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The main difference between a pediatric and an adult approach to healthcare is that, as an adult, you are the only person 
communicating with your provider and making your healthcare decisions. You can sign a release of information form, which will 
allow your parents/guardians or anyone else you designate to also communicate with your providers, but the reality is that you are 
in charge. The change to an adult approach to care comes at age 18, whether you are able to stay with your pediatric or family 
medicine providers or need to transition to a new adult provider. Also, since you are now the key person making decisions about 
your care, you are expected to manage your own appointments, medications, and healthcare payments/insurance. You will also 
want to be prepared with your own questions at your appointments. The transition to adult care should start before you are 18 and 
occur in stages. This publication is meant to provide a guide to achieve this transition. 

The transition from childhood to adulthood is a time filled with questions and anticipation. It’s a time when a world of possibility 
is laid out before you, but it also can be an intense, stress-filled time for anyone. For people dealing with conditions like a primary 
immunodeficiency disease (PI), management of these stressors need added attention.

You have a PI, but you’re not defined by your condition. You will need to manage it your whole life, just as you have done until now. 
But rather than looking at your diagnosis as a limitation, try looking at it as something that builds an inner strength and gives you an 
edge when facing life’s challenges. Although you may have amassed a great deal of knowledge about a great many things, from the 
subjects you’ve excelled in at school, to the passions and talents you’ve developed, the process of defining and refining who you are 
and what you can become is really just beginning. 

In the coming years your relationship with your parents/guardians, which until now has been that of cared-for and caregiver, will 
evolve. You’ll enter new social circles and perhaps move to new places. You’ll explore your interests, hone your talents and find ones 
you didn’t know you had. You’ll lay the groundwork for your career, whether that means jumping right into the workforce, attending a 
2- or 4-year college, or pursuing a graduate or post-graduate degree.

Whatever path you take—and there is no one right path, only your path, your PI will go with you. It doesn’t take time off, so, deciding 
to stop doing the things that have kept you healthy is not an option. You’ll need to develop smart strategies for managing your PI 
while keeping it in its proper balance with the rest of your life. It is time to take charge of your medical condition and commit to 
making your health a priority.

This guide is intended to help you navigate the transition to adulthood and prepare for life in the decades that follow. Topics include 
optimizing your health, understanding health insurance, establishing new relationships and nurturing old ones, and planning your 
education, career, and family. There are worksheets and checklists at the end of this guide that you can use as tools to help you 
navigate the path to becoming an adult with a PI.

You are your own best advocate and caregiver and with the right tools and mindset, you can achieve whatever you set out to do.  
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No matter when you were diagnosed with a primary 
immunodeficiency disease (PI), whether it was as a young 
child or just a couple years ago, you have become familiar 
with visiting healthcare providers and medical facilities. Your 
parents/guardians likely have been at your side, fortunately, 
tending to the varying aspects of treating your PI—from making 
appointments, to gathering information and filling prescriptions. 
As an adult, you will coordinate the many facets of your 
healthcare yourself and plan for emergencies that you hope will 
never happen. 

Emergencies and Legal Realities
Most states consider you an adult when you turn 18. That is 
the point when, according to the Health Insurance Portability 
and Accountability Act (HIPAA), the law that governs many 
healthcare privacy matters, your health records become 
confidential between you and your healthcare providers. Read 
more about HIPAA in Chapter 2 (Exceptions are Alabama and 
Nebraska, where the age of adulthood is 19, and Mississippi, 
where it is 21). 

It is important to understand the significance of that 18th 
birthday. In the eyes of state governments and HIPAA, your legal 
status has changed radically, literally overnight. 

It is vital for you to plan for potential emergencies by signing a 
few forms, including those which allow your healthcare providers 
to disclose information to your parents/guardians or whomever 
you designate. Without this planning, if you were injured and 
taken unconscious to a hospital, your parents/guardians or other 
family would not be able to get information or make decisions 
on your behalf. Although HIPAA does allow healthcare providers 
some discretion in disclosing information to family members, 
providers usually err on the side of privacy because it is safer 
for them, legally. Note that HIPAA’s privacy rules apply after age 
18 even if you continue to live at home, are still on your parents/
guardians’ health insurance, and even if they pay for your care.

You can search for and download the necessary forms listed 
below from various websites (If you’re able, have an attorney 
prepare them—this is the best way to ensure the paperwork is 
complete and will comply with your wishes). If you’re living in a 
different state than your parents/guardians, it’s best to fill out the 
forms for both states, just to cover all the bases.

In some states, the rights covered by these forms might be 
combined, but the basic authorizations that need your signature 
are:

•  HIPAA authorization—by signing this, you legally 
grant permission for healthcare providers to disclose 
information to someone else (you designate whom). This 

authorization is not all-or-nothing, so you can specify (if you 
wish) that emergency information be disclosed but not your 
ordinary healthcare records. 

•  Medical power of attorney (POA)—this appoints a person 
of your choosing to make medical decisions on your behalf 
if you are unable to. In some states, the form may have 
different names, but does the same thing.

•  Durable power of attorney—this is like a POA plus, in that it 
designates a person to handle your private matters beyond 
just medical issues. These can include filing taxes, paying 
bills, and accessing bank accounts.

•  Living will—this provides direction to healthcare providers 
on whether to administer interventions and prolong life in 
the worst emergencies, where permanent incapacitation is 
likely.

These forms should be stored in a place that is very easy for your 
parents/guardians (or whomever you’ve designated) to access. 
They could scan them into their phones or you could email them 
the forms. In stressful situations, the mind may forget answers to 
questions like “where is that form filed?” so if it is in their pocket, 
that’s the best case. 

It is also a good idea to fill out an In Case of Emergency (ICE) 
form available at www.idfephr.org and keep it on your phone or 
even give it to your parents/guardians. If you have an emergency 
and cannot communicate, you can rely on this form to tell the 
medical team all they need to know about your condition.

Although emergencies and healthcare crises aren’t pleasant to 
think about, and hopefully will never actually come up, planning 
for them provides peace of mind for both you and your loved 
ones.

Taking Charge of Your Care
Your day-to-day, year-to-year healthcare will be far less dramatic 
than the emergencies described in the previous section. 
Together with your parents/guardians, you can decide how 
involved they will be in your care, and when their involvement 
can decrease.

You’ve probably already had a voice in decisions about your 
health and have acquired a basic understanding of the reasons 
for the medical treatments you receive. Still, as the age of 18 
approaches, it’s a good idea to get some practice in taking the 
lead. If you’re not used to handling your healthcare provider 
visits, observe how your parents/guardians do it. Listen to the 
kinds of questions that are asked; pay attention to the paperwork 
that crosses the reception desk. Do they show an insurance 

Chapter 1 – Making the Transition from the Pediatric 
Setting to an Adult Setting
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card? Make a payment? Set up the next appointment before 
leaving? As you feel ready, you can do these things.

Never be afraid or embarrassed to ask healthcare providers 
questions about your health or treatments. Get to know the 
science behind your condition if you don’t already. Many people 
have a tendency to go along with explanations they don’t fully 
understand because they’re embarrassed, but your healthcare 
providers are there to heal you, not judge you. They’ll respect 
you for wanting to have a command of the facts.

You are not merely the recipient of your medical care—you are 
a collaborator in it. Think of your healthcare providers as your 
partners in wellness. Your current medical team already might 
include a number of specialists, like immunologists, who are 
experts in the treatment of PI. Depending on your form of PI, 
you might see other specialists like pulmonologists and have 
a team of providers. Do everything you can to build a healthy, 
therapeutic relationship with all of them, as well as their staff and 
support personnel. The more you can establish a rapport with all 
of these people, the better your medical experience will be and 
the more they can help you.

Maintaining Care over Time and Distance
Now that you are no longer a child, you will likely need to move 
from your pediatrician to the care of an internal medicine or 
family medicine specialist, or nurse practitioner. This happens to 
almost everyone about the time they turn 18. Given that you may 
be making this transition when you are joining the work force or 
you’re going to college, it is an important step to plan.

In addition to your primary healthcare provider, you still need 
to be seen by one or more specialists, one of which is an 
immunologist. Your current immunologist may continue to treat 
you. But if you need to find another one, in the case of a move 
out of your geographic area or if your current immunologist only 
sees pediatric patients, you’ll need to find someone new. 

