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From the Editor

   
   
 

 
WE OFTEN emphasize the importance of self-advocacy
in the pages of IG Living. But I wonder if many realize its
origins. The self-advocacy movement emerged in the 60s
and 70s in Sweden when individuals with developmental
disabilities began transitioning out of large institutions and
formed clubs to develop statements about how they wanted
to be treated. The movement eventually spread to the U.S.,
where individuals with intellectual disabilities formed a
group called “People First” because they felt “their disabilities were secondary
to their being a person first and foremost.” The movement now extends far
beyond the world of disabilities. It is a phrase that simply means to speak or act
on behalf of oneself or others, or on behalf of issues that affect a person directly.
For those in the chronic illness community, self-advocacy means getting
appropriate care and treatment and regaining hope and independence. In our
article “How to Be Your Own Best Advocate” (p.22), we provide several practical strategies to help patients take charge of their health. This includes tips
for getting the most from doctor appointments, conducting research on their
conditions, accepting backup from others who can provide understanding
and support, being respectful to providers even in difficult situations, being
persistent in the pursuit of what’s needed and seeking a second opinion.
Indeed, scheduling a second opinion should not make patients uneasy.
Many often forgo a second opinion because they are afraid of offending an
“all-knowing” provider. But, as we explain in our article “Is It Time for a Second
Opinion?” (p.26), there are many reasons patients should pursue one, from
receiving a rare diagnosis to feeling unsure about a suggested treatment or
simply not feeling comfortable around a specific physician. We outline how to
advocate for a second opinion, how to overcome barriers to getting one and
how to process it once it’s obtained.
Perhaps one of the most disheartening reasons self-advocacy may be necessary
occurs when patients deal with government agenices, and this is especially true
when receiving SSI to afford costly treatments such as immune globulin therapy.
Most patients don’t want to rely on government assistance, but many have no
choice when they can’t possibly afford access to costly treatments they need
to survive. Yet, once on government assistance, often patients are threatened
with reduced or lost benefits if they also want to pursue a career that pays
beyond a low limit. This is the case for one patient who felt demoralized by this
situation and decided to fight the system. In her article “Balancing Government Assistance and Career Goals” (p.30), she explains how to navigate the
“bureaucratic cracks” and find the right elected officials to enact solutions to a
broken system. Most importantly, she encourages others to never quit fighting.
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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Abbie’s Corner

 

AS THE patient advocate for IG Living
magazine, I am frequently asked by
patients what they can do to advocate
for themselves. My response — keep a
complete copy of their medical records
— usually surprises them. Most patients
assume their medical records are safe
in the hands of their doctors, hospitals
and pharmacies. Unfortunately, this
frequently isn’t the case, particularly
for patients with chronic illness. Often,
these patients have complicated medical
histories with medical records that date
back years and span many different
facilities and specialty pharmacies and
numerous physicians.
In the past, patients’ medical records
were 100 percent paper-based. This
meant their medical records were in
many different locations and were
frequently lost when doctors retired or
patients switched health systems. This
lack of continuity was recognized as
early as 1965, when electronic health
records (EHRs) were first established.1
Most now know what EHRs are
and how they are supposed to enhance
patient care by making medical records
instantly and securely accessible
for authorized users. One of the key
features is that EHRs are supposed
to be shareable by providers across
different healthcare systems, thereby
making patients’ medical history,
diagnoses, medications, treatment
plans, immunization dates, allergies,
radiology images and laboratory and test
results portable.2 The reality, though, is
different. While EHRs have gone a long
way toward making patient information
available, a lack of interoperability
between different systems often prevents
patient records from being accessible.
6
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For patients with a chronic illness,
this lack of documentation can adversely
affect their care. For instance, without a
complete medical history, patients are
frequently asked to perform redundant
testing. More importantly, it can lead to
delays or denials in approval of needed
therapies.
To prevent this, I recommend patients
obtain and keep copies of their labs and
physician visit notes. While this is timeconsuming, they will find it makes their
journey with lifelong therapies such as
immune globulin easier.
Specifically, I recommend patients
who suffer from a primary immune
deficiency keep copies of the following
records:
• Documented history of infection
• Baseline IgG, IgA and IgM levels
• IgG subclasses if they were drawn
• Vaccine challenge testing, including
copies of pre-vaccine titers, date the
vaccine was administered, which vaccine
was administered and copies of postvaccine titers
• Copies of all notes from the treating
prescriber
• Follow-up labs (IgG, IgA, IgM and
IgG subclasses)
I also recommend patients diagnosed
with chronic inflammatory demyelinating
polyneuropathy or Guillain Barré
syndrome keep the following:
• Physician visit notes, including
neurological exam testing for motor
strength and sensory symptoms
• EMG/NCS
• Antibody testing lab results
• History of how the condition
presented, including when it started and
how long it progressed before starting
treatment

• Ongoing physician notes that
document
treatment
response
(improvement) to therapy
The easiest way to compile the needed
information is to do so on an ongoing
basis. This means every time patients visit
their doctor, have a test performed, are
discharged from the hospital or receive
an insurance form or bill, a copy is
kept for their records. If this seems
overwhelming, patients should ask a
family member or friend to help.3
Once patients have the needed records,
it is important to store them in a secure
place. If keeping paper records, they
should be stored in a safety deposit box
or a fireproof safe. Another option is to
store the records on a personal computer
or on a secure cloud-based server.
While maintaining medical records
might seem like a lot of work, the
benefits of having them will outweigh
the effort. The important thing patients
should remember is that it is their
health! By maintaining copies of
medical records, they can best serve as
their own advocate when consulting
specialists, seeking second opinions or
switching coverage!
References

1. Becker’s Healthcare. A History of EHRs: 10 Things to Know. Accessed at
www.beckershospitalreview.com/healthcare-information-technology/
a-history-of-ehrs-10-things-to-know.html#:~:text=The%20first%20
EHRs%20appeared%20in,were%20underway%2C%20according%20
to%20HIMSS.
2. HealthIT.gov. What Is an Electronic Health Record. Accessed at www.
healthit.gov/faq/what-electronic-health-record-ehr.
3. Thompson, A. 3 Steps to Building a Personal Medical Record.
Cancer.net, Aug. 25, 2016. Accessed at www.cancer.net/blog/2016-08/
3-steps-building-personal-medical-record.

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

Faces of IG

How Do You Handle the Ups and Downs of Your Illness?
                  
         
         
    — Jerri LO
           
            
— Renee WL
                                  

— Melanie M
        —   

— Tina M

What Coping Strategies Do You Use to Deal with Your Illness?
           — Sandy P
              
     — Peggy SG

How Do You Stop Yourself from Mindlessly Eating?
                          
              

— Jerri LO
                           
          
      — Carolyn W
                 
    — Peggy SG
                              
   — Melanie M

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 received a letter from my Medicare Administrative Contractor (Noridian) stating the IVIG
Demonstration Project was going to be terminated as of Dec. 31, 2020. Termination means no payments
will be made to cover nursing and supplies for at-home intravenous immune globulin (IVIG) infusions.
Do you have any information about whether the program was extended?

 I have good news. On Dec. 21, 2020, Congress passed the “Consolidated Appropriations
Act, 2021. Division CC, Section 104 of this legislation extends the Medicare IVIG Demonstration
through Dec. 31, 2023. Beneficiaries enrolled in the demonstration as of Nov. 15, 2020, will be able
to continue with no re-enrollment required. Suppliers can continue to provide and will be paid for
demonstration services provided to eligible and enrolled beneficiaries beginning Jan. 1, 2021. For
more information, see med.noridianmedicare.com/web/ivig.

      
 
If a person is being treated with immune globulin (IG), can mononucleosis or Epstein Barr virus
levels be accurately checked? My immunologist says no because of the antibodies from donors
pooled to manufacture the IG, which would produce inaccurate test results.

 I spoke to Marc Riedl, MD, MS, associate professor of medicine in the division of rheumatology, allergy
and immunology at the University of California, San Diego, and he said by the late teens and early 20s, more than 80
percent of the population has EBV antibodies due to past exposure/infection. Therefore, IG products manufactured
from thousands of human plasma donors have EBV antibodies, which means patients receiving IG therapy will
typically test positive for EBV IgG antibodies. Like many antibody-based tests, these lab results will not be accurate in
patients receiving IG treatment.
Much of the confusion surrounding EBV is what type of testing indicates an active infection. Generally speaking,
EBV antibodies alone do not provide conclusive evidence of active infection, but more often reflect past exposure.
There are several different antibodies to EBV that can measured, so there’s some complexity to interpreting the
values. But in terms of IG treatment, most of this complexity is not interpretable due to interference from the IG
treatment. For IgM antibodies to EBV (which are generally not affected by IG treatment), there are additional
complicating factors, including other viral infections and illnesses that can sometimes cause false positive EBV
IgM results.
The most accurate way to diagnose active EBV infection is with PCR testing, which looks for EBV DNA in the
blood. This is rarely necessary, but it is the most reliable way to investigate EBV infection concerns if a person is
receiving IG therapy.
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ABBIE CORNETT is the
patient advocate for IG Living
magazine. She can be reached at
patientadvocate@igliving.com
or (800) 843-7477 x1366.

Therapeutic Hotline



DEALING WITH chronic pain is
common for those living with an immune
or autoimmune disorder. At some point,
everyone has experienced acute pain,
which feels unbearable in the moment
but is temporary. While chronic pain may
ebb and flow, it is almost always there
on some level. Patients may spend years
seeking relief by taking medications, seeing
doctors and enduring never-ending tests.
However, in the end, you may still be
living with chronic pain and realize your
life has become focused on finding ways
to reduce or eliminate it.
On top of that, others — in the
medical professional and in their personal
lives — may not understand it and may
not be sympathetic. If they have never
experienced chronic pain, they cannot
comprehend what it is like to live with it
day in and day out. They may even think
it is “all in your head.”
The reality is most people struggling
with chronic pain cannot fully get rid
of it. By spending all your time, energy
and attention trying to control or change
the pain, doing so just adds additional
suffering, which may manifest in the form
of anger, depression or fear. Or, it may
be you do not have time or energy to
do anything you would normally enjoy.
Alternatively, you may have stopped living
your life and are waiting for the pain to go
away so you can start enjoying life again.
Life is too precious to spend waiting on the
sidelines to begin living again.
So what can you do if you can’t get
rid of chronic pain? Many strategies
you can try on your own or with a
therapist have been shown to be extremely
effective. Working with a therapist or
employing these strategies instead of (or
in addition to) medication does not mean

it is in your head or you have some sort of
psychological problem. It means you have
chronic pain that is making it hard to live
the life you want.
If you cannot change your pain,
you can change your relationship with
the pain. Here are some examples of
strategies that have been shown to be
extremely effective at helping people
live more fulfilling and rewarding lives
while living with chronic pain:
• Work on accepting the fact that you
have chronic pain and it may not go away.
Accept that trying to get rid of it, control
it or wait for it to go away costs time and
energy, and prevents you from living a
rewarding life. Moreover, all of that effort
is not getting rid of the pain. Making this
shift from trying to control or avoid the
pain to accepting the reality it is staying
with you is not an easy change to make,
but it can be done and it can generate a
dramatic difference in your life.
• Notice the thoughts you have about
the pain, and practice labeling them as
thoughts rather than realities, or as opinions
rather than facts. Your thoughts about your
chronic pain and its impact on your life may
be completely accurate. The point is not to
weigh whether they are true or not. It is not
to try to talk yourself out of those thoughts.
The point is to notice the thoughts, let them
be there in your mind and then do what
you want to do. Our thoughts do not need
to dictate our behavior.
• Change “but” to “and.” For example,
instead of saying “I want to go to my
friend’s house but I am in pain,” say “I
want to go to my friend’s house and I am
in pain.” The first sentence suggests you
cannot see your friend if you are in pain, as
if only one part of the sentence can be true
at a time. However, both clauses are true.

The second sentence is more accurate. Can
you be in pain and see your friend?
• Observe your pain as if you’re looking
at it through a microscope or as if it was
a separate entity. Imagine its shape, color
or temperature. Try to create an image of
it, and then simply observe it rather than
trying to change it.
• Try to live in the moment. It is so easy
for us to focus on the past (“remember
what happened last time I felt this pain”)
or the future (“I will always feel this way”).
The challenge is to notice those thoughts,
pause and then bring yourself back into
the present moment. One way to do that
is by focusing on your breathing for a
minute or two — just notice the breath
coming in and out of your body. Or
check in with each of your five senses.
Or intentionally focus on what others are
doing or saying in the room. The point is
to take yourself out of your head and come
back into the room.
• Think about what really matters to
you and how you want to spend your
time. Then brainstorm ways to do things
that fit with what matters to you while
having pain. How you spend your time
will look different than it would if you
did not have pain, and it can feel more
fulfilling than spending your life chasing a
way to get rid of the pain.
There are many online sites, videos and
self-help books that can walk you through
these techniques and others, step by step.
Just look up “ACT for chronic pain.”

ERIKA LAWRENCE, PhD,
is director of translational
science at The Family
Institute at Northwestern
University, Evanston, Ill.
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Immunology 101

     

TYPE III hypersensitivity is the third
histopathologic observation described in
1963 by Gell and Coombs’ classification of
drug allergies into four pathophysiological
types. In contrast to type I that is due

to IgE and type II that can be due to
IgG, IgA or IgM, but primarily IgG
and IgM with complement activation
binding directly to tissue targets, type III
can be due to IgG, IgA or IgM binding

Figure 1. Linear or Smooth Pattern of Antibodies in Type II Hypersensitivity

Figure 2. Lumpy-Bumpy Pattern of Immune Complexes in Type III Hypersensitivity
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to targets small enough to circulate in
the blood. Commonly, though, these
immune complexes of immunoglobulin
target material, and frequently with
complement proteins, will deposit out

Immunology 101

Table. Clinical Manifestations of Common Type II Hypersensitivity Reactions
Disease

Target

Clinical Manifestation(s)

Arthus reaction
Henoch–Schönlein purpura

Vaccine ingredients
Unknown/thought to be due to
viral infections

Hypersensitivity pneumonitis
Polyarteritis nodosa
Post-streptococcal glomerulonephritis
Reactive arthritis
(post-infectious arthritis)
Rheumatoid arthritis

Molds and allergens
Hepatitis B virus/other
Streptococcal antigens
Streptococcus/mycoplasma/shigella
/samonellla/campylobacter/other
IgG and IgA

Serum sickness

Animal-derived antitoxins/
post-infectious antigens/other
dsDNA

Vasculitis in subcutaneous tissues
IgA antibodies result in purpuric lesions
(essentially limited areas of vasculitis)/
glomerulonephritis/gastrointestinal vasculitis
Inﬂammation in the lungs
Vasculitis of medium to small blood vessels
Glomerulonephritis
Swelling, redness, limited mobility and
pain in joints and soft tissues around joints
Rheumatoid factor (anti-IgG or anti-IgA IgM)
binds to IgG and IgA in the plasma/marker
of disease/may not cause direct problems
Joint involvement arthritis/
glomerulonephritis/vasculitis
dsDNA-anti-dsDNA immune complexes
deposit in kidneys resulting in
glomerulonephritis

Systemic lupus erythematosus

of the bloodstream into tissues. When
viewed under the microscope, the type II
antibody binding is described as “linear or
smooth” since the antibodies frequently
bind to cell surfaces or the connective
tissues around the cells (Figure 1). On the
other hand, the microscopic description
of type III is “lumpy-bumpy” due to the
aggregates that collect in the tissue space
near cells (Figure 2).
Type III hypersensitivity, also
known as immune-complex disease,
is the deposition of these immune
complexes into specific organs that
results in disease. For example, after
streptococcal infection, some patients
develop immune complexes of antistreptococcal antibodies and proteins
from Streptococcus. If these antibodies
deposit in the kidney glomeruli,
activation of complement in the immune
complexes can damage nearby cells and
cause blood to leak into the urine,
which is known as post-streptococcal
glomerulonephritis. Fortunately, in
most, this is short-lived and full recovery
occurs; however, in some, kidney failure
can ensue. In similar fashion, antidsDNA antibodies immune complexing
with dsDNA can deposit in the kidney
glomeruli in patients with systemic

lupus erythematosus (SLE), and with
activation of complement can also cause
glomerulonephritis. Unfortunately, this
process results in continuing kidney
injury and can result in kidney failure
in these patients. Thus, this is generally
the most concerning issue in patients
with SLE.
Serum sickness is perhaps most
commonly associated with type III
hypersensitivity. Prior to antibiotics, it
was determined that Streptococci cause
scarlet fever. Further, it was recognized
something in the blood could fight
Streptococci (later established to
be antibodies). This defense involves
injecting heat-killed Streptococci into
horses to generate antibodies against
the Streptococci proteins. The serum
obtained from horses can be injected
into someone with scarlet fever, resolving
the disease. In some patients, if they
later received another dose of horse
serum, they would develop fever, rash,
joint aches, swelling and blood in the
urine, a condition called serum sickness.
Subsequently found to be an immunecomplex disease, this process can be
triggered by a myriad of items, not just
serum. The Table lists common type III
hypersensitivities.

