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It’s hard to believe that my first few months with IDF 
have come and gone so quickly. Since I began my role  
in January, I’ve learned so much about the primary 
immunodeficiency (PI) community and the history and 
values of IDF. And I’ve gotten to know the wonderful  
staff who are working hard and dedicating themselves  
to improving the lives of those with PI.

In February, I was asked to speak about Rare Disease Day 
and what it meant for IDF. I had to stop and ask myself if 
I felt ready to answer that question yet. When I thought 
about it, I realized that I understood that this community 
is built on hope, opportunity, advocacy, and community – 
not just on Rare Disease Day, but every single day. 

We hope for a better, brighter, and healthier  
future. For new treatments, therapies, and a better 
quality of life. 

We look for the opportunity to create  
awareness outside of our bubble and share the stories 
of the PI community. The opportunity to be seen and 
understood; those are basic human rights. 

We advocate for better healthcare, treatments, 
and research for those with PI. To raise our voices as one 
and stand as a united front. 

We strive to have a community and know 
we are not alone. To realize support is out there, to help 
ease isolation, to access resources, and to connect with 
others who understand what only someone living with  
PI can understand.

These are some of the building blocks on which IDF 
has been built and they are reflected in the mission to 
improve the diagnosis, treatment, and quality of life for 

those affected by primary immunodeficiency. And they 
fulfill that mission by fostering a community that is  
empowered through education, advocacy, and research. 

I realize that over the years, there has 
been so much that IDF has done to  
support the mission and advance the  
PI community– creating valuable 
resources that educate not only those 
living with PI but the medical  
professionals who treat them; holding 
educational forums and events with 
experts; providing opportunities for 
building relationships with others in the 
community; and so much more.

And yet, we acknowledge there is so very much more  
to do. Innovation is moving us forward every day.

I joined IDF, hoping to make a difference in the lives of 
others. To take what is already great and continue to 
make it better for the hope, promise, and possibilities  
of what the future holds for this community. I hope  
that you’ll be here with us as we move forward and I 
want to thank you for the support you’ve shown IDF  
over the years.

As my time with IDF moves ahead, I look forward to 
meeting you at future IDF events and hearing your  
stories. I know there’s a day coming soon where we  
can come together as a community once again. 

Until then, 

Jorey Berry

P R E S I D E N T ’ s  L E T T E R
A Letter to the PI Community from IDF President & CEO, Jorey Berry

 BUILT ON HOPE,
OPPORTUNITY,

ADVOCACY,
COMMUNITY

&



This free three-day conference is the largest gathering of PI patients in the world, bringing together the entire PI  
community (patients, caregivers, and clinicians) for three days of connection, learning, and networking in a fully engaging 

virtual environment with in-person sessions at three locations: Baltimore, Chicagoland, and Southern California.  
Sessions from world-class immunologists and compelling panel discussions are just a few of the highlights. 

If you’ve attended one of our IDF conferences in the past, you know how valuable the experience can be to be  
surrounded by those who are living with PI while hearing from experts. This year will be like none other.  

We’ll be announcing exciting information surrounding the conference soon, so make sure you’re signed up  
to receive emails from us. 

               To learn more, visit www.primaryimmune.org/conference. 
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2022 IDF Primary Immunodeficiency Conference
October 6-8, 2022

Don’t Miss The PI Event Of The Year!

www.primaryimmune.org/findonline
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What’s the difference between  
Hypogammaglobulinemia and Common  
Variable Immun Deficiency (CVID)?
Hypogammaglobulinemia and CVID are often hard to 
differentiate, even for medical professionals.  
Hypogammaglobulinemia is a term used to describe 
someone with low levels of immunoglobulin (Ig) in the 
blood. The diagnosis of CVID requires that the individual 
be older than 2 years of age and have blood levels of IgG 
at least two standard deviations below the normal mean 
for age. To learn more about the difference between the 
two, or find other diagnosis-specific information, visit 
www.primaryimmune.org/specific-pi-diagnoses.

I saw recently that there was legislation  
in my state that could impact the PI  
community. How can I make sure I know 
when this is happening and what can I do?
Sign up for IDF Action Alerts! The IDF Action Alert  
system mobilizes our community by prompting our  
activists to take immediate action on legislative issues  
related to PI. Action Alerts urge advocates to contact 
their elected officials and other policymakers at critical 
times when a patient perspective is needed to remove 
barriers to care. See all current action alerts at  
www.primaryimmune.org/current-action-alerts. 

I recently started seeing a new primary care 
physician and they don’t have a lot of  
experience treating someone with PI. Are 
there resources I can share with them?
Yes! While we’d like to think that all medical  
professionals know about PI, it’s still a rare condition.  
IDF has resources available for medical professionals to 
use to better understand PI and how to treat individuals 
who are living with PI. You can find them at  
www.primaryimmune.org/pi-awareness/ 
medical-professionals.

I missed PI Awareness Month in April!  
How can I raise awareness for PI the other  
11 months? 
You don’t need to limit yourself to one month for raising 
awareness for those living with PI, in fact, we encourage 
our entire community to keep up their efforts year-
round. There are many ways to help raise awareness – 
like using social media and sharing your story.  
Make sure you follow us on Facebook  
(@ImmuneDeficiencyFoundation), Twitter  
(@idfcommunity), Instagram (@idfcommunity),  
and LinkedIn!

How can I make sure I know what’s  
happening with plasma-derived therapies  
and if it might impact my treatment?
IDF has been voicing the need for plasma donors and 
the rising issue of plasma for the past few years. We 
understand how vital plasma-derived therapies are to the 
PI community and want to encourage others to donate 
plasma to ensure that you have continued access to the 
treatments you need. The IDF initiative Plasma Hero 
was designed to educate people on the uses of plasma, 
encourage donations, and also keep current information 
on the state of plasma globally. Check it out at  
www.plasmahero.org. 

What is IDF doing to raise awareness for  
immunocompromised communities?
IDF launched the Immunocompromised Collaborative  
in 2020, in partnership with The Aids Institute,  
Autoimmune Association, Lupus Foundation of America, 
and Susan G. Komen. The collaborative serves as a  
united voice for communities (estimated at 9 million 
Americans [7 million adults]) whose health status makes 
them most vulnerable to threats from infectious disease, 
seeking to inform federal and state policies to prevent 
the spread of infection, and ensure that the needs of  
the immunocompromised are met. Learn more at  
www.immunepolicy.org. 

YOUR QUESTIONS,
OUR ANSWERS

www.primaryimmune.org/findonline
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VIRTUAL
CAREGIVER
SUPPORT
GROUPS
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Virtual Caregivers Support Groups are guided by a 
licensed mental health professional and are a great 
opportunity for caregivers to meet and explore shared 
experiences as a caregiver. These groups provide a safe, 
judgment-free, and confidential virtual space to address 
emotional distress associated with caregiving while 
exploring PI-specific challenges. Participants must be 18 
years or older and connected to a person with a PI (this 
includes grandparents, siblings, aunts, uncles, etc.). 

