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Nearly one year ago, I was in the process of interviewing 
with IDF to become President & CEO. At the time, I had 
no idea about the journey that was in front of me, but I 
was excited about the prospect of change and growth, 
which seems to be a common link between my personal 
journey and that of the foundation. Over the last few 
years, IDF has seen a lot of change, most of which you’ve 
heard discussed in other newsletters, emails, articles, 
and more. I’m proud of the changes I’ve seen within IDF 
since I joined, proud of the changes I’ve been able to 
help achieve for our community and our employees. 

Today, while on the precipice of my first IDF Primary  
Immunodeficiency Conference, I look back at what I’ve 
seen over the last year. I’ve attended IDF Forums and 
Lunch and Learn events and learned from our medical 
professionals who offer their time and knowledge to 
keep the PI community informed while hearing directly 
from that community about the issues they face and 
the personal milestones they accomplish. I’ve met with 
industry sponsors and discussed what’s on the horizon 
for bettering the lives of those living with PI and how  
IDF can assist in those efforts. 

I’ve stood with the rare disease community, heard their 
stories, and shared the commitment IDF has in the  
efforts to raise awareness for not only PI, but the  
entirety of the rare disease community–pushing forward 
the hope that those who have been marginalized,  
often in more than one way, can get the support and  
care they deserve.

I’ve met with legislative representatives and senators and 
talked with them about the PI community, our mission, 

and how they can help us achieve our goals while building 
bridges to the future. I’ve been to plasma centers and 
spoken directly to donors, thanking them for what 
they’re doing and letting them know that 
they are saving lives every single time 
that they visit a donation center and 
donate plasma. It’s been an eye-opening 
and rewarding year.

Through every experience, in all of these 
moments, I’ve felt the support of the  
entire IDF staff and community at my 
side, proving time and time again that 
we are not alone. In the midst of it  
all–the change and the growth we’ve experienced–we 
have done it together, just as we will continue to going 
forward. Because it doesn’t stop here. Our journey 
towards a better life for all those living with PI is just 
beginning, and I want to thank each one of you who  
has been here along the way and those who are just 
joining us now. 

Let’s move forward and continue to grow together. 

Thank you,, 

Jorey Berry
IDF President & CEO

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

IN THE MIDST OF IT ALL–
THE CHANGE AND THE  
GROWTH WE’VE EXPERIENCED–

WE HAVE DONE IT 
TOGETHER. 
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The IDF Primary Immunodeficiency Conference is happening, but I  
can’t attend all of the sessions. In the past, IDF has sent out videos  
of the sessions after it ends. When will those be released?
Great question! We hope that you can join us for this year’s Primary Immunodeficiency 
Conference, but if not, we will have access to the sessions once the event concludes; 
however, it won’t be immediate. In the weeks following the event, we will be sending 
out an email with links to the recordings to the entire IDF community. To receive this  
email, we recommend that your email subscription be set to “Power Reader.” Update  
your subscription! 

There’s been a lot of news surrounding Monkey Pox lately. Where  
can I get more information on what that means for me and  
others living with PI?
In August, U.S. Secretary of Health and Human Services Xavier Becerra declared  
monkeypox a national public health emergency. Monkeypox is still circulating widely  
as global and U.S. public health officials get the current outbreak under control. IDF is 
keeping tabs on the situation and will provide updates. If you have any symptoms of 
monkeypox, talk to your healthcare provider, even if you don’t think you had contact 
with someone who has monkeypox.

I’m new to the community and only just found out that I may  
have a primary immunodeficiency. How do I learn more about  
getting a diagnosis?
Welcome to the community! We’re glad that you found us. On average, it can take 9-15 
years for a diagnosis to be reached, so if you’re here, you’re on the right track. Make 
sure you speak to your physicians about laboratory and genetic testing for PI or find a  
new physician who may be able to assist you through the IDF clinician finder.

I feel overwhelmed by the amount of stuff I’m managing in regard  
to my PI. Any advice?
Paperwork, product information, resources, and more can pile up quickly and get lost 
in the shuffle; we understand! It can be difficult to keep track of everything you need 
in order to manage your PI. You can find tips on how to be your healthcare general 
manager in your journey with PI.

YOUR QUESTIONS,
OUR ANSWERS

If you have questions, please contact:  
Immune Deficiency Foundation, 410-321-6647
Email:  idf@primaryimmune.org  |  Website:  www.primaryimmune.org
Office Hours: Monday - Friday 9:00 a.m. - 5:00 p.m. (ET)

Copyright ©2022 by the Immune Deficiency Foundation. The Immune Deficiency Foundation is a publicly supported,  
tax-exempt organization as described under Section 501 (C) (3) of the Internal Revenue Code of 1954, as amended.
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Open enrollment is a period each year when individuals 
and families can enroll in their choice of health insurance 
plan, change their coverage, and explore options. Open 
enrollment for 2023 Afforadable Care Act (ACA) –  
compliant health insurance runs from November 1, 2022, 
to January 15, 2023, in most states.* This is the only time 
that Americans can sign up for an ACA marketplace  
insurance plan or switch to a different health insurance 
plan (other than special enrollment periods). 

In most states, plans take effect on January 1, 2023  
for enrollments completed by December 15, 2022. 
Enrollments completed after December 15 but before 
the end of the open enrollment have a February 1, 2023, 
effective date. 

A record 14.5 million people signed up for coverage 
through the ACA marketplaces during the open  
enrollment period for 2022 due to temporary expansions 
that allowed more Americans to qualify for premium 
subsidies. And the Inflation Reducation Act (read more 
on page 10), signed into law in August 2022, extends the 
current expanded subsidy eligibility through 2025. 

What You Need to Know
There are many options when it comes to health  
insurance coverage, and you’ll need to do a little  
investigative work to determine what is going to work 
best for you. Regardless of how you and your family 
obtain your health insurance, it is ultimately your  
responsibility to understand your plan. It is up to you  
to choose the plan that is right for you and your  
family’s healthcare needs. 