Start by asking your current immunologist for recommendations. 
They may personally know immunologists in the area where 
you are going or know of them through other colleagues. Your 
current provider can then help see that all your medical health 
records get transferred to the new healthcare provider and 
practice. Most importantly, given that they want to make sure 
you are in good hands, your existing healthcare provider can, 
with your permission, consult with the new provider over the 
phone about your health profile. The support staff might even 
help set up your first appointment for you. In this way, you won’t 
feel as if you will be starting from scratch when you have your 
first appointment with your new healthcare provider.

If your current healthcare providers are not able to recommend 
anyone, contact the Immune Deficiency Foundation (IDF) for 
recommendations of healthcare providers who have been vetted 
for PI expertise: www.primaryimmune.org/ask-IDF. Regardless 
of whether your current healthcare provider recommends an 
immunologist or you receive a list from IDF, you’ll need to make 
sure the healthcare providers you choose are included in your 
insurance network. There is more information about this in the 
next chapter.

Whatever you do, don’t leave finding a new healthcare team to 
the last minute. Many healthcare providers have wait times of up 
to several months for new patients, and you’ll need to have your 
appointments in place in order to avoid any lapses in treatment. 
If your previous healthcare team hasn’t been in touch with your 
new team, you’ll also need to allow time for you to request all 
your medical records so that your new providers receive them 
before your first appointment. You may also need time to request 
authorization for treatment from the insurance company.

Appointments and Prescriptions
Your condition requires ongoing treatment, so you’ll soon master 
the routine of making appointments with the appropriate amount 
of lead time. It’s important to keep your appointments because 
if you miss them the office might have a hard time rescheduling 
you and your treatment might be delayed. If you absolutely 
must miss an appointment, let the office know at least 24 hours 
in advance and apologize for the unavoidable inconvenience. 
This preserves goodwill and avoids unnecessary costs, as 
many medical offices will charge you a fee for cancelling 
without adequate notice. When you reschedule, if it is for a 
time-sensitive treatment such as immunoglobulin replacement 
therapy, make sure the scheduler understands the urgency of 
your need. 

Whenever you go to an appointment, it helps to do a little prep 
work in order to make the most of it. Healthcare providers 
typically work on tight schedules, so have all your questions 
ready, whether you write them in a notepad or journal or 
keep them on your smart phone. Take notes during your 
appointment, or ask the healthcare provider if it’s okay to record 
the conversation, if that makes it easier for you. Make sure to 
tell the healthcare provider of any new developments that might 
be relevant to your health, such as medication side effects, 
or injuries and other illnesses. Use the IDF ePHR, the online 
personal health record for people with PI, to keep track of your 
health information: www.idfephr.org. 

Visiting the Pharmacy
After an appointment, you might need to visit the pharmacy 
to fill a prescription. Usually the healthcare provider will send 
your prescription to your preferred pharmacy. Before selecting 

Chapter 1 – continued
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a pharmacy, make sure it is in your insurance network, and 
before picking up a prescription, make sure the drug is covered 
(see Chapter 2). The healthcare provider might not know what’s 
covered under your plan, but you can often look it up online 
with your phone so that the healthcare provider can suggest an 
alternate medication if needed.

The first time you pick up a medication at your pharmacy, you’ll 
have to provide your insurance information—typically just show 
your card. The pharmacist will let you know if you owe a copay 
or coinsurance, and they will ask you if you have any questions 
about the drug or the instructions for taking it. Pharmacists are 
knowledgeable backups for any information you forgot to ask 
your healthcare provider or want to reaffirm, and they are happy 
to give you information. Don’t deviate from the instructions when 
taking your medication. The dosing instructions have been 
developed over years of rigorous testing. Little changes that 
seem trivial, like skipping or delaying a dose, might have serious 
consequences. 

If you have serious side effects from any drug, call your 
healthcare provider right away. The drug will come with a 
detailed information sheet listing common side effects. If your 
side effect is listed on the sheet and is not bothersome to you, 
just note it in your records. 

Pharmacists can often put regularly used medications on auto 
refill for you, so you can pick them up hassle-free and on time. If 
a prescription is not on auto refill, you can still call in advance to 
have it waiting for you. Call a few days before you run out in case 
the pharmacy is out of stock and needs to order the medication. 
Prescriptions have a limited number of allowable refills before 
they need to be reauthorized by your healthcare provider, so stay 
on top of this when you need to visit your healthcare provider 
and remind them that you need a refill.

Specialty Pharmacies
You also might be working with a specialty pharmacy that 
provides your specialty drugs like immunoglobulin, interferon 
gamma or adenosine deaminase. It may not always be 
necessary to change specialty pharmacies if you are relocating 
or going away to college as many of these are nationally based. 
Check with your current specialty pharmacy several months 
before moving. Also if you are attending college and living on 
campus, check with the specialty pharmacy and your college 
concerning any rules that might interfere with your receiving and 
administering your medications in a college dorm. If you run into 
any confusing or conflicting information, your contact at your 
specialty pharmacy might assist you in clearing up the situation. 
If a change to a different specialty pharmacy is required, your 
current provider should participate in coordinating the care and 
transition to the new provider.

Managing the Stack of Information
Between your medical appointments, prescriptions, and specific 
therapy, there is a ton of information to keep track of. No one 
could keep it all straight without developing a recordkeeping 
system. The Immune Deficiency Foundation (IDF) offers an 
electronic personal health record designed for people with PI 
that allows you to store information virtually and securely, IDF 
ePHR. Visit www.idfephr.org. Tips for using the ePHR can be 
found on the checklist in the Resources section. 

Keep all your insurance information together in one handy place. 
Whenever the insurance company sends you an Explanation of 
Benefits (EOB) or updates (see Chapter 2), read them and keep 
them in a file, not the recycle bin. Keep your insurance card with 
you, but keep the rest of your insurance records on file. When 
you need to call the insurance company with a problem or issue, 
keep a log, noting when you called, what information you got, 
and to whom you spoke.

Minding Your Mental Health
There’s no denying that having PI is a challenge. You didn’t do 
anything to deserve it and it’s not fair that you have to deal with 
it. Those are facts. Other people have other challenges, maybe 
ones that aren’t even apparent to you. Some of these people 
would happily trade places with you. But dealing with a PI and 
knowing you’ll probably have to for the rest of your life naturally 
might get you down sometimes. 

“Going with the flow” is a good approach to some situations, 
but when it comes to feelings of depression, don’t let those 
feelings sweep you into a downward spiral. If your thoughts 
are getting too dark, get some help. If you feel like talking with 
a professional, check to see what mental health benefits are 
covered by your insurance and who their providers are. Schools 
also offer counselors or therapists that you can see for free or at 
a low cost. 

You know it’s time to ask for help:
•  If your depressed feelings prevent you from studying or 

performing your normal daily tasks, 

• If you stop enjoying things you used to enjoy,

• If you stay in bed despite having somewhere to be,

• If you use drugs or alcohol to get through the day, or

• If you have thoughts of harming yourself. 

These are all red flags you shouldn’t ignore.
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If you simply want to speak with someone who has PI, contact 
the Immune Deficiency Foundation and learn more about the 
Peer Support Program, which can network you with another 
young adult going through similar experiences as you. 

Lifestyle Choices
Exercise and diet are shown to be powerful tools for improving 
your emotional outlook, so don’t let those aspects of your life 
slide by. Healthy eating is important for everyone, but especially 
so for someone managing PI. It’s all too easy to let your nutrition 
slide, but your body is counting on you to do right by it. 

If you haven’t been exercising, clear it with your healthcare 
provider first to help you get started and work up to your goal 
gradually. It’s important to not push to the point of fatigue, as 
you want to avoid both injury and mental burnout. Having an 
exercise buddy is helpful in keeping to workouts—if you know 
a friend is counting on you for a run in the park, you’ll be more 
likely to follow through. There also can be wonderful benefits to 
solitary exercise; many people find exercising alone is a time to 
focus and find creative inspiration. Great music or interesting 
podcasts also go a long way toward making a workout fun.

Your primary healthcare provider is an excellent resource for 
direction and advice regarding a healthy diet. If your weight 

is above or below the optimal weight range, it should be 
addressed. If you struggle to change your weight in either 
direction, discuss it with your healthcare provider. Excessive 
dieting and weight loss are as serious as overeating and weight 
gain, and if you feel out of control with either, consider mental 
health support as discussed on page 5.

Getting an adequate amount of sleep is an essential requirement 
for good health, but getting enough sleep is hard for most 
people because our modern lives are so busy. Most scientists 
recommend a consistent number of hours of sleep per night and 
consistent bed times and waking times, as well.