What Is The Purpose Of The  
Support Groups? 
The purpose of the Caregivers Virtual Support Group is 
to provide a safe, judgment-free, and confidential virtual 
space for peer support to caregivers of persons in the 
PI community. Participants will find community and a 
connection to others as the group addresses emotion-
al distress associated with caregiving while exploring 
PI-specific challenges. 

What Topics Will Be Discussed? 
Group topics are based on the expressed interest of the 
group participants. Some current group topics include 
support system awareness, use of resources in the 
community, emotional coping as a parent/caregiver, 
managing changes in relationships, setting boundaries 
with family members, child advocacy, coping strategies, 
self-care, and much more. 

What Is The Group Structure? 
Support groups are open to any person active in the 
care of a person in the PI community, including parents, 
grandparents, siblings, or others connected to the person 
in care. Each group is limited to six participants. The 
group meets for one hour, once a month.  

Who Facilitates The Support Groups? 
Each group is guided by a facilitator who holds healthcare 
credentials and has training with facilitating group  
offerings. The group facilitator is an experienced  
professional who has worked with individuals who are 
dealing with rare or serious medical conditions in their 
family to provide individual and family support. 

We’re looking forward to holding these events  
throughout the year as an opportunity for caregivers to 
meet and explore shared experiences. To learn more, 
visit www.primaryimmune.org/caregiver-support. 
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Survey data collected by IDF in 2017 and 2018 points  
to several factors in adults with X-linked  
agammaglobulinemia (XLA) living in the U.S. that  
correlate with lower perceived quality of life. These  
factors include hospitalization, multiple chronic condi-
tions or infections, and reliance on public insurance.

The new study, “Health Related Quality of Life in 91 
patients with X-linked agammaglobulinemia,” was  
recently published in the Journal of Clinical Immunolo-
gy. The good news is that, overall, mental and physical 
quality of life were not significantly different for adult 
or pediatric patients with XLA compared to the general 
public. This finding means that the diagnosis itself does 
not necessarily lower patients’ perceived quality of life.

However, within the adult XLA population (58 individu-
als), respondents who experienced two or more chronic 
conditions (such as arthritis, asthma, or lymphopenia), 
were hospitalized, or had three or more infections within 
the last 12 months had significantly lower physical  
quality of life than peers. Those with three or more 
chronic conditions also had a significantly lower  
mental quality of life. The most reported chronic  
condition among this subgroup was chronic fatigue 
(78.5%). Sinus infection was the most common infection 
type among those with three or more infections. 

Of note, adults with XLA who used public insurance  
experienced significantly lower mental quality of life  
than those using private insurance or a mix of private  
and public insurance. This correlation points to stressors 
unique to this group of patients as they navigate life  
with XLA.

The health and insurance-related factors uncovered in 
this study suggest a focus for the XLA community and 
their supporters in maintaining a high physical and  
mental quality of life for these individuals.

IDF Study Points to Factors Influencing  
Quality of Life in Those with XLA
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Altman, K., Zhou, C.,  
Hernandez-Trujillo, V. et al.  

Health-Related Quality of Life in  
91 Patients with X-Linked  

Agammaglobulinemia.  
J Clin Immunol (2022).
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Advocacy is crucial to the Immune Deficiency  
Foundation’s (IDF) mission is to improve the diagnosis, 
treatment, and quality of life of people affected by  
primary immunodeficiency (PI). In 2022, IDF is  
advocating for the PI community across federal and 
state governments, as well as with private insurance 
payers. IDF’s policy priorities fall into four areas of focus: 
ensuring access to care, providing a voice for those with 
PI, expanding screening and diagnosis, and supporting 
emerging research and therapies.

Ensuring access to care
IDF prioritizes advocacy efforts that ensure patients have 
ready and affordable access to healthcare, in the site of 
care that is most appropriate, with the treatment  
recommended by their medical providers.

MEDICARE AND PRIVATE PAYER COVERAGE 
FOR IG THERAPY
Medicare and private payer coverage of immunoglobulin 
(Ig) therapy remain a priority for 2022. Since 2013, a  
Centers for Medicare and Medicaid Services (CMS) 
demonstration project has allowed 4,000 Medicare 
beneficiaries with PI to receive intravenous immuno-
globulin (IVIG) treatments at home, covering not just the 
medication itself, but the supplies and services necessary 
to make at-home infusion realistic. The demonstration 
project has been extended twice, and the most recent 
extension pushed the enrollment cap to 6,500 individuals 
with PI. IDF is working hard to make this benefit  
permanent for all eligible Medicare recipients before  
the December 31, 2023 project extension deadline.

In addition to the Medicare IVIG Demonstration Project, 
IDF is also working to understand barriers that prevent 
skilled nursing facilities from accepting patients who 
need Ig therapy. This includes the role played by  
Medicare and private payer reimbursement for services.

PLASMA ACCESS AND AWARENESS
Another high priority for IDF in 2022 is ensuring  
adequate plasma supply for the many patients with PI 
who rely on plasma-based therapies. Regulation of plas-
ma centers falls to states, and some states have enacted 
regulations that exceed the U.S. Food and Drug Adminis-
tration’s (FDA) plasma donation regulations. For example, 
California requires licensed medical professionals to 
perform some of the tests on potential donors, while the 
FDA requires appropriate training, but not licensure. As a 
result, states like California have fewer plasma donation 

centers, making recruitment of plasma donors in parts of 
the U.S. difficult. IDF supports state regulations of plasma 
donation centers that align with the federal standard.

At the federal level, IDF is fighting to reverse a U.S. 
Customs and Border Protection policy that classifies 
payment for plasma donations to those holding B1 and 
B2 visas as illegal “labor for hire.” Up to 10% of the U.S. 
plasma supply comes from Mexican nationals who cross 
the border to donate, and this policy prevents them from 
doing so.

To increase plasma supply in general, IDF also supports 
federal funding for public education campaigns on the 
importance and need for plasma donation.   

OTHER ACCESS TO CARE PRIORITIES
In addition to Ig therapy coverage and ensuring plasma 
supply, IDF has several additional priorities that fall under 
access to care for 2022:

●   Addressing healthcare disparities

●   Making the expanded access to telehealth  
established in the pandemic permanent

●   Addressing barriers to drug access, such as co-pay 
accumulator programs

●   Ensuring access to Medigap (Medicare  
supplemental insurance)

●   Streamlining and standardizing insurance prior 
authorization requirements

●   Ensuring fair insurance medical review policies

●   Addressing challenges with insurance preferred  
drug and exclusion lists

●   Ensuring insurance coverage of new procedure or 
therapy codes

●   Opposing significant cost barriers in drug pricing

●   Expanding condition-accurate diagnosis codes

Ensuring Access to Care 
Tops IDF ’s  Policy Priorities 
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Providing a voice for those with primary 
immunodeficiency
Early in the COVID-19 pandemic, IDF recognized that  
the PI community’s concerns often overlapped with 
those of other immunocompromised communities.  
The Immunocompromised Collaborative, a coalition  
of organizations that represents immunocompromised 
individuals, sent its policy recommendations for the 
COVID-19 pandemic to Congress in July 2020 with  
more than 40 organizations signed on.