Type III hypersensitivity is commonly
known as serum sickness, and it
is at the root of a variety of disease
manifestations. Features of vasculitis,
arthritis and glomerulonephritis are
common outcomes. Treatment is based
on reducing the inflammatory processes
that have been induced and waiting for
the offending item to wane from the body
(for example, loss of the Streptococcal
protein antigens). In some instances, active
therapy is required to stop formation of
or to remove the offending antigens, but
this may be difficult to achieve. Rarely,
a person with hypogammaglobulinemia
can have an offending antigen in his or
her body, and upon receiving intravenous
immune globulin can develop type III
hypersensitivity in the form of serum
sickness, which is expected to improve as
the offending antigen wanes in the body.
In the next issue, we will begin with a
discussion of type IV hypersensitivity.
TERRY O. HARVILLE, MD,
PHD, is medical director of the
Special Immunology Laboratory
at the University of Arkansas
for Medical Sciences and a
consultant for immunodeficiencies, autoimmunities and transplantation.
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Clinical Brief

  

 



IMMUNE GLOBULIN (IG) is a
plasma therapy that has been prescribed
to treat immune deficiencies and
autoimmune conditions for many years.
Although much study has led scientists
to understand how this treatment works,
there are still unknowns, especially
regarding its mechanism of action.

What Is Known

Currently, there are 16 brands of IG
manufactured by eight companies. And,
while brands may be interchangeable for
some patients, most people are able to
tolerate one but not another due to the
unique properties of each manufacturing
process. IG therapy can be administered
intravenously or subcutaneously.
Eight brands are solely manufactured
for intravenous use, five are solely
manufactured for subcutaneous use,
and three are manufactured for either
route of administration. All brands are
manufactured using antibodies derived
12
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from thousands of human
donors. Since antibodies
are found specifically
in blood plasma, the
donation process is much
more complex than
donating blood. Plasma
therapies such as IG are
typically used to treat
rare conditions, including
immune deficiencies and
autoimmune conditions.
Immunoglobulins (IgGs)
is another term for
antibodies. Hence, IG
therapy treats conditions
with antibodies. Antibodies are proteins found
in human blood plasma
that is produced by the immune system,
specifically the bone marrow. They are
made in response to foreign entities that
enter the body. These foreign invaders,
or antigens, can be bacterial, viral or
fungal. Antibodies bind to antigens
and begin a chain reaction of immune
response to ultimately destroy the
antigens. This is known as adaptive
immunity, the process in which the
immune system is trained to recognize
and eradicate foreign invaders to keep
the body healthy.
In primary immune deficiencies (PIs),
the body does not produce sufficient
antibodies to trigger a robust response to
antigens. This deficiency can be caused
by one or more elements of the immune
system, and it can pertain to quantity
(not enough), quality (enough but not
functional) or both. There are many
components of the immune system,
and there are hundreds of immune
deficiency types, but only some types

are treated with and respond well to
IG therapy. Typically, a good response
results when the deficiency occurs with
an antibody, primarily IgG. There are
five types of antibodies in the body,
including IgG, IgA, IgM, IgE and IgD.
IgG is the most common antibody in
circulating plasma, and it is responsible
for recognizing, remembering and
aiding in the destruction of antigens.
In these cases, treatment with IG
therapy is known as replacement
therapy because it is replacing the
deficient antibodies.
The hallmark symptom of PIs is
recurrent infections caused by bacteria,
virus or fungus. When someone with
a PI receives IG therapy, either via the
intravenous (IVIG) or subcutaneous
(SCIG) route, the goal is to minimize
or prevent these types of infections.
Patients with PI routinely have their
antibody levels monitored, particularly
their IgG levels. These levels, along with
the overall health and functionality of
a PI patient, provide the prescribing
physician a method of ensuring the
IVIG or SCIG therapy is working. In
short, IG therapy ultimately serves to
protect people with PI from infections
and to help them function as normally
as possible.
In addition to recognizing foreign
invaders, the immune system also
differentiates self from nonself to keep
the body healthy. In rare instances, the
immune system can malfunction and
produce an autoantibody, which is an
antibody that attacks self. This attack
can be in any number of locations or
systems in the body to create what is
known as an autoimmune condition.
There are currently more than 100

Clinical Brief

types of autoimmune conditions, which
can affect the nervous system, skin,
gastrointestinal tract and other systems
and parts of the body.
IG therapy has been trialed in many
autoimmune conditions. In some
cases, it works extremely well, and in
others it is ineffective. Its efficacy in
treating autoimmune conditions often
depends on the patient. Most respond
and improve, but because the immune
system is so complex and unique to each
person, some patients have a robust
response while others experience little
to no response.

What Is Not Known

In autoimmune conditions, IG
therapy works differently depending
on the condition since the mechanism
of action is a lot more complex
and, in many cases, not clearly
understood. In simplest terms, IG
therapy is administered in an attempt
to suppress or adjust the immune
response causing the attack on self.
This is known as immunomodulation.
While replacement therapy dosing
is smaller for PI patients to replace
missing and defective antibodies,
dosing for immunomodulation is
higher, particularly at first, to produce
immunosuppression. IG therapy also
has anti-inflammatory effects, which
can be effective in treating autoimmune
conditions, most of which cause
inflammation that results in the
presenting symptoms.
To provide an example of the
immune system’s intricacy and the
complexity of theories surrounding
immunomodulation with IVIG, one
source states: “These theories include
mononuclear phagocytic system
blockade, autoantibody neutralization,
increased clearance of pathogenic

For More Information
• Primary immune deﬁciencies:
Immune Deﬁciency Foundation,
www.primaryimmune.org
• Autoimmune conditions:
American Autoimmune Related
Diseases Foundation,
www.aarda.org
• Donating blood plasma and/or
locating a plasma donation center:
www.donatingplasma.org

Since autoimmune conditions can
start with symptoms indicative of
numerous conditions, many people
diagnosed with an autoimmune condition
have received many diagnoses and have
tried many medications. Consequently,
it’s important to understand the desired
response to IG therapy. If it does not
achieve the desired response, it could be
the patient needs a different treatment or
has been misdiagnosed.

Communication Is Key
autoantibodies through the neonatal
Fc receptor (FcRn), complement
neutralization,
modulation
of
inflammatory and/or anti-inflammatory
cytokines, programmed cell death, antiinflammatory effects mediated through
the inhibitory Fc receptor, activating
Fc receptor-dependent dendritic cell
modulation, induction of T regulatory
cells and other mechanisms.”1
While it’s imperative people
understand the goal of IG therapy
for any condition, it’s particularly
important for those with autoimmune
conditions. For example, chronic
inflammatory demyelinating polyneuropathy (CIDP) is a condition
caused by autoantibodies that attack
the myelin sheath, nerve coverings
that aid in nerve impulse transmission.
When the sheath is unable to function
properly, nerve impulses to the muscles
become weak or absent, resulting in
weakness in the extremities, starting
distally at the toes and even fingers
and working its way up the limbs.
Walking, climbing stairs and other
actions become difficult. CIDP
patients who receive IG therapy should
gradually notice an improvement in
these activities. Merely “not getting
worse” is not the desired response.

While much is known about IG
therapy, there are still some unknowns.
Therefore, individualized treatment and
the complexity of these rare conditions
make communication between patients,
physicians and other members of the
healthcare team extremely important.
It’s vital for patients with a PI or
autoimmune condition to maintain
ongoing communication about their
response to treatment with the ordering
physician and to actively take part in
their treatment plan. In some cases,
dosing may need to be adjusted. Dosing
is based on patient weight, so it varies
from person to person. If the desired
response is not achieved, dosing may
need to be altered, more time may
be needed to achieve a response, or
the treatment or diagnosis should be
reconsidered. Again, this can only
be determined by ongoing and open
communication between patients and
their physicians.
Reference

1. Lazarus, AH. Mechanisms of Action and Immunomodulation by IVIg,
in Antibody Therapy, pp73-83. SpringerLink, 2018.

MICHELLE GREER, RN,
IgCN, is senior vice president
of sales at Nufactor, a Specialty
Infusion Company.
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“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

In the News
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In the Abbie’s Corner column in the
April-May 2021 issue of IG Living, page
6, titled “Conventional Versus COVID19 Vaccines,” we incorrectly stated:
“Vaccines do not stop the coronavirus
from entering the body; they will
only stop the body from developing
moderate to severe symptoms.”

To clarify, the Moderna and Pfizer
COVID-19 vaccines provide 95 percent
protection against contracting the
SARS-CoV-2 virus after the second
shot, but there is still a 5 percent chance
of getting infected and passing along
the virus to others. Therefore, even
though studies show cases are milder in

those 5 percent who may get infected,
individuals should still wear a mask to
protect themselves and others.
Centers for Disease Control and Prevention. Benefits of Getting a
COVID-19 Vaccine. Accessed at www.cdc.gov/coronavirus/2019ncov/vaccines/vaccine-benefits.html.
Pfizer and BioNTech Announce Publication of Results from Landmark
Phase 3 Trial of BNT162B2 COVID-19 Vaccine Candidate in the
New England Journal of Medicine. Pfizer press release, Dec. 10, 2020.
Accessed at www.pfizer.com/news/press-release/press-release-detail/
pfizer-and-biontech-announce-publication-results-landmark.
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Researchers at the Garvan-led
Clinical Immunogenomics Research
Consortium Australasia (CIRCA) found
three patients with DOCK8 deficiency,
a severe genetic immunodeficiency, had
spontaneously repaired the faulty genes
through a rare DNA change known as
somatic reversion. The patients, who
were between 18 years and 45 years old
and had been suffering from infections
and rashes since shortly after birth,
each began experiencing significant
improvements in their health in the
absence of significant treatments.
In the study, the researchers used
sophisticated genetic, molecular, cellular
and functional analyses to examine the
immune cells of the three patients. After
analyzing the genome of the patient’s
immune cells, they observed some cells
had undergone somatic reversion (they
had accumulated random mutations
within the DOCK8 gene when it
was copied that reverted the harmful
variations in their DNA back to the
normal DNA code). “DOCK8 deficiency
is a rare, inherited condition caused
by errors in the DOCK8 gene and is
characterized by recurring bacterial, viral
and fungal infections, as well as severe
allergic reactions and some cancers.

      

Unexpectedly, one patient in the CIRCA
network with DOCK8 deficiency and two
overseas [patients] also underwent somatic
reversion. This surprising discovery has
implications for future therapies and
treatments for the often-fatal disease,” said
professor Stuart Tangye, PhD, immunity
and inflammation research theme leader
at the Garvin Institute and co-senior
author of the findings published in the
Journal of Clinical Investigation.
One emerging approach to treating
inherited immunodeficiencies like
DOCK8 deficiency is gene therapy in
which a patient’s own cells are removed
and harmful gene variants are replaced
with healthy versions. These cells are
then injected back into the patient’s

body where the risks of rejection are
much lower since the cells originated
in the patient’s own body. However,
while gene therapy has been used to
successfully treat a small but growing
number of genetic diseases, Dr. Tangye
said it is currently unavailable to patients
with DOCK8 deficiency. “What our
study suggests is that introducing even
a few healthy cells into those patients
with rare genetic conditions may be
an effective treatment if these cells can
multiply over time and are, therefore,
a promising potential therapy in the
future,” explained Dr. Tangye.
Henderson, E. Life-Threatening Genetic Immunodeficiency Reversed by a
Rare DNA Change. News Medical Life Sciences, Feb. 1, 2021. Accessed
at www.news-medical.net/news/20210201/Life-threatening-geneticimmunodeficiency-reversed-by-a-rare-DNA-change.aspx.
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A systematic review and metaregression analysis of published clinical
studies was conducted to evaluate the
impact of increasing immunoglobulin
G (IgG) trough levels on infection
rates in patients with primary
immunodeficiency disorders (PI)
receiving intravenous immune globulin
(IVIG) treatment.
From a search of all relevant articles
published between 2001 and 2018,
28 clinical studies reporting on 1,218
patients were included. Across all
studies, the mean IVIG dose ranged
from 387 mg/kg to 560 mg/kg every
three to four weeks, and mean IgG
trough level ranged from 660 mg/dL to
1,280 mg/dL. A random-effect metaregression slope analysis found the IgG
trough level increased significantly by
73 mg/dL with every increase of 100
mg/kg in the dose of IVIG. Overall
infection rates declined significantly by
13 percent with each increment of 100
mg/dL in the IgG trough level, up to
960 mg/dL (p < 0.05).
The study authors concluded that
titrating the IgG trough level up to
960 mg/dL progressively reduces
the infection rate in PI patients, but
there is less incremental benefit above
this trough level. “Further studies to
validate this result are required before
it can be used in clinical practice,”
they added.
Lee, JL, Shah, NM, Makmor-Bakry, M, et al. A Systematic Review and
Meta-Regression Analysis on the Impact of Increasing IgG Trough
Level on Infection Rates in Primary Immunodeficiency Patients
on Intravenous IgG Therapy. Journal of Clinical Immunology, 2020
Jul;40(5):682-98. Accessed at link.springer.com/article/10.1007/
s10875-020-00788-5.
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Octapharma has released new
expert consensus guidelines on the
use of immune globulin replacement
therapy (IGRT) to treat patients
with haematological malignancy and
secondary antibody deficiencies (SAD).
The guidelines were developed by a
task force of eight experts in immunology
and haemato-oncology on key aspects
of IGRT, which were reviewed by a
panel of 32 European experts. The
consensus recommendations for SAD
due to haematological malignancies
include: measurement of IgG levels at
the beginning of anti-cancer treatment;
initiation of IGRT in patients who
have received appropriate anti-infective
therapy during or after a single severe
infection or during recurrent or
persistent infections when IgG levels are
less than 4 g/l or if test immunization
has failed; initiation of IGRT with a
minimum IgG dose of 0.4 g/kg body
weight every three to four weeks or
stopping IGRT after at least six months
without infections and concomitant
evidence of immunological recovery.
A total of 21 consensus statements
emphasize the importance of IGRT
for patients with SAD who experience

severe, recurrent or persistent infections
and provide guidance on initiation,
dosing and discontinuation of IGRT, as
well as measurement of IgG levels and
the use of subcutaneous IG therapy.
The publication is available through
open access at “Treating Secondary
Antibody Deficiency in Patients with
Haematological Malignancy: European
Expert Consensus” in the European
Journal of Haematology.
According to Stephen Jolles, lead
author of the publication and professor
at the Immunodeficiency Centre for
Wales in Cardiff, United Kingdom,
“Developing consensus guidelines for
the use of IGRT in secondary antibody
deficiency (SAD) aims to address a major
need for treatment recommendations
for patients with haematological
malignancies and SAD. IGRT can
reduce morbidity and mortality in a
selected group of these patients, and
it is important that physicians have
consistent guidance on defining this
group and managing infection risk.”
Recommendations on Treatment of Secondary Antibody Deficiency
in Patients with Haematological Malignancies. Octapharma press
release, Feb. 19, 2021. Accessed at financialpost.com/pmn/pressreleases-pmn/business-wire-news-releases-pmn/octapharmanew-consensus-recommendations-on-treatment-of-secondaryantibody-deficiency-in-patients-with-haematological-malignancies.
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Results from a survey of immune
thrombocytopenia (ITP) patients show
the disease has an impact on their social,
work and family life. Seventy-six patients
completed the online survey, conducted
by Dova Pharmaceuticals, two-thirds of
whom had been diagnosed at least 10 years
previously. Events leading to diagnosis
were petechiae (21 percent), general
check-up (19 percent), bleeding events
(18 percent) and bruising (16 percent).
According to the researchers, patients with
ITP felt well-informed about their disease,
and 97 percent knew their current platelet
count. At the time of diagnosis, platelet
counts were less than 10 x 109/L in 47

percent and less than 10 to 30 x 109/L in
27 percent. At the time of survey response,
platelet count was less than 30 x 109/L
in 4.62 percent of participants and 47.69
percent of respondents had platelet counts
greater than 100 x 109/L.
Fifty-eight percent of respondents
reported ITP-related fatigue interfered
with their work, family or social life. Prior
to being treated, 35 percent reported
fatigue daily and 13 percent reported
it twice a week. Despite treatment, a
similar proportion reported fatigue daily
(39 percent) or twice a week (16 percent).
Survey results did not suggest bleeding
was a concern for most patients, with