Persist and Thrive
You are more than up to the task of managing your PI along with 
the rest of your life as an adult. Your PI is a constant companion 
that you can never ignore, but it isn’t the boss of you. Treat it 
diligently, as you have learned to, and be mindful of the signals 
your body gives you. Watch for early signs of infection or illness 
and get prompt treatment. Be mindful of good hygiene. Partake 
in social activities, but not in unhealthful behaviors. When you’re 
tired, rest; when you’re hungry, choose healthy foods. Study 
seriously, work hard and pursue your dreams. 

Chapter 1 – continued
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One of the trickier mazes you’ll need to navigate in the world 
of adulthood is that of health insurance. Most people find it 
frustrating at times. Having a primary immunodeficiency disease 
(PI), however, makes it particularly crucial for you to ensure 
you have adequate health insurance and an ability to effectively 
communicate with your insurance provider. Not only will you 
need to understand what type of plan will best serve your needs, 
you will need to keep meticulous records of all your healthcare 
provider visits, treatments, and medications. You might 
sometimes need to deal directly with your insurance company to 
submit claims and dispute any expenses that are not paid. 

For most Americans, health insurance is part of the 
compensation they receive from their employers. There are other 
ways to obtain health insurance, however, including purchasing 
and maintaining payments on a plan you select from the private 
market, or, if you qualify, using government-administered 
programs such as Medicaid or Medicare. 

It’s important to recognize that healthcare is a constantly 
debated subject in American politics and laws are subject to 
change. Even small adjustments to laws can have a big impact 
on someone who depends on regular medical treatment. It will 
be important to stay on top of these changes, as they may affect 
your own expenses and require you to change or modify your 
coverage. For updated information regarding healthcare law, go 
to: www.primaryimmune.org/affordable-care-act. 

You may carry different types of insurance throughout your life, 
and you will likely need to evaluate options to select the plan 
you can afford but that also meets your medical needs. In this 
chapter are some terms you’ll need to know to make sense of 
any plan. These elements of insurance are collectively referred 
to as cost-sharing, which basically means the part of the cost 
you have to pay. The amount you have to pay for each element 
varies from plan to plan. 

Premium
Think of this as the base monthly price of the insurance. It is the 
amount the insurance company charges up front in return for 
covering your healthcare. If you get your insurance through an 
employer, most, or occasionally all, of this monthly amount will 
be paid by your employer. Employers will typically deduct a set 
amount of money from your paychecks to put toward this cost. If 
you don’t get your insurance through an employer but purchase 
it yourself, you will pay the entire premium each month. 
Unfortunately, premiums do not apply toward deductibles 
(defined at right) and are due every month, whether you 
receive healthcare that month or not. Premiums for individuals 
purchasing their own plans are usually higher than premiums 
in employer-provided plans because employers pay group rates 
that are lower than those on a per-person basis. 

Copayment (copay)
This is a fixed amount you will be expected to pay each time 
you get a certain service such as a healthcare provider visit, a 
treatment or a prescription. It is paid at the time of the service 
and will not be reimbursed by the insurance company. It may 
vary, depending on what it is used for. You might have a $10 
copay to see a primary care provider, $25 to see a specialist, 
$30 to fill a prescription and $50 for an emergency room visit. 
Copays are fixed amounts, which means that they won’t change 
during the year, and these co-pays are unrelated to the amount 
of the total bill.

Deductible
Many plans require you to pay a certain amount, called the 
deductible, toward your care before they will pay anything within 
any calendar year. If you have a $1,000 deductible, you will be 
personally billed for the first $1,000 in medical expenses starting 
January 1 or whenever your plan starts. Once your expenses go 
above $1,000, your insurance will pay any costs for healthcare 
providers, procedures or medications that the insurance plan 
defines as eligible. Note that your premium and copays don’t 
become free when you reach this point—unfortunately, you 
continue to pay those. Deductibles are fixed for any given plan 
during that plan year, so you can tell at a glance how much they 
will cost you each year.

Coinsurance
While some plans will kick in at 100% as soon as the deductible 
is met, many will expect you to continue to pay a percentage 
of each bill until the out-of-pocket maximum (defined below) is 
reached. A common split is 10/90, meaning after deductibles 
and in addition to copays, you will have to pay 10% of the bill. 
With many plans, the split is 20/80 and some are even 30/70. 
When evaluating a plan, you need to be sure you know what this 
percentage is. Unlike deductibles, coinsurance is not a fixed 
amount but rather a percentage of the bills, so you’ll need to 
have an idea what your bills are likely to be in order to estimate 
it. Plans with high coinsurance are generally intended for people 
who foresee little medical need. 

Out-of-Pocket Maximum
Luckily, there is usually a point at which you can stop sharing 
the cost of your medical care each year. Most insurance plans 
have a set dollar amount that, when reached, triggers the plan to 
kick in at 100%. Any more bills you incur after you’ve reached 
this point will be fully paid by the insurer, except for copays and 
premiums. It’s important to understand this when choosing an 
insurance plan. 

Chapter 2 – Introduction to Health Insurance 
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Do note that the above information applies to eligible costs. 
This means that you must be receiving a procedure or seeing 
a healthcare provider that your plan defines as covered, or 
else your insurance will not contribute money and your money 
will not apply to your deductible. Not all plans cover the same 
things, so when choosing or enrolling, you’ll need to review what 
is covered, especially pertaining to therapies needed to treat 
your particular PI. For more about evaluating coverage, see the 
section on page 9 on The Forms Plans Take.

Group vs. Individual Insurance
Your insurance will either cover a whole group of people, 
such as the employees of an organization or enrollees in a 
government-run plan, or it will be a plan that you purchase 
individually because you are self-employed or work for a very 
small company. 

Group plans are usually less expensive with better coverage 
than individual plans. This is because the risk for the insurance 
company is spread around. That is, if there are 100 people on 
the plan, maybe only ten will get sick and incur expenses for the 
insurance company; for the other 90, the insurance company is 
just receiving the premiums and making a profit. 

Organizations with 50 or more employees must offer health 
insurance benefits. Some employers offer one plan to everyone 
while some offer a choice of plans. If there is a choice, you must 
carefully evaluate and compare each plan. Some employers offer 
health insurance for part-time employees, others don’t. 

If you leave or lose your job, you can keep your insurance and 
its group rate for up to 18 months, under a law called COBRA 
(Consolidated Omnibus Budget Reconciliation Act). Usually you 
will have to take over the full, not subsidized by your employer 
premium payments, but some employers might continue to pay 
the premiums as part of a severance package. The premiums 
might change slightly, but by law they cannot go up by more 
than 2%, which is a service charge. You do not have to take this 
option if you prefer to seek insurance elsewhere.

There are also group plans that are not employer-based. If you 
go to college, your school may have group plans you can enroll 
in, and this may be a major consideration when deciding what 
schools to attend. In the past, college plans tended to be fairly 
bare-bones but have improved in recent years. Contact your 
prospective college’s admissions departments to learn the details 
of what insurance they offer if you are not planning to stay on 
your parents/guardians’ insurance plan(s).

Individual plans are those you purchase yourself and are usually 
more expensive than group plans. The enactment of the Patient 
Protection and Affordable Care Act (which is often called the 
ACA), made individual plans more attainable by offering financial 
assistance on a sliding scale to Americans whose income falls 

below a certain threshold. If your income is above the threshold, 
you still can buy insurance, just without the cost relief offered 
by the ACA. Individual plans are largely used by people who 
are self-employed or work for small employers who don’t offer 
insurance (according to ACA rules, employers with fewer than 
50 full-time employees are not required to provide insurance). 
Note, though, that certain self-employed people (such as 
actors, writers, and artists) may be able to obtain group rates 
at lower rates through professional membership organizations. 
As of the writing of this document, Congress is taking steps to 
change some of benefits of the ACA, so check with IDF or your 
insurance company as to current regulations.

Assistance Programs
If you don’t have insurance through an employer, partner, or 
parent and cannot afford to buy coverage, government programs 
can help. Contact your local department of health and human 
services/social services.  

Medicare is a federally-run program that provides health 
coverage to Americans over age 65 and to people with certain 
disabilities. It is referred to as a single-payer program because 
there is only one entity (the government) that pays for the 
healthcare of its enrollees, as opposed to multiple payers 
(insurance companies). The program is funded by the tax dollars 
of workers before they reach age 65, and typically pays only a 
percentage, often 80% of eligible costs. The rest must be paid 
out-of-pocket, or by a supplemental insurance plan.