As the chair of the steering committee, IDF continues  
to advocate for:

●   Immunocompromised individuals receiving priority  
for prophylactic and early COVID-19 therapeutics,  
such as Evusheld

●   Vaccine access, education, and uptake

●   Public health policies that protect  
immunocompromised individuals

●   Guidance and resources from public health agencies 
specific to immunocompromised individuals

●   Permanent expanded access to home healthcare  
(e.g., telemedicine, home infusion)

Independent of the collaborative, IDF advocates for 
the creation of Rare Disease Advisory Councils (RDAC) 
in every state. RDACs are official advisory groups that 
provide state governments and lawmakers with input on 
the specific needs and concerns of those living with rare 
diseases (note that, collectively, up to 30 million  
Americans, or 9% of the population, are thought to be 
living with rare diseases). Twenty-one states have  
enacted legislation creating these advisory groups to 
date and IDF is working to expand that number. 

IDF also supports legislation to eliminate non-medical 
vaccine exemptions in public education at the state level. 
Even when those with PI can safely get vaccines, many 
rely on ‘community immunity,’ (when enough people 
in a community are immune to a disease that they 
“shield” those who don’t have immunity from getting the 
disease) because vaccination may not provide them with 
adequate protection. The ease of obtaining an exemp-
tion correlates with lower overall vaccination rates and 
puts community immunity at risk. Eliminating non-medi-
cal exemptions ensures the safety of those with PI in  
public spaces.

The PI community also relies on antimicrobials, both to 
prevent and to treat infections. IDF supports legislation 

encouraging the development of new antimicrobials, 
as well as legislation promoting antimicrobial 

 stewardship, or the responsible use of antimicrobials  
so that they remain effective.

Expanding screening and diagnosis
In the past several years, IDF has been instrumental in 
getting newborn screening for severe combined  
immunodeficiency (SCID) implemented in all 50 states. 
In 2022, IDF continues advocacy to ensure that federal 
programs remain in place to support SCID newborn 
screening efforts.

With genetic testing available, doctors can order panel 
tests for PI to help identify a person’s specific type of 
PI and guide treatment. IDF advocates with payers for 
affordable coverage of these invaluable tests.

Supporting research and  
emerging therapies
As with any patient-focused organization, IDF places 
strong value on biomedical research and the  
development of therapies for our community. At the 
federal level, supporting research and emerging  
therapies means advocating for targeted National 
Institutes of Health (NIH), Health Resources and Service 
Administration (HRSA), Centers for Disease Control and 
Prevention (CDC), and Food and Drug Administration 
(FDA) funding for research into PI. IDF also works with 
the FDA to smooth the approval process for new PI  
therapies, and advocates for state research funding for PI.

Addressing the lack of racial, ethnic, and gender diversity 
in clinical trials, which typically over-enroll white males, 
is another IDF priority. Without trial populations that 
reflect patient populations, important insights into  
the effectiveness of a treatment, or its range of  
complications, may be overlooked.
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huh?

As with any medical field, there are a number of terms in 
the immunodeficiency community that can quickly get  
confusing for new patients and their caregivers. A few  
examples: immunocompromised, immunosuppressed,  
primary immunodeficiency, secondary (or acquired)  
immunodeficiency, inborn errors of immunity.  

What do these terms mean? And how do they relate to  
each other?  

Defining Immunocompromised  
Someone is immunocompromised if they have a weakened 
immune system, according to the National Cancer  
Institute. Although the term “immunocompromised” 
seems straightforward, when the Centers for Disease  
Control and Prevention (CDC) used it to describe who 
should receive a COVID-19 ‘booster’ vaccine, there was 
considerable confusion among both medical providers  
and the public (the CDC has since clarified its  
guidance on boosters).  

Part of the confusion comes from the many  
different conditions and situations that can cause  
someone to be immunocompromised. A person who  
is immunocompromised could have a wide range of  
symptoms, from mild to life-threatening. However, the  
term alone doesn’t specify cause or severity. 

To complicate matters, “immunosuppressed” is often used 
interchangeably with immunocompromised. 

In 2013, the CDC estimated that 2.7% of the U.S. popula-
tion was immunocompromised based on self-reporting 
through the National Health Interview Survey. Updated to 
2022 population estimates, that’s almost 10 million Ameri-
cans whose immune systems aren’t functioning properly.  

Primary Versus Secondary  
(or Acquired) Immunodeficiency  
Inherited conditions (those that run in families) that cause 
a person to be immunocompromised are known as prima-
ry immunodeficiencies (PIs). They result from genetic  
mutations passed down from parents to their children. 
There are more than 450 rare, inherited conditions  
recognized as primary immunodeficiencies by the  
International Union of Immunological Societies. This num-
ber continues to grow as we redefine conditions by specific 
genetic mutations rather than symptoms. 

Secondary immunodeficiencies are much more common 
than PI and are acquired rather than inherited. Unlike PI, 
a secondary immunodeficiency may be temporary.  Some 
causes of secondary immunodeficiency include infectious 

diseases (HIV/AIDS), medical treatments (corticosteroids, 
solid organ transplantation), or ‘complex’ diseases  
(those resulting from a combination of genetics and  
circumstances like type II diabetes). 

Note that ‘primary’ versus ‘secondary’ immunodeficiency 
only specifies how the condition happens, not how  
immunodeficiency affects the person. For example, solid  
organ transplant recipients, who have a secondary  
immunodeficiency, are considered severely  
immunocompromised due to the powerful medications 
they take to keep their immune systems from attacking the 
transplanted organ. On the other hand, IgA deficiencies, a 
type of primary immunodeficiency, in some cases cause  
affected individuals to be only mildly immunocompromised.   

Inborn Error of Immunity (IEI) Versus  
Primary Immunodeficiency (PI)  
Our understanding of immune system conditions has grown 
a lot since the first PI – X-linked agammaglobulinemia (XLA) – 
was identified in 1952. To reflect this better understanding, 
the medical community has adopted the phrase  
‘inborn error of immunity’ (IEI) in place of primary  
immunodeficiency. 

‘Inborn error of immunity’ captures some key information 
that ‘primary immunodeficiency’ does not.  

In medical terminology, ‘primary’ refers to the first or most 
significant symptom or the body system where a condition 
originates. The term ‘primary immunodeficiency’ implies 
that the conditions mainly affect or originate in the immune 
system. But some mutations are in genes so important (or 
affect such a large number of genes in the case of deletions 
or duplications) that symptoms span many organ systems.  
However, all mutations that result in inherited immune  

Breaking Down Common Terms  
in the Immune Deficiency Space

Primary 
Immunodeficiency

Secondary 
Immunodeficiency

Infectious
Disease

Medical 
Treatments

Drugs

Immunocompromised
Immunosuppressed

Inborn error 
of immunityInborn error 

of immunity
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MAKE YOUR VOICE     
            HEARD

IDF needs your voice now more than ever.  
Sign up for Action Alerts to easily sign on to letters  

or send templated emails to your legislators, letting 
them know how policies affect the PI community.

Congratulations to the dedicated researchers who 
were awarded grants through our IDF Research 
Grants and our IDF White Paper Challenge! 

primaryimmune.org/current-action-alerts 

2022
IDF 
RESEARCH 
FUNDING

Visit www.primaryimmune.org/research-grants  
to read about the most recently announced research grants.

system conditions are, by definition, present from birth,  
or ‘inborn.’ 