 
59 percent reporting bleeding does not
interfere with work, family or social life.
“This survey demonstrates the
complexity of ITP and the effects of
fatigue, bleeding and treatment on the
lives of the patients. Despite the fact that
two-thirds of patients had been diagnosed
for at least 10 years, 58 percent of patients
reported ITP-related fatigue interfered
with their work, family or social life,” said
Kavita Aggarwal, vice president of medical
affairs at Dova Pharmaceuticals.
Results from a Survey with Patients with Immune Thrombocytopenia
(ITP) Demonstrates Disease Burden and Impact for Patients with
ITP. Swedish Orphan Biovitrum AB, Dec. 8, 2019. Accessed at www.
prnewswire.com/news-releases/results-from-a-survey-with-patientswith-immune-thrombocytopenia-itp-demonstrates-disease-burdenand-impact-for-patients-with-itp-300971019.html.
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EMED needle sets have
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Why Choose OPTFlow™?
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Hizentra is an Ig* therapy that provides proven PI protection with
the convenience of self-administration, so you can focus on everyday living
*Ig=immunoglobulin

Important Safety Information
Hizentra®, Immune Globulin Subcutaneous (Human), 20% Liquid,
is a prescription medicine used to treat:
• Primary immune deficiency (PI) in patients 2 years and older
• Chronic inflammatory demyelinating polyneuropathy (CIDP)
in adults
WARNING: Thrombosis (blood clots) can occur with immune
globulin products, including Hizentra. Risk factors can
include: advanced age, prolonged immobilization, a history
of blood clotting or hyperviscosity (blood thickness), use of
estrogens, installed vascular catheters, and cardiovascular
risk factors.
If you are at high risk of blood clots, your doctor will prescribe
Hizentra at the minimum dose and infusion rate practicable
and will monitor for signs of clotting events and hyperviscosity.
Always drink sufficient fluids before infusing Hizentra.
See your doctor for a full explanation, and the full
prescribing information for complete boxed warning.

Treatment with Hizentra might not be possible if your doctor
determines you have hyperprolinemia (too much proline in the
blood), or are IgA-deficient with antibodies to IgA and a history
of hypersensitivity. Tell your doctor if you have previously had
a severe allergic reaction (including anaphylaxis) to the administration
of human immune globulin. Tell your doctor right away or go to the
emergency room if you have hives, trouble breathing, wheezing,
dizziness, or fainting. These could be signs of a bad allergic reaction.
Inform your doctor of any medications you are taking, as well as
any medical conditions you may have had, especially if you have
a history of diseases related to the heart or blood vessels, or have
been immobile for some time. Inform your physician if you are
pregnant or nursing, or plan to become pregnant.
Infuse Hizentra under your skin only ; do not inject into a
blood vessel. Self-administer Hizentra only after having been
taught to do so by your doctor or other healthcare professional,
and having received dosing instructions for treating your condition.

Please see Brief Summary of full Prescribing Information on reverse.

Simplify your infusions
with the first and only Ig prefilled syringes
—only from Hizentra

Simple, convenient, and ready to use, so you can get back to everyday living

Choose when and
where you infuse
Self-administration with Hizentra
means you and your doctor
can decide when and where
you infuse. Convenient dosing
options (from daily to once every
2 weeks) mean you won’t have
to adjust or cancel your plans
due to IV infusion appointments.

No more IV infusions

Proven Safety

IV infusions can be challenging
for people who have
hard-to-find or damaged veins.
Hizentra allows you to infuse
just under the skin, not into a vein,
after training from your doctor.

Hizentra has an established
safety profile and demonstrated
tolerability. In clinical trials, the
most common side effects were
redness, swelling, itching, and/or
bruising at the infusion site;
headache; chest, joint, or back
pain; diarrhea; tiredness; cough;
rash; itching; fever, nausea, and
vomiting. These are not the only
side effects possible.

Visit www.HizentraPFS.com or ask your doctor about Hizentra prefilled syringes.
Immediately report to your physician any of the following symptoms,
which could be signs of serious adverse reactions to Hizentra:
• Reduced urination, sudden weight gain, or swelling in your legs
(possible signs of a kidney problem).
• Pain and/or swelling or discoloration of an arm or leg, unexplained
shortness of breath, chest pain or discomfort that worsens on deep
breathing, unexplained rapid pulse, or numbness/weakness
on one side of the body (possible signs of a blood clot).
• Bad headache with nausea; vomiting; stiff neck; fever; and
sensitivity to light (possible signs of meningitis).
• Brown or red urine; rapid heart rate; yellowing of the skin or eyes;
chest pains or breathing trouble; fever over 100°F (possible
symptoms of other conditions that require prompt treatment).
Hizentra is made from human blood. The risk of transmission
of infectious agents, including viruses and, theoretically, the
Creutzfeldt-Jakob disease (CJD) agent and its variant (vCJD),
cannot be completely eliminated.

The most common side effects in the clinical trials for Hizentra
include redness, swelling, itching, and/or bruising at the infusion
site; headache; chest, joint or back pain; diarrhea; tiredness;
cough; rash; itching; fever, nausea, and vomiting. These are not
the only side effects possible. Tell your doctor about any side
effect that bothers you or does not go away.
Before receiving any vaccine, tell immunizing physician if you have
had recent therapy with Hizentra, as effectiveness of the vaccine
could be compromised.
Please see full prescribing information for Hizentra, including
boxed warning and the patient product information, available
at Hizentra.com.
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.
You can also report side effects to CSL Behring’s
Pharmacovigilance Department at 1-866-915-6958.

IgIQ®: Support Programs to Help You Get Started
Call IgIQ to find out about programs such as:

One-month free trial of
Hizentra with at-home
nurse visits

Most patients with
commercial insurance
pay $0 out-of-pocket*

Protection if you
lose insurance*

1-877-355-IGIQ (4447)
*Other terms and conditions apply. Call IgIQ to learn more.

Hizentra®, Immune Globulin Subcutaneous (Human), 20% Liquid
Initial US Approval: 2010
BRIEF SUMMARY OF PRESCRIBING INFORMATION
These highlights do not include all the information needed to use Hizentra
safely and effectively. Please see full prescribing information for Hizentra,
which has a section with information directed specifically to patients.
What is HIZENTRA?
HIZENTRA is a prescription medicine used to treat primary immune deficiency (PI) and chronic
inflammatory demyelinating polyneuropathy (CIDP). Infuse HIZENTRA only after you have
been trained by your doctor or healthcare professional. HIZENTRA is to be infused under your
skin only. DO NOT inject HIZENTRA into a blood vessel (vein or artery).
Who should NOT take HIZENTRA?
Do not take HIZENTRA if you have too much proline in your blood (called “hyperprolinemia”)
or if you have had reactions to polysorbate 80. Tell your doctor if you have had a serious
reaction to other immune globulin medicines or have been told that you have a deficiency
of the immunoglobulin called IgA.
Tell your doctor if you have a history of heart or blood vessel disease or blood clots, have
thick blood, or have been immobile for some time. These things may increase your risk of
having a blood clot after using HIZENTRA. Also tell your doctor what drugs you are using,
as some drugs, such as those that contain the hormone estrogen (for example, birth control
pills), may increase your risk of developing a blood clot.
What are possible side effects of HIZENTRA?
The most common side effects with HIZENTRA are:
• Redness, swelling, itching, and/or bruising at the infusion site
• Headache/migraine
• Nausea and/or vomiting
• Pain (including pain in the chest, back, joints, arms, legs)
• Fatigue
• Diarrhea
• Stomach ache/bloating
• Cough, cold or flu symptoms
• Rash (including hives)

• Itching
• Fever and/or chills
• Shortness of breath
• Dizziness
• Fall
• Runny or stuffy nose
Tell your doctor right away or go to the emergency room if you have hives, trouble
breathing, wheezing, dizziness, or fainting. These could be signs of a bad allergic reaction.
Tell your doctor right away if you have any of the following symptoms. They could be signs
of a serious problem.
• Reduced urination, sudden weight gain, or swelling in your legs. These could be signs
of a kidney problem.
• Pain and/or swelling of an arm or leg with warmth over the affected area, discoloration
of an arm or leg, unexplained shortness of breath, chest pain or discomfort that
worsens on deep breathing, unexplained rapid pulse, or numbness or weakness on
one side of the body. These could be signs of a blood clot.
• Bad headache with nausea, vomiting, stiff neck, fever, and sensitivity to light. These
could be signs of a brain swelling called meningitis.
• Brown or red urine, fast heart rate, yellow skin or eyes. These could be signs of a
blood problem.
• Chest pains or trouble breathing.
• Fever over 100ºF. This could be a sign of an infection.
Tell your doctor about any side effects that concern you. You can ask your doctor to give you
more information that is available to healthcare professionals.
Please see full prescribing information, including full boxed warning and FDAapproved patient product information. For more information, visit Hizentra.com.
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.
You can also report side effects to CSL Behring’s Pharmacovigilance Department at
1-866-915-6958.

Hizentra is manufactured by CSL Behring AG and distributed by CSL Behring LLC. Hizentra® is a registered trademark of CSL Behring AG. Biotherapies for Life® and IgIQ®
are registered trademarks of CSL Behring LLC. Premier StartSM and CSL Behring AssuranceSM are service marks of CSL Behring LLC.
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The U.S. Food and Drug Administration (FDA) has approved PANZYGA
(immune globulin intravenous [human]
— ifas 10% liquid preparation) to treat
adult patients with chronic inflammatory
demyelinating polyneuropathy (CIDP).
PANZYGA is the only intravenous
immune globulin (IVIG) with two
FDA-approved maintenance dosing
options for CIDP. The approval allows
PANZYGA to be administered at
infusion rates up to 12 mg/kg/min.
Approval for this new indication
was based on data from a prospective,
double-blind, randomized, multi-center
Phase III study in 142 patients diagnosed
with CIDP. This study was the first and
only IVIG CIDP treatment study to
evaluate more than one maintenance

dosing option. Efficacy, safety and
tolerability were observed during seven
maintenance infusions at three-week
intervals over a six-month period. The
primary efficacy endpoint was the
proportion of responders in the 1.0 g/
kg PANZYGA treatment arm at six
months relative to baseline. A responder
was defined as a patient with a decrease
of at least one point in the adjusted
10-point Inflammatory Neuropathy
Cause and Treatment (INCAT)
disability score. The primary endpoint
was met with 80 percent of patients in
the study achieving an INCAT response
with the 1.0 g/kg dose. Dose-dependent
efficacy was shown by several supporting
endpoints, including a 92 percent
response in adjusted INCAT score in

the 2.0 g/kg dose arm. Dose-dependent
responses were also demonstrated in
the 1.0 g/kg and 2.0 g/kg dose arms
in grip strength, Inflammatory Raschbuilt Overall Disability Scale and
Medical Research Council sum scores.
PANZYGA was generally well-tolerated.
The most common adverse reactions
(more than 5 percent) across all dosing
arms were headache (15 percent), fever
(14 percent), dermatitis (10 percent)
and blood pressure increase (8 percent).
During the study, 11 patients (8 percent)
received premedication.
U.S. FDA Approves PANZYGA for the Treatment of Adults with
Chronic Inflammatory Demyelinating Polyneuropathy (CIDP).
Pfizer press release, Feb. 12, 2021. Accessed at www.marketwatch.
com/press-release/us-fda-approves-panzyga-for-the-treatmentof-adults-with-chronic-inflammatory-demyelinating-polyneuro
pathy-cidp-2021-02-12.
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A recent study found treating high-risk
children with Kawasaki disease with corticosteroids and intravenous immune globulin (IVIG) led to a lower risk of coronary
artery abnormalities. The observational
study used data from two nationwide
surveys of Kawasaki disease treatment at
hospitals in Japan where combinational
treatment (corticosteroids added to initial
standard IVIG treatment) has become
commonly used for patients at high
risk, including 13,481 Kawasaki disease
patients in a 2009-2010 national survey and 20,460 patients in a 2015-2016
survey. Led by Ryusuke Ae, MD, PhD,
of the Centers for Disease Control and
Prevention’s National Center for Emerging
and Zoonotic Infectious Diseases, and colleagues, the study found coronary artery
dilation, aneurysm and other abnormal-

ities occurred in a median 4.6 percent of
children who received the combination
treatment versus 8.8 percent of those who
were treated with IVIG alone. In addition,
treatment failure marked by recurrent or
persistent fever at least 24 hours after IVIG
occurred 35 percent less often with the
combination treatment, thus reducing the
need to administer secondary treatment.
The study duplicated findings from the
2011 RAISE randomized controlled trial
in Japanese high-risk Kawasaki disease

patients, which showed an 87 percent relative reduction in coronary artery abnormalities with primary combination treatment.
However, randomized trials from North
America haven’t corroborated the benefit despite some observational U.S. and
Canadian data favoring better outcomes,
according to Kevin Friedman, MD, of
Boston Children’s Hospital and a member of the American Heart Association’s
Young Hearts Council and its Rheumatic
Fever, Endocarditis and Kawasaki Disease
Committee. Part of the problem, he said,
is “the Japanese high-risk scoring system
does not work in U.S. children to identify
high risk, so it is unclear how well these
findings apply outside of Japan.”
Phend, C. Upfront Steroid-IVIG Tx Tied to Lower Kawasaki Disease Heart
Risk. MedPage Today, Aug. 19, 2020. Accessed at www.medpagetoday.
com/cardiology/prevention/88146.
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How to Be Your
Own Best Advocate
Using these practical strategies suggested by patients will help you
take charge of your health.