Medicaid is a program that covers Americans of all ages who 
have low incomes or certain disabilities. It is jointly run by 
the federal and state governments. Income levels and other 
eligibility criteria for Medicaid vary by state, and different states 
may use different names for their Medicaid plans. Typically this 
plan has no cost sharing for needed services, but the income 
qualifications are strict. 

Coverage through Parents/Guardians and 
Partners
The ACA contains provisions that allow you to remain on your 
parents/guardians’ insurance plan, if you choose, until age 
26. Even if you stay on your parents/guardians’ plan, you will 
be making your own healthcare decisions—you may change 
healthcare providers, especially if you relocate for college, or you 
may try new treatment regimens as they become available—so 
it will be important to understand the details of your parents/
guardians’ plan. Discuss the plan carefully with them and 
make sure you understand it. Depending on what you and your 
parents/guardians agree to, you may need to take over the out-
of-pocket expenses associated with the health plan.

Chapter 2 – continued
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When you are nearing the point of “aging out” of your parents/
guardians’ plan, have them check with their employer’s human 
resources department to confirm the timing. Some employers 
will allow coverage to continue unchanged until the end of the 
calendar year. 

Whether you leave your parents/guardians’ plan at 26 or 
earlier, it is vital that you maintain your coverage without any 
gaps . It is a huge risk to be uninsured for even a short period. 
Continuous coverage is especially important for someone with 
PI, since your condition does not take a break. As soon as you 
are no longer covered by your parents/guardians’ plan, you’ll 
need to have insurance in place either through work, school, an 
aid program, or a private plan. Begin the process of securing 
coverage at least two months in advance.

If you marry and your spouse has coverage, you are likely to be 
eligible for coverage on that plan. Privately purchased plans also 
have spouse and family versions. Some employers also extend 
health benefits to qualified domestic partners. 

When deciding whether to go on your spouse’s or domestic 
partner’s insurance plan, or to put that person on your plan, 
you need to thoroughly compare the plan benefits to determine 
which is going to meet your needs and best cover your 
treatments. You may want to crunch the numbers as well. It may 
be financially advantageous for you and your partner to be on 
one plan, and there may even be a financial reward for doing 
so. Be sure to discuss the options with your human resources 
department, and take into account all the factors. 

The Forms Plans Take
Most modern plans are what is known as managed care, 
meaning certain aspects of the plans are limited in order to 
keep the insurance company’s costs down. The managed care 
plans you’ll probably hear about most often are HMO and PPO. 
The main aspects that are managed, or limited, are the range of 
services and procedures you can get, and the pool of healthcare 
providers you can choose from. It is also important to note that, 
no matter what the type of plan is, some treatments will require 
pre-authorization, meaning that the insurance company needs 
to approve them before they happen. Your healthcare provider’s 
staff will normally take care of this for you, as they will need to 
explain the reason for the treatment.

Below are the most common types of plans:
HMO 
This stands for health maintenance organization. The premise 
behind the name is that if you maintain your good health—or 
maintain your chronic condition at its least severe state—you 
will cost the insurance company less by not requiring expensive 
treatments when you get sick. In an HMO, you are required to 

have a primary care healthcare provider, and in most cases in 
order to see a specialist, you must initially be referred by your 
primary healthcare provider. Once you are under a course of 
treatment with a specialist, such as your immunologist, you can 
continue to see that specialist. 

Your primary care healthcare provider and any specialists must 
be members of the HMO’s group of healthcare providers, known 
as its network, in order for the plan to pay for care. If you see 
a healthcare provider who is not a member of the network, 
you will be expected to pay for the entire bill. This is also true 
for laboratories and pharmacies. Some HMOs occupy their 
own facilities, so you go to the same building or campus for 
all or most of your care. Other HMOs are spread over various 
locations. The important thing is to always make sure all your 
care comes from within the network. 

Exceptions to this rule occur when there is a dire emergency, 
or when the network doesn’t have a healthcare provider who 
can provide needed treatment. When that happens, you must 
go through an approval process with the HMO to go outside the 
network. 

HMOs are often considered the most economical plans because 
they tend to have relatively low deductibles and coinsurances. 
Their premiums may be higher than plans that have high 
deductibles and coinsurances. HMOs are also relatively hassle-
free in terms of payment. Usually you show up, show your 
insurance card, pay your copay if you have one, and the rest of 
billing and payment happens behind the scenes. 

PPO 
This stands for preferred provider organization. The preferred 
providers refer to the plan’s network, similar to an HMO’s 
network, but are usually more expansive. And, unlike an HMO, 
a PPO does not require a primary care healthcare provider to act 
as your central point of care and to make referrals. You can in 
most cases see a specialist whenever you choose. You can also 
choose to see a healthcare provider outside the network, and 
the plan will still contribute, but at a reduced rate. That is, your 
coinsurance for a PPO might be 10% for network healthcare 
providers and services, but 50% if you go outside the network. 

This is important if you already have healthcare providers 
who are true specialists and know how to treat PI. It can be 
advantageous to stay with healthcare providers who know your 
history. When choosing a PPO, find out if those healthcare 
providers are in the network; if they are not, then you have to 
decide whether staying with those particular providers justifies 
the higher cost. 

Filing claims happens behind the scenes if you use network 
providers; if you go out of network, you’ll need to handle the 
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paperwork. Many treatments, in or out of network, require 
pre-authorization. If you’re not sure whether they do, ask. Even 
treatments that are approved may not be covered and paid for if 
they have not been pre-authorized.

PPOs tend to have higher cost-sharing in the form of deductibles 
and coinsurance than do HMOs, but if you choose very high 
deductibles and coinsurance, your premium could be  
relatively low. 

POS 
This stands for point-of-service. It is sort of a hybrid of an 
HMO and a PPO. Like an HMO, it requires a primary care 
healthcare provider and referrals for specialists. But once those 
are established, any specific medical care event, or “point of 
service,” can take place within or outside the network. As with 
a PPO, you will pay a higher percentage of the cost for out-of-
network care, but you won’t have to pay the entire cost of the 
visit, as you would in an HMO. You’ll also have to handle the 
paperwork for out-of-network visits. Covered treatments don’t 
usually require pre-authorization, but it’s best to be safe and ask 
if in doubt.

EPO 

This stands for exclusive provider organization. This is almost 
just like an HMO, but it doesn’t require you to have a primary 
care healthcare provider or to get referrals to see specialists. 
Cost sharing is relatively low and billing is hassle-free. Be 
careful, though, that any healthcare provider you see, or 
procedure or prescription you get, is in the network, or you will 
be billed for all of it. Many procedures require pre-authorization.

Indemnity plans

Indemnity plans, sometimes called fee-for-service plans, are 
becoming rare and do not fall under the rubric of managed 
care, but rather are considered self-managed because they 
have no network restrictions. You can see any healthcare 
provider you choose, but your out-of-pocket costs could be high. 
The plans are like others in that they do define what services 
they cover, and they have deductibles after which they pay a 
set percentage, often 80%. Many have annual out-of-pocket 
maximums after which they pay 100%. 

However, these plans also limit their contribution by designating 
“usual, customary, and reasonable (UCR)” amounts for any 
medical services. So if a plan says the UCR amount for a certain 
procedure is $1,000, but you get a $2,000 bill, the insurance 
company will pay its percentage on the first $1,000, and you’ll 
be completely responsible for the remaining $1,000. Therefore, 
it is very important to pay attention to what your healthcare 
providers charge for procedures, and what your plans deem to 
be UCR amounts. 

A note about networks: Your college plans or your career may 
take you places where there are no healthcare providers that 
are part of the network used by your existing health plan. In this 
case you will need to call your insurance company and request 
a network gap exception. You’ll need to be ready to tell them 
exactly what care you need, how often and how long you’ll need 
it, and the contact information of an out-of-network healthcare 
provider you believe can treat you, or if possible, the information 
for a few healthcare providers, including specialists for a rare 
disorder. 

Saving for Your Shared Costs
Because people with PI can usually count on having to pay out 
of pocket for a substantial amount of medical care each year, 
savings accounts that help you maximize your medical-care 
dollars can be quite helpful. 

The two main types of healthcare savings accounts are Flexible 
Spending Accounts (FSA) and Health Savings Accounts (HSA).  
These accounts allow you to set aside money, tax-free, to use 
for out-of-pocket health expenses like copays and prescriptions. 
If you get your savings plan through an employer, the amount 
you choose to put toward your savings is automatically 
deducted from your paycheck and placed in the account, and 
some employers even contribute money, as well, as an added 
workplace benefit.

You cannot simultaneously have an FSA and an HSA, so you 
have to decide which works better for you. 

