we will exert
self-control, but either way, responding
without kindness will never help.
Charles Glassman once said, “Kindness
begins with the understanding that we all
struggle.” I think he’s right. We struggle with
our illness, and people around us struggle
to know how to relate to us. Understanding
that others struggle to know what to say
to us (or even how to say it) gives us better
control over our response to them. We can’t
control what others say or do, but we can
be kind. Kindness and compassion help us
keep our cool when confronted with words
that hurt us and keep bitterness from taking
root in our hearts. (And really? They impact
the people to whom we extend them, too.)
It can be very difficult to be the bigger
person, especially when it doesn’t seem like
anyone else is bending — but we will be
better for it in the long run.
When it seems like someone says
something that seems completely oblivious,
sounds cruelly vindictive or even insinuates
that you aren’t trying hard enough to get
well, take a deep breath and remember:
That person might genuinely be trying
to connect with you, help you or better

understand you. Maybe they just plain
don’t know how to relate to the pain and
heartache that comes with chronic illness
because they themselves don’t have one.
Respond with kindness anyway. Thank
them for their suggestion, then explain why
a particular diet or an essential oil probably
won’t fix your health issue. Explain how
you’ve fought for your health with prayer,
the support of your family and doctors who
have always been in your corner. Express
the enormity of what you face, and tell
them you appreciate their attempt to make
you feel like you aren’t alone. Even if they
forget what you say, they won’t forget
how you made them feel, and perhaps
they will respond in kind in the future.
Believe me, I know obtuse and insensitive
comments get frustrating and exhausting.
They make us feel invalidated and defensive.
We don’t like feeling needy or apologizing
for things we can’t control. But the next
time someone says something that makes
you want to make “that face,” take a breath,
ask God for grace to respond with candor
and kindness and stand tall, confident in
who you are and what you’ve experienced.
Your perspective is valuable, so share it with
grace. Your words have the power to help
others better understand chronic illness,
so be brave and use them!
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From IVIG-Resistant Patient to IG Columnist
By Dawn DeBois
I VIVIDLY recall picking up my first
IG Living magazine. I was receiving
my initial loading dose of intravenous
immune globulin (IVIG) and had
walked by a magazine rack, and I
wondered, “Could this be all about
IVIG?” While sitting in the infusion
chair, I was amazed when I realized it
was. I am equally amazed that I am now
writing a column for the publication
that has provided me with so much
information and support.
The truth is, I was not easily convinced
about starting IVIG treatment. I
have an ultra-rare autoimmune
neuromuscular disease called LambertEaton myasthenic syndrome (LEMS),
and I had failed terribly on the first
line of treatment: steroid infusions. The
infused high-dose methylprednisolone
exacerbated my LEMS symptoms
severely, leaving me unable to swallow
for days following treatment, along with
other steroid-induced ugliness. So, at
a follow-up appointment, I shook my
head no the instant my neurologist
suggested IVIG.
“Why are you so against IVIG?” she
asked.
I told her I had researched treatment
options for LEMS, and IVIG was the one
treatment I didn’t want to touch my body
with a 10-foot pole (literally!). The two
words most often seen in patient forums
regarding IVIG are aseptic meningitis,
an extremely painful headache with
neck stiffness caused by inflammation
of the membranes that line the brain
and spinal cord (meninges) that can
last for days and sometimes leads to
hospitalization. Aseptic meningitis can
be caused by IVIG treatment, especially
if the dosing speed is too fast or the
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patient is migraine-prone.
I had survived a lumbar puncture gone
terribly wrong during the prolonged
diagnostic part of my rare disease
journey, which induced a 10-day spinal
migraine (head pain caused by spinal
fluid leaking from the spinal column,
reducing the fluid in the skull needed to
cushion the brain). To say it was painful
is an understatement.
“I do not want to ever go through
a spinal headache again,” I replied to
my neurologist, “and all I hear about is
people getting aseptic meningitis from
IVIG. If my disease progresses to the
point that I can’t walk, I’ll consider it
then.”
Since my neurologist and I had
made a pact to collaborate and make all
treatment decisions together, we held off
on starting IVIG. I was faring OK on
my oral LEMS medications, but then
the weakness progressed to my throat.
Many times, I couldn’t swallow water to
take my meds without extreme effort,
and my voice started losing inflection.
When I complained about my new
symptoms to another neurologist, her
response changed my stance.
“Dawn, if you don’t do something to
modulate your immune system, your
disease state is just going to get worse,”
she explained. I realized then that
perhaps there was something worse than
not being able to walk: not being able to
swallow, talk or possibly breathe.
Honestly, I hadn’t been prepared for
how difficult the loading dose of IVIG
would be for an autoimmune disease.
Because I suffer from chronic migraines,
pre- and post-IV hydration were
ordered, along with other medications
to help lessen the side effects. However,
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nothing quite prepares you for what your
body will feel like when the onslaught of
IG antibodies invades, taking over and
killing your own rogue, disease-causing
antibodies.
Two days after my final loading dose
infusion, some friends stopped by to
visit. The side effects I was experiencing
before IVIG had started to subside. I’ll
always recall their shocked, but happy
response to seeing me.
Less than a week after my first round
of IVIG, I swallowed a spoonful of
ice cream and felt the smooth, cold
sweetness slide down the back of my
throat, making me realize how long it
had been since I’d felt that sensation.
The battle my body underwent had
been worth it. Not only did the physical
symptoms of my disease ease, but my
energy levels also increased to predisease levels.
When your body isn’t at the mercy
of rogue disease-causing antibodies or
constantly trying to fight off infection,
you’ll find new energy stores and can
enjoy life participating in fun and
creative things instead! IVIG treatment
was a game changer in my autoimmune
disease journey. Writing is my creative
outlet, and I hope you look forward to
my personal IG stories as much as I look
forward to sharing them with you.
DAWN DEBOIS was
diagnosed with LambertEaton myasthenic syndrome
in 2016. Soon after, she started
writing to share her experiences as a rare autoimmune disease patient
to help educate and inspire others. Dawn
is currently working on her first book.
When not writing, she spends her time
doting on her 13-year-old pug.
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Parenting