LIVING WITH CHRONIC illness is tough on many levels,
from struggling to find the energy to get dressed, let alone
meet the day’s demands, to trying to understand a cryptic
explanation of benefits from the insurance company. Factor in
the number of care providers who could be involved in your
treatment, and the sense of emotional inundation can feel
crippling at times. Chronic illness might sometimes seem as if
you’ve lost control over your life — especially as you navigate
the labyrinth the healthcare system has become, fighting for
your rights and your ability to find treatment on your terms.
22
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But learning how to advocate for yourself is possible.
With practice and some insight from others, you can begin
to regain hope and independence you might feel you’ve lost.
Why advocate for yourself? Because there might not
be anyone else who can or will. The sooner you take
responsibility for your own path in the healthcare maze,
the sooner you will have greater opportunity to receive the
services and help you need to feel better.
Following is tried-and-true advice from those who have
experience.

1) Have a Plan Before Your Appointment

Before anything else when looking for a provider, first
know what qualities you are seeking. Do you want someone
who can make accommodations for specific needs such
as a translator or a learning disability? Someone who is
body positive? Someone who is an especially good listener?
Healthgrades, WebMD, RateMDs.com, Zocdoc, Vitals,
Angie’s List and CareDash are sites that reveal what other
patients have said about physicians you might be considering.
Even Facebook and Yelp provide similar information. Each
site can offer a glimpse into what people have personally
experienced, showing what a provider is like in person and
not merely content from his or her corporate webpage.
Next, figure out what you want to accomplish during
the appointment. Are you looking for more information?
Do you need a specific treatment for a chronic illness? Are
you interested in exploring a possible new diagnosis? Such
questions might seem silly and simplistic, but it’s surprising
how many simple thoughts can fly out of one’s head under
stress. You’ve likely heard of white coat syndrome, which
results in higher blood pressure readings in a doctor’s office
than a patient would normally experience at home. In the
same vein, feeling flustered and pressured at a doctor’s office
is common, so plan for it in case your mind goes blank in
an exam room. Make a list of questions you want to ask,
topics you want a provider to research, possible treatments
you’ve researched, specific things you want the provider to
examine, etc. You are the expert regarding what you want, so
don’t lose sight of this when meeting with a provider. Keep
the list with you so you have a prompt to keep you on track.
Organize your thoughts, and even practice/role play with
someone beforehand if you’re experiencing anxiety. Such
preparation can calm you because practice makes better. A
common appointment plan might look like this: goals you
have for the time, symptoms you’re experiencing, questions
and concerns you have, stats for the doctor (medication
dosages, glucose readings and anything else you anticipate
the physician might request).
Shannon, a veteran hospice nurse on the East Coast, has
this advice for those who want to self-advocate: “Have an
agenda. It ensures your questions are answered, and it shows
the doctor you value his or her time. If you don’t understand
the language the doctor/medical staff uses, ask them to stop
using medical terms. If possible, ask to have a medical friend
go with you to explain things. If you do not feel you can
openly talk to your provider, get a new provider. Go to the

right person. If you don’t know who the right person is, ask.
If you don’t like the answer you get from one person, go to
their superior.”

2) Know Your Stuff

It helps to conduct research yourself. S.D., a two-time
breast cancer survivor who lives with fibromyalgia, has found
when she goes into an appointment prepared with a deeper
understanding of her condition, she is calmer and better
equipped to ask for her needs to be met. “I think in my case,
part of learning how to advocate for myself meant learning
how to gain information that’s respected by the medical
community,” she explains. “Know what your sources are,
and make sure it’s not just some person who’s writing about
something they don’t know about. Investigate the illness to
gain not only an understanding of it, but also of what the
future course of treatment could be.”
Good sources include PubMed and Google Scholar, as
well as medical journals such as The Lancet and The New
England Journal of Medicine. For students, many high
schools and universities provide online resources.
“I researched treatments and medications, and took
that with me into appointments — anything I thought
the medical community either wasn’t overtly stating well
enough or was confusing to me,” S.D. adds. “Or perhaps
finding something they hadn’t mentioned yet — it’s just
literally finding a way to bring that up that, hopefully,
doesn’t offend any of the egos of the people in the room.”
In her own experience, she has learned “finding a way to
say what I need to say clearly, concisely and respectfully is
good, but then also coming at it from the one-down position
by saying something like, ‘I know I’m not an expert, but I
found some information on this. Is this something you could
help me understand?’ This approach is less likely to cause a
professional to feel frustrated or dismissive.”

3) Get Backup

Sometimes, two heads are better than one. Especially if your
head is tired, foggy or otherwise less than its best on appointment
day or in any other crucial healthcare circumstance.
“If it’s possible, find someone in your world who is willing
to walk with you on this journey,” S.D. says. “Keep them
up to date on what’s going on with your treatment. If you’re
ever in the position of being in the emergency room [or
even a doctor’s appointment] and unable to communicate
as clearly or as well as you want and need, then you have
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someone you can invite to come in and do it for you if
necessary. That person knows your thoughts and preferences
regarding your condition and is not afraid to speak up for
you about it. Sometimes a care provider might try to shut
you down if you’re unable to communicate well, because
they’re trying to save time and figure out what they would
do, not necessarily what you want. If you stand up or have
someone who can stand up for you and really push, it’s
amazing what you actually can do to help yourself.”
Another form of backup is emotional support outside the
care facility. “In order for me to have some of the energy and
drive to keep advocating for myself,” S.D. adds, “I started
to meet with other people who have similar conditions or
similar experiences to draw understanding and support.
They can recommend care providers, they can recommend
treatments and medications, or they may have found some
of the newer research you haven’t come across yet. They can
point you in that direction, at least. To locate such a group,
sometimes it’s just as simple as finding a local support group
that deals with your particular illness. From there, you get
to know people a bit. Often for me, it was people I met
in treatment rooms who I got to know, and that led to a
friendship or other support. Or, if I was wearing something
like a T-shirt or ribbon that was associated with cancer or
another illness, that sometimes led to conversation with
those who approached me because of it.”

4) Get a Second Opinion if Necessary

“I think there is a common misconception among patients
that doctors are all-knowing, and anything they say has to
be taken at face value,” says Andrea, a Lyme disease survivor
who struggled to find an accurate diagnosis for seven years
(via 14 doctors). “In reality,” she continues, “medicine is a
practice. That means a good doctor is constantly learning and
evolving their practice not only from professional education
and resources but also from their patients. If you encounter a
doctor who is dismissive of or downplays your symptoms, that
is a red flag this doctor may not be the best fit for you. You are
essentially hiring a doctor for a service: providing medical care
for improving health. In the same way you would not put up
with a handyman who does not pay attention to detail or offers
half-hearted solutions that may cosmetically patch up a flooring
issue but does not address the wood rot underneath, you do not
need to feel compelled to continue working with a physician
who throws Band-Aids at your symptoms without seeking to
address a root cause. You are in charge.”
24
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And that means if you have reason not to trust a doctor’s
assessment of your situation and health, you have the right to
vote with your feet and find another provider.

5) Understand Your Health Insurance, and
Keep Copies of Your Records

Be sure you understand your co-pays and deductibles, as
well as whether providers are in-network. If you receive any
insurance paperwork that is confusing or seemingly in error,
it is your right to call and ask for an explanation from a
human, not merely a confusing piece of paper.
Tammie, a 30-year veteran of medical billing, provides
this advice: “For health insurance, document everything.
Who you talked to, including date and time. Calls are often
recorded, and if there’s a question, the date and time helps
with getting back to the recording. Know your insurance.
It’s your responsibility to know/find out what your plan does
and doesn’t cover, including who’s in-network. Again, ask
questions and be persistent. Keep calling or writing letters
until you get what you need. If all else fails, file a claim with
the Division of Insurance. Our healthcare system has become
so difficult to navigate that you really do have to do your
homework, which is incredibly disheartening when you or a
loved one are ill.”
Kim, who did understand her insurance-related paperwork,
paid a price nonetheless. “I spent a whole year of my life
fighting an unfair $39,000 medical bill due to an insurance
filing error,” she explains. “They finally wrote it off after I filed
a complaint with my state attorney general’s office. I love my
state attorney general’s office. I need to send them cookies.”

And Kim’s nightmarish situation illustrates
another point: Do not be afraid to seek legal advice
or governmental intervention when a serious mistake
has been made. Equifax conducted a 2015 audit
revealing hospital bills totaling more than $10,000
contained an average error of $1,300. Make sure
you review the itemized bill for errors, or hire a
professional or a savvy friend to do so for you if that
is not your strength.1

much more effectively.
Any human being, physician or not, will find another
person’s anger, accusations and other fruitless forms of
communication off-putting. Should you resort to using
such means, you risk being blackballed and labeled by an
entire healthcare system if the provider you’re poorly dealing
with is connected to others in the region. Hostile behavior
does not bode well for you. Respect, even in the face of
disagreement, does.

8) Be Persistent

Beyond this, transferring records from doctor to doctor
can be frustrating and complicated. If you obtain copies of
your own records, you can be assured they won’t get lost
between offices, and you’ll know exactly what your providers
are seeing, which helps you to communicate with them more
effectively. Apple’s Health app, among other apps and tools,
enables you to store your records on your phone, offering
you the ability to help physicians avoid making errors in your
chart and with your treatment.

Anne, who faces multiple immune
disorders and who advocated for her
husband’s health some years ago,
explains, “I did a lot of my own
research when he was waiting for his
liver transplant. It took me three tries
and many phone calls before they even
considered voting on exception points
that he eventually got. I guess I would
say persistence and educating yourself is the key. Don’t just go
with what they say. Be kind, but don’t let your foot off the gas.”
Keep calling, whether it’s the insurance agency or a
doctor’s office that is not getting back to you. Do take into
consideration their restrictions regarding test results timing
and such. But if you’re not getting information regarding
your condition or questions after the time frame promised,
call until you can speak to someone who will listen and
communicate with you clearly.

6) Believe in Yourself

Finally


    
   

You are worth quality treatment — emotionally, physically
and spiritually — and that means finding a compassionate,
knowledgeable provider who listens to your needs and
responds accordingly. Period. This point is not debatable.

7) Be Kind, Respectful, Patient — and Avoid
Aggression

Even if you feel frustrated or find yourself in a difficult
situation with a provider, remain respectful and kind. Be
firm if you are not being heard, but know the difference
between being assertive and aggressive. There’s a fine line
that’s not always well-interpreted by the other party. Not
only will remaining respectful and avoiding belligerence help
you to regulate powerful emotions you might feel in the
moment, it will help your points to be made and received

Always remember self-advocacy will take practice. If you’re
unused to advocating for yourself in a stressful and complex
environment — or even advocating for yourself to begin with
— be kind to yourself if you don’t knock it out of the ballpark
the first (or second or third) time. Doctor’s offices, among
other healthcare sites, can be nerve-wracking. You will grow
with each experience. Practice, keep these tips in mind and go
in more confidently to your next appointment.
Reference
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There are many reasons to seek a second opinion, but it takes some knowledge
and planning to get one and understand how to use it.

THOSE WHO HAVE undergone surgery have probably
heard this rule of thumb: Never go under the knife without
getting a second opinion. In fact, many insurers won’t
authorize surgical procedures without a second specialist
reviewing test results or images (X-rays, CT scans, MRIs,
etc.), and possibly conducting a separate exam that supports
the same conclusion about the proper course of action.
But what if there is no diagnosis? Or, what if a physician
seems less than confident about your diagnosis? Or, what if
the diagnosis doesn’t seem to fit your symptoms? These could
also be times when it makes sense to seek a second opinion.
For instance, most families who have loved ones treated with
immune globulin (IG) therapy endure a lengthy insurance
approval process. And, many times, approval comes without
a firm diagnosis. In fact, sometimes IG therapy is tried in lieu
of a diagnosis. In addition, patients treated with IG often
continue to experience symptoms that have not responded
to initial treatments. While IG therapy may be effective in
treating one set of symptoms, patients and their families
are left struggling with other unresolved symptoms, causing
confusion, panic and exhaustion. Getting a second opinion
can help alleviate some of these emotions, as well as provide
further insight and, perhaps, new options for treatment.
26
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Why Seek a Second Opinion?

Th e Cleveland Clinic’s Verywell Health portal
recommends seeking a second opinion for any rare disease
diagnosis. In fact, when a disease affects only a limited
number of people, the odds of a misdiagnosis increase.1
The portal also recommends a second opinion for any
life-altering treatment, as well as treatment that has
been started but is not easing symptoms. The American
Cancer Society also offers several reasons for getting a
second opinion,2 ranging from physicians not being open
to a new treatment or expressing uncertainty about a
diagnosis, to patients receiving a rare disease diagnosis or
having trouble understanding and communicating with
their doctor.
In fact, connecting with a physician is more important
than it might seem: Treating an underlying health
challenge is a team effort, and if patients and their
physicians are not on the same page, it can undermine
patient health. Locating a doctor with whom a patient can
connect doesn’t make the previous doctor a poor one (or
the patient flawed), it means if there’s another specialist
the patient feels more comfortable with, there is nothing
wrong with making a change.

The Mayo Clinic has a downloadable brochure titled
“Tips for Seeking a Second Opinion”3 that states, “Getting
a second opinion can help you feel more confident about
your diagnosis and treatment plan.” As Lonnie Fynskov,
RN, a nurse practitioner with the Mayo Clinic, explains,
“Dealing with a serious condition can be very stressful, so it’s
important to have confidence in your treatment options and
providers. No one wants to second-guess themselves later on.
If you feel the need for extra clarity and assurance, don’t be
afraid to ask for a second opinion. Your peace of mind will
definitely make it worthwhile.”
The Patient Advocate Foundation also has a brochure on
seeking second opinions that states: “By seeking a second
opinion, you will become more informed about all of your
available treatment options and even have a better sense
of possible side effects of each. Learning more about your
condition and your treatment will help you feel more in
control of your health and ensure that you are making the
best decision for you.”4
Beyond feelings of empowerment,
there is the practical side. As the Mayo
Clinic brochure explains, “Doctors may
have different diagnoses or offer different
treatment options based on their
background. Doctors might have varied
experience when it comes to treating
your disease, working with technology
and approaches based on training and
experience.” Doctors’ personalities and
philosophies also vary. The Mayo Clinic phrases it this way:
“Some doctors take a more conservative, or traditional,
approach to treating their patients. Other doctors are
more aggressive and use the newest tests and therapies.”
Therefore, finding a doctor whose approach mirrors a
patient’s philosophy is important.
Finally, maybe the most important reason for seeking a
second opinion is doctors are human and make mistakes. A
2017 study by the Mayo Clinic found one in five patients
who sought a second opinion received a completely different
diagnosis.5 This doesn’t mean the first diagnosis was wrong,
but it does indicate medical error exists, and getting a second
opinion (and additional opinions if the first two diagnoses
conflict) is critical.
What it boils down to: If a patient is not 100 percent sure
about the diagnosis or treatment plan, he or she should get a
second opinion or even a third.

Finding the Right Second Opinion

Getting a second opinion is only useful if it is an informed
opinion. Thus, the first step in seeking a second opinion is to
find a physician who is experienced in treating patients with
their condition. A patient’s primary care physician should be
able to refer a qualified colleague.
However, if the primary care physician made the initial
diagnosis, and the patient is uncomfortable asking her or
him for a referral, there are other options. Patients can find
physicians who treat their condition by conducting an online
search. Or, most disease-specific support groups, research
foundations and other organizations maintain databases
of physicians specializing in specific conditions, and can
provide a referral to a nearby specialist. If choosing either
of these methods, patients should ensure the specialist will
accept their insurance plan. If acceptance is denied, or if the
physician is out-of-network, the charges should be agreed
upon ahead of time.