HSAs are available only with high-deductible insurance plans. If 
you know you’re stuck paying that deductible each year, an HSA 
can at least be an effective way to save for it. If you don’t use 
all the money you put into an HSA during the year, the amount 
will roll over to the next year, and you can also take your savings 
with you when you change employers or plans. Many employers 
offer HSAs if they offer high-deductible health plans, and they 
are also available to self-employed individuals though private 
insurers or banks.

An FSA is essentially a plan meaning you have to use your 
funds within the plan period. Recently there has been a change 
which allows employers to amend their plan documents to allow 
participants to carryover up to $500 to the following plan year. 
This amount may change on an annual basis.   

Both accounts have a limit on how much you can put in them 
per year, but HSAs have higher limits. Be sure to keep records 
of all medical costs you use your savings for, and keep all your 
receipts, in case you need to show that the expenses were 
eligible.

Chapter 2 – continued
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Recent Healthcare Reforms
As you navigate the world of healthcare and insurance, you’ll 
frequently hear references to HIPAA. This is the Health 
Insurance Portability and Accountability Act, introduced in the 
1990s to protect people from losing their coverage when they 
leave or lose their jobs. HIPAA helped people with chronic illness 
transfer from one group plan to another, without letting the 
new plan reject them because of their condition. It also helped 
standardize codes that identify diagnoses, treatments and 
providers. The ACA built upon these measures and is described 
in more detail below. HIPAA is also designed to protect patient 
privacy and require patient permission to transmit certain kinds 
of information. 

ACA*
The Patient Protection and Affordable Care Act, often shortened 
to ACA, expanded protections for patients with chronic 
conditions. It used to be that a person with a chronic condition 
like PI pretty much had to seek a job at a company with an 
excellent group plan or marry someone working for such a 
company. The passage of the ACA makes insurance more 
accessible to individuals by lowering costs for people who have 
less than a certain amount of income, and it defines a set of 
services that plans must cover. 

It also requires all plans to pay for certain preventive care such 
as annual wellness checks that can include weight, blood 
pressure, and cholesterol assessment, as well as screening 
for diabetes, sexually transmitted diseases, and certain other 
infectious diseases, testing for some kinds of cancer, screening 
for depression and substance abuse, and a number of other 
services that depend on age or gender. Be sure to take 
advantage of these, since taking care of your overall health is 
crucial for managing your PI.

Also as previously mentioned, the ACA allows young adults 
to stay on their parents/guardians’ plans until age 26. Before 
the ACA went into effect, many plans cancelled coverage for 
people when they turned 19. The ACA also prohibits insurance 
companies from placing a cap on the amount they will pay 
for your care in a year, or in your lifetime. This means that 
companies cannot at any point say they won’t pay for your 
needed care anymore because they think you are costing them 
too much.

Perhaps the most significant provision of the ACA is that 
insurance companies are no longer allowed to charge higher 
rates or to deny coverage for people with pre-existing conditions. 
Though HIPAA put some restrictions on denying people 
with pre-existing conditions for group plans, many insurance 
companies used to deny coverage to those with illnesses or 
chronic conditions. 

For people not receiving insurance from large employers, 
schools, parents/guardians, or partners, the ACA streamlines 
the experience of shopping for a plan, and may offer assistance 
paying for it. The ACA Marketplace, also known as the ACA 
Exchanges, can be found at healthcare.gov. Many states also 
have their own marketplaces.

The sites will lead you through a series of questions to determine 
if you qualify for assistance and if so, how much. You can then 
use comparison tools to assess plans, which come from various 
private insurance companies. In the ACA Marketplace, there are 
cost-sharing tiers referred to as metal categories: bronze, silver, 
gold, and platinum. These levels all cover the same services. 
The difference is the out-of-pocket costs. A bronze plan will have 
lower premiums, and higher deductibles and coinsurances. A 
platinum plan will be the opposite, and silver and gold fall in 
between. 

*As of this printing, legislation to repeal and replace the ACA is 
currently being considered. The Immune Deficiency Foundation 
(IDF) continues to focus on healthcare coverage and access for 
people with PI. As more information becomes available regarding 
any proposed changes in healthcare law and healthcare plans, 
IDF will be advocating for the PI community and will share 
information on the IDF website:  
www.primaryimmune.org/affordable-care-act.  

Making Choices
Some employers offer one plan and some offer a few different 
options. On the private market, there are many, many options. 
However you are getting your plan, your criteria for evaluating 
and deciding will be roughly the same.

No matter which type of insurance you get, you’ll need to check 
the details of the specific plan to be sure the treatments you 
need are covered. If you need to regularly see an immunologist 
or receive immunoglobulin (Ig) replacement therapy, confirm 
that those are among the treatments the plan covers. It may be 
difficult to ascertain online what various plans cover in terms of 
Ig therapy, so you may need to call them to find out. You’re more 
likely to reach the appropriate department if you have diagnosis 
and procedure codes (for example, ICD10, CPT, J codes, and 
HCPCS) at hand. Ask your current healthcare provider’s office 
for these codes in advance of calling insurance companies. 

Also check whether receiving your treatments comes with 
conditions, such as the site of care or route of administration. 
You should also check the prescription coverage section of the 
plan to find out whether all medications you use are listed, and 
if they are not, let your healthcare provider know so possible 
substitutions can be made. You should confirm the coverage 
amount of any specialist, treatment, or drug you anticipate 
needing regularly. If you receive care or get a prescription that 
is not listed as eligible, you may end up being billed for all of it, 
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so it would be better to keep looking for a different plan if these 
items are not included. If you receive immunoglobulin therapy, 
you should know that it is not covered under the prescription 
plan for many insurances, but rather the major medical benefit. 
Sometime people mistakenly think Ig therapy is not covered 
if they only ask about it in the context of the insurance’s 
prescription plan.

If your insurance comes from your employer, you can ask your 
human resources department these questions, but if you have 
not told your employer about your condition, you might want to 
contact the insurance company yourself. If you do, have your 
plan info—group number and plan number—ready. Normally 
these are on your insurance card and are easy to find. It will 
probably help to have the diagnosis and procedure codes in 
front of you as well. 

Crunching Numbers 
Some plans will have very high premiums and low deductibles, 
coinsurance, and out-of-pocket maximums. With other plans the 
premium is low, but the other costs are high. 

In general, plans with low premiums and high other costs are 
suitable for people without known health conditions, since the 
odds of needing substantial medical care are relatively low. 
People who choose these plans figuratively roll the dice and bet 
that they will not become seriously ill or injured. In the event 
something happens to them, they still owe only their out-of-
pocket maximum in a given year. That may be $10,000 or so, 
but it beats the hundreds of thousands of dollars of debt that 
could be incurred if something serious happened and they had 
no insurance. In this scenario, health coverage is really just a 
safeguard against financial catastrophe in case of an accident, 
or serious or chronic illness diagnosis.

For people who already have health conditions—such as PI—
the story is different . You can expect to incur many medical 
expenses every year . That means you might come out ahead in 
the long run if you pay a higher premium each month but have 
a low out-of-pocket maximum that you meet early in the year 
and afterward enjoy the insurance company’s full coverage .

It’s all a matter of doing the math. But often the math can play 
out in many different ways. Maybe your January treatments will 
knock out the whole out-of-pocket for a plan and cause your 
insurance to kick in fully. In that case, if you can manage that 
up-front January cost, it makes sense to carry a plan with the 
low premiums, which will cost you less for the rest of the year. 

Contact IDF if you have questions about insurance:  
www.primaryimmune.org/ask-idf or 800-296-4433.

Manage Your Costs
Just because you have PI doesn’t mean you won’t be as 
successful and fulfilled as anyone else. But your medical costs, 
which will be ongoing and likely significant, present a bigger 
financial challenge than many people face. Through smart 
management of your health plans and savings, though, you can 
minimize the financial impact of your condition.

It is very important to keep your care in-network if at all possible. 
This includes your healthcare providers, treatment facilities, 
laboratories and pharmacies. It may be the case that you’ve built 
a relationship with a certain provider, and when you change 
plans your provider is no longer in-network. You have to decide 
if staying with that healthcare provider is worth the increase in 
your cost. Talk with your current healthcare providers about your 
situation and see if they have any recommendations for network 
healthcare providers with similar practices and philosophies.

It’s also important to: 
•  Be sure you know if procedures require pre-authorization 

and if they do, take the steps to get it, or make sure your 
healthcare provider does. 

•  Know whether seeing a specialist requires a referral from a 
primary healthcare provider, and if does, get it. 