Also, inherited immune system conditions can cause  
autoimmune symptoms (where the immune system attacks 
normal organs and tissues) in addition to weak immune 
response to infection. ‘Errors of immunity’ describes these 
types of symptoms better than immunodeficiency.  

In 2017, the International Union of Immunological  
Societies (IUIS) committee that classifies PIs renamed itself 
to reflect the ‘inborn error of immunity’ terminology. IDF 
will continue to use primary immunodeficiency as the 
more familiar term but will incorporate inborn error of  
immunity as a synonym referencing all of the diagnoses in 
our vibrant community. 
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Traveling With PI
How to Stay Healthy While You’re On the Go

Over the last two years, you may not have traveled as 
much as you have in the past due to the COVID-19  
pandemic. Now, we’re seeing that more and more 
people are beginning to resume travel for business and 
pleasure every day. In a recent interview, Expedia Group 
Chief Executive Officer Peter Kern stated that summer 
2022 will be the busiest travel season recorded–and even 
IDF is planning to resume in-person events in 2022 on  
a small scale.

With that, we have always encouraged the primary  
immunodeficiency (PI) community to travel safely in 
order to maintain their health and keep up with any 
ongoing treatments. Whether you’re planning to travel 
internationally or just flying domestically, we want to 
ensure that you have everything you need.

Travel and COVID-19
The COVID-19 pandemic changed the world in many 
ways, including how many people approach travel. For 
the U.S., there are still mask mandates in effect for all air-
ports and public transportation providers.* This protection 
allows for extra comfort for those in the PI community, 
and masking in public places, especially airports and 
airplanes, is encouraged even after the mandate is lifted. 

Vaccination and Testing
While many destinations are easing the need for  
pre-arrival testing, most places still require being fully 
vaccinated and have a negative entry test.

There are still many places worldwide, and here in the 
U.S., that require a quarantine period. American citizens 
at least 2 years old returning to the United States from 
an international flight must have a negative return travel 
test no sooner than 24 hours before flying back. This 

requirement applies to all vaccination statuses, and there 
isn’t a mandatory self-quarantine. 

Also, when traveling domestically in the United States, 
there are some places (restaurants, museums, tourist  
attractions, etc.) that require proof of vaccination to 
enter. If you’re able to be vaccinated, make sure you  
have proof of vaccination ready.

Medications
Many who are living with PI rely on immunoglobulin (Ig) 
replacement therapy, which is injected in liquid form. You 
will be permitted to fly with your liquid medication.

While the TSA does allow liquid medications to  
accompany you through security in your carry-on and  
in checked bags, inform the TSA officer that you have 
medically necessary liquid medications and separate 
them from other belongings before screening begins.  
You should also have all accessories that go with your 
liquid medication (freezer packs, pumps, syringes, etc) 
labeled and nearby for the screening process.

While we know we’re limited to 3.4 ounces (100 
milliliters) or less per item in our carry-on, for liquid 
medications, you’re allowed a larger amount for medical 
necessity, but it must be declared to the TSA officer at 
the checkpoint for inspection. 

What to do:

Remove them from your carry-on bag to be screened 
separately from the rest of your belongings. You are not 
required to place your liquid medication in a plastic  
zip-top bag. If a liquid, gel, or aerosol is declared as  
medically necessary, then it may require additional 
screening and may not be allowed.

For more information, visit:  
www.tsa.gov/travel/special-procedures

Vaccinations for International Destinations
Some international destinations require specific  
vaccinations. The recommendations will vary according 
to where you are traveling and the season of the year 
that the travel is planned. 

The Centers for Disease Control and Prevention  
(www.cdc.gov) has information about endemic  
infectious diseases in various regions of the world and 
the vaccines recommended for travelers to those areas. 
As many patients with PI fail to make a reliable antibody 
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* This travel mandate was still in effect at the time of printing.
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response to most vaccines, vaccination may not  
be useful.

 Antibody deficient patients are traditionally treated with 
immunoglobulin to replace the antibodies that they are 
unable to make for themselves. This is good news, but 
only for those pathogens that are common in the pool of 
plasma donors used to produce the Ig product.

In the U.S., all Ig products are made from plasma from 
U.S. donors so there will not be many antibodies in those 
products directed at pathogens that are rare in the U.S. 
For many infectious agents that patients encounter there 
are good levels of protection, but there may not be much 
protection for agents like yellow fever, West Nile virus, or 
other tropical microbes.

For certain infectious agents like malaria, an effective 
vaccine is not available and in that case avoidance of 
mosquitoes (netting over the bed, repellants) and  
anti-malaria drugs are used to help protect patients  
with impaired immunity as well as those with normal 
immune responses.

As a general rule, individuals with PI can travel  
widely and often without being overly concerned  
about acquiring exotic infectious diseases as long as they 
use common sense in selecting their travel destination 
and method.

Collaborating with your healthcare team will be  
important in planning your trip to develop a dosing 
regimen that will work best for the duration of your 
journey and to ensure you have adequate medication 
and supplies on hand.

PI Travelers 
Here are some pictures and stories from those within the 
PI community who have traveled in the past year! 

With good healthcare management and working closely 
with your healthcare team, you should be able to enjoy 
all things that most people do, including travel! You can 
learn more about living with PI and traveling here:  
www.primaryimmune.org/travel.

How to Stay Healthy While You’re On the Go
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KRISTINA WEBB
“ Hiking in Breckenridge, CO 
last summer. We spent as 
much time as we could road 
tripping and exploring the 
outdoors during COVID.”

CASSANDRA SHELLEY
“ My CVID warrior checked 
out the Tide Pools during a 
camping trip to Crystal Cove 
State Beach.”

KIM PETERSEN
“ Seattle to Nashville, then 
Destin, Florida! It’s been 
a long time coming, but 
worth the wait.”

SOPHIE B. PEARL
“ I traveled to Hawaii and 
Cancun during the pandem-
ic. This is a photo of Wapio 
Valley in Hawaii. I was very 
afraid to travel. Our trip to 
Hawaii was rescheduled 3 
times. I wanted to cancel 
it but instead, I took a risk 
and went. It was the best 
vacation ever. It was the 
first day Hawaii opened 
back up. Absolutely zero 
tourists and 99% of our 
planned activities were 
outside.”

COURTNEY SHORT 
ALLEN
“ We explored Palm Springs 
and Joshua Tree over spring 
break. It was our first  
vacation since the start of 
the pandemic, and it was 
just what my soul needed!”



‘EVEN IN THE DARKEST TIMES, 

THERE IS H  PE’
 

Solene Rodrigue is an avid equestrian who’s participated 
in many hunter/jumper competitions. A few years ago, 
her horse Liam misjudged a jump and broke the gate 
in half. Solene flew out of the saddle and slammed into 
the ground on her tail bone. She felt some pain over the 
ensuing days but ignored it – until she couldn’t.  Shaking 
and nauseous, Solene went to the doctor for x-rays. The 
impact had broken her pelvis in two places.

“You can say I’m pretty tough,” said Solene, who walked 
around for five days with the injury before seeking help.