Understanding your plan can have a huge impact on  
both your health and your finances.

Individuals affected by primary immunodeficiency (PI) 
need to make educated decisions about their coverage 
options. Make a thorough plan comparison to determine 
what plan best fits your needs. 

Things to look at include:
●  What is my premium?
●  What is my out-of-pocket maximum?
●  How much are my deductibles?
●   Is my deductible included in the out-of-pocket 

maximum or is it in addition to the maximum?
●   Are my current treatments (for example,  

immunoglobulin) covered?
●   Do I have coinsurance or a flat co-pay for the  

services and treatments I currently use?

●  Do I have options for site of care?
●  Are my doctors in the plan’s network?
●  Are there out-of-network benefits?

Answers to some of these questions, relative to cost and 
generally covered benefits, can be found by reviewing 
a plan’s summary of benefits, drug formulary list, and 
provider network directory. However, sometimes you 
will need to find out more information from the plan to 
get all of the information you need. While this can be 
a tedious process, it is one of the most important steps 
you can take to ensure that a plan meets your needs. 
It is better to know everything you can about your plan 
before you pick it than to find problems and hidden costs 
after you have made a decision.

It is important to remember that once you choose a plan, 
you cannot change it until the next open enrollment  
period unless you experience a qualifying life event  
(generally, birth or adoption, marriage or divorce, loss  
of existing coverage, or changes in residence).

*  Open enrollment period deadlines vary by state.  
The states listed in to the side have either open  
or close dates outside of the standard November 1, 
2022 – January 15, 2023 open enrollment dates.

Resources for You
There are many IDF resources available for you during 
your insurance selection, including: 

●   How to Navigate Health Insurance  
and Medicare with a PI Diagnosis 

●   IDF Patient Insurance Center 

●   IDF Health Insurance Toolkit 

●   Ask IDF 
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Begins November 1, 2022
Begins November 1, 2022

ACA
OPEN

ENROLLMENT

STATE  OPEN ENROLLMENT 
PERIOD FOR 2023 
COVERAGE*

California Nov. 1, 2022 - Jan. 31, 2023

District of Columbia Nov. 1, 2022 - Jan. 31, 2023

Idaho Nov. 1, 2022 - Dec. 15, 2022

Massachusetts Nov. 1, 2022 - Jan. 23, 2023

New Jersey Nov. 1, 2022 - Jan. 31, 2023
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As we head into cold and flu season still battling 
COVID-19, it’s important to know how to keep healthy 
and what to do if you get sick.

Colds, the flu, and COVID-19 are all caused by viruses  
and spread from person to person through respiratory 
droplets and contaminated surfaces (also known as  
fomites). Flu season in the U.S. is generally from  
December to February, but can start earlier or linger 
later. Although the U.S. Centers for Disease Control and 
Prevention (CDC) doesn’t track the common cold, you 
can keep up with weekly flu and COVID-19 activity in 
your area through trackers on the CDC website.

What Experts Are Forecasting
Early in the pandemic, public health officials worried 
about a ‘twindemic’ of COVID-19 and the flu. In fact, 
seasonal flu rates have been low for the past two seasons 
(2020-2021 and 2021-2022), largely due to COVID-19 
mitigation measures like masking, social distancing,  
and lockdowns. 

However, masking and social distancing have been widely 
abondoned. Recent mild flu seasons have also dropped 
population immunity, particularly among young children, 
as have lower flu vaccination rates. For these reasons, 
experts expect cold and flu viruses to make a roaring 
comeback this year. 

If Australia is any indication, experts are right. From  
mid-April to July, the number of confirmed flu cases in 
Australia exceeded the numbers for every year since 2017.  

Vaccinate, Vaccinate, Vaccinate
The most important step you can take to stay healthy is 
to make sure you get vaccinated against the flu and are 
up to date on COVID-19 vaccinations and boosters. All 
household and other close contacts of individuals with PI 
should also prioritize getting vaccinated. 

Note that the live flu vaccine, which is administered as  
a nasal spray, is not recommended for those who are 
immunocompromised. Also note that immunoglobulin 
(Ig) products may not have protective levels of  
antibodies against current flu strains because  
manufacturing takes six months or more from the  
initial plasma donation. So, even if you don’t typically 
get vaccines, most people with PI should receive the  

inactivated seasonal flu vaccine—talk to your  
healthcare provider about what’s right for you.

This year’s inactivated flu vaccine is quadrivalent, 
which means it protects against four different influenza 
strains. The CDC recommends getting your flu shot in 
September or October so that immunity lasts through 
the entire season.   

It’s also important to stay up to date on COVID-19 
primary series vaccines and booster shots. Individuals 
with moderately to severely immunocompromising PI 
should receive at least three  doses of COVID-19 vaccine, 
depending on age and type of primary series vaccine. 

COVID-19 bivalent booster shots that protect against 
the original Wuhan strain as well as the BA.4 and BA.5 
Omicron subvariants are available and recommended for 
most people 12 and older. The CDC recommends that 
people who are immunocompromised receive the  
bivalent booster two months after their last vaccine 
dose, regardless of whether that dose was part of a 
primary series or a previous booster.

Other Ways to Stay Healthy
The good news is that basic hygiene practices, like  
properly washing your hands, disinfecting high-touch 
surfaces, and distancing from people showing signs of 
illness, can help you avoid colds, the flu, and COVID-19. 

Individuals with PI may also want to continue social 
distancing and wearing masks indoors. These measures 
reduce transmission of respiratory viruses in general,  
so they are effective for avoiding all three illnesses.  
Although any mask is better than no mask, masks that 
are certified as N95, KN95, or KF94 and fit the wearer  
so that air does not leak through the edges offer the  
best protection.  

You may also want to talk to your healthcare  
provider about your eligibility for Evusheld, a monoclonal 
antibody authorized for the prevention of COVID-19 in 
those who are immunocompromised. Note that some 
healthcare providers are still not aware of this protective 
treatment or are misinformed about eligibility and  
access, so you may need to bring your healthcare  
provider this information. There is also a hotline that 
providers can call for information: 1-833-EVUSHLD. 