Eye Safety and Screen Time
By Jessica Leigh Johnson

CHILDREN SPEND a lot of time
staring at digital screens these days. Walk
into any middle school or high school
cafeteria at lunchtime, and you’re likely to
see kids staring at smartphones or tablets
watching YouTube, scrolling social media
or even playing a game. When lunch is
over, they go to class and focus on other
screens, this time to do their schoolwork.
And that’s not all: even more screen time
awaits them at home. Activities such as
video streaming, game playing and even
homework, which is now often done on a
tablet or laptop, occupy their down time.
They’re staring at screens all day! Sure,
apps are entertaining and completing
homework assignments on digital devices
saves paper, but neither are kind on the
eyes, especially the eyes of children who
have a whole lifetime of staring at screens
ahead of them.
How Staring at Screens Affects the Eyes
Digital devices are fun and helpful
tools, but it’s important for parents
to understand how their kids’ eyes
are affected by so much time spent
on screens. Staring at them for long
periods of time without taking breaks
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can contribute to eye strain and several
other unpleasant symptoms such as:
• Eye fatigue. There are muscles around
the eyes, and like other muscles, they can
tire from continued use.1 This is known
as eye fatigue, which can also lead to that
annoying eye twitching that we’ve all
experienced. Straining to see better under
poor conditions exacerbates this problem
(e.g. when kids turn down the device’s
brigntness to preserve battery power at
night in their bedrooms when they are
supposed to be sleeping).
• Concentration difficulties. Staring at
a screen for an extended period of time
can cause a child to lose focus and have
trouble concentrating. It can also lead
to headaches located around the temple
and eyes.1
• Blurry vision. Staring at a screen at a
fixed distance from the eyes for an extended
period of time can cause a condition
known as “accommodation spasm,” which
causes the eye’s focusing system to spasm
or temporarily “lock up.”1 Children often
experience this phenomenon when they
finally look away from the screen.
• Myopia. Some studies suggest
prolonged use of computers and digital
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devices may be contributing to rising rates
of myopia, or nearsightedness, among
children.2 To foster healthier vision
development, children should spend time
outdoors so their eyes can focus on objects
at varying distances away from their faces,
which helps their eye muscles relax.
• Dry eyes. One of the best ways to
combat dry eyes is to blink. Blinking
restores the eyes’ tear film (the layer of
tear fluid covering the outside of the eye)
with new tears, while pushing the old
tear film out.2 Unfortunately, people do a
lot less blinking while staring at a digital
screen, which can cause their eyes to dry
out and become irritated.1 Dry eyes can
also be caused by screen positioning.
When children use either desktop or
laptop computers, they are often forced to
look up rather than down, as they would
when reading a book. This is mostly due
to being shorter than the adults who
tend to position screens at their own eye
level. Looking up forces a child’s upper
eyelids to open wider, which speeds up the
evaporation of the eye’s tear film.1
An Issue for Kids?
Clearly, too much screen time is hard on
the eyes regardless of a person’s age, but is
eye strain really that big of a deal for kids?
How much time do they actually spend
staring at screens? In 2014, a study of 350
children between the ages of 6 months
and 4 years was conducted at a pediatric
clinic in an urban, low-income minority
community to examine young children’s
exposure to and use of mobile media
devices. The results were quite staggering:
“At age 4, half the children had their own
television and three-fourths their own
mobile device. Almost all children (96.6
percent) used mobile devices, and most