    
    
  
Insurance company case managers and patient advocates
can also assist patients in finding a qualified specialist to
provide a second opinion, as well as determine what the plan
will cover.

When Getting the Second Opinion

No doubt, for a second opinion, it’s important patients get
the most out of it. Here’s how:
First, the reason for seeking a second opinion and
what the expectations are should be made very clear.
For instance, is the patient looking for a completely new
evaluation or confirmation of the original diagnosis? Are
there doubts about the current diagnosis and, if so, why?
Are other treatment options available for the diagnosis?
Having this conversation up front will greatly increase the
odds of a patient leaving the consultation with the desired
information.

IG Living

|

June-July 2021

|

IGLiving.com

27

Undoubtedly, most laypeople are unfamiliar with
specialized medical terminology. Thus, if what the doctor
says during the exam and diagnosis is not understood,
the patient should not be afraid to ask questions. And,
in fact, should keep asking until the doctor’s findings are
understood. It can be helpful to have a family member or
trusted friend accompany the patient and take notes during
the doctor’s explanation. The patient can also ask the doctor
if it’s OK to record the consultation to refer to it later.
The American Cancer Society recommends asking the
physician for any brochures or other printed materials
explaining the condition being diagnosed, as well as any
proposed treatments.
Before the visit, ask the scheduler if the patient should bring
copies of any tests or scans the original physician ordered.
With many medical records now stored electronically, the
original physician may be able to share them digitally.
Having these files ahead of time will help the second
physician determine if additional tests or scans might be
helpful.
Also, if after getting a second (or even third) diagnosis
the patient decides to be treated by the new physician, this
choice should be clearly communicated to both doctors so
they can coordinate the handoff and make sure all tests and
relevant medical records are consolidated.

Barriers to Seeking a Second Opinion

Most often, the biggest obstacle when seeking a second
opinion is the patient! Typically, patients are embarrassed
to tell their doctor they want a second opinion because they
don’t want to question his or her expertise or professionalism.
In fact, more than a third of Americans facing a serious
medical decision never seek a second opinion.6
The American Cancer Society shares the following talking
points patients can use to break the ice with their doctor if
they’re feeling apprehensive:
• I’m thinking of getting a second opinion. Can you
recommend someone?
• Before we start treatment, I’d like to get a second
opinion. Will you help me with that?
• If you had my type of cancer, who would you see for a
second opinion?
• I think I’d like to talk with another doctor to be sure I
have all my bases covered.
As the Verywell Health patient portal points out: “You are
not being difficult nor are you in denial about your situation
28

IG Living

|

June-July 2021

|

IGLiving.com

when you ask for a second opinion. You are being smart and
empowered. You should always take an active role in your
healthcare, and getting a second opinion is an important part
of that process.” And, any hesitancy by the original doctor
about seeking a second opinion should raise a red flag —
not necessarily about the diagnosis or treatment, but about
whether this is the right doctor for the patient.

What to Do with the Second Opinion

If the second opinion confirms the diagnosis or treatment
plan, it’s still a good idea for patients to visit with their first
doctor and go over the notes from the second. Even if the
diagnoses are the same, there may be details or insights the
original doctor hadn’t considered. In fact, the Mayo Clinic
study comparing first and second opinions found while
two-thirds of the second opinions confirmed the original
diagnosis, they refined or added to it. (Only 12 percent of
second opinions were largely identical to the first.)6
But when the second opinion diverges significantly
from the original, things get a bit more complicated.
The American Cancer Society recommends requesting the
doctors meet to review their diagnoses together, ideally
with the patient present. This can be done either in person
or virtually (something that the COVID-19 pandemic has
made everyone more comfortable with).2
If the two diagnoses are at odds, one of them must be
wrong, so it can still be a good idea to have the original
physician review the notes from the latest diagnosis. Perhaps
something was discovered that was originally overlooked, or
maybe the second doctor is uniquely experienced in an area
that is not the area of expertise of the first doctor. It may be
reviewing the notes from the second consultation will lead
the first doctor to revise his or her own diagnosis.
If after consultation and further review, the two doctors
still disagree, it’s time to explore a third opinion.
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Balancing Government
Assistance and Career Goals

When forced to rely on government assistance to access lifesaving therapies, you can
fulfill your ambitions without fear of losing benefits — if you speak up and get the
right people to hear your concerns.

EMBARRASSMENT AND shame. That’s what I felt when
someone asked what I did for a living. I rambled on about
focusing on my writing career or taking time to volunteer,
hoping it would appease curiosity. It was a somewhat truthful
answer, but it didn’t tell the whole story — a story I tried to
hide. I couldn’t work because I receive government assistance
to get my treatments and medication to live, function and
experience a good quality of life. And this assistance dictates
the amount of income I can receive, which is very little.
No matter the reason, there is a stigma against people who
financially rely on the government. I can’t tell you how many
times I’ve been in mid-conversation with a person when they
said something like, “It makes me so angry that my tax dollars
are going to people who don’t work, sit on the couch all day
30
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and play on their phone.” At those times, my feelings are a
mix between wanting to disappear and wanting to educate
these people on the factors I had to consider when making the
difficult decision to seek government benefits. But the latter
would give away my secret, and I feared I would be stigmatized.
No employer could ever provide adequate insurance
to cover a fraction of my medical costs. I didn’t have the
luxury of choice; I elected to receive government assistance
because it was my only option. I was forced into a system
of bureaucratic red tape with ridiculous and unrealistic
salary caps — one that penalized me when I tried to work
and threatened me with lower or terminated benefits if I
made more than approximately $530 a month. As a result,
I struggled to make ends meet. Even working as a substitute

aid threatened my Medicaid and Social Security Insurance
(SSI) benefits. It bewildered me that the same government
benefits that make it possible for me to receive treatment
that gives me the health and strength to work also prohibited
me from working due to fear I could lose those benefits. The
incongruity was unfathomable.
I reached out to government officials, but I was held at
arm’s length. They were also overwhelmed with the red
tape that had accumulated over the years. Often, I would
be shuffled to other government agencies that gave different
answers and no consistent solutions. It became exhausting,
and I didn’t know how to proceed since no one seemed to
know the right path to gain independence and still get the
help I needed. I couldn’t risk it, and I believed I would be
stuck forever with no purpose or ability to advance a career.
Then, about a year and a half ago, I was filled with righteous
indignation, and I decided I would not be demoralized any
longer by the need for financial assistance that treated an illness
I didn’t ask for. I had a college degree in creative writing, I felt
called to be a writer, and I was passionate about making the
most of my story. I would no longer accept the sad message the
government had given over the years, which was I was only good
enough to merely exist because I was created to do so much
more than just exist. I finally understood staying silent would
produce no change, and tenaciously and diligently making my
voice heard was important to facilitate discussions and solutions.
The more I raised awareness, the more I discovered I wasn’t
alone. My doctors confirmed they had many patients who were
fighting a similar debilitating system. Fellow patients in the
chronic disease community confided to me how disheartening
it was to choose government income and insurance to access
their treatments for survival rather than pursue their dreams and
passions. It saddened me, and it made my mission bigger than
me — it was for the greater good.
After years of research, fighting and learning the frustrating
government healthcare system, I want to share with others in
the chronic illness community the golden nuggets I have
gleaned. Finding a path is difficult and exhausting, but it
isn’t impossible. It is my sincere wish this advice will make
others’ journey less overwhelming and fill you with hope that
change is possible because you were created to do more!

1) Falling Through the Bureaucratic Cracks

Unfortunately, at times, people fall through the
bureaucratic cracks of government assistance. According to
medicaid.gov, as of August 2020, more than 69 million

individuals were enrolled in Medicaid. The Centers for
Medicare and Medicaid Services reported 15 percent of
individuals with disabilities were enrolled in Medicaid in
2019, and those expenses were the largest. That’s a lot of
people with unique conditions and reasons for needing
government assistance to supervise.
Many recipients who receive Medicaid, which Job and
Family Services monitors, qualify for government insurance
because the Social Security Administration granted them
SSI. Therefore, these recipients are receiving federal and state
aid, which can be very confusing and complicated because it
becomes necessary to keep track of two separate salary caps,
rules and regulations while deciphering how the two types of
benefits overlap.
If that isn’t enough, in my experience, caseworkers are
overwhelmed with the guidelines and, therefore, are not
qualified to advise their constituents on the parameters. I
can’t tell you how many instances over the years I’ve spoken
to a caseworker to inquire what my salary cap was or if there
was an incentive program in which I could enroll so I could
enter and advance in the workforce, and each caseworker gave
me a different answer. To add insult to injury, the federal
and state agencies did not work well together, contradicting
and questioning each other’s information and competency.
It was maddening, and it squelched my determination to get
answers, thus forcing me to come to terms with feeling there
was no way out of the system. Many immune-compromised
patients receiving government benefits tell me they have
experienced the same confusion.
So, how do you combat and rise above the discrepancies
you can’t control but could penalize and jeopardize your
medical coverage if you try to better yourself? Be your
own advocate. Just as you research your illness, expect the
proper care and treatment from medical providers, and voice
your concerns, you need to advocate for your healthcare.
And to do this adequately in a broken system, you need
to keep meticulous records. Document and file every
piece of paperwork you receive from the Social Security
Administration and Job and Family Services, especially the
paperwork showing the agencies’ errors. Furthermore, when
you speak with different caseworkers, write down their
names and the answers they give you.
It’s especially crucial to record if a caseworker
inappropriately insinuates you should 1) never get married,
or you’ll lose your healthcare, or 2) if you are married, you
need to divorce and live separately from your significant
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other so you can keep your benefits. Sadly, this happens quite
often. Amanda Childress, a West Virginia native and mother
to 13-year-old Jadalyn who has severe chronic illnesses that
require her to take many expensive treatments to survive,
reports: “Darin and I were told to divorce and live in separate
households to get help. Jadalyn meets the disabled guidelines
for SSI, but Darin makes too much money for any benefits.”
How much more money? A minuscule $13. More proof of
a flawed system.
If a caseworker makes similar statements, be sure to ask
for his or her name, and note the date. Every time you turn
in verifications or have a meeting, file the slip you are given
with your number because it lists the date and time you were
at that particular office.
Another layer of good recordkeeping I have initiated
during the COVID-19 pandemic is the importance of a
follow-up email after a phone conversation. This is vital
because the email has the details of your phone conversation
and the information you discussed with your caseworker that
can’t be disputed.
Keeping in-depth records can be overwhelming and
exhausting, but the fruit of your labor is worth it because
your efforts will tell a story and show your truth when you
are given a chance to voice your concerns to the right people.

2) Getting the Right People to Hear Your Concerns

Now that you’ve kept the records needed to prove what
you’ve experienced, the next step is getting to the right
elected officials who will listen to what you have to say and
begin the conversations that will foster solutions and change.
Truthfully, it isn’t easy to get a meeting with state and
federal representatives on your own. I tried multiple times.
I was either held at arm’s length, given perfunctory answers
or passed on to another agency. For example, the state Job
and Family Services led to even more of a dead end for me
because it and my local office contradicted each other’s
information.
I’m not trying to discourage you. I merely want you to have
a realistic understanding of how the system works so you can
take the correct steps at the beginning and aren’t tempted
to quit. The key is finding an advocate who can help build a
bridge to the right government officials who create policies
and laws, and that person is at the local government level. In
the county in which I live, there are commissioners, who may
be referred to as something different depending on where
you live. Commissioners are policymakers for the county,
32
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and they are the supervisors of Job and Family Services.
These commissioners usually have good relationships with
state and federal senators and representatives, and they have
a desire to help their county and constituents.
I connected with one of my commissioners, shared my
experiences, and in two months, I had meetings with the
aides of a congressional senator and representative, as well
as an in-person meeting with Congressman Brad Wenstrup,
who has a unique perspective on government assistance since
he is a physician. “One of the reasons I ran for office in
the first place was because I saw people making healthcare
decisions who never saw a patient or dealt with these
government programs,” he explained. “It’s important that
we, as representatives in government, hear directly from
those directly impacted.”
I went from no access to more access than I have
ever been granted because of the advocate I found in my
commissioner. Now, my commissioner and Congressman
Wenstrup are working on issues and solutions to make the
system better, to lift the unrealistic and outrageous salary
caps, and to educate the local caseworkers about programs
and policies so constituents receive the correct information.
We are even in the process of incorporating state senators
and representatives in these conversations. Of course, federal
officials focus on federal benefits, and state officials focus on
state benefits.
I advise you to contact your commissioner’s office to set
up an appointment. Go into that meeting knowing what
solutions you’re seeking and what questions you want
to ask. Take your records and use them as a visual while
you share your story. End your meeting by asking your
commissioner to facilitate meetings with policymakers at
all levels of government. Having a locally elected official’s
belief and support in your cause will go a long way to assist
you in speaking to lawmakers who have an effective chance
of making things better for those of us in this broken
system.

3) Don’t Stop Fighting

Once you’ve kept extensive records, made the necessary
connections with an elected official, and have begun seeing
progress, what’s next? The most important step: Don’t quit
fighting or tenaciously pursuing more. If I had quit in the
midst of confusion and conflicting information, I would
have never connected with the right people who could give
me the right answers.

What has become invaluable is the open communication
I now have with Congressman Wenstrup’s top aide. She
has continued to keep me updated on the progress the
congressman’s office has made with fellow policymakers,
and since I am someone who has personally experienced
the broken system, she is constantly asking for my input on
effective solutions. She also connected me with a counselor
through the State Vocational Rehabilitation Services Program
agency who explained the programs I qualify for and gave me
The Red Book, which describes in-depth what the programs
offer. Sadly, this book is not well-known, which adds to the
misinformation recipients receive.
The professional relationships I have formed have enabled
me to illuminate the discrepancies I have received from
representatives at the local agencies who supervise benefit
recipients. I now have people in my corner who make sure
caseworkers who penalize me due to incorrect information
are held accountable. I have discovered the “ins and outs” of
the federal 1619(b) plan (continued Medicaid coverage for
those receiving SSI benefits prior to returning to work) and

a state program called Medicaid Buy-In for Workers with
Disabilities and how they can be improved. Because I didn’t
quit fighting, I now have the attention and respect of people
who can implement needed changes. “Medicaid and Social
Security can be complicated to navigate, and it’s important
we keep hearing from those we represent,” said Congressman
Wenstrup. “Some key policies we’ve enacted are because
constituents reached out to us with issues or ideas.”
Just think of the changes patients could benefit from
if you decide not to quit. This country could have more
people entering the workforce to not only help strengthen
the economy, but also to empower people to know their
self-worth, and give them the gift of hope. There is a path to
more, and we were created to embark on it.
WHITNEY L. WARD was not only the first person in the world
diagnosed with MAGIS syndrome, she had the honor of naming the new
primary immune deficiency. MAGIS means “more” in Latin, and Whitney
hopes to instill in her readers the message they are more than their disease.
Find out more about Whitney’s journey at www.whitneylaneward.com.

KORU is here to support your

SCIG JOURNEY
We know there is a lot to learn when beginning treatment and we are here to
help! In addition to the valuable training materials we offer, we have created quick
“how-to” videos to support you throughout your SCIg infusion journey.

Check out the latest FREEDOM60
training videos by visiting:
korumedical.com/f60videos

Get step-by-step instructions
and troubleshooting at
your fingertips! Ask us for a
reusable infusion mat today:
marketing@korumedical.com

03-6093vA

845•469•2042 | korumedical.com | @korumedical

Genetic Testing Optimizes
Medication Match for Patients
Pharmacogenetics can help determine how a person will respond to medications
and can be used to adjust therapy as needed.