The CDC recommends repeat dosing with Evusheld at  
six-month intervals to maintain protection. If you are 
combining Evusheld with COVID-19 vaccine doses, make 
sure you receive Evusheld at least two weeks after your 
latest vaccine dose. However, you can receive a  
vaccine dose without any waiting period after you  
receive Evusheld.

Which Illness Is It?
If you start to feel sick, determining which illness you 
have is important so that you can get the right treatment 
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Colds, Flu, and COVID, Oh My…

Article continues on page 8
5

COVID Tracker Flu Tracker
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Now that the back-to-school frenzy is over, it’s time to 
take stock. Here are some tips from IDF’s School Guide 
for Students with Primary Immunodeficiency©, now in  
its fourth edition, to ensure your child has a great  
2022-2023 school year.

Make sure the lines of communication are open.  
Two-way communication between schools and families  
is essential when a student has a chronic health  
condition like primary immunodeficiency (PI) and  
schools are dealing with an ongoing pandemic. 

If you haven’t already, set up a meeting with your child’s 
classroom teacher(s) and other relevant school personnel 
to introduce yourself and provide information on your 
child’s condition. Be direct about how important it is  
that your child avoid germs and ask the school to  
communicate regularly about COVID-19 levels and any 
other infectious disease outbreaks.

If you’ve already met school personnel, make sure you’re 
checking in when there are changes in your child’s health 
status or other important information you need to share. 
Also remember that ongoing two-way communication 
allows you to ask for feedback from your child’s  
teacher(s), which can be valuable in addressing any 
developing health or educational issues. 

Along with open communication, it’s important to 
keep good records related to your child’s education 
and health. This includes keeping written records of all 
communication with the school. If you speak with school 
personnel in person, over the phone, or by video chat, 
make sure you follow up with an email outlining what 
was discussed, any resulting action items, and who is 
responsible for each action item. This documentation will 
serve you well if there is any confusion or disagreement 
about your child’s education. 

Also learn about your child’s educational rights. Although 
you might not think of your child as disabled, students 
with PI often meet the legal definition of disabled in 
an educational setting. State and federal laws entitle 
disabled students to reasonable educational  
accommodations and modifications that are not  
available to other students.

Laws also protect your child from discrimination on the 
basis of their PI and protect the privacy of any health 
information you choose to share with your child’s school. 
The more you know about your child’s rights, the better 
you can advocate for them.

If your child has an education or health plan, like a 
Section 504 plan, an Individualized Education Program 
(IEP), a healthcare plan (HCP), or an emergency care 

plan (ECP), make sure you understand it and who is 
responsible for what under the plan. Check in with your 
child and school personnel to make sure that the plan is 
being implemented and is meeting your child’s needs. Let 
school personnel know if you think the plan needs to be 
updated at any point during the year.

If your child does not have an education or health 
plan, know that you can request a meeting with school 
personnel about developing one at any time during the 
school year.

Finally, know your resources. Each state has at least one 
Parent Training and Information Center (PTI) or  
Community Parent Resource Center (CPRC) funded by 
the U.S. Department of Education to serve families of 
students with disabilities. These centers are not only 

Settling into the  
2022-2023 School Year

IDF’s School Guide for Students with 
Primary Immunodeficiency© includes:
●   Sample letters to school personnel 
●   Templates for education and health plans
●   Detailed information on educational rights 

and developing 504 plans and IEPs
●   Introductory information on primary  

immunodeficiency for school personnel

New in the Fourth Edition:
●   Alternatives to traditional schooling
●   Considerations for students who have PI and 

developmental disabilities
●   An Emergency Care Plan template
●   Knowledge from the COVID-19 pandemic 

integrated throughout

Download now 
or request a 
FREE hard copy.
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educational experts, they are also networked with local 
school systems and other educational organizations.  
Find your PTI or CPRC here: www.parentcenterhub.org/
find-your-center. 

IDF also has resources, including the fourth edition of  
the School Guide for Students with Primary  
Immunodeficiency©, Ask IDF, and Get Connected Groups. 
Ask IDF (www.primaryimmune.org/ask-idf) is an online 
service that provides free, individualized assistance on 

questions about living with PI. Get Connected Groups 
(www.primaryimmune.org/idf-get-connected-groups) 
meet periodically and connect individuals diagnosed with 
PI and family members in their local communities. 

With these tips and resources, you’re ready to conquer 
the 2022-2023 school year!

The IDF Teen & Young Adult Escape is an opportunity 
for teens ages 13-17 and young adults ages 18-25 
to come together and meet others who understand 
what it’s like to be a young person with PI. This year’s 
event–themed “Thriving with PI”–was hosted in 
Chicago where teens, young adults, and parents were 
treated to educational sessions and fun activities that 
provided an opportunity for all to better understand 
what it’s like to be a young person living with PI.

Over the weekend, participants heard from medical 
professionals, Christina Price, MD, Jodi Taub, LCSW, 
and Tyler Yates, MD, industry representatives  
from CSL Behring, Grifols, Takeda, and Horizon  
Therapeutics, IDF staff and volunteers on a variety  
of topics including:

●   Advocating for yourself
●   High school and college preparation
●   Accommodations and rights for people with 

disabilities in school and in the workplace
●   Navigating health insurance
●   Immunoglobulin therapy
●   Medical trauma
●   Stress reduction
●   Impact of COVID

While teen sessions focused more on college, young 
adults discussed employment and health insurance. 
Sprinkled in between the information-filled sessions 
were icebreakers and activities that fostered  
camaraderie and encouraged relationship-building 
among the teens and the young adults. 

“The sentiment of realizing they were not alone was 
commonly stated among the teens,” says Kathryn 

Steeber, IDF 
program 
manager of 
community 
outreach. 

What participants had to say:
RHEANA: “It was an amazing weekend with a 
bunch of people who can relate to what I’m feeling 
and more.” 