•  If your plan requires a primary healthcare provider, make 
sure your insurance company has that healthcare provider’s 
information on file (If you see a primary healthcare provider 
but your plan thinks you’re supposed to go to a different 
healthcare provider, it can cause problems). 

•  Keep scrupulous records of all your interactions with 
insurance and medical providers. Use IDF ePHR  
(www.idfephr.org) for record keeping.

Whenever you receive medical treatment, you will receive an 
Explanation of Benefits (EOB), from your insurance company. 
You’ll need to learn how to read these documents and determine 
whether the insurance has paid or denied bills. Always check 
the EOB against the receipt from your healthcare provider’s 
office, to make sure there are no errors or inconsistencies. 
Sometimes a denied claim is simply a mistake.

If a claim is denied, call your insurance company, and have all 
your records including diagnosis and procedure codes ready. 
Keep scrupulous records and keep them all in one place. Each 
time you call, get the agent’s name and keep a record of the 
call. If necessary, ask your healthcare provider’s office to contact 
the insurance company. Sometimes the healthcare provider 
will need to explain to the insurance company exactly why a 
procedure was medically necessary and not optional. 

Chapter 2 – continued
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Remember that your healthcare providers and their staff are 
your allies. They are in the business of healing people and the 
last thing they want is to see someone’s lack of funds result in 
a lack or a delay of treatment. Plus, they are the real experts on 
conditions such as PI and knowledgeable of the most effective, 
medically necessary treatments for you. Having your healthcare 
provider explain these things to your insurance company, and to 
assure insurers that the treatments are necessary, can go a long 
way toward getting claims paid.

Your healthcare provider’s office may be able to help in other 
ways. Sometimes scheduling appointments strategically can help 
you manage expenses. That is, if you have a treatment due in 
January of the next year, but you have already met your out-of-
pocket maximum for the current year, the healthcare provider’s 
office might be able to shift your appointment slightly so it falls 
in December. This gets it in under the wire for full coverage. As 
long as your healthcare provider says it’s okay, any costs you 
can squeeze into the end of the year will buy you a little more 
time before you have to start paying in the next year.

Your healthcare providers might also be willing to work with you 
to pay your portion of out-of-pocket costs in installments if it is 
difficult for you to pay the full sum at once. 

Also work with your healthcare provider if certain drugs are not 
covered. There may be a very similar one that is more affordable. 
With some plans, generic versions of drugs are less expensive 
than branded drugs, and if so, you can ask your healthcare 
provider if generic drugs are acceptable alternatives.

If you have infusions, you might also be able to save money 
by adhering to your insurance company’s guidelines on site 
and route of care: home vs. hospital, IV vs. subcutaneous or 
facilitated subcutaneous. If you and your healthcare provider are 
flexible, you could save substantial costs. But remember that 
your insurer is NOT your healthcare provider. If your healthcare 
provider recommends a particular drug or treatment which is 
not preferred by your insurance company, there are avenues 
for appeal. Your healthcare provider can do a peer to peer 
consultation with the medical directors or pharmacists at the 
insurance company to get your therapy approved. You also have 
the right to appeal any adverse decision. Every state also has 
an insurance commission to help with insurance problems. The 
staff in this office can help you file an official grievance against 
an insurance company and can be a valuable ally in helping you 
to get resolution.

Insurance plans are fluid and frequently change their coverages 
and conditions. By law, they must let you know when this 
happens, and usually by mail. Such letters might not be the 
most fascinating items in your mailbox, but always read them. 
They may be telling you about changes that require action or 
planning on your part.

Your insurance company will probably have a website where 
you can create a profile. There you can view Explanations of 
Benefits, track your spending and use calculators to estimate the 
costs of planned treatments. You can also check what brands 
of drugs are covered and find the names of alternatives to drugs 
you need but aren’t covered.

Some drug manufacturers offer loyalty programs in which they’ll 
provide discounts on their products, help pay pharmacy copay 
or even offer free products for a limited time if you qualify. Check 
the IDF website for manufacturers’ assistance programs:  
www.primaryimmune.org. 

If your career plans lean toward self-employment, research 
professional membership organizations in your field to see if any 
offer group rates.

If you are married or living with a domestic partner, remember 
that your finances are a team effort, and do the research to 
figure out whose insurance will serve you best. If you have 
children, find out whose plan better covers them. 

And finally, sometimes you find help where you least expect it. 
The IRS allows some tax relief for medical expenses if they are 
high enough. If the amount you spend on medical care exceeds 
10% of your adjusted gross income for a year, you can deduct 
those medical expenses on your tax return. As a long-term 
patient, you may well qualify for this deduction, so be sure to 
investigate it when filing your taxes. 
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As you approach adulthood, possibly the most important 
question you’ll ask is: What am I going to contribute to the 
world? If you’re one of those people who has known the answer 
to this question for some time, congratulations—your work is 
half done! But don’t worry if you don’t know the answer yet. 
Some extremely interesting people in their 40s or 50s are still 
searching for what they want to be when they grow up. You just 
have to do your best to find whatever path seems to lead toward 
a combination of financial support and satisfaction.  

College Life 
If your life plan includes a college degree, you might be already 
making a list of potential schools to attend. This huge and 
difficult decision is based on many factors, and people who have 
PI have some additional considerations.

Considerations for everyone:
•  What schools offer the course of study I want (if I know what 

that is)?

• Do I want to live near or far from my parents/guardians?

• Are the schools I like public or private? 

•  What schools among these are located in the state where I 
currently reside?

•  Are there scholarships I might qualify for that would help 
cover costs at particular schools?

•  Do I have the required grades and coursework to meet the 
school’s admissions requirements?

Additional considerations for students with PI:
•  Do I want to stay close enough to home to keep seeing my 

same healthcare providers and places for treatment?

•  What health insurance will I be on, and does it cover 
healthcare providers and infusion sites (if needed) in the 
location I am considering? 

•  Can my current healthcare providers recommend 
healthcare providers in the place I’m considering?*

•  Are the people in the Student Services office of the schools 
I am considering accommodating and knowledgeable about 
my rights and needs as a student with a chronic illness? 

*It is important to note that not all immunologists have the 
same level of expertise and experience. They may not have 
patients with your particular condition so their knowledge can 
vary dramatically. You’ll need to make sure any new healthcare 
team is up to speed on your specific condition. If the location 
you’re considering doesn’t have any top-notch experts, it may 
be grounds for reconsidering that location. Some world-class 

immunologists are affiliated with universities; their presence 
might cause you to consider going to or, at least, consider going 
to that university if it also meets your academic needs. 

Under the Americans with Disabilities Act (ADA), it is illegal for 
an educational institution to discriminate against people with 
disabilities, and this means they must be equally accessible to 
those with disabilities. As a person with PI, you can request that 
your school provide what is called an academic adjustment—
modifications to their normal procedures that will allow you to 
pursue your degree in spite of your condition. It is your legal 
right to request the modifications, if you feel you need them, 
and it is the school’s legal responsibility to provide them, within 
reasonable limits. Please note, however, that they do not have 
to let you receive infusions in your dorm room; they can make 
other arrangements if there is a perceived liability issue.

You can contact the ADA coordinator or the office who handles 
such requests at any school you are considering. If you think 
you need particular accommodations, the staff can guide you 
through the process of putting in place accommodations that 
will level the playing field between you and your fellow students. 
You may have to provide proof of your condition, such as 
documentation from your healthcare providers.

Depending on the school, it might also be very helpful if your 
healthcare provider and immunology care providers can furnish 
some general information about your PI—what it is, why it needs 
treatment, how it affects people—in case the staff at your school 
might be unfamiliar with PI. Think of yourself as educating your 
educator. Your work might pave the way for future students. 

To help keep track of all the tasks associated with making 
your entry into college life, look at the “Countdown to College” 
checklist in the Resources section.

College Housing
You’ll also need to discuss with the school your options 
for housing and any rules they have about your receiving 
treatments, such as infusions, within on-campus housing. 

There are other housing factors to weigh besides any treatments. 
Dorms can be a more economical option than renting a place 
to live. They also offer the benefit of convenience—walking or 
biking to class—and the excitement of being at the center of 
the action. Living in a dorm throws you right into the thick of 
things socially and can be a way of finding your bearings and 
developing fast and, possibly, lasting friendships. In addition, 
you can buy semester meal plans covering the dorm cafeterias, 
and having ready-made meals can be both a time-saver and a 
reliable supply of nutritious food.