That strong will to carry on no matter the circumstances, 
no matter the level of pain has defined Solene since 
infancy. Solene, 45, has severe combined  
immunodeficiency (SCID).

A diagnosisA diagnosis
When Suzanne Rodrigue, Solene’s mother, brought her 
newborn daughter home from the hospital in October 
1976, she appeared healthy, but within days, developed 
vomiting and diarrhea. Suzanne reported the symptoms 
to her doctor, and he instructed her to continue  
breastfeeding and assured her it would get better.

“I told the doctor many times, and he said keep trying,” 
said Suzanne. “The pediatrician thought it was all in  
my head.”

After a month of watching her baby struggle, Suzanne 
switched Solene to formula, which only made it worse. 
She changed Solene’s diaper constantly to prevent rashes.

“I spent every night rocking her and she was crying a lot 
and I was trying to get her into a comfortable position,” 
recalls Suzanne.

The holidays arrived and Solene’s health deteriorated.

“When Christmas came everything went downhill. We 
were overwhelmed. We didn’t know what to do and the 
doctor was no help,” said Suzanne.

The family sought help at an emergency room near their 
home in Connecticut, and as hospital staff frantically ran 

tests on the baby, they prepared for the worst. Solene 
went into cardiac arrest and doctors said she wouldn’t 
live more than a few days.

“But Solene is a fighter. I called the priest, and I was 
crying, and the priest said put her in the Lord’s hands, 
in God’s hands and that reassured me and took the load 
off my shoulders,” said Suzanne. “And she lived – it’s a 
miracle she lived.”

Doctors diagnosed Solene with a rare form of  
pneumonia but also with a genetic condition the family 
had never heard of – ADA-SCID. As a result of SCID, a rare 
and life-threatening primary immunodeficiency, Solene 
couldn’t produce the cells necessary to form an immune 
system. She would likely die from infection unless treated 
with a bone marrow transplant (BMT).

After many weeks at the University of Connecticut  
Hospital where doctors worked to clear her pneumonia, 
Solene returned home with her family, who had strict 
orders to not let her come into contact with other 
people. A nurse visited the home weekly to administer 
intravenous immunoglobulin to Solene, who battled 
thrush (yeast infection of the throat and/or mouth) as 
she awaited her transplant.

A treatmentA treatment
In June 1977, Solene received a BMT at Sloan Kettering 
Hospital in New York using cells donated from her older 
sister, Roxanne. Roxanne is a perfect human leukocyte 
antigen (HLA) match with Solene, and that match greatly 
increased the chances of success of the BMT.

“She is one of the first ones in the world that had a  
successful bone marrow transplant,” said Suzanne.  
“Her case is in the medical books.”

To help her understand the complicated medical terms, 
Suzanne, a native French speaker, carried an English 
dictionary with her to New York. She recalls the isolation 
procedures required at the hospital and the frail state of 
her daughter.
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‘EVEN IN THE DARKEST TIMES, 

THERE IS H  PE’
 

“They put Solene in a sterilized room so she would not 
catch germs. We needed to disinfect ourselves and wear 
special clothing to go inside the room to see her,” said 
Suzanne. “She was 8 months old, and she weighed only 
8 pounds.”

Solene developed pneumonia after the BMT but, just as 
she had as an infant, she pushed through the sickness, 
determined to survive.

“She fought through it again and finally we could bring 
her home,” said Suzanne. “She started gaining weight. 
At 9 months, she weighed 12 pounds. She started eating 
solid food, which was very difficult since she had never 
swallowed any solid food since she was born.”

ChildhoodChildhood
Solene remained healthy for a period, returning to New 
York for monthly check-ups and eventually transitioning 
to a pediatrician closer to her home. She walked at age 
15 months but as time went on, she only said a few 
words. Most of the time, she pointed and shouted when 
she wanted something. The pediatrician recommended a 
hearing evaluation.

“She had severe hearing loss because of the cardiac  
arrest as a baby,” said Suzanne. “We bought her a  
hearing aid right away.”

Solene developed many ear infections with high fevers 
that doctors treated with antibiotics, and at age 6, she 
contracted chickenpox. She stayed in the hospital for  
two weeks battling pneumonia in both lungs. Treatment 
on a ventilator and a blood transfusion, along with  
experimental antibiotics, allowed her to recover.

“She went through so much pain. She is a very  
courageous person,” said Suzanne.

Once Solene started school, her emotional health  
suffered. Equipment used to help Solene hear led to 
bullying from her classmates, making school almost  
unbearable. She developed anxiety and depression.

“She had panic attacks and was miserable. We bought 
her so many books and she read and read,” said Suzanne, 
who took her daughter out of public school in eighth 
grade and put her in a private school where she made 
friends and became happier. An animal lover, Solene also 
found comfort in her pets.

Over the years, her parents made Solene try different 
activities like soccer and ballet, but she liked none of it. 
Her father decided horseback riding might be more her 
style. And he was right.

“We leased a horse, and she would go to shows for many 
many years,” said Suzanne.

The presentThe present
While Solene continues to ride, she hasn’t shown her horse 
lately. She is busy working in the healthcare industry and 
planning her upcoming wedding. An English major in col-
lege, Solene is still a book lover and enjoys other hobbies 
like working out in the gym, walking, watching old movies, 
and spending time with family, friends, and her fiancé.

Recently, Solene 
became connect-
ed to the wider 
SCID community 
through SCID, 
Angels for Life, 
and IDF’s SCID 
Compass program. 
She now serves on 
the SCID Compass 
Steering Commit-
tee and Patient 
Advisory Board.

Meeting other persons with SCID allows her to learn 
more about the condition and act as an inspiration to 
those families just beginning their journeys with SCID.

“I’m so happy to share my story with others, and offer 
hope for SCID 
patients and  
their families,” 
said Solene.  
“No matter what 
happens, never 
give up. Even in 
the darkest times, 
there is hope. 
Cherish every mo-
ment because you 
never know what 
can happen.”
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Check out these new resources  
on the SCID Compass website.

P U B L I C A T I O N S

scidcompass.org/ 
parent-and-provider-publications

SCID Toolkit

SCID Parent Fact Sheet

SCID Provider Fact Sheet

SCID and Family Planning

V I D E O S

scidcompass.org/scid-compass/scid-videos/
scid-animated-series

SCID Animated Series
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Solene Rodrigue performs a jump  
on her horse Liam.

Solene Rodrigue, back row center, gathers for a 
family event with her parents and two sisters.
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IDF Team members (from left)  
Aimee Yrlas Simpson, Angela Ridenour, 

Makenna Kressley, and Stephanie 
Hamilton attend a conference  

focused on peer-to-peer fundraising.

Since joining the IDF team this past summer, I have been amazed by the 
dedication of the IDF community. The sheer number of volunteers, donors, 
advocates, and supporters of all kinds is inspiring and I’m excited to see  
what we can accomplish together in 2022.  

My No. 1 goal in leading the fundraising team at IDF is to make sure that we 
recognize our donors for all they do - our donors and fundraisers are the 
lifeblood of the organization - the very foundation of our work in improving 
the diagnosis, treatment, and quality of life for those affected by primary 
immunodeficiency. We are #zebrastrong!