SOPHIE:  “It showed me that I am not alone. I 
made so many new friends and adults who are pretty 
awesome! They are so amazing! I am so thankful for 
these people!”

MADDIE: “I’ve never met anyone else with PI and 
am thankful for the experience.”

DOMINIC: “I learned so much along with having a 
lot of fun!”

COLLEEN BRUNO: “Casey Warford from  
Horizon really got through to my son, Noah, after  
encouraging teens and young adults to use their  
story to connect and encourage a better  
understanding of PI and that means the world  
to me.”

IDF Teen and Young Adult 
Weekend Escape 2022
J u l y  2 2 - 2 4  |  C h i c a g o

MAKE A DONATION
Support critical resources and 
programs for the entire primary 
immunodeficiency community! 
Every donation counts.

https://www.parentcenterhub.org/find-your-center/
https://www.parentcenterhub.org/find-your-center/
https://primaryimmune.org/ask-idf
http://www.primaryimmune.org/idf-get-connected-groups
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Article continued from page 5

quickly. In terms of symptoms, colds tend to be milder 
than the flu or COVID-19. For example, body aches or 
headache are common with flu or COVID-19, but not 
with a cold. Fever and chills are also more common 
with the flu or COVID-19, though many people with PI 
do not respond to infection with a fever. 

Be prepared by having a testing plan: 

●   Keep unexpired rapid antigen tests for COVID-19  
on hand. Remember that these tests work best if  
you test at least twice, several days apart. See  
manufacturers’ instructions for specific timing.

●   There are no equivalent home tests available for the 
flu, but many pharmacies and doctor’s offices offer 

rapid flu tests. Check to see where you can get a  
rapid flu test and if you need a prescription to do so. 

●   Labcorp also offers a mail-in, non-prescription 
molecular test that distinguishes between the flu, 
COVID-19, and respiratory syncitial virus (RSV) and 
has been authorized by the U.S. Food and Drug 
Administration (FDA). 

You should also have a treatment plan worked out  
with your healthcare provider because antiviral  
medications for the flu and antiviral and monoclonal 
antibody treatments for COVID-19 work best during  
the first few days of symptoms. Know which  
treatment(s) your healthcare provider recommends  
for you and where you can get it. 

Colds, Flu, and COVID, Oh My…

Are you looking for ways to help others in the primary 
immunodeficiency (PI) community? IDF has a robust 
volunteer program with lots of opportunities to connect 
with and support those coping with a PI diagnosis.

Whether you’re interested in fundraising, advocating 
with legislators, meeting with plasma donors, heading 
up a regional networking group, or spreading the word 
about PI at events, IDF has a place for you. Check out 
these areas of opportunity to see which is the best fit.

Plasma ambassador
As an IDF plasma ambassador, visit plasma collection 
centers to share your personal story about how plasma 
therapy has improved your quality of life and thank  
donors for their contributions. You can also take some 
time to discuss the mission of IDF and how IDF has 
personally assisted you in your journey with PI. Letting 
donors – and staff at the collection centers – know how 
their efforts provide a lifesaving benefit for persons with 
PI gives them a more personal connection as they move 
forward in the plasma donation process.

Get Connected group leader
IDF Get Connected groups provide a safe and nurturing  
network for those with PI to come together and discuss their 
experiences. IDF Get Connected group leaders plan regular 
regional meetings, either in person or online, where local 
members of the PI community have a chance to meet and 
talk. The IDF Get Connected group leader plans the agenda 
for the meetings where participants find support, build 
friendships, and learn more about what IDF has to offer.

Peer support volunteer
Looking for a way to help one-on-one? The IDF peer 
support position could be for you. A person newly  
diagnosed with a PI can be overwhelmed and benefit 

from speaking to someone who’s learned to navigate 
their diagnosis for longer. As an IDF peer support  
volunteer, listen to others speak about their  
experiences with PI and share your own journey.  
Communications take place via phone and email.  
Peer support volunteers provide both emotional and 
practical support while maintaining confidentiality.

Walk for PI ambassador
A centerpiece of community fundraising for IDF is the 
Walk for PI. IDF Walk for PI participants gather pledges 
and complete one-mile walks, raising money for IDF 
programs. IDF Walks for PI take place throughout the 
country and IDF Walk for PI ambassadors plan and 
coordinate their local walks in conjunction with IDF staff, 
ensuring logistics are in place for a successful event. IDF 
Walk for PI ambassadors may find themselves working 
on details such as route layout, equipment needs (tents, 
table, chairs), refreshments, registration, entertainment, 
walk route volunteers, parking, and setup/cleanup.

Health access advocate
Do you enjoy meeting with legislators and effecting 
change? Then the IDF health access advocate position 
could be the perfect fit for you. IDF health access  
advocates provide stories of personal experience with PI 
to government officials and the media, working with IDF 
staff to advocate in their areas and educate policymakers 
about legislative issues related to PI.

Volunteers are the heart of IDF, and we can’t accomplish 
our mission without the dedication, knowledge, and 
enthusiasm they bring to the organization. Please  
consider donating your time to IDF to improve the  
diagnosis, treatment, and quality of life of people  
affected by PI. If you are interested in volunteering,  
contact us at volunteer@primaryimmune.org.   

Ways to help others
v o l u n t e e r  o p p o r t u n i t i e s  a t  I D F 
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While IDF is not a medical system or healthcare provider, 
we take protecting constituent data and privacy very 
seriously. Recently, we implemented a new protocol  
to encrypt any emails that contain either personal  
health information (PHI) or personally identifiable  
information (PII). The safety of our community is of  
the utmost importance to us. 

When the Health Insurance Portability and Accountability 
Act (HIPAA) was established in 1996, there were no 
smartphones or wirelessly connected medical devices, 
and very few care providers stored electronically  
protected health information. In fact, many people did 
not have computers (or computing devices of any kind)  
in their homes. 