started using them before age 1. Parents
gave children devices when doing house
chores (70 percent), to keep them calm
(65 percent) and at bedtime (29 percent).
At age 2, most children used a device daily
and spent comparable screen time on
television and mobile devices.”3
And these were just very young children.
By the time these kids hit their teen years,
they may spend up to seven hours a day
using screens for watching TV, playing
video games and using social media.1 As
if that’s not enough, this estimate doesn’t
include additional screen time associated
with schoolwork and/or homework.
How to Limit Eye Strain
• Sleep. Not getting enough sleep
leads to tired, sore eyes. The American
Academy of Pediatrics (AAP) recommends taking devices (computers, tablets
and smartphones) out of children’s
bedrooms before they go to sleep. This
is because screens give off blue light,
which might make it difficult for kids
to sleep. In addition, AAP recommends
that children’s screen exposure be cut off
at least one hour before going to bed.
• Exercise. For children age 6 years
and older, AAP recommends at least 60
minutes of physical activity each day.
Simply running around the yard and
playing is the best exercise for young
children, as it helps strengthen their
vision by giving them a chance to focus
on things at varying distances and get
exposure to natural sunlight.
• Take frequent breaks. Children may
not realize just how long they’ve been
playing a game or watching videos, and
they may be so engrossed in whatever is
on the screen that they don’t notice their
eyes straining. Parents should remind
them to take breaks from their devices.
The American Optometric Association

recommends the 20/20/20 rule: “Look
away from the screen every 20 minutes,
focus on an object at least 20 feet away for
at least 20 seconds.” Also, after every hour
of screen time, children should walk away
from the screen for at least 10 minutes.
This can be a good time for a snack break,
a bathroom break or to get in that hour of
exercise. Parents can use a kitchen timer
to help children remember to step away
from their device or install apps designed
to turn off the screen at regular intervals.
• Remember to blink. As stated earlier,
staring at a computer can reduce blinking
rates and cause dry eyes. Parents should
encourage their children to try to blink
more often when using digital devices.1 If
extra blinking doesn’t help, moisturizing
eye drops may do the trick (they are
available at most pharmacies).
• Screen positioning. Since looking up
at a computer forces the eyes to open
wider and dries them out faster, parents
can make sure their children’s desktop or
laptop computer screen is slightly below
eye level. The 1/2/10 rule suggests the
ideal positioning for different devices:
“mobile phones ideally at 1 foot, desktop
devices and laptops at 2 feet and roughly
10 feet for TV screens (depending
on how big the screen is).” When it
comes to reading from a digital device,
parents can adjust the font size until
it’s twice as big as what their children
can comfortably read. This is especially
helpful on small-screened devices.
• Keep an eye on lighting. The glare from
overhead lights and room lamps reflecting
off screens can cause eye fatigue. Whenever
children use a computer or other screen,
parents should pay attention to the level
of lighting in the room. It only needs to be
half as bright as typically needed for paperbased activities such as writing, drawing or
reading. Alter computer positioning so

light from windows, lamps and overhead
light fixtures doesn’t shine directly onto
screens or reflect light back at the user.
Make sure to adjust screen brightness,
especially on large screens. Also, according
to AAP, “Some optometrists recommend
special computer glasses with orange
lenses that may also help reduce glare.
Children who wear prescription
eyeglasses may have an anti-reflective
coating added as well. Computer
monitor hoods or shades that attach to
the screen may also be an option.”
Reminders Are Needed
Because using personal electronic
devices can be so much fun, children —
especially young ones — will probably
need frequent reminders from their
parents to put their screens away from
time to time and to use their devices in
a way that is easy on the eyes. If parents
ever have concerns that their children’s
eyes and vision are being affected by
screen usage, they should visit an eye
doctor for a vision screening.