Chapter 3 – College, Career, Dating, Family 
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On the flip side, you’ll lack privacy in a dorm, especially if you 
have a roommate. If you’d rather keep your PI private, this could 
be a problem. If you do infusions around dorm mates, you will 
likely need to explain your condition to them. 

Another consideration is whether you’re likely to be able to get 
enough rest. If you’re on a rowdier floor, it might be a challenge. 
Plus, you’ll have to share a bathroom, possibly with a whole 
floor full of people, and that might not be ideal given your health 
needs. You will want to discuss all of this with your healthcare 
providers ahead of time.

Some middle-of-the-road options to explore include private dorm 
rooms, dorm rooms on designated quiet floors, or an on-campus 
apartment with one or two roommates with whom you’re already 
friendly. Private dorm rooms are usually much more expensive 
than shared rooms, but housing accommodations are covered 
under the ADA, and the staff at the school can tell you if they 
can allow you a private dorm room based on your medical 
needs, without charging you the extra cost. In some cases, 
private or semi-private bathrooms might even be available. It 
doesn’t hurt to ask and explore all of the options.

Medications in School
If you have a PI that requires you to administer any medication, 
like immunoglobulin, interferon gamma or adenosine 
deaminase, you need to find out if there are any limitations on 
doing an injection or infusion in the dorm room. Medication 
and supply storage also need to be considered. If you are using 
a particular specialty pharmacy or infusion care provider, you 
need to see if that provider can service you in your new location. 
It may be that you will need to find a new provider. You may 
need to contact your insurance company to find out who their 
preferred providers are. Changing providers sometimes requires 
you to have a new pre-authorization. All of these arrangements 
need to be made well in advance of your move. See Chapter 2 
for more details on insurance. Don’t commit to living in or out of 
a dorm until you know for sure how your choice will affect your 
treatments. 

Also be sure there are some people around you whom you’ve 
briefed on what to do if you have a medical emergency. These 
may be your roommates, neighbors, or the dorm’s residence 
assistants. It’s also a good idea to fill out and keep with you an 
In Case of Emergency (ICE) form, which you can complete in the 
IDF ePHR: www.idfephr.org.

The Balancing Act
College is a busy time, when you balance studies with social 
life and work. As a person with PI, you need to approach all of 
these aspects of college with caution. When you think about it, 

that much extra stress is pushing it for someone with even the 
most robust immune system; you’ll need to plan on being a little 
more sensible. If you find yourself struggling with your schedule, 
since you have developed a relationship with staff in the Student 
Services or Office of Disability, they should be able to assist in 
finding resources to help you.

If you do need to work during school, try to find a job you enjoy 
and one with coworkers you like. If the job provides experience 
pertaining to your future career, all the better. The main thing is 
to avoid piling on physical and emotional stresses that wear you 
down and weaken your body’s defenses. 

Your PI needn’t determine the trajectory of your education, 
whether it’s a vocational program, a PhD track, or something 
in between. The real success factors in school will not be 
your health condition, but your commitment and passion for 
achieving your goals. In the end, it all comes back to choosing 
the course of study that’s right for you. With proper planning for 
treatments and healthcare, you’ll achieve as much in school as 
you hope to.

The Working Life
Whether you start your career right after high school or after 
postsecondary education, you can thrive if you keep a few things 
in mind. Remember, it is a personal decision to disclose your 
diagnosis to your employer. You are not required to do so. If you 
choose to, you do have particular rights under the ADA.  

Work Rights and Responsibilities
Employers with 15 or more employees must comply with 
the rules of the ADA. This mandate gives you a number of 
protections if you choose to avail yourself of them. Again, it 
is up to you whether or not you choose to disclose your PI to 
your employer. In any event, you need to be able to meet the 
essential requirements of your job.  

If you decide to disclose your PI, tell the human resources 
department, and be ready to explain what the condition is and 
provide documentation from your healthcare team. Also have 
a discussion with your direct supervisor. Don’t present your 
condition as an obstacle, but instead emphasize that you’ve 
always managed your illness and it has taught you a great deal 
about perseverance and resourcefulness. Emphasize your 
commitment to the work you are doing. By law, an employer 
cannot fire you or otherwise let your disclosure affect your 
position, but it is still a good idea to reinforce confidence in your 
performance ability. 

Federal employers are required to proactively seek workers with 
disabilities, who will have a check mark for disabilities on their 
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applications. In this case, you would disclose your condition 
before the interview process begins, and it could actually be 
to your benefit. With most employers, however, you probably 
wouldn’t want to mention a health condition prior to being hired, 
and they are not allowed to ask. They can ask only if you are 
able to perform the essential duties of the job. You need to be 
able to answer that question honestly for yourself as well as for 
them, and if the answer is yes, it’s usually best to leave it at that. 
Even though employers cannot legally reject your application 
based on your health condition, the only way they can be held 
accountable for that is for you to sue them and show evidence 
that your condition was the reason they did not hire you. 

Don’t worry that you’re withholding information or keeping 
secrets. It is your life and your business. If you choose not to tell 
your employer about your condition even after being hired, they 
cannot accuse you of doing anything wrong. There are many 
aspects of your personal life you don’t share, and PI can be one 
of those, if you wish. 

If you do ever feel you have experienced discrimination based on 
your condition, visit the ADA website for information on recourse 
options: www.ada.gov. 

Relationships
People you date need a chance to get to know you before they 
get to know your condition. When you decide to tell them about 
your PI is a very personal decision. If you tell them too early, it 
may negatively affect the relationship, perhaps even ending it 

before you really get to know each other. On the other hand, if 
you wait too long, they may wonder why you weren’t more open. 
Trust your intuition to guide you in this decision. If a relationship 
is becoming serious, you’ll be able to figure out when the time is 
right.

When you do have that discussion about your condition, your 
partner will have questions, so be ready with answers. The 
questions might be about your long-term health outlook, and 
whether it’s safe for you to have children and if you could pass 
your PI on to those children. When you ask your immunologist 
these same questions, how are the answers phrased? You can 
use similar phrasing to answer your partner.

It will help your partner accept your condition if you demonstrate 
that you accept it yourself. It won’t help to convey your PI as a 
burden but rather as just a part of your life. 

You can assure your partner that your PI is not contagious and 
doesn’t require special precautions. However, it is especially 
important for you to engage in safe sexual practices such 
as using a condom, since an STD could pose more serious 
problems for your compromised immune system. 

If you and your partner want children, the two of you should 
discuss with your immunologist the likelihood of passing your 
illness on to your children. If you and your partner both want 
children, together you will decide whether to have your own, or 
to opt for an alternative such as adoption or fostering. 

Chapter 3 – continued
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Your Evolving Relationship with Your Parents/
Guardians
In the process of becoming independent from your parents/
guardians, clear communication is key. Maintain a dialogue 
and let them know what you are thinking regarding college, 
career, and other plans. There will be many issues to consider 
in making sure your health receives the continuous attention it 
needs, especially if you move out on your own, and your parents/
guardians can help you—not as decision-makers and caregivers 
as they were before, but as supporters and consultants.

When you turn 18, by law, your parents/guardians will need 
your written permission to view your medical information or 
speak with your healthcare providers about your treatments . In 
taking care of your health and in other situations, they can, and 
hopefully will, help you, but they can’t direct you.

Your shift to independence might be difficult for them. Letting 
go is always hard, and being in charge of your well-being has 
probably provided a sense of security to them as much as it 
has to you. They might feel sad or wistful that your childhood is 
drawing to a close. Even if they don’t show you these feelings, 
they probably have them. You need to be aware of this, being 
sensitive to their perspective will help avoid conflict and assure 
them that you are ready for your new role.

Speaking with them and educating yourself about different 
aspects of adult life, especially your medical care, will not 
only reassure your parents/guardians, but it will also give you 
confidence that you are ready to take over in steering your own 
course. 

Strengthening Your Circle of Friends
Whether you leave home, or stay home or close by for college 
or work, your social circle will probably expand as your interests 
shift. When that happens, you’ll need to determine when and with 
whom to talk about your primary immunodeficiency disease (PI). 

You don’t have to tell most people about it at all unless you want 
to, but it might come up with roommates, good friends, people 
you date, and possibly with college professors and employers. 
Explaining your illness is likely not new to you—you already 
know what questions people have and what assumptions they 
tend to make. But this might be a good time to brush up on your 
PI “elevator speech.” It’s probably easiest to just keep things 
simple and assure people that you’re basically okay. You can 
tell them that your immune system doesn’t function the same 
way as individuals without a PI, so you’re always at higher risk 
of getting sick. Explain that even with this risk, you still live a 
normal or near normal life. An example of a script you can follow 
can be found in the Resources section.