Today, communication systems allow for the sharing  
of personal information via laptops, tablets, and 
smartphones. Telehealth services now happen regularly 
via video conference. That convenience can come at a 
cost: more than 500 healthcare providers fell victim to 
ransomware attacks in 2020; data breaches put patients 
at risk of identity theft and financial fraud. IDF maintains 
physical, electronic, and procedural safeguards to protect 
the confidentiality and security of any personally  
identifiable information that you disclose. Stored  
constituent information is kept in a secure environment 
where access is restricted to employees who need the  
information to perform a specific job. However, due to 
the nature of the internet, computer networks, systems, 
and other factors, no transmission of data over the  
internet is guaranteed to be completely secure.

What to Know
Understanding what information should and should not 
be shared online unless you know the information you’re 
sharing is secured is crucial. As mentioned, IDF already 
uses encrypted emails to protect potentially sensitive 
information. Encryption renders the content unreadable 

for everyone except the intended recipient—in this case, 
that is you or IDF. We set up this system because emails 
can be sent over unsecured Wifi networks and on  
multiple devices; they are extremely vulnerable.

Before sharing any PII and PHI, please make sure that  
you trust the receiver of the data and ensure that you  
are comfortable with the information being shared.  
Above all else, your comfort and safety is the most 
important piece. 

What is Personally Identifiable  
Information (PII)?
Personally identifiable information (PII) is any  
information that can be directly or indirectly linked  
to an individual’s identity, according to the National  
Institute of Standards and Technology (NIST).

PII includes, but is not limited to, Social Security  
numbers, passport numbers, driver’s license numbers, 
addresses, email addresses, photos, biometric data,  
or any other information that can be traced to one  
individual. Medical, educational, financial, and  
employment information all fall under PII.

What is Personal Health  
Information (PHI)?
Protected health information (PHI) is a subset of PII, but 
it specifically refers to health information shared with 
HIPAA-covered entities. Medical records, lab reports, and 
hospital bills are PHI, along with any information relating 
to an individual’s past, present, or future physical or 
mental health.

PHI includes any individually identifiable health  
information, whether physical or electronic, including 
names, addresses, medical records (including diagnoses), 
photos, or any other health information that can identify 
an individual.

To learn more about how  
we treat data collected,  
read our IDF Privacy Policy. 

PROTECT YOUR
     HEALTH DATA
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On August 16, President Biden signed the Inflation  
Reduction Act of 2022 into law. This wide-ranging legislation 
contains several provisions to combat healthcare costs, 
particularly for prescription drugs. Many of the healthcare 
provisions are targeted to Medicare and don’t apply directly 
to private insurance. However, health policy researchers 
predict spillover effects to private insurance plans as well.

Medicare Will Negotiate Drug Prices
For the first time, the new law allows the Centers for  
Medicare and Medicaid Services (CMS) to negotiate the 
price of high-cost drugs with manufacturers. National 
health services in other countries routinely negotiate 
drug prices and the Congressional Budget Office (CBO) 
estimates that this provision alone will save Medicare over 
$100 billion dollars over the next ten years. 

Negotiating drug prices won’t just benefit those enrolled 
in Medicare. Although the U.S. does not have a centralized 
health system, Medicare, with more than 63 million  
beneficiaries, provides a benchmark for many private insurers. 
Experts expect Medicare’s new negotiating power to provide 
bargaining power to private insurance plans as well.

It’s important to note that Medicare’s negotiating power 
will not apply to all drugs on the market. Only the price 
of the ten eligible drugs that account for the highest 
spending under Medicare Part D (pharmacy drugs) will 
be negotiated in 2026, with an expansion to Part B (drugs 
administered in a medical setting) and an increase to the 
top 20 highest-spend drugs by 2029. Any drug with an 
orphan drug designation is exempt from consideration, 
preserving incentives for drugmakers to develop drugs  
for rare disorders. 

Similarly, plasma-based therapies are exempt from  
negotiation because their prices reflect fluctuating  
materials and manufacturing costs, rather than up-front 
research and development costs. IDF worked with others 
to ensure that this exemption was included in the final bill 
to protect access to care for patients with PI. 

Capping Medicare Drug Costs
Several other provisions in the new law will also lower drug 
costs. In 2023, Medicare beneficiaries will no longer pay 
out of pocket for any recommended adult vaccines. Kaiser 
Family Foundation (KFF) found that 4.1 million enrollees 
received adult vaccines under Part D in 2020.

Medicare will also cap the growth of drug prices beginning 
in 2023. If manufacturers increase the cost of their drugs 
faster than the rate of inflation, they will have to pay  
rebates to Medicare. Again, because Medicare plays a 
large role in the U.S. healthcare market, this inflation cap is 
likely to influence what private insurance plans are willing 
to pay for drugs as well.

The provision with the largest potential impact on  
individual enrollees is a new cap on out-of-pocket costs 
for drugs covered under Medicare Part D (pharmacy 
drugs). By the end of its phased rollout, this cap is  
expected to directly lower costs for more than 1.4 million 
people enrolled in Medicare.

Currently, Medicare out-of-pocket drug costs aren’t 
capped, but beneficiaries enter a “catastrophic coverage” 
phase once they have spent $7,050 on Part D medications. 
Under catastrophic coverage, beneficiaries pay 5% of drug 
costs out of pocket for the remainder of the year. For 2024, 
the new legislation drops out-of-pocket costs to zero when 
beneficiaries hit Part D catastrophic coverage. And starting 
in 2025, catastrophic coverage will no longer apply at all, 
since Part D drug costs paid by the patient will be capped 
at $2,000 per year. 

Extending Health Insurance Subsidies
Aside from prescription drug prices, the affordability 
of health insurance premiums is a concern, especially 
for those purchasing their own coverage. The Inflation 
Reduction Act extends important tax credit expansions 
for those purchasing health insurance through Affordable 
Care Act (ACA) marketplaces. The enhanced credits were 
set to expire at the end of 2022, but will now continue 
through 2025.