For those who give monthly, we’ve launched the IDF Sustainers Club. The 
IDF Sustainers Club is a passionate group of donors who make a sustaining 
commitment each month to support our strategic goals. Similar to how each 
stripe makes up a zebra, each monthly donor represents how one small  
contribution can lead to a bigger and more beautiful future for undiagnosed 
or newly diagnosed individuals and families living with PI.

Giving a monthly gift is a sustainable way to give, as it’s manageable for your 
budget and happens automatically each month, so it’s hassle-free! There is  
no minimum amount to donate and it provides a long-term impact that 
allows IDF to put your donation where it’s needed most: educating and  
advocating for the PI community.

To recognize those who make a sustaining gift, we will include recognition in 
IDF’s annual report, include you in special quarterly VIP email updates, and 
add some surprise special invitations to IDF events!

Last year, IDF had more than 215 donors give $1,000 or more. Moving  
forward, we have created a unique recognition program for our major  
supporters as members of the IDF Giving Circle. Some of the ways that we’ll 
do that are to offer exclusive major donor engagement opportunities  
including virtual coffee with IDF President & CEO Jorey Berry and invitations 
to attend a series of IDF State of PI virtual meetings with IDF senior leadership.

Our IDF Giving Circle members are a gathering of individuals who are commit-
ted to the future of IDF ensuring we can continue to advance our mission of 
championing the PI community. Gifts can be one-time or cumulative through-
out the year. Feel free to contact me at asimpson@primaryimmune.org with 
any questions about giving a major gift to IDF.

We founded the IDF Legacy Society for the community of supporters who  
are committed to making a lasting impact on the primary immunodeficiency 
community, ensuring IDF will continue to fund research, education, and  
advocacy to improve the diagnosis, treatment, and quality of life for those 
living with a primary immunodeficiency for generations to come.

IDF Legacy Society funds can be designated through a will, given as a gift of 
stock or trust, provided by adding IDF as a beneficiary on life insurance or 
retirement accounts, or through a variety of other options. If you choose to 
let us know that you’ve designated IDF in your estate planning, we offer  
special recognition in IDF’s annual report, a quarterly newsletter, and  
exclusive engagement opportunities and invitations to IDF events. For more 
information on how you can support the mission of IDF through a legacy/
planned gift, please contact Stephanie Hamilton, Director, Strategic  
Partnerships at shamilton@primaryimmune.org.  

You can read all about the Walk for PI in the article on page 9. But I did want 
to make sure to remind everyone that you can fundraise outside of Walk 
season with our do-it-yourself (DIY) fundraising tools online. We’ve had some 
incredible fundraising events in the past couple of years and we’re all excited 
to see what’s happening in the year to come! To learn more about Walk or 
DIY fundraising, you can email the team at walk@primaryimmune.org and  
we can help get you started!

AN
INSIDE

LOOK
AT
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Aimee Yrlas Simpson
Vice President, Institutional Advancement  
& Strategic Partnerships
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As someone who is living with primary immunodeficien-
cy (PI) – or any rare condition for that matter – it can be 
difficult for others outside of your community to  
understand what you’re going through. Having to explain 
your condition can be daunting when you are trying to 
explain it to someone who hasn’t heard of it before. You 
might say “my immune system doesn’t work right,” or “it’s 
harder for me to fight off infections,” or “I get sick a lot.” 
And while those are all great places to start, it doesn’t 
always reach the scope of what you’re truly going through.

From the moment of diagnosis, there are many people 
within your life that you may need to explain your PI to: 
from friends and family, your work or school, and even 
healthcare professionals who may not be familiar with PI. 

What are Primary  
Immunodeficiencies?
When you have to explain your condition, it’s important 
for you to have a thorough understanding of it yourself. 
Primary immunodeficiencies, also known as inborn  
errors of immunity (IEI), are a group of more than 450 rare, 
chronic conditions in which part of the body’s immune 
system is missing or does not function correctly. These 
conditions are caused by hereditary genetic defects and 
can affect anyone, regardless of age, gender, or ethnicity.

While PIs differ, they all share one common feature:  
disruption of the body’s immune system. Because the 
most important function of the immune system is to 
protect against infection, people with PI commonly 
experience increased susceptibility to infection. The 
infections may be in the skin, sinuses, throat, ears, lungs, 
brain or spinal cord, or in the urinary or intestinal tracts. 
Increased susceptibility to infection may show up as 
repeated infections, infections that won’t clear up, or 
unusually severe infections. (For more information on  
the types of immunodeficiencies, please see page 11.)

Friends and Family
Speaking about your PI to friends and family isn’t easy.  
If you’ve been living with PI, you know that you might be 
sick more often than your friends or family and that can 

cause stress. Here are some ways you can inform others 
about your PI:

Give them references
One way that people can begin to relate to any topic 
is through a point of reference. For many both in and 
outside the PI community, that point of reference can 
be David Vetter. David, affectionately known as the boy 
in the bubble, was born with Severe Combined Immune 
Deficiency (SCID), one of the most severe types of PI. At 
the time of his birth in 1971, a bone marrow transplant 
from an exact matched donor was the only treatment for 
SCID, but there was no match available in David’s family. 
Because of this, for 12 years, David captured the  
world’s attention as he lived in protected environments 
to maintain relatively germ-free surroundings at Texas 
Children’s Hospital. 

While the portrayal of David in Hollywood isn’t  
factually accurate, it provides a jumping-off point for 
someone to make a connection and for you to give them 
accurate information on PI and what your specific  
diagnosis means for you. 

Give them resources
While you may not need to give all your friends and  
family the 300+ page IDF Patient & Family Handbook, 
there are many different resources and publications 
available for you to utilize while explaining your PI.  
Consider sharing the chapter about your specific  
diagnosis from the handbook, or talking about how the 
immune system works and what’s different for you, or  
invite them to sit in on an IDF Forum. There are many ways 
to invite them into the fold and help them understand.

Let them ask questions
We encourage all those living with PI to ask lots of  
questions to their healthcare professionals. Your friends 
and family may need the same from you to better under-
stand what you’re going through. Let them ask questions 
about PI and it may help you understand any areas of  
confusion that they see and you can adjust how you talk 
about PI later on to others to help them better understand. 

Healthcare Professionals
While we’d like to believe that every doctor has heard  
of every illness, that isn’t always the case. In some  
situations–you’re taken to the emergency room or  
you’re injured while on vacation–, you may be the one 
explaining your PI to a healthcare professional. We’ve 
found that when faced with these situations, it’s best 
to present these healthcare professionals with factual 
information about your diagnosis. 

First, tell them you have a primary immunodeficiency 
and use resources like the IDF Patient & Family  
Handbook to show them what your specific diagnosis 

Article continues on page 22...
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How to Talk  
About Your Primary 
Immunodeficiency 

With Others
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READY…SET…WALK!  
We’re thrilled to announce that IDF Walk for Primary 
Immunodeficiency (PI) will celebrate its TENTH anniversary 
this year. It’s hard to believe that the Immune Deficiency 
Foundation (IDF) first started Walk for PI in 2013 with only 
three walks. Today the number of walks has more than 
doubled. And our participants and sponsors have raised 
over $7 million dollars to fund educational resources and 
research initiatives for those living with PI.  