MANAGING A CHRONIC condition can be frustrating
when trialing medications. Sometimes, it can take months or
years to find a medication that effectively treats a condition,
especially without unwanted side effects. Therefore,
streamlining the process with genetic testing can help to
avoid stress, while also saving money, time and energy.
A person’s genetic (inherited) makeup determines how
the body will react to a medication. Differences in genetic
makeup among individuals affect what the body does to a
drug and what the drug does to the body. The study of genetic
differences in response to drugs is called pharmacogenetics.
Also known as personalized medicine, pharmacogenetics is
becoming more widely used as more is discovered about the
connection between genetics and how each person is affected
by medicine. In fact, it is a major component to simplifying
and streamlining therapy.
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Pharmacogenetics

Pharmacogenetics is the study of how genes affect the
body’s response to certain medicines.
Genes are parts of DNA passed down from the mother
and father that determine a person’s unique traits such as
height and eye color. For medications, genes serve several
purposes, including determining:
• Internal and external characteristics
• How a person responds to medicine
• Whether a person may inherit conditions and diseases
Pharmacogenetics analyzes drug-gene interactions to
optimize medication therapy for an individual. The purpose
is to discover the best drug at the best dose at the best time
for a person based on his or her genetic makeup. Indeed,
the science can determine which medication works best and
worst and which may increase or decrease a person’s risk of

side effects. It can also provide suggestions for alternative
medications to improve therapy. Tailoring therapy to
personalized gene information provides easier, cheaper and
more effective treatment for many conditions.

Benefits and Risks of Genetic Testing

Genetic testing can be used for many different types of
medications to make informed decisions regarding therapy.
The goal of this type of personalized medicine is to better
assist with prevention, diagnosis and treatment of diseases
and conditions. Specific benefits of genetic testing include:
• Overcoming drug trial challenges
• Gaining a better quality of life
• Reducing side effects/adverse drug events
• Saving money
• Providing information about a person’s health that may
assist in future healthcare decisions
However, there are risks associated with genetic testing.
Physical risks related to most genetic tests are small,
particularly for those that require only a blood sample or
buccal smear (a method that samples cells
from the inside surface of the cheek). But,
testing can be expensive, a proper DNA
sample must be collected for accurate
results and it may result in a change in
therapy.

Is Genetic Testing Needed?

Who Provides Genetic Testing?

Genetic tests are provided by doctors and pharmacogentic
testing companies. If it is already know which medication
needs evaluating, the doctor or company chosen must be
able to test for it. See Genetic Testing Sources for a short list
of the many companies that offer pharmacogenetic testing.

Talking to a Doctor Regarding Genetic Testing

Just as an individual would see a cardiologist for heart issues,
a neurologist for neurological issues or a gastroenterologist
for gastrointestinal issues, a genetic counselor or pharmacist
is essential to review the pharmacogenetics report to ensure
results are not misinterpreted and treatment or health is not
compromised.


    
   

If a person can answer yes to any of
the following, he or she may benefit from
genetic testing for medications:
• Is the medication working well for the condition?
• Is the person experiencing intolerable or unwanted side
effects?
• Could medication costs be reduced?
• Does the medication require a genetic test before
starting? Some medications are so specific they cannot be
initiated until a genetic test is completed.
.

How Does Genetic Testing Work?

or pharmacist can be made to review the report in detail
and obtain answers to any questions. Finally, if there is an
intervention that can be made regarding therapy, the report
can be provided to the individual’s primary care or specialty
doctor for help with adjusting therapy if needed.

Genetic testing is simple. Once a credible company is
located and a test kit is requested, it is sent via mail. The
kit contains specific instructions for how to collect a sample
(usually saliva), which is then mailed back to the testing
company as instructed. Results are typically provided within
a week, at which time a consultation with a genetic counselor

If the test was completed by the patient, he or she
should provide the results to a doctor (either a primary care
physician or specialist) for review with a genetic counselor
or pharmacist for their opinion pertaining to the specific
condition. Overall patient state of health must be taken
into consideration, and the benefits versus risks of changing
treatment must be weighed.
Following are tips for how patients can most effectively
present this information to their doctor:
• All information and reports should be furnished to the
doctor in either a paper or digital copy for review during the
appointment.
• The patient should be open and willing to discuss any
suggested changes to treatment.
• If the patient desires to make changes, he or she should
be prepared to advocate for them.

IG Living

|

June-July 2021

|

IGLiving.com

35

The Pharmacogenetics Report

At first glance, the pharmacogenetics report may seem
to be an overwhelming amount of information; however,
it is organized in an easy-to-understand format. Typically,
results are divided into green, yellow and red categories to
indicate the severity of a drug-gene interaction. The report
lists medications in each category, detailing the significance
of the drug-gene interaction (minimal, moderate or severe),
and it will provide suggestions for how to adjust medications
to achieve the optimal effect based on the interaction. This
can include a suggestion to:
• Increase current dose
• Decrease current dose
• Take the dose at a different time of day
• Switch to a new medication
• Discontinue current medication (this typically means
the medication has no significant beneficial effect or does not
work)

What Does Genetic Testing Cost?

Generally, pharmacogenetics testing companies will
provide a list of insurance companies they work with that
will provide assistance or cover the cost of the test. It is best
for a patient to obtain the current procedural terminology
and International Classification of Diseases billing codes the
testing company will use to cover the cost of the test, which
can be provided to the insurance company to obtain an
exact cost. Typically, the tests cost between a few hundred
to several hundred dollars out of pocket. Some companies
charge separate fees for the testing kit, processing the test
and providing results. The results review is included in the
total cost.

Is the Report Applicable for Relatives?

Because a person’s genes are specific to each individual,
for most situations, the report isn’t applicable to relatives.
However, since genes are hereditary, it is possible a person’s

Genetic Testing Sources
The RightMed Test: oneome.com/rightmed-test
PGxOne Plus: www.admerahealth.com/pgxone-plus
GENETWORx: genetworx.com/services/pharmaco
genetic-testing
Genelex PGx: www.genelex.com/test-menu
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response and his or her family members’ response to a
medication may be similar. Therefore, it can be useful to
share information with relatives to find correlations in how
they respond to therapy.

Medications Requiring Genetic Testing

Common medications for genetic testing include:
• Chemotherapy/cancer
• Psychiatry (anxiety/depression/mood disorders)
• Pain
• Heart disease
• Maintenance medications
It should be noted genetic testing is not appropriate
for over-the-counter medications such as aspirin or pain
relievers.

What Else Do I Need To Know?

Genetic testing can be a good investment, and results are
lifelong since genes don’t change. However, results should
be thoroughly evaluated by an individual’s provider and a
specialist to streamline therapy and adjust it based on results,
other health concerns, medications, lifestyle and personal
preferences.
Also, the report does not have to lead to an intervention
in therapy. It can simply be used to better understand how
the body works and how current therapy is proceeding.
Ultimately, if an individual is stable and doing well on a
current medication regimen, genetic testing should be used
for informational purposes only so current therapy isn’t
interrupted.
Resource

1. Heller, F. Genetics/Genomics and Drug Effects. Acta Clinica Belgica, 2013 Mar-Apr;68(2):77-80. Accessed at
pubmed.ncbi.nlm.nih.gov/23967712.

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.



A breakdown of heme synthesis causes widespread symptoms of porphyria, an unusual
comorbid disease in primary immunodeficiencies.


which primarily have skin manifestations, are caused by the
MANY PATIENTS WITH a primary immunodeficiency
buildup of photosensitizing porphyrins in the skin.4
(PI) and other diseases treated with immune globulin have
comorbidities. These diseases may be caused by the PI, or
it may cause the PI or be entirely unrelated. In addition,
Acute Hepatic Porphyrias
many of these diseases are accompanied by nonspecific and
The hepatic porphyrias that manifest with acute attacks are:
overlapping symptoms. One of the most unusual of these
• Acute intermittent porphyria (AIP)
diseases is porphyria, which unlike many other diseases, can
• Aminolevulinic acid dehydratase deficiency (ALAD)
often be confirmed by a genetic diagnosis.
porphyria (ADP)
Porphyria is a group of diseases that cause the body to
• Hereditary coproporphyria (HCP)
incorrectly produce heme due to specific enzymatic defects.
• Variegate porphyria (VP)
Heme is the substance that gives blood its red color. It is
Enzyme activity in the heme synthesis pathway is reduced
required to transport oxygen in the body and is essential for
to about 50 percent of normal in AIP, HCP and VP, and
all cells. Most heme comes from the bone marrow and the
is less than 50 percent in ADP.2 Symptom onset of these
liver, and it is used throughout the body, but especially for
porphyrias is rare before puberty. Since hormones trigger
red blood cell hemoglobinization (when red blood cells begin
acute attacks, approximately 80 percent of those who suffer
producing a lot of haemoglobin inside them).1 Heme is
from symptomatic acute hepatic porphyrias are women.5
All four acute porphyrias present with indistinguishable
produced in an eight-enzyme step process. Enzyme activity is
symptoms during acute attacks that typically start with
diminished in the heme synthesis steps for all but one of the
porphyrias, X-linked protoporphyria
Figure: Acute Hepatic Porphyria Symptoms5
(XLP), in which enzyme activity is
increased.1
In porphyria, cells fail to completely
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brain fog, insomnia and fatigue, and they can progress over
hours or days to more severe symptoms. Without early and
appropriate intervention, acute attacks can last for months
and can cause life-threatening complications, including
respiratory failure, seizures, chronic kidney failure, liver
damage and coma.6
Symptoms of acute attacks are nonspecific and affect the
entire body (Figure):6
• Widespread pain: Attacks can include severe abdominal pain,
chest pain, pain in the neck, lower back, buttocks, arms or legs.
• Gastrointestinal: Nausea, vomiting, constipation or
diarrhea are common symptoms during attacks.
• Urological: Patients can present with dark (reddish or
brownish) urine and sometimes urinary retention during attacks.
• Neurological and psychological: Symptoms of acute
attacks can include headache, anxiety, irritability and
depression, psychosis, seizures and coma.
• Peripheral nervous system: Numbness and tingling,
muscle weakness and sometimes difficulty breathing can
occur during attacks.
• Cardiovascular: Rapid heart rate, high blood pressure
and cardiac arrhythmia can also occur.
• Solid organs: Over time, patients can develop liver or
kidney damage from an accumulation of toxins in these
organs.
The acute symptoms of HCP and VP are identical to other
acute porphyrias. However, with HCP, blistering skin lesions
and fragile skin may occur with or apart from acute attacks. VP
can also manifest with skin symptoms identical to those seen
in porphyria cutanea tarda (PCT), which is explained below.
Sometimes, skin manifestations are the only symptom of VP.2
Many of the triggers of an acute porphyria attack act
by increasing the body’s demand for heme, as is the case
in metabolizing certain medications. With porphyria, the
production of heme is limited, porphyrin precursors in the
body increase, the offending medication is not metabolized
properly, and an acute attack ensues.6
Triggers for the acute porphyrias include (but aren’t
limited to):5
• Alcohol
• Smoking
• Certain drugs, especially P450 pathway drugs
• Stress
• Dieting and fasting
• Hormonal fluctuations
• Exposure to sunlight (in the forms with cutaneous
38
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symptoms)
Acute porphyria attacks may require hospitalization to
stabilize the patient. Treatments can include:4
• IV hemin
• Pain medications
• Nutrition and hydration
• Hypertonic saline to correct hyponatremia (low sodium)
Frequent acute attacks may be decreased by suppressing
ovulation in women and avoiding porphyrogenic (nitrogencontaining) drugs.

Cutaneous Erythropoietic Porphyrias

When the heme synthesis process breaks down in the
cutaneous erythropoietic porphyrias, excess heme precursors
accumulate in the skin, causing photosensitivity. The
cutaneous erythropoietic porphyrias are:
• Congenital erythropoietic porphyria (CEP)
• Erythropoietic protoporphyria (EPP)
• X-linked protoporphyria (XLP)
Symptoms in all the cutaneous porphyrias include severe
pain, itching, burning, swelling, edema and redness of the
skin after exposure to light — sometimes as soon as a few
minutes after exposure. Most symptoms subside within 48
hours, but pain and discoloration may last longer. The skin
may eventually take on a leathery appearance after repeated
exposure to sun.2
Symptoms unique to each disease include:6
• CEP: Skin reactions can also include blistering and
fragile skin. Patients can exhibit red or dark urine and
anemia and may have an enlarged spleen. They can also have
skeletal changes such as bone loss and calcification. Some
affected individuals may lose nails, lips or parts of the ears,
nose and fingers.
• EPP: Skin blistering isn’t common, but patients may
develop mild anemia, gallstones and liver damage; some may
even have liver failure.
• XLP: This disease doesn’t involve blistering of the
skin, but it can involve anemia. Patients with XLP can also
develop gallstones and/or liver disease, including liver failure.
All cutaneous porphyrias cause photosensitivity to sunlight;
patients may also be sensitive to some indoor lights such as
fluorescents.6
The most effective treatments for the cutaneous erythropoietic
porphyrias include avoiding sunlight and wearing protective
clothing. And, increasing skin pigmentation with afamelanotide
can increase sunlight tolerance.2

Cutaneous Hepatic Porphyrias

The cutaneous forms of porphyria that are also hepatic
are:
• Porphyria cutanea tarda (PCT)
• Hepatoerythropoietic porphyria (HEP)
PCT is the only form of porphyria that can develop
in the absence of genetic mutation; it is the most
common type of porphyria. In PCT, uroporphyrinogen
decarboxylase (UROD) deficiency and iron accumulation
in the liver play a role in the disease process.4 HEP also
stems from a UROD deficiency, but this type of porphyria
is very rare.6
With PCT, patients may experience
photosensitivity, including blistering of
the skin and extremely fragile skin,
excessive hair growth, especially on the
face, and small skin bumps with a
white head, especially on the backs of
the hands. Patients may also develop
liver abnormalities, including iron
accumulations, fatty liver, inflammation
and scarring of the portal vein.6
In HEP, symptoms usually start within the first two years
of life. Patients experience skin symptoms identical to PCT.
They may also have anemia from premature destruction
of red blood cells. Anemia associated with HEP may be
mild or severe. If the anemia is severe, it can cause fatigue,
pale skin, irregular heartbeat, chest pain, dizziness and
abnormally cold hands and feet. Some patients may have
an enlarged liver and/or spleen.6
Sun exposure triggers both HEP and PCT. In addition,
there are other triggers for PCT, including alcohol and
smoking.1
Treatments for the cutaneous hepatic porphyrias include
avoiding sunlight and wearing protective clothing. Also,
increasing skin pigmentation with afamelanotide can
increase sunlight tolerance.6
Patients with PCT who suffer from iron accumulation
in the liver can have blood extracted on a regular basis
to reduce their blood iron levels. Patients with HEP and
anemia may need iron supplements or blood transfusions.2,6

often used to rule in or out variants of the disease. The
tests typically run for the porphyrias look for elevated
levels of aminolevulinic acid (ALA), coproporphyrin
(COPRO), porphobilinogen (PBG), protoporphyrin
and/or uroporphyrin (URO) in the urine, blood and/
or stool.
Hyponatremia (low blood sodium) often occurs in the
acute porphyrias. Liver enzymes (alanine transaminase and
aspartate transaminase) may also be slightly elevated in
hepatic forms of porphyria, while other liver function tests
remain normal.


   


Testing for the Porphyrias

Clinical tests for the various porphyrias depend on the
suspected type of porphyria. Since there are overlapping
symptoms in many of the porphyria types, panels are

Genetic testing is available for all types of porphyria
discussed in this article.7 The tests may not detect all
genetic defects, and thus won’t detect all cases of porphyria.
However, genetic testing can confirm clinical diagnoses in
many cases. It can also be useful to screen family members
of affected individuals to see if they are carriers of porphyria
— either affected or unaffected; unaffected carriers can pass
the disease on to their offspring. The results of genetic tests
should always be discussed with a geneticist or a trained
genetics counselor.
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Let’s Talk!