The expansion of tax credits for ACA plans was originally 
put in place by the American Rescue Plan Act of 2021. 
Subsidies increased for those already eligible for them and 
were expanded to individuals making more than 400% of 
the federal poverty line for the first time. According to a 
KFF analysis, the enhanced subsidies ensure that no one 
purchasing an ACA mid-level silver plan spends more than 
8.5% of their income on health insurance premiums. 

Overall, the Inflation Reduction Act will lower healthcare 
costs for Medicare beneficiaries the most, but will also 
impact costs for those on private insurance plans. 

How the Inflation Reduction Act Tackles Healthcare Costs



HEALTHY DIET, EXERCISE  
KEY IN GENERAL CARE FOR PI
While treatments for primary immunodeficiencies vary, 
proper nutrition, regular exercise, appropriate amounts of 
sleep, and stress reduction benefits people with all types 
of PI diagnoses, according to Dr. Elizabeth Wisner,  
assistant professor of clinical pediatrics at Louisiana State 
University Health Sciences Center, New Orleans, and  
Children’s Hospital, New Orleans.

In a recent presentation for IDF, “General Care for  
Individuals with PI,” Wisner described simple but effective 
steps members of the PI community can take to support 
their immune system and work towards staying healthy.

The importance of nutrition cannot be understated, said 
Wisner. To stay healthy, we need:

●   Macronutrients like protein, fat, and carbohydrates 
that provide the structure of immune cells and help 
conduct immune cell signals

●   Micronutrients like vitamins and minerals that also 
help conduct immune cell signals

●   Antioxidants including vitamins A, E, C, beta-carotene, 
minerals, and co-enzymes that counteract free  
radicals, which are atoms that can damage cells

●   Phytochemicals like colors and flavors in plant-based 
foods that offer anti-inflammatory, anti-cancer,  
antioxidant, and anti-UV effects

Vitamin A is particularly important because it supports the 
structure and function of the mucosal cells of the eyes, 
lungs, and gastrointestinal tract. A lack of vitamin A can  
impair B and T cell response, cause loss of structure/
function of cells on mucosal surfaces leading to impaired 
resistance to infections, particularly in the gastrointestinal 
tract, and diminish innate immunity. Vitamin A can be 
found in leafy green vegetables, sweet potatoes, carrots, 
liver, kidney, egg yolk, and butter.

Vitamin D deficiency is common, especially in the elderly. 
Vitamin D is important in helping phagocyte function, 
limiting inflammation by T cells, and promoting wound 
healing. Vitamin D can be obtained through sunlight on the 
skin, a diet including certain fish and orange juice and milk 
fortified with vitamin D, and supplements.

Just as people with PI need to be sure to eat enough 
healthy foods, they should also avoid overeating.  
Overnutrition and obesity promote inflammation,  
stimulate the immune system causing autoimmune  
problems, result in poor wound healing, and increase  
susceptibility to respiratory and gastrointestinal infections.

“It’s very important to remember that overnutrition  
and obesity affect immunity and that creates a very  
pro-inflammatory state,” said Wisner.

Wisner recommends visiting choosemyplate.gov to learn 
about dietary guidelines suggested by the U.S. Department 
of Agriculture. The guidelines offer science-based advice 
on what to eat and drink to promote health, reduce the 
risk of chronic diseases, and meet nutritional needs. Fruits 
and vegetables should comprise most of the plate, and 
grains and proteins make up about a quarter.

“It’s all about a balance and a way to incorporate this into 
your daily life so that you aren’t fluctuating so much,” 
said Wisner.

Along with proper nutrition, exercise helps maintain a 
strong immune system. Studies show that exercise is linked 
to a lower risk of upper respiratory infections, and yoga 
in healthy populations has been proven to increase IgA in 
saliva and decrease cortisol, lowering stress. 

“Exercise may also contribute by promoting good  
circulation, allowing cells and substances of the immune 
system to flow freely and do their job more efficiently,” 
said Wisner, who recommends visiting  
health.gov/moveyourway for exercise suggestions.

Getting the proper amount of sleep is another key  
ingredient to maintaining a healthy immune system,  
said Wisner.

“Remember that sleep often affects your ability to fight 
off infections and when you do have an active infection 
you can realize that because your body demands more 
sleep, you’re fatigued so it does take a toll on your immune 
system,” she said.

Finally, Wisner urged listeners to reduce stress in  
their lives. Stress suppresses the immune system,  
increases susceptibility to disease, impairs healing, 
increases blood pressure, increases fatigue, and can 
cause anxiety, depression, sleeping difficulties, and  
decline in cognitive functioning.

Reduce stress with deep abdominal breathing,  
mindful meditation, progressive muscle relaxation, 
prayer, and yoga.

“I do recognize that having a chronic disease itself is  
a major stressor so it’s really important to focus on  
reducing stress,” said Wisner. “Find something that  
works for you and be consistent.”
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Lynn Albizo and IDF President & CEO 
Jorey Berry with members of the  

PI community at an  
Advocacy event in 2022.

I’ve been a part of the IDF team since 2016, and during my six-year tenure 
here, I’ve seen firsthand the strength and power that comes from the primary 
immunodeficiency community. I’ve stood shoulder-to-shoulder with our 
advocates while on Capitol Hill, presented at legislative hearings, and helped 
get SCID newborn screening passed for all 50 states. 

It’s my number one goal to see that our community not only has a voice but 
that it’s heard by those who need to hear it. 

One of the most significant ways we’re making our voice heard at the  
moment is through the Immunocompromised Collaborative. The  
Immunocompromised Collaborative is the united voice of communities 
whose health status makes them most vulnerable to threats from infectious 
disease. The Collaborative seeks to inform federal and state policies to  
prevent the spread of infection and ensure that the needs of 
the immunocompromised are met. Recently, the collaborative 
has been addressing the need for extending advance premium 
tax credits and closing the Medicare gap.

This collaborative has allowed us to pull together more than 
40 organizations that represent millions, providing a stronger 
front and a larger chance of success, with IDF spearheading and opening 
doors that were previously closed. 