As we enter the 2022 walk season, we will educate,  
advocate, and celebrate the PI community by hosting  
11 in-person walks (yes — we’re back!) and one  
nationwide virtual walk — Coast to Coast. Four of our 
Walks (Baltimore, Chicago, Southern California, and Coast 
to Coast) will be in conjunction with the PI Conference in 
October. It’s been two years since we’ve last hosted Walks 
in person, and we couldn’t be more excited to see  
members of the PI community come together and stride 
with IDF pride again, reminding all of those affected by  
PI that they are not alone.   

What makes the Walks even better is that we have no 
fundraising minimum to participate! This gives you the 
most opportunity to invite friends, family, and coworkers  
to participate with you. And as a bonus, if you raise $125, 
you will qualify for a 2022 Walk t-shirt. All participants are 
encouraged to raise $125 to support IDF’s mission and as 
you raise more, you get more and help us do more.  
Because of your support, IDF can continue to provide  
educational resources and programs at no cost to  
individuals and families, support critical patient-focused  
research, and lead the way in the fight to improve  
diagnosis and access to treatment. 

We are also launching a newly designed, user-friendly app 
this Walk season! The app will allow you to earn badges, 
track fundraising, view stories of fellow walkers, receive 
timely updates about your event, and more. More details 
will be coming soon! 

In the meantime, you can register for IDF Walk for PI 2022 
now! We challenge you to invite at least 10  friends or 
family members to register and participate with you. Learn 
more and register at www.WalkforPI.org  

 

IDF Walk for PI 2022
•  ATLANTA: Grant Park, October 22 

•  BALTIMORE: PI Conference, October 8

•  BOSTON: Franklin Park Zoo, October 15

•  CHICAGO: PI Conference, October 8

•  CLEVELAND: Metro Park Zoo, September 11 

•  DALLAS: Dallas Zoo, November 12

•  DENVER: Cheesman Park, October 1 

•  NEW YORK CITY: Coney Island, September 17

•  ORANGE COUNTY: PI Conference, October 8

•  PHILADELPHIA: Philadelphia Zoo, September 10

•  ST. LOUIS: Saint Louis Science Center, October 15 

•  VIRTUAL (Coast to Coast): October 8
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For several years, IDF has been tracking the rising issue 
of plasma and plasma shortages and how that may 
impact the primary immunodeficiency (PI) community. 
The current industry projections show plasma-derived 
therapies and the future of plasma will grow over the 
next five years.

The projections for 2019 going into the start of 2022 
estimated that units of immunoglobulin (Ig) would rise 
steadily and see an average increase despite the  
pandemic’s impact on the world. North America stood 
atop those projections by averaging over 6% in total 
units from 2019 to the start of 2022. The United States 
is the largest collector and supplier of plasma,  
contributes about 90% of North America’s  
immunoglobulin supply, and contributes a large  
portion to the world’s overall supply. 

Industry experts projected that there would be an  
annual average growth rate of 5% between 2020 and 
2027 to reach 168.2 tons by 2027. The annual average 
rate of growth was 9.5% between 2014 and 2020 but 
experts had weighed in the impact of the COVID-19 
pandemic (hitting hardest between mid-2020 through 
mid-2021) as well the recovering global marketplace.

Alongside quantities, the usage and sales of  
immunoglobulins have also been tracked. The general 
public has focused on the use of immunoglobulins in  
relation to its use in the defense against COVID-19 but 
the use is much greater. About 70% of individuals with 
PI use some type of immunoglobulin replacement  
therapy. Estimations are indicating an increase in  
subcutaneous immunoglobulin replacement therapy 
(SCIg) as opposed to intravenous immunoglobulin 
replacement therapy (IVIg), which could be driven by 
neurological use. This lines up with the trend of people 
seeking SCIg therapies as opposed to IVIg with the  
progress of FDA approvals of Ig medications. Growth  
in use could exceed 15% annually.

It is important to note that there are driving factors 
for the growth of Ig usage, both locally and globally. 
The first is increased awareness and recognition of PI, 
including rarer types that are now being recognized as 
a PI. There are also better diagnostics and tools being 
used to provide a more accurate diagnosis of PI; the 
better the technology, the more accurate the diagnosis. 
These factors not only contribute to the acquisition, 
use, and sale of Ig globally, but they impact one  
another directly.

Whether you personally live with PI or know someone 
who does, plasma donors are needed now more than 
ever. Donating plasma and bringing others along to 
donate is a great way to serve your community so visit 
www.plasmahero.org and get started!

Plasma-Derived  
Therapies And Plasma  
Volume Grow Steadily
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Dr. Nicole Rochester’s father struggled with many health 
problems including dementia, heart disease, diabetes, 
kidney disease, and obesity. When she and her two older 
sisters began caring for him and she found herself in 
charge of his medical care, she realized just how mud-
dled management of his diseases had become. Prescrip-
tions overlapped, diet and exercise were neglected, and 
information sharing between specialists didn’t occur.

“I felt like no one was looking at the big picture. No  
one was taking a step back. There were a lot of balls 
that were dropped, and I tried to fill in the gaps,” said  
Dr. Rochester.

Dr. Rochester accompanied her father to doctor’s 
appointments, and although he’d complain of specific 
health issues to family and friends, she found that he 
didn’t share those concerns with the doctor. Dr.  
Rochester asked the questions her dad avoided,  
sometimes much to the consternation of providers.

After a few visits to specialists identifying herself as  
only his daughter, Dr. Rochester decided to reveal to 
providers that she is a board-certified pediatrician.  
That fact changed how providers interacted with her  
and her father.

“It wasn’t until I announced that I was a physician that 
there was a change in posture and more of a desire to 
collaborate. My profession validated my conversations 
and concerns about my dad in a way that I wasn’t  
afforded when I was just his daughter,” said Dr. Rochester.

Eventually, Dr. Rochester and her sisters moved their  
dad into assisted living, where he received excellent care 
until his passing in February 2013.

The experience with her father planted the seed for Dr. 
Rochester’s shift from physician to professional health 
advocate and health equity consultant. After 20 years 
of practicing as a pediatrician, Dr. Rochester established 
Your GPS Doc in 2017. Your GPS Doc is a business that 
helps aging individuals, those with chronic illnesses, and 
their family caregivers navigate the healthcare system.

In addition to serving as the CEO for Your GPS Doc, Dr. 
Rochester is a TEDx and keynote speaker, has an active 
presence on social media, and produces the YouTube 
show, Navigator Nuggets.

In December 2021, Dr. Rochester joined the IDF Team 
as the consulting medical advisor for health equity. Her 
contributions so far include being interviewed for an  
IDF podcast, “Opportunities for Young People of Color  
in Science,” producing two videos - “Five Questions to 
Ask Your Doctor” and “Five Tips for a Healthy 2022,”  
and sharing a diversity presentation for IDF staff.

Interest in the field of medicine began early for Dr.  
Rochester. She remembers as a 7-year-old combing 
through a medical encyclopedia, fascinated with the 
human body and the illnesses that could arise.

“I used to spend hours looking through that book  
and memorizing the signs and symptoms of various 
conditions,” she said.