Profile: John G. Boyle


As president of IDF, John Boyle makes it his mission to
address PI patients’ needs.

JOHN BOYLE was only 6 months
old when he was diagnosed with
X-linked agammaglobulinemia (XLA),
a primary immune deficiency (PI) that
occurs almost exclusively in males.
People with XLA have very few B
cells, the specialized white blood cells
that help protect the body against
infection. That diagnosis helped shape
the course of John’s life in unexpectedly
positive ways, eventually leading to
a career path in the nonprofit sector
and opening the door in 2017 to
becoming the president and CEO of
the Immune Deficiency Foundation
(IDF). Today, John works to connect
more members of the PI community
to the foundation to help improve
their standard of care, and he continues
to advance IDF’s critical advocacy,
education and research initiatives. As a
PI patient himself, John has a special
passion and compassion for helping
members of the PI community live
healthier, fuller lives.
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Trudie: You were diagnosed with
XLA as an infant. Share a little bit about
your story with our readers.
John: I was a bouncing baby boy, but
when I was 6 months old, I developed
a respiratory infection that went from
zero to sixty in no time. Thankfully,
the care team in charge saw this looked
very unusual, so I was referred to a
nearby hospital. Within a short time, I
was in the pediatric intensive care unit
with a severe form of pneumonia. I
was incredibly fortunate they happened
to have experts in immunology who
realized I wasn’t producing antibodies
and diagnosed me with XLA. From
there, I was started on intramuscular
immune globulin (IMIG), which
stabilized my condition. Some years
later, I was switched to intravenous IG.
I am now treated with subcutaneous IG,
and I’m doing as well as one could want.
Trudie: How has living with a PI
shaped who you are as a person?
John: More than anything, it has given
me perspective that I’m grateful for.
Because of my condition, I understand
something about how fragile life is. Being
part of this community has opened my
eyes to worlds of perseverance, hidden
pain, joy, tragedy and so much more that
I would barely have experienced if not
for that little mutation in my BTK gene.
And because I’ve seen some remarkable
scientific progress in my lifetime, it has
made me something of an optimist.
Of course, this last year of antimask,
antivaccine, antiscience sentiment has
challenged that optimism, but I have
faith this is another case of “two steps
forward, one step back.”
Trudie: Tell us about your family’s

role in establishing IDF.
John: Relative to other forms of PI,
XLA was pretty well understood at the
time I was diagnosed. My parents settled
into a “new normal,” but my mother,
Marcia Boyle, IDF’s founder, realized
many families didn’t have access to the
same diagnosis, treatment or patient
support options. She founded IDF at
our family’s kitchen table in 1980. In
our 40-year history, IDF has grown
to become a national model for other
patient advocacy organizations, serving
tens of thousands of families in the U.S.
Trudie: How long have you been
professionally involved in the organization?
John: Aside from a year and a half in
public relations after graduating college,
I’ve been part of the nonprofit world my
entire career. After a few roles in which
my skills as a fundraiser were honed,
IDF reached out to me to help launch a
peer-to-peer fundraising program (now
the IDF Walk for PI). As time went
on, my role grew. Once my mother,
the previous president, announced her
intention to retire, our board of trustees
launched a national search. I threw my
hat in the ring, and here we are!
Trudie: What prompted you to throw
your hat in the ring to become the next
IDF president?
John: I was working on my masters’
degree in nonprofit management.
Coincidentally, the announcement at
IDF happened just as I was ready to
take the next step in my career. Having
grown up with a front-row view of the
tremendous growth at IDF, I cared
deeply about its success. After a national
candidate search process, I was offered
the position of president and CEO. It’s

Let’s Talk!

an honor to help raise a voice for a
community that’s been part of my life
for 40 years.
Trudie: Last year, IDF revised its mission
statement. What inspired that decision,
and how is it impacting your work?
John: Our mission statements reads:
The Immune Deficiency Foundation
improves the diagnosis, treatment
and quality of life of people affected
by primary immunodeficiency through
fostering a community empowered by
advocacy, education and research. We
updated it by adding the words “fostering
a community empowered by” to the
previous verbiage. More than anything,
it was a reflection that IDF is not simply
pursuing a goal as an entity; we advance
our goals together as a community. While
that was important, it led to something
equally if not more important: our vision
statement that laid out some of our core
areas of focus. Essentially, our vision
outlines what patients need and deserve:
an understanding of their condition and all
available treatment options, an expected
standard of care and opportunities for
support and connection.
Trudie: In 2020, you wrote an
important message about racial disparities
in healthcare. How does bias show up
in healthcare for PI patients, and how is
IDF addressing it?
John: The path to a PI diagnosis
can take as long as 15 years, and many
members of our community have stories
of difficulty getting their diagnosis because
they weren’t being listened to by healthcare
providers. And, most of those people were
white and/or otherwise in positions in
which they’re among the ones who are
most likely to be heard. They had access
to healthcare and resources. If it’s bad for
them, what must it be like for those who
are more marginalized? Severe combined
immunodeficiency newborn screening in

all 50 states has been a great equalizer
and has started giving us a clue as to
the discrepancies that exist. We’re only
beginning to get our hands around the
issue, but we’re trying to learn, establish
baseline data and shine a light on the
issue. Our strategic objectives over the
next five years include working to remove
disparities in diagnosis and treatments and
to promote more equitable outcomes for
all PI patients, not just those with privilege.
And we have work to do as an organization;
we aim to make sure our own community
better reflects the U.S. population.
Trudie: What are some key initiatives
for IDF this year?
John: We launched two new initiatives
last year that directly addressed issues that
were heightened during the pandemic.
Protecting the Immunocompromised
Collaborative is a joint effort with
IDF and four other organizations that
are advocating at the federal level to
be a collective voice for those with
compromised
immune
systems.
Additionally, in response to concerns
over the availability of IG therapies, we
launched Plasma Hero, which aims to
raise awareness about the need for plasma
and to celebrate plasma donors. All of our
programming has been and will continue
to be virtual throughout 2021. One of
our large events in 2020 was Rare of the
Rare, a virtual summit that focused on
the ultra-rare diagnoses that are often
overlooked, even in the PI community.
We had attendees from several countries,
and we will be hosting it again in 2021.
And, of course, our largest event, the
Primary Immunodeficiency Conference,
will be held virtually June 23-26, 2021.
We will take advantage of all the lessons
learned in holding smaller virtual events
over the last year.
Trudie: What motivates and inspires
you?

John: Those we’ve lost. When we
went virtual, I took our “The Immune
Deficiency Foundation Remembers”
plaque from our office. If you’re on a
Zoom call with me, you’ll see it over my
shoulder. The needs of our community
are so urgent, and I want that to be a
daily reminder to me and those I’m
interacting with that our issues are ones
of life and death.
Trudie: What’s the best advice you
ever received?
John: “It’s a marathon, not a sprint.”
We all have to be cognizant of burnout in
our personal and professional lives. This
goes double for caretakers.
Trudie: What’s one thing you wish
someone had taught you about living
with PI?
John: Treat your mental health like
your physical health. Many within our
community live with some combination
of anxiety, depression, post-traumatic
stress disorder, carrier’s guilt or survivor’s
guilt. My personal issue is anxiety. If I
had understood how massive a change a
small dose of anti-anxiety medicine could
make to my day-to-day quality of life, I
would have started decades ago. Having
a chronic illness is tough, but it’s even
tougher when you don’t get a therapy
tune-up or medication when needed.
Trudie: What is your favorite quote?
John: “Be ashamed to die until you
have won some victory for humanity.” –
Horace Mann
Editor’s note: Just prior to printing this issue,
John announced he was stepping down as CEO
of IDF to pursue other opportunities.

TRUDIE MITSCHANG is a
contributing writer for IG Living
magazine.
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Patient Perspective




MY BODY felt absolutely drained. It
didn’t help I was due for my six-month
treatment, and my immune system was
feeling it. I went from getting up that
morning to lying on the couch and
then back to bed to take a nap and then
back to the couch. I felt guilty because
I had so much to do, including writing
deadlines I needed to meet. My body
told me to stop, but my brain screamed
“don’t stop!”
Then, suddenly, a sweet peace came
over me, and I decided to listen to my
body, give myself some grace, let go
of the guilt and accept what I needed.
Running myself ragged wouldn’t help
me physically, and it would most likely
have made things worse, causing my
body to tire for a longer period of time.
So, I want to share with you that
giving yourself grace by putting yourself
and your health first is one of the best
decisions you can make. Here’s how:
1) Listen to your body. If you need to
take a day to rest and rejuvenate, do it.
When your body is telling you to slow
down, don’t second-guess it; heed its
warning. Our bodies are designed to
silently speak to us. Pain, fatigue and
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weakness are signals
there is danger ahead.
Bulldozing ahead and
acting as if your chronic
illness doesn’t exist
isn’t safe. This kind of
hero complex could
lead to heartbreaking
consequences. Burying
your head in the sand
like the metaphorical
ostrich and ignoring
what your body is
saying could result in
terrible repercussions that limit you
further. Resting doesn’t mean you’re
lazy or that you’re succumbing to
your disease. It means you’re building
strength so when the time comes, you
have a chance to surpass your limitations
so you can do and be more.
2) Take breaks. Maybe you don’t
need to take the whole day to rest,
but don’t resist taking a break if you
need it. Set a goal of marking one
thing off your “to do” list, and then
reward yourself by taking a break.
Then, work another hour before you
walk away from a project. The key to
succeeding some days is taking small
steps to achieve your goals by doing
what you need for yourself physically
and mentally. Sometimes a break is all
you require to remove the brain fog
primary immune deficiencies can bring
and increase your productivity in the
long run.
3) Celebrate the small victories. On
days you feel your body doesn’t have
the stamina to achieve much, don’t
discount small victories. Even if you’re
only able to do one or two tasks that
day, celebrate those accomplishments.

The day I could do nothing but lie
on the couch or take a nap, I was able
to write one sentence in the book
I’m writing. I didn’t finish a major
project or check off 20 items on my
list of things to do that day, but what
I did accomplish was just as admirable
because I mustered the small amount of
strength I had for that day and pushed
past the thick brick walls my disease
imposed. On days when your body
isn’t your friend, focus on what you
did accomplish, and silence the guilt
for what you left undone. Even if the
accomplishment is giving your body
what it needs: rest and healing.
When disease causes us to stop or
at the very least slow down, it can
make us feel we aren’t accomplishing
as much as we should. Especially
when we see healthy people go on
with their lives and meet their goals
at a much quicker timeline than
we can. The temptation to play the
comparison game is strong during
these times, but ignore it and be
kind to yourself. Remember, you are
battling something they are not while
going for your dreams, so the most
courageous and admirable gift you
can give yourself is grace.

WHITNEY L. WARD was
not only the first person in
the world diagnosed with
MAGIS syndrome, she
had the honor of naming
the new primary immune deficiency.
MAGIS means “more” in Latin, and
Whitney hopes to instill in her readers
the message they are more than their
disease. Find out more about Whitney’s
journey at www.whitneylaneward.com.

Life as a 20-Something

 

THE ROARING ’20s was a decade
of change. Many know it as a period
of carefree living and growth both
personally and economically, but it was,
for many, a period of poverty. Several
parallels can be drawn between the
Roaring ’20s and our 20s, a decade in
our lives when we’re learning about
who we are and who we want to be. It’s
a decade when we are scraping pennies
together just to get by. But it’s also a
time when we’re starting new jobs or
entering a career and watching our bank
accounts flourish for the first time. For
many, it’s also a time filled with parties
and experimenting with alcohol, drugs
or relationships. And yet for others, it’s
a time spent reading books and at the
library for hours. No matter how you
spend your time in your 20s, there are
important things to keep in mind when
you are living with a chronic illness.
First, there are two types of people
who go to college. Some immediately
think about the studying, exams and
library, while others think about parties.
While partying is a big part of college,
and something you should enjoy, keep
in mind parties, clubs and bars are petri
dishes of germs: playing beer pong,
drinking a beer that had the ball in it,
sharing drinks with friends, using bar
restrooms, and dancing around crowds
of sweaty bodies. All these situations
terrify me in normal times, but with the
COVID-19 pandemic, they sound like
a nightmare.
Second, alcohol negatively affects the
immune system. If you’re going to
drink, know what medications you’re
taking and if you can consume alcohol
while taking them. Also, drinking right
before or after an infusion or when

you are feeling sick or recovering from
an illness is probably not a good idea.
I have never been a big drinker, but
I did drink some in college, and I
have many good memories. But, I was
always conscious of how my body was
feeling and when my next infusion
was before having a drink. I was also
honest with my closest friends about
my immune deficiency, and I stressed
the importance that I not drink a lot
for my health. I want to do what I
can to strengthen my immune system,
not weaken it. Similarly, I encourage
you to think about your limits. How
do you feel when you drink? What are
your habits? It’s important to surround
yourself with good friends and a great
support system — friends who will
encourage you to be the best version of
yourself and won’t pressure you to do
things you don’t want to.
Third, if you’re not the partying
type, but you’re pulling all-nighters
in the library and falling asleep while
reading your books, consider how
many hours of sleep you’re losing and
how many energy drinks or coffees
you’re consuming. These things can
also negatively affect your health. It’s
important to find a balance between
working hard and having fun without
compromising your health.
Fourth, many 20-something people
with an immune deficiency wonder if
it’s OK to get a tattoo. Or, if they are
more likely to get an STD because of
their immune deficiency. Or, if it’s OK
to get another piercing or smoke weed.
When I was a teen council member for
the Immune Deficiency Foundation, I
heard many such questions. But, more
often than not, many were too afraid

and embarrassed to ask. To be sure,
these are important questions. In fact,
asking them means you care about
yourself and your illness and you want
to educate yourself. Because our illnesses
are so rare, you can’t just Google this
information. For the best source of
such counsel, I hope you all have good
relationships with your doctors, and you
feel comfortable asking these questions
without feeling judged. Remember each
person affected by chronic illness is
different. For example, I got tattoos
and piercings with no problem, but
I have friends who can’t get them.
When I was younger, I wanted a belly
button piercing, and although my
immunologist said I could get it, she
advised against it because I always infuse
in the stomach area making the risk of
infection higher. As I look back, I’m so
glad I listened and didn’t get it.
Finally, the most important thing to
remember is to enjoy yourself without
sacrificing your health and to give
yourself some slack. If you’re not able
to make it to a party you promised
you would go to, that’s OK. If you
received a B on a paper instead of an
A, you won’t fail. I may not know from
experience yet, but I’m pretty sure the
fun and learning don’t stop once we’re
past our 20s.

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.
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Parenting



WHILE THE COVID-19 pandemic
has heightened concern about the
physical health of children and teens
with chronic illnesses such as a primary
immunodeficiency (PI), it has also had a
negative impact on their mental health.
And, while it’s easy for parents like
me to become laser-focused on the
immediate threat of a new virus to my
kids who may have difficulty fighting it
off, parents of chronically ill children
also need to watch for signs that their
children are suffering in different ways
because of this virus. The signs of
negative mental and emotional health
may not be as easy to spot as a fever or
an increased cough. But mental health
is just as important as physical health,
and any issues that arise as a result of the
current situation need to be addressed
by a professional.
Uncertainty about the future, social
isolation and parental anxiety are some
of the very real issues that concern our
children during these times. According
to Karen Dineen Wagner, MD, PhD,
professor and chair of the department

of psychiatry and behavioral sciences
at the University of Texas Medical
Branch, “predictability is a stabilizing
force for children and adolescents,
but it has been disrupted since the
COVID-19 outbreak.”1 For instance,
parents of children with certain health
conditions such as PI may have chosen
to isolate more than others, or for
a longer period of time, because of
the threat to their children’s physical
health. Unfortunately, the very thing
that can keep their kids safe physically
— distancing them from others — may
have a lasting negative impact on their
mental health.