While this collaborative is important for showing a united front 
across many organizations, so is the patient voice. Our  
community is a pillar of strength that helps to raise awareness 
and motivate change. One vital way we’ve seen this is through 
our Health Access Advocates (HAAs). Our HAA volunteers make 
change by directly reaching out to state government  
officials. Our dedicated volunteers work with IDF staff to schedule meetings 
with legislators and/or community leaders to educate them about state and 
federal legislative issues related to PI. 

We’ve seen the impact these volunteers can make by building 
connections and sharing their stories with elected officials and 
are always looking to expand our list of dedicated advocates. 

We’ve also seen the difference that can be made through a 
simple message. Our Action Alert System provides our  
community with the ability to reach their representatives 
easily. After signing up, you are notified by email when you’re needed and 
prompted to customize each alert with your name and contact information. 
Then just hit send, and the alert goes directly to your designated policymaker, 
and you instantly join the process of democracy and create change.

One issue that has been addressed through the Action Alert System is the 
need for plasma donations and to reduce policy barriers to plasma donation 
centers. This is an issue that I have tried to personally make a difference in by 
becoming a plasma donor. In the United States, tens of thousands of individ-
uals rely upon lifesaving plasma-derived therapies every day. Donated plasma 
not only allows those with conditions like PI to live healthy and productive 
lives but also aids in the treatment of those facing trauma and emergency 
medical needs. In my spare time, I visit a plasma donation center and do what 
I can to personally make a difference, while working on raising awareness of 
the ever-growing need for plasma donations through IDF’s work with APLUS 
(American Plasma Users Coalition) and more. 

There is more work to be done for those who are living with PI, and I will  
continue to fight and advocate for those needs and hope that you’ll be here 
with me as I do. If you’re interested in learning more about the efforts of the 
IDF Public Policy team, please visit www.primaryimmune.org/advocacy-center 
or reach out at idfadvocacy@primaryimmune.org. 

AN
INSIDE

LOOK
AT
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Lynn Albizo
Vice President of Public Policy
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COLLABORATIVE

CURRENT  
ACTION ALERTS

BECOME A HAA

http://www.primaryimmune.org/advocacy-center 
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AFTER TWO YEARS,  
WE’RE BACK TOGETHER 

AGAIN

The tenth year of IDF Walk for Primary Immunodeficiency 
(PI) is currently underway! With four walks down, we’re 
still counting on members of the PI community to come 
together and raise awareness for PI and funds for research 
initiatives and educational resources. Since 2013, IDF Walk 
for PI has raised more than seven million dollars. 

It’s been two years since we’ve hosted in-person walks and 
we wanted to make them count. One way we’re doing that 
is by holding walks in exciting locations–like the Philadelphia, 
Boston, Dallas, and Cleveland Zoos and the Saint Louis 
Science Center. We’ve upgraded our prizes–raising 
$125 qualifies for a walk t-shirt, but there’s so much 
more you can win. 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. 

Above all else, we’re refocusing back on awareness 
for PI, because as we know, increased awareness is 
crucial for our community. For that to happen, we 
need you! Your participation is what has made this 
event successful year after year, and allowed us to 
not only raise funds but to increase recognition for 
PI and help others receive the support they need. 

We hope that we’ll see you at one of the remaining 
IDF Walk for PI events this year! Don’t forget, the 
new user-friendly app for this walk season lets you 
track fundraising, earn badges, hear stories from 
fellow walkers, and more! Make sure you’re getting 
the most out of this walk season and visit  
www.walkforpi.org for more information.

 

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

•  BALTIMORE: PI Conference, October 8, 2022

•  BOSTON: Franklin Park Zoo, October 15, 2022

•  CERRITOS, CA: PI Conference, October 8, 2022

•  CHICAGO: PI Conference, October 8, 2022

•  CLEVELAND: Cleveland Zoo, September 11, 2022 

•  DALLAS: Dallas Zoo, November 12, 2022

•  DENVER: Cheesman Park, October 1, 2022 

•   NEW YORK CITY: B&B Carousell at Luna Park,  
September 17, 2022

•  PHILADELPHIA: Philadelphia Zoo, September 10, 2022

•  ST. LOUIS: Saint Louis Science Center, October 15, 2022 

•  VIRTUAL (Coast to Coast): October 8, 2022

http://www.walkforpi.org
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As part of the 2022 PI Conference, IDF is thrilled to honor 
individuals who have made significant contributions to 
the PI community. Each awardee listed below will be 
honored on Friday evening, October 7, during the PI 
Conference. In addition, the winners of the Conference’s 
annual zebra hunt (an online point competition during 
the conference) and IDF’s own Kathy Antilla, who will be 
retiring at the end of 2022, will be recognized.

The first awardee is Dr. Tom Fleisher, an immunologist 
and former chief of the National Institutes of Health 
Clinical Center’s Department of Laboratory Medicine. 
Dr. Fleisher was selected for the Scientific Achievement 
Award by IDF’s Medical Advisory Committee for his 
career devoted to improving diagnostic tools for primary 
immunodeficiency. 

William Blouin, a nurse practitioner at Miami  
Children’s Hospital, was selected by IDF’s Nurse 
Advisory Committee to receive the Art of Nursing 
Award in honor of his long history of care for those 
with immunodeficiency. One voter stated, “he 
brings a unique focus to the care of teens and young 
adults, a population that sometimes ‘gets lost’ 
between children and older adults.” 

The PI Community Hero Award will be given jointly 
to Woody Hutsell and Megan Ryan, co-leaders of  
the Houston Get Connected Group, for their  
exceptional service to their PI community in Houston 
and beyond. Both have effortlessly shifted to virtual 
connections and have grown their community with 
thoughtful agendas and support to those navigating 
their diagnosis and treatment. 