Having a PI is only a part of you—it doesn’t define you. You 
should never feel embarrassed about it. Don’t let having a PI 
dissuade you from exploring all the social avenues you want to. 

Your “true” friends will encourage you to make healthful 
decisions. If you’re out late with friends, they shouldn’t mind 
if you say you need to get home to get needed rest. If they 
encourage you to engage in unhealthy behaviors like cigarette 
smoking or using harmful drugs, your “friends” are not really 
thinking of your best interest. If they’re impatient because you 
cancel plans due to illness, they are not being mindful of your 
reality. They probably don’t mean any ill will, but they lack 
understanding of your situation, and may not be the best people 
for your circle of true friends.

On the other hand, there will be people who understand and 
support you, and they will be your vital allies. They will help you 
through difficult times. It is always a good idea to invest in these 
relationships. Show these friends the same support they show 
you, and make sure to express your gratitude for who they are 
and what they do for you and mean to you.

You’ll develop a sense for what friends can help and in what 
ways. Some friends will be emotional lifesavers, making you 
laugh when you most need to, and some will be able to help you 
in practical ways, like offering to pick up prescriptions, looking 
in on you when you’re sick, or driving you to the healthcare 
provider. Some may be people who know your family and can 
act as a bridge to them in an emergency. Make sure there are at 
least a few people near you who know what to do and whom to 
contact if you ever have a medical emergency.

Don’t be afraid to ask for support when you need it. You can’t be 
a good friend if you’re struggling, so don’t feel bad if you’re down 
and need a little assist in getting on your feet again. Getting help 
will put you in a position to offer help to others when they need it.

The web is a great world-shrinking support network too. 
We’re fortunate to live in a time when we can find our own 
communities all over the globe. You might want to use forums 
and social media groups to connect with other people and share 
your PI experiences. IDF Friends, the online social network just 
for the PI community, is a great place to connect with others,  
www.idffriends.org. Check out other IDF resources in the 
Resources section. 

But keep in mind that while the web is a wonderful resource, 
like everything, it does have some limitations. Don’t believe 
everything you read and hear from others online. Be sure to 
consult your healthcare provider and make decisions that are 
best for you and your health. 

Chapter 4 – Strengthening Ties with Family and Friends 
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Resources

In Casual Situations
“When I was [xx] years old, I was 
diagnosed with [your type of PI], which 
means part of my immune system is 
not working and I get sick really easily 
if I don’t get [your type of treatment] 
treatments. Luckily, my treatments allow 
me to live a healthy and normal life.” 

or
“I have a primary immunodeficiency 
disease called [your type of PI], which 
means I was born with [all or part] of my 
immune system missing. I get treatments 
called [name your treatment], which help 
me live a normal life. My PI is a genetic 
condition and not contagious.”

In Emergencies
In emergency situations, you just need to 
convey your condition to the healthcare 
professionals who are helping you. You 
can share your In Case of Emergency 
(ICE) report from your IDF ePHR,  
www.idfephr.org, which can be stored on 
your mobile device.

 

Checklists
Transition Skills Checklist, Ages 12–14

Since primary immunodeficiency diseases (PI) are rare, most people won’t know what they are. You’ll need to be able to explain your 
condition simply and politely to people, without going over their heads with too much detail. People are usually well-meaning but will 
inevitably wonder out loud why you don’t look sick, whether your condition is actually a big deal, why you can’t just fix it with better 
health habits, and whether they can catch it. Here are some scripts you can use or adapt to explain your PI to people . 

Explaining Your PI

General Information Yes Almost No

I can tell someone the name of my primary immunodeficiency.
I can describe the effect of my primary immunodeficiency disease on my body.
I can share my medical history with a healthcare provider.
I can list my medication and food allergies.
I tell my parents about changes in my health.
My parents keep a personal health record for me, such as an IDF ePHR.
My parents and I carry a medical summary, such as the In Case of Emergency (ICE) report from  
my IDF ePHR.

Medications and Treatment
I can list the names of my medications, and the dosages and times at which to take them.
I can explain why each medication is necessary, the result of not taking it as prescribed, and its side effects.
I take all medications as prescribed and notify a parent when the supply is low.
I use and take care of medical equipment/supplies and notify a parent if there is a problem or  
supplies are low.
I can list medical tests that need to be completed regularly.
Medical Appointments
I tell my healthcare provider how I am feeling.
I answer at least one question per medical appointment.
I ask at least one question per medical appointment.
I spend some time alone with the healthcare provider during a medical appointment.
I talk with my parents and healthcare providers about the medications and treatments I need.
I tell the healthcare provider whether I understand and agree with the medication or treatment  
being prescribed.
Understanding the Healthcare System
I know the date and reason for my next medical appointment.
I know the names of my healthcare providers and how to contact them.
I know the name of my health insurance and the importance of being insured.
Healthcare Transition
I am taking more responsibility for my healthcare.
I have talked with my parents and healthcare providers about whether I will need to see new providers  
when I’m an adult.
I have talked with others about their healthcare transition experience.
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General Information Yes Almost No
My parents and I keep a personal health record, such as an IDF ePHR.
I carry a medical summary, such as the ICE report from IDF ePHR.
Medications and Treatment
I can explain why each medication is necessary, the result of not taking it as prescribed, its side effects, 
and the management of its side effects.
I can select medication for a minor illness, such as a headache.
I can refill a prescription.
I can list medical tests that need to be completed regularly and make sure they are scheduled.
Medical Appointments
I answer many questions during a medical appointment.
I ask many questions during a medical appointment.
I spend most of the time alone with the healthcare provider during a medical appointment.
I decide with my parents and healthcare providers about medications and treatments I need.
I can contact the appropriate healthcare providers to tell them about changes in my health.
Understanding the Healthcare System
I can explain the difference between a specialist and primary care healthcare provider.
I can explain legal rights and responsibilities available to me when I turn 18.
I can explain how my health insurance works (network, deductible, copays).
Healthcare Transition
I know whether any of my healthcare providers will treat me only until I am 21.
I have talked with my parents and healthcare providers about things I should think about if I need to see 
new providers when I’m an adult.
I have identified some healthcare providers who will care for me when I’m an adult.
I have talked with other teens and young adults about their healthcare transition experience.

Transition Skills Checklist, Ages 15–17 (use this in addition to the 12-14 list)

General Information Yes Almost No
I keep a personal health record, such as an IDF ePHR.
I carry a medical summary, such as the ICE report from IDF ePHR.
Medications and Treatment
I understand and arrange payment for my medications, equipment, and treatments.
Medical Appointments
I check myself in at appointments and provide my insurance card.
I answer all questions during a medical appointment.
I ask questions during a medical appointment.
I am alone or choose who attends a medical appointment with me.
I decide with the healthcare provider about medications and treatments I need.
I locate and share healthcare information with my providers and take part in making decisions about my 
care.
I sign medical consent forms.
Understanding the Healthcare System
I can explain the difference between a specialist and a primary care healthcare provider.
I can explain legal rights and responsibilities available to me since I turned 18.
I can explain how my health insurance works (network, deductible, copays).
Healthcare Transition
I have decided which things to consider when selecting a new healthcare provider.
If necessary, I have transitioned to a new healthcare provider.
If necessary, I have shared medical information with a new provider.

Transition Skills Checklist, Ages 18 and Up
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Countdown to College for Students with PI
Use the checklists below to evaluate the suitability of schools in 
terms of your unique healthcare needs. Start with the first list 
about midway through your junior year of high school, and fill it 
out for each school you’re considering (you might want to make 
multiple copies). Finish up with the third list about a month 
before launching into freshman year of college.

For each school you’re considering, check off each item as 
completed and fill in any needed information. If you find it 
helpful, in the right-hand column, assign a grade for each item 
according to how it makes you feel: A for items that make you 

favor the school, F for items that could be deal-breakers. Use 
the grades as part of your process of narrowing the options to a 
short list. 

By six months before leaving, you’ll probably know not only 
which schools you like, but also which have accepted your 
application. In the next few months, you’ll make the big decision.

You can use the third list to help wrap up final details of 
ensuring your PI care will be continuous and consistent as you 
begin your studies.

Name of School:                                    Done Grade

Distance from home:
Time it takes you to drive home to visit family/friends, or see old healthcare provider:
Name of the contact person in the Office of Disability Services, or the ADA coordinator:
I have met with contact person by phone or in person.
I understand what disability accommodations are offered.
I understand policies for administering medications in dorms.
I understand policies for administering