The Relationship Between
Quarantining and Mental
Health

To determine just how great that
impact has been on children and teens,
a survey examined the emotional impact
of the quarantine on children and
adolescents in Italy and Spain, two of the
most affected countries by COVID-19.
In the survey, 1,143 parents of Italian

and Spanish children ages 3 years to
18 years were asked questions about
the effects of the quarantine on their
children compared to before the
pandemic began. Findings showed 85.7
percent of parents reported changes in
their children’s emotions and behaviors
during the quarantine. The most
frequently observed negative change,
which was reported by 76.6 percent of
parents, was difficulty concentrating.
Other frequently reported negative
changes were boredom, irritability,
restlessness, nervousness, loneliness,
uneasiness and worries. Three-fourths of
parents surveyed said they felt stressed
about the quarantine situation and, not
surprisingly, parental stress had a direct
correlation to adverse emotional and
behavioral symptoms in their children.2
In another study that looked at
the long-lasting impacts of social
isolation and loneliness, researchers
assessed the mental health problems
in otherwise healthy children and
adolescents to determine if quarantine
and social isolation can lead to future

Parenting

mental health problems such as
anxiety and depression. The metaanalysis included 63 studies with a
total of 51,576 participants. Results
showed social isolation and loneliness
increased the risk of depression up
to nine years later, and the duration
of isolation and loneliness (rather
than the intensity of loneliness)
was more strongly associated with
mental health symptoms. The findings
suggest loneliness for youth during
the COVID-19 crisis may affect their
mental health years later.3

Preventing Mental Health
Issues During Times of
Isolation

So what should parents do to prevent
future mental health issues in their
children while trying to keep them
healthy in the here and now?
• Maintain a routine. While schedules
and daily routines have been altered
with ever-changing school schedules
and event/activity cancellations, it is
more important than ever for kids to
have some kind of a routine. Things that
can remain the same are waking and
bedtimes, meal times, getting outside
for exercising or playing daily, and quiet
times for reading or relaxation. Keeping
kids on a schedule plays an important
role in mental health.
• Turn off the news, and limit social
media. While learning from home
much of the past year, and with limited
activities available, kids and teens
probably spent an increased amount of
time online, including social media and
news sites. The Internet is a helpful tool
for remaining connected with others
and staying informed, but overexposure
to information relating to the pandemic
can result in increased anxiety and

distress, especially in children. It is
recommended parents reduce their
children’s intake of pandemic-related
information to only when necessary and
only through trusted sources.
• Stay active. Engaging in regular
exercise is proven to improve not
only physical health, but also mental
health, by reducing levels of anxiety and
depression. Now that warmer weather is
here, encourage children and teens to get
outside and be active. Summer activities
like gardening, biking or hiking, and
many sports such as running, playing
tennis and basketball or swimming are
great ways to boost endorphins and
improve mood.
• Reach out to others. Summertime
and being outdoors make it possible
for kids to be with their friends
in social situations. If it’s still not
possible or advisable for some kids
to see family and friends in person,
parents can use technology to help
their kids communicate through
video calls or group chats. Having
the opportunity to share both worries
and positive experiences with others
helps kids feel more connected to
people, which is essential during
times of crisis.
• Ask for help. Parents should
maintain an ongoing dialog with their
children about the impact of COVID19 on their lives and look for any red
flags with their current mental health.
If a child has an existing mental health
condition exacerbated by COVD-19,
or if parents notice a new anxiety
or possible symptom of depression
in their child, they need to ask for
professional help. Early intervention
may prevent long-term mental health
consequences from this COVID-19
pandemic.4

Weighing the Risks Versus
the Benefits

Obviously, this past year has been
a delicate balancing act for parents
of children and teens with chronic
illnesses such as PI. For me, the
longer the COVID-19 crisis has
gone on, the more I have relaxed my
children’s social restrictions, allowing
them to take more risks with their
physical health in favor of improving
their mental and emotional wellbeing. But that decision is a personal
one. Parents must constantly assess
and evaluate risk, and decide for
themselves and their children what
they feel comfortable allowing them
to do. Knowing COVID-19 has had a
negative impact on the mental health
of children and adolescents, and that
depression and anxiety are prevalent,
are just additional issues to consider
when evaluating the risk versus benefit
of any given choice.
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Product Guide




TELEMEDICINE. Remote work.
DoorDash dinners. And online therapy
sessions? The pandemic has turned our
world into a remote-centric one, where
pretty much everything can be ordered
from that handheld computer, also known
as the smartphone. Yet, as everything
moved online to slow the spread of
COVID-19, many psychological issues
surfaced. Anxiety, depression, addiction
and suicide have all risen alongside
COVID-19. And as these issues began
to soar, companies expanded employee
health benefits, tacking on virtual therapy
and meditation apps to wellness programs.
Some health insurance companies have
even begun offering apps as a perk to
members. Enter the world of wellness
apps for mental health.

A Mental Health Pandemic

There’s no denying this past year
has taken a toll on everyone’s mental
health. According to the Centers for
Disease Control and Prevention, hospital
emergency rooms have seen a rise in the
number of visits for individuals with
mental health concerns. And, according
to the Kaiser Family Foundation (KFF),
about four in 10 adults have experienced
symptoms of anxiety or depression since
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the onset of the pandemic, up from one in
10 adults in 2019. Another poll from KFF
found 36 percent of adults have had issues
sleeping, while 32 percent say they’ve
increased their alcohol consumption and
12 percent have dealt with worsening
chronic conditions.
For the more than 133 million Americans
or 40 percent of the population living with
a chronic disease, that means a large chunk
of the population is currently dealing
with even worse pain, says the National
Health Council. And for the nearly 24
million individuals with autoimmune
diseases who’ve had to remain particularly
vigilant during this pandemic, anxiety and
depression due to isolation, stress and fear
are likely on the rise.

A Penny for Your Thoughts

So why choose a mental health app
over traditional therapy? While apps don’t
replace traditional face-to-face therapy,
they’re a good option since they remove
some barriers to treatment such as lack
of mobility, financial means or the fear of
stigmatization.
Some apps are free, or are at least
reasonably priced, and they offer
therapeutic ways to cope with everything
from depression and eating disorders to
anxiety and post-traumatic stress disorder.
In addition to being more accessible, apps
are attractive for their anonymity since
mental health is still an issue that some
struggle to accept or discuss.
For those having suicidal thoughts or
extreme depression, a variety of suicideprevention apps are available. One called
notOK that was developed by a struggling
teen, features a large, red button users can
activate to alert their support network.
There is also an assortment of general

health apps designed to track and beat
bad habits, manage anxiety and overcome
depression. And, for those who need to
talk it out but can’t afford a therapist,
Talkspace gives users the option to text
a trained professional as often as needed.

Sweat, Stretch or Om Your Way
to a Healthy Mind

Gyms, yoga studios and other sweatinducing places were forced to shut their
doors due to the pandemic, causing many
individuals to search elsewhere for their
exercise fix. Not only does exercise keep
the heart healthier, but those feel-good
endorphins also combat a host of mental
illnesses, from depression and anxiety to
insomnia and stress. This has led to a rise
in the popularity of exercise apps such as
the one offered by Peloton, which offers
yoga, strength training and cardio classes.
In addition to exercise apps, people can
seek out mental clarity through a variety
of meditation and mindfulness apps.
Guided meditations, breathing exercises
and videos accompanied by soothing
music are some of those available.
The world will eventually open up
and the pandemic will end, but the daily
mental health battles that many wage
will continue to exist. Thankfully, help is
literally available at your fingertips. Just
don’t forget to look up and head outside
because that good old vitamin D and
old-fashioned human interaction is an
“app” that always perks up the mental
faculties.

HEATHER BREMNER
CLAVERIE is a contributing
writer for IG Living magazine.

Product Guide
Pump Up Your Mind

Click to Calm Down

Need to get your
mood in shape?
Check out Moodfit,
the fitness app for
mental health. The app provides tools and insight to help firm
up one’s mood. It is packed with a variety of ways to boost
mental health, including breathing exercises, sleep tracking,
mood and gratitude journals, and more.
Free for limited version, plus a free 30-day trial for Moodfit
Premium; www.getmoodfit.com

The millions of users who’ve downloaded Calm to sleep
better, lower stress and reduce anxiety have helped place
the app in the No. 1 spot in the meditation and sleep
arena. Calm’s designers created the app with a simple goal:
to help improve its users’ health and happiness through
a variety of options, including meditation exercises, sleep
stories, mindful movement videos and more.
Free for the limited version, plus the Premium version
starts at $70 per year with a free 30-day trial;
www.calm.com






It’s OK to Be Not OK
Think Yourself Happy
Happify Health is a global
healthcare platform that combines
digital therapeutics and care
delivery solutions to improve
mental health, physical health and
well-being. Individuals can use the
app to receive a happiness score and
then receive activities designed to
help improve mood. The company
says 86 percent of frequent app
users reported feeling happier
within two months.
Free 30-day trial;
www.happifyhealth.com

Developed by a teen who had health issues
that led to anxiety and depression, notOK is
a simple app designed to help curb suicidal
tendencies. App users upload their circle of support to the free app and, during times
of turmoil, simply press the digital “panic” button to alert their contacts.
Free; www.notokapp.com

Head to a Peaceful Space
Endorsed by the Anxiety and
Depression Association of
America, headspace is a popular
wellness app designed to alleviate anxiety, while promoting a better mood and
providing coping skills. The app includes guided meditations, animations, articles
and videos, and it even has kid-friendly options.
Free 14-day trial, then $5.83 per month or $69.99 annually; www.headspace.com

Talk (or Text) It Out
The Talkspace online therapy platform provides the support of a licensed therapist
24 hours a day, seven days a week, through an easy-to-use app. Any privacy
concerns should be allayed since the app is HIPAA-compliant.
Talk (or Text) It OutPlans start at $65 per month; www.talkspace.com
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Book Corner
Afraid of the Doctor: Every Parent’s Guide to
Preventing and Managing Medical Trauma
Authors: Meghan L. Marsac and Melissa J. Hogan
Publisher: Rowman & Littlefield Publishers
Afraid of the Doctor is the first book written
for parents with the primary goal of equipping them with the knowledge and skills
to support their children through medical
challenges on a day-to-day basis, and specifically with medical trauma — experiences in
healthcare that can profoundly affect a child’s
response and willingness to even go to the
doctor. The book integrates character stories
to illustrate the signs and symptoms of medical trauma and the
roles parents and caregivers play in supporting their child through
medical challenges. Readers will find 12 distinct strategies they
can implement to help prevent and reduce medical trauma and
otherwise support their child while facing medical interventions or
a chronic condition. Strategies are illustrated through anecdotes,
step-by-step guides, examples and research evidence.

Living with Chronic Illness and Disability:
Principles for Nursing Practice, 4th Edition
Editors: Esther Chang, RN, CM, PhD, MEd, and
Amanda Johnson, RN, DipT(Nsg), PhD, MHScEd
Publisher: Elsevier
Living with Chronic Illness and Disability provides the
knowledge and skills necessary for nursing and allied health
students to provide quality, competent care to people living
with a chronic illness or disability. The text has a strong
evidence base, but is founded in reality. It includes practical,
useful principles for holistic care, self-management and a
multidisciplinary approach. It also covers a range of issues
affecting patients, caregivers and families, with a focus on
empowering individuals as they adjust to the life-changing
journey of chronic disease and disability. Edited by Esther
Chang and Amanda Johnson, and written by a multidisciplinary team of expert clinicians and academics, this book
will enhance nurses’ confidence
when caring for people with a range
of major and common conditions.

 

  

Can’t
find
Book
Cover

Making It Work: Managing Your Health
Condition Through ADA Workplace
Accommodations
Author: Sheryl Ellis
Publisher: Augmented HR Solutions
Making It Work is an easy-to-understand guide that can help individuals learn
how the Americans with Disabilities Act (ADA) applies to their specific situation
and how to ask for the help they need at work. Specifically, the book will help
individuals realize how the ADA now covers a broad range of people with health
conditions and disabilities; how the ADA can protect individuals from job
discrimination and enable them to keep their job; and how to research, prepare,
request and negotiate a reasonable accommodation that will enable individuals to
overcome limitations and barriers at work. Also included are special cases in which
the ADA applies such as how to request a service animal or emotional support
animal as a reasonable accommodation to help individuals work or perform a
specific task at work; how individuals hired by staffing agencies are also protected
under the ADA; how the ADA protects individuals in recovery; how to effectively
communicate and resolve conflict with an employer; and more. Flow charts,
examples, resources and a free downloadable employee workbook are also included.
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COVID-19:
Resources for
Coping with
the Pandemic
and Beyond
Authors: Sam Mayhugh, PhD,
and Brian Mayhugh, PhD
Publisher: Westbow Press
This book provides persons
living under the stress of the
COVID-19 pandemic with many
resources, including help, crisis and
information lines, as well as tips and
recommendations about dealing with
anxiety and depression and building
resiliency. Opportunities for personal
assessment and support are also
provided.

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

Resource Center
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BioSupply®
BioSupply® is the online product ordering platform by FFF Enterprises, Inc.,
the largest and most trusted distributor of plasma products, vaccines,
biosimilars and other specialty pharmaceuticals and biopharmaceuticals.
Visit www.fffenterprises.com to learn more about us.

Point, Click,
Confidence.

BioSupplyOnline.com
makes ordering your products easy, fast
and convenient!

Available Products
Adult Vaccines
Albumin/Plasma Protein Fraction
Ancillaries
Antithrombin
BioSurgical
Coagulation Factor
Essential Medicines
Hyperimmune Globulin Immune
Globulin
Influenza Vaccines
Oncology
Pediatric Vaccines
Pharmaceuticals
We are proud to be an accredited NABP®

BioSupply is a quick and easy-to-use e-commerce platform offering instant access to the critical-care products
you need when you need them. Our customer-driven online portal empowers you to order what you want, when you want
it, so you can better manage your inventory. With over 32 years of safe, counterfeit-free product distribution, you can
purchase through us with confidence and peace of mind. BioSupply offers:
At-a-glance access to your account information
Links to view open orders and ordering history
Shortcuts to frequently purchased products
FFF Sales Team contact information
Detailed product pages
Product alternatives if products are back-ordered or unavailable
Convenience and accessibility to drop-ship products
Shopping Cart feature displays account number and shipping address to minimize purchasing errors
My Favorites feature for frequently ordered products
BioVision reporting tool provides analysis of purchasing patterns

For ordering support, contact our Wow! Customer Care team:
P: (800) 843-7477 | Emergency Ordering available 24/7/365
F: (800) 418-4333
E: customerservice@fffenterprises.com

©

2021 FFF Enterprises, Inc.

With MyFluVaccine.com easy online ordering
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.

YOU PICK THE DELIVERY DATE(S) – Conveniently secure YOUR best delivery date(s)
YOU PICK THE QUANTITY – Choose from a broad portfolio of products
WE SAFELY DELIVER – Count on FFF’s secure supply channel with Guaranteed Channel Integrity™

YOU PICK THE PREFERRED DATE • YOU PICK THE QUANTITY • WE DELIVER

MyFluVaccine.com | 800-843-7477 | FFFenterprises.com
© 2021 FFF Enterprises, Inc. All Rights Reserved FL858-AB 042621