1. Healthychildren.org. Give Your Child’s Eyes a Screen-Time Break: Here’s
Why. Accessed at www.healthychildren.org/English/health-issues/
conditions/eyes/Pages/What-Too-Much-Screen-Time-Does-to-YourChilds-Eyes.aspx.
2. Better Vision New Jersey. Everything You Need to Know About Blinking,
Jan. 14, 2021. Accessed at www.bettervisionnj.com/everything-youneed-to-know-about-blinking /#:~:text=Blinking%20gets%20rid%20
of%20debris,vitreous%20and%20onto%20the%20retina.
3. Kabali, HK, Irigoyen, MM, Nunez-Davis, R, et al. Exposure and Use
of Mobile Media Devices by Young Children. Pediatrics, Dec. 1, 2015.
Accessed at publications.aap.org/pediatrics/article-abstract/136/6/
1044/33852/Exposure-and-Use-of-Mobile-Media-Devices-by-Young?
redirectedFrom=fulltext.
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the immune system. Bodies that mistake
pollen for a dangerous substance fight
back with various symptoms. If the
symptoms occur only during the spring
or summer months, it’s considered
seasonal allergic rhinitis, while yearround issues are labeled perennial
allergic rhinitis.
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ACHOO! RUNNY noses. Itchy,
red-rimmed eyes. Breathing issues.
Seasonal allergies are no joke. Millions
of individuals, at least one in six
Americans, suffer from this seriously
annoying affliction, according to the
National Institute of Environmental
Sciences. The season when allergies are
most likely to strike is when flowers and
plants burst into bloom in the spring.
And when the wind kicks up? Expect to
hear lots of sniffling and sneezing.

Virus, Cold or Allergies?
Sounds gross, but phlegm often
tells the story. Clear mucus is usually
an indicator of allergies, while greenor yellow-tinged phlegm may signal
a virus or cold. In addition, allergic
coughs tend to feel like a tickle in the
throat. Why? Because pollen irritates
the nose’s lining, which in turn signals
the nasal passage to protect itself with
watery mucus. Once that mucus starts
dripping down the back of the throat
(a.k.a. post-nasal drip), the tickling
sensation kicks in. Another tell-tale sign
of allergies? Itchiness. That’s because
the allergens attack the eyes, ears, nose
and throat, which can lead to sneezing,
coughing, bloody noses, irritated eyes
and more. The good news? Seasonal
allergies rarely cause sore throats, chills
or body aches.

All About Allergic Rhinitis
Also referred to as hay fever — a term
that heralds back to the 1800s when
they thought that the smell of hay was
the cause — allergic rhinitis, commonly
known as seasonal allergies, is triggered
by pollen flying off of trees, weeds and
grasses during spring and summer.
So, why does that powdery substance
lead to sneeze attacks, itchy eyes and
even asthma in some people, but others
are completely fine? It comes down to

Treating the Symptoms
Remember when the only choices
for treating seasonal allergies were to
stay inside, suffer through them or take
medications that made you so drowsy
you could barely function? That’s no
longer the case. Research in this arena
has led to an array of solid treatments
for seasonal allergies. Medications such
as Claritin, Allegra, Xyzal and Zyrtec
have reduced the sleepy side effects. For
itchy, watery eyes, antihistamine drops
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such as Zaditor can do the trick, while
Flonase or Nasacort can help tame nasal
inflammation.
For those looking for a drug-free
option, Ayurvedic medicine may be the
answer. According to this ancient system
of medicine, cleansing nasal passages
daily with a saltwater solution using a
neti pot can do wonders.
Immunotherapy is a newer form
of preventive treatment that involves
injecting patients with small amounts
of the offending allergen and then
increasing the amount over time.
The incremental amounts allow the
body to become less susceptible to the
allergen, leading to the production of
an antibody that reduces the symptoms
when the allergen is encountered again
in the future.
Sublingual tablets, which were
approved by the U.S. Food and Drug
Administration in 2014, are another
option. Patients who opt for this
treatment dissolve the tablets under
their tongue on a daily basis several
months before allergy season. Currently,
only grass and ragweed pollens can be
treated with this therapy.
Wearing a mask or handkerchief
around the nose and mouth can also
help ward off allergens.
Never Fear!
With so many options to manage the
symptoms of seasonal allergies, there’s
no reason to fear spring because of that
pesky pollen. Don’t sweat the season!
Try a new remedy and start wiping away
those seasonal allergies for good.
HEATHER BREMNER CLAVERIE is a
contributing writer for IG Living magazine.