The Plasma Hero Award will be presented to Alice 
Drennon, a patient advocate from Texas who has 
proved a tireless ambassador for plasma donation. 
In addition to her usual volunteer work for IDF,  
she volunteered to serve as a Spanish-language  
interpreter for interviews with Mexican donors so 

that they could tell their stories for the Plasma Hero  
website and highlight the importance of plasma  
donation. Drennon is also featured in the U.S.  
Department of Health and Human Services (HHS)  
Giving=Living Campaign to promote both blood and 
plasma donation. 

One new award for 2022 is the Community Impact 
Award, given to one member who has made a  
tremendous impact in either fundraising or awareness. 
The inaugural awardee is Laura Sievert, an IDF volunteer 
for over a decade. This year, Sievert served as a  
fundraiser and spokesperson for the Walk for PI and helped 
host an online fundraising webinar for new participants. 

Please join us in congratulating these outstanding  
honorees at the PI Conference!

Register for the PI Conference 
to access the Heroes of the 
Herd celebration.



Navigating a primary immunodeficiency (PI) diagnosis 
requires a unique understanding of what its like to live 
with a rare disease, and sometimes you just can’t do it 
alone. That’s why IDF offers a variety of resources to help 
guide you through your journey. Explore the following 
resources and determine if they can assist you in working 
through challenges related to PI.

Ask IDF
Use this portal to ask any questions you 
have related to PI or IDF. Learn about IDF 
programs and services; find assistance 
locating a provider; take a deeper dive into 
diagnosis, treatment, and management of PI; get advice 
related to health insurance, education, or employment; and 
connect with others affected by PI. And if you need help on 
a topic not listed here, we’ll find the answer for you.

Facebook groups
Join an IDF diagnosis-specific Facebook group. IDF  
maintains several Facebook groups dedicated to allowing 
the PI community to connect with each other about  
various diagnoses including selective IgA deficiency, 
X-linked agammaglobulinemia (XLA), specific antibody 
deficiency, chronic granulomatous disease (CGD),  
hypogammaglobulinemia, and common variable immune 
deficiency (CVID). There’s also a general 
Facebook group dedicated to supporting 
parents and families of persons  
diagnosed with PI. Simply find the  
appropriate group and request to join.

IDF Friends
Register with IDF Friends, a private, supportive online 
community created by IDF for those coping with a PI  
diagnosis: www.idffriends.org/. As a part of IDF Friends, 
you can share stories, discuss symptoms, get advice,  
and connect with others from around the county with 
similar experiences.

To learn more and register for the programs listed  
below (Get Connected Groups, support groups, and  
peer support), visit the support services page at  
www.primaryimmune.org/support-services. 

Get Connected groups
Meet other individuals diagnosed with PI, and family  
members affected by PI, in your local community through 
IDF’s Get Connected group meetings. The meetings may 
occur online, or at a local community room, library, or 
coffee shop, and offer the PI community an opportunity to 
share experiences, receive information, and gain support. 
The Get Connected groups are led by volunteers and do 
not include medical presentations or industry exhibits.

Support groups
As a caregiver of someone with a PI, explore more fully 
how PI affects your life and learn strategies to cope with 
the impact during one of IDF’s virtual caregiver support 
groups. Held monthly, the virtual caregiver support groups 
are guided by licensed mental health professionals and 
are open to any caregiver active in the care of a person 
with PI including parents, grandparents, siblings, aunts, 
and uncles. Group discussion covers topics like changes  
in relationships, establishing boundaries with family 
members, child advocacy, self-care, and dealing with 
emotional challenges related to caregiving.

Peer support volunteers
Connect with a volunteer who has a relationship to PI 
similar to your own, whether that be another individual 
with PI, a caregiver, a family member, or a friend. Peer 
support volunteers are trained and connect with others 
through email or phone about your personal  
experiences with PI. Peer support volunteers understand 
that living with PI can cause feelings of isolation and  
they are ready to listen to your cares and concerns,  
offer skilled emotional support, and share their own 
experiences and understanding.

IDF answers your questions,  
provides emotional support  
for PI diagnosis
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https://idffriends.org/
https://primaryimmune.org/support-services


As of October 2022, IDF has a new home in Hanover, 
Maryland!  

As many in our community know, IDF staff have been 
working as a remote, distributed workforce since March 
2020. As the organization moved back to hosting  
in-person events, our team realized that while we  
needed a place to host meetings and house office  
space, our 10,000-square-foot headquarters 
was much larger than needed now that our 
team was working across 12 states. 

After an exhaustive search and an analysis of 
the best location for our constituents and staff, 
we are moving to a new space strategically 
located between Baltimore, MD, and  
Washington, DC. The new space is modern and 
easily accessible by car, train, or plane, and 
we are excited to be able to host some of our 
Maryland-based events there! We also look 
forward to convening thought leaders, policy 
groups, and other nonprofits in or near the  
nation’s capital. 

We’re thrilled to begin hosting educational events in the 
space–something we didn’t do very often in our Towson 
location. IDF’s first public event in the new space will 
be an IDF Education Meeting on December 3, bringing 
together interested community members and medical 
professionals for an information session followed by 
a Q&A with physicians. This will be the third of three 
in-person educational events that IDF will be hosting  
in 2022. 

The new headquarters will house a conference room, 
small office space, and space for groups of up to 50 
people. Said Jorey Berry, IDF President & CEO, “IDF’s new 

headquarters allows us to reduce our operating costs 
while serving our community and the public in a  
completely new way. We’re looking forward to  
convening coalition members, volunteers, staff, and PI 
community members to support a connected, engaged, 
and empowered community”. Keep an eye out for more 
news on our new home in the coming months!

New headquarters for IDF provides a true hybrid home 

NEW MAILING ADDRESS:
Immune Deficiency Foundation
7550 Teague Road, Suite 220
Hanover, MD 21076

DONATIONS CAN BE SENT TO:
Immune Deficiency Foundation
P.O. Box 735108
Chicago, IL 60673-5108

7550 Teague Road, Suite 220
Hanover, MD 21076   

410.321.6647   |   primaryimmune.org