Teachers in Prince George’s County, where she attended 
school, encouraged her interest in math and science, and 
Dr. Rochester went on to earn a degree in biology from 
Johns Hopkins University. She obtained her medical  
degree from the University of Maryland School of Medicine 
in 1997 and completed her pediatric residency training at 
Children’s National Medical Center in Washington, D.C.

Being a Black woman in a white male-dominated  
profession presented its challenges, but Dr. Rochester 
said she addressed inequities with help from other 
people of color.

She recalls an experience during her time at the  
University of Maryland School of Medicine when white 
professors neglected to explain how social determinants 
affect the health of the Black population.

“The problem was that a few of the professors, in 
their lectures, focused on the statistics and left out the 
background, left a lot of it to the imagination. There was 
a natural assumption that maybe Black people aren’t as 

Dr. Rochester Named 
IDF’s Health Equity 
Medical Advisor
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healthy, or they have to do better or try harder, and 
there were no conversations at all about the systems 
in place that led to those differences in health  
outcomes,” said Dr. Rochester.

Dr. Rochester and several of her Black medical school 
classmates brought these concerns to the university 
dean, a Black man.

“What I do remember vividly is that we had a 
voice. We met with the dean and others who were 
responsible for our education, and we were received 
warmly, and they made a commitment to look at the 
curriculum and what was being taught. They listened 
and they had a genuine desire to make things  
better,” said Dr. Rochester.

“So, I’ve definitely benefited from having fellow 
students, as well as mentors and teachers, who  
look like me, even if it’s a small number.”

In another case of health inequity, Dr. Rochester 
witnessed how doctors and senior medical residents 
minimized complaints of pain by children with sickle 
cell anemia. Sickle cell anemia is a rare genetic blood 
disorder that results in extreme pain when the  
malformed red blood cells make their way through 
the blood vessels. The disease primarily affects  
people of color and shortens a person’s life span.

“Many of the doctors underestimated the children’s 
pain,” explained Dr. Rochester.

While working as a pediatric hospitalist, Dr.  
Rochester gave monthly lectures on sickle cell  
anemia to medical students and pediatric residents 
at a community hospital where she worked.

“We talked about not only the pathophysiology of 
sickle cell disease but also the psychology and stigma 
and how the pain is ignored. It was sad to hear that 
it was the first time many of the third- and fourth-
year medical students heard a lecture on sickle cell,” 
said Dr. Rochester.

Dr. Rochester parlays her patient advocacy into her 
role as CEO of Your GPS Doc. Many families consult 
with Your GPS Doc because they feel their loved 
ones aren’t getting the care they need in a hospi-
tal setting. Dr. Rochester reviews medical records, 
speaks with doctors and nurses, and acts as a liaison 
between the family and providers to improve care.

“I help families interpret the medical lingo, put it in 
lay terms, and ask questions, those same probing 
questions I asked of my dad’s care team. Have you 
explored all of the diagnostic possibilities? Have  
you explored treatment options? Is this the right 
hospital? Do they need a higher level of care?” 
explained Dr. Rochester.

“Sometimes the care being provided is exceptional 
and it’s just bad communication, and other  
times I find that care is not appropriate, and there 
are things that should have been done or need to  
be done.”

Dr. Rochester believes that health advocacy is an 
essential aspect of health equity.

“There’s a lot of work to be done in healthcare, but 
that work is going to take time. Empowering and 
educating communities of color so they can stand up 
for themselves is an important part of the journey,” 
said Dr. Rochester.

“For decades, we’ve had this data available where 
we know that Black and brown communities have 
had worse outcomes, and it’s been accepted as the 
status quo. I’m excited about the focus on health 
disparities and health equity. I hope this remains  
a focus. My hope is that health equity remains at  
the forefront.”

Dr. Nicole Rochester, fourth from left, 
poses for a family photo with her father.
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How to Talk  
About Your Primary 
Immunodeficiency 

With Others

Continued from page 17...

is and how it impacts 
not only you but your 
healthcare. You should 
also disclose what  
medications you use 

to treat your PI, like monthly 
immunoglobulin (Ig) replacement 

therapy, and when you last got your treatment. IDF also 
provides resources specifically for healthcare providers  
at www.primaryimmune.org/healthcare-providers. 

School and Work
We always encourage our community that with treatment 
and a healthy lifestyle, anyone with PI can live a relatively 
“normal” life, including going to school and work regularly. 
However, as someone with PI who might get sick more often, 
it can be difficult to explain to your place of employment or 
you/your child’s teachers why you’re taking time away. 

When it comes to school, we believe it is important to tell 
your school about your child’s disorder so they can receive 
an education equal to other students. In order to do so, 
you may need to schedule a meeting with your child’s 
teacher, the principal, and any other faculty that are bene-
ficial to keeping your child’s health and education on track. 

IDF offers resources for parents navigating school  
for their children with PI that can be found at  
www.primaryimmune.org/your-childs-school-1. 

For people with PI, employment is about more than just 
making money and job satisfaction. You need a job that 
will allow you to perform at a high standard with your  
disorder and will offer good health insurance benefits. 
There are many people with PI who have amazing jobs  
and you can be one of them.

While you are under no legal obligation to inform your 
employer of your PI, it might be beneficial. Employees 
are protected by the U.S. Equal Employment Opportunity 
Commission (EEOC). The EEOC is responsible for enforcing 
federal laws that make it illegal to discriminate against a 
job applicant or an employee because of the person’s race, 
color, religion, sex (including pregnancy), national origin, 
age (40 or older), disability, or genetic information. 

The more we talk about PI, the more awareness and  
recognition we bring to the PI community. We encourage 
you to take the time to educate others about PI and  
continue to make a difference. 

Visit www.primaryimmune.org/pi-workplace for more 
information related to workplace protections.

TZ’TZ’ss Corner CornerTZ’s Corner
Hey friends! It’s your pal TZ 
the IDF Zebra here. It looks 
like there’s something  
exciting happening on the 
other end of this maze. Can 
you help me get through?

START

YOU
WiN!
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Thank You Sponsors!

DONATIONS MAKE 
A DIFFERENCE

Your generous donation helps support  
critical resources and programs  
for the entire primary  
immunodeficiency community!  

Scan QR code or visit us online at: 
primaryimmune.org/idf-online-donation.

Thank you to the following companies for their support of the  
Immune Deficiency Foundation and the primary immunodeficiency community!

Takeda
CSL Behring

Grifols
Horizon Therapeutics
X-4 Pharmaceuticals

Enzyvant
Accredo
Pharming

Interested in supporting IDF  ?
Contact us: www.primaryimmune.org/idf-opportunities-support



110 West Road, Suite 300
Towson, MD 21204

410.321.6647   |   primaryimmune.org

SIGN UP FOR TEXT ALERTS
Want to be the first to hear the latest news 

and updates from IDF? Get text alerts from us! 

www.primaryimmune.org/ 
subscribe-text-alerts

www.plasmahero.org/join-plasma-hero-online-community

Be Heroic, Stay Informed.
When you subscribe to Plasma Hero,  

you get important news and updates from  
Plasma Hero that include hero stories  

and ways to get involved! 