Product Guide

Spray Away the Irritants

Soothe Your Sinuses
Indoor air is often sapped of moisture thanks to heaters, fans
and air conditioners, which can exacerbate seasonal allergies
and cause a variety of issues from dry throats and itchy skin to
bloody noses and headaches. When allergies strike, add some
moisture to the air with the Pure Enrichment MistAire Silver
Ulstrasonic Cool Mist Humidifier. This tear drop-shaped
humidifier moisturizes the air for up to
25 hours, and its rotating nozzle makes
it simple to adjust mist direction and
settings. $39.99; www.target.com/p/
pure-enrichment-mistaire-silver-ultrasoniccool-mist-humidifier/-/A-54387645

Trying to function with itchy,
watery eyes and a runny nose
is basically impossible. Enter
Flonase Allergy Relief Spray.
Two squirts of this allergy spray
provides round-the-clock relief
even during the height of allergy season. The best part?
This medication won’t cause drowsiness, and because it
provides multi-symptom relief, you don’t need a basket of
additional products to get through the allergy season. Just
grab Flonase and go.
$21.30; www.amazon.com/dp/B088WKBSP7


Trap the Pollen in Its Tracks

Sweeten the Season
A lollipop that can ward off
pollen? That’s the secret sauce
behind Wedderspoon Organic
Manuka Honey Pops. Manuka
honey, produced from bees in
New Zealand that feast on the
nectar of the manuka bush,
contains significant amounts
of antibacterial compounds
that can help alleviate seasonal
allergies. The lollipops come
in orange, grape and raspberry
flavors, or try the honey
drops available in fennel and
cinnamon or eucalyptus and
bee propolis.
$12.99 for a pack of 24; www.
amazon.com/dp/B074JGKNJ5

If pollen and dust are circulating in your indoor environment, there’s
not much you can do to ease symptoms. Rest easy by trapping
those seasonal allergy triggers with an AirDoctor. A 2020 study in the
Yonsei Medical Journal revealed that air purifiers significantly reduced
the symptoms of those suffering from seasonal allergies, as well as
decreased their need for medications to manage them. Placing one in
every room can do wonders, but at the very least, placing one in your bedroom will
help you snooze in comfort. $399 and up; www.airdoctorpro.com/purifiers

Defend Yourself
Take two of this synergistic blend of antioxidants, bioflavonoids, herbs and
enzymes to reduce seasonal allergy symptoms. Cymbiotika Allergy Defense
boosts the immune system and reduces inflammation, all a necessity when
pollen, mold and dust are attacking. Plus, this all-natural remedy won’t
cause drowsiness or other undesirable side effects. $42; cymbiotika.com/
collections/immunity/products/allergy-defense#description

Tame the Inflammation
Add the MSM Morning Mix from Raw Revelations to
your morning routine to detoxify, hydrate and nourish
your cells. A potent blend of organic sulfur (MSM) and
superfruits, it helps alleviate allergy symptoms associated with
inflammation. Simply stir a teaspoon into water or juice for
relief from a variety of allergies and ailments. Increase the
dosage for other issues such as chronic pain.
$30; rawrevelations.com/msm-powder
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Book Corner

Sleep to Heal: Refresh, Restore, and
Revitalize Your Life
Authors: Abhinav Singh, MD, MPH, FAASM, with
Charlotte Jensen
Publisher: Humanix Books
The new and unraveling science of sleep reveals
that sleep impacts everything from anxiety and
creativity to productivity and longevity. It’s an
essential pillar of health — perhaps even more important than nutrition
and exercise. No matter what a person’s goals are — better sleep, losing
weight or simply feeling more patient around loved ones — it is never
too late for a sleep reboot. Based on scientific research and 15 years of
clinical experience of a double board-certified sleep physician who has
taught the art of sleep to more than 15,000 patients, Sleep to Heal will
reshape the way readers think about sleep and give them the strategies
and tools needed to transform life from the inside out — one peaceful
night at a time.

A Light in the
Dark for PANDAS
& PANS
Author: Jill Crista, NMD
Publisher: Self-Published

Watching a child suffer from PANDAS or
PANS can be a heart-wrenching experience,
and many parents feel their child has
been stolen from them. But the good
news is there is hope. Mother of children
affected by PANS and seasoned clinician
in naturopathic medicine, Dr. Jill Crista
created this playbook to support other
families’ journeys.

 

  
The Utmost 2023 Celiac Disease
Cookbook: Detailed Guide for the
Newly Diagnosed, 100+ Recipes for an
Easy Transition, Restore Your Health
from Celiac Disease
Author: Cook Caroline
Publisher: Self-Published
The Utmost 2023 Celiac
Disease Cookbook explains
why individuals suffering
from celiac disease need to
follow a gluten-free diet
and what types of foods and
ingredients contain gluten.
It includes tips on planning
gluten-free meals and on
dealing with children on
gluten-free diets.
56
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Power Over Autoimmune:
Take Back Control of Your
Condition and Live the Life
You Were Always Meant to Live
Author: Gregg Haven, MD
Publisher: Jw Choices
In Power Over Autoimmune, readers will learn the essence of
the autoimmune problem; origination of autoimmune disease in
the body; myths and facts about the condition; what histamine
intolerance does to the body; how a leaky gut wreaks havoc on
the immune system; how to choose the best foods and proper
nutrition for the body; how stress aggravates the problem; and how
adequate rest is vital to recovering and maintaining the condition.
In addition, this book includes information about ways to reduce
inflammation in the body; common mistakes people make in
dealing with autoimmune diseases; the importance of nutrition,
exercise, consistency and motivation in daily life; and customized
plans and recipes to start eating the right way.

41 IGL eBook.qxp_Layout 1 10/27/20 2:30 PM Page 41

Download the IG Living
eBook todayy—now avaailabble
for iPaad, Nook and Ki
K ndle!

“Yo
ou can lament what is lost to you,
o whether it’s
opportunity, a person or your heallth, but clinging to
anger is no way to experience life.” — Rebecca Zook
in “Life Lessons,” excerpted from Chroonic Inspiraattion.
Download a daily dose of inspiration with this heartfelt
compilation of writings on life with chronic illness. From
coping strategies and parenting tips to “from the trenches”
advice on dealing with familyy and friends who simply don’t
get it, these personal stories are sure to uplift, challenge and
inspire. Honestt and candid, Chronic Inspiration: Heartfelt

“For the patient commu
unity, this was
invaluable. Wh
hen I down
nloaded it, I knew
this would be something
g I would refer to
over and over again.”
— Jenny Gardner

Perspectivves on Life with Chronic Illness gives voice to those
who refuse to let their diagnosis define who they are or what
theyy can accomplish.

Chronic Inspiration can bbe purchased on iTun
u es, Amazon and Barnes and Noble.com

Resource Center
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Help IG Living Magazine Go Green

Join our campaign to reduce unnecessary paper consumption!
Here’s how you can help: If you can forgo receiving a hard copy of the magazine and

utilize the digital version instead, go to www.IGLiving.com to select the Go Green tab to
sign up for the electronic version and opt out of the print version.

The Beneﬁts of Going Digital for You!
 Enjoy earlier access to every new issue weeks ahead of receiving the
print version by mail
 Print copies of individual articles easily to keep or hand out to
friends, family and care providers
 Share articles instantly on Facebook
 Read the issues anywhere at any time on all of your digital devices
(smartphone, computer, iPad, tablet)
 Quickly access all published articles in IG Living’s Archives
 Receive an email reminder when every new digital issue is available

With MyFluVaccine.com easy
online ordering
Don’t give flu a fighting chance to be the
co-respiratory disease we confront next season.
With MyFluVaccine.com
Together, let’s #fightflu. Visit MyFluVaccine.com
easyyour
online
ordering
and place
order today
to help minimize
the impact of the 2022-23 flu season.
Don’t give flu a fighting chance to be the
co-respiratory disease we confront next
season. Together, let’s #ﬁghtﬂu. Visit
MyFluVaccine.com and place your order
today to help minimize the impact of the
2021-22 flu season.
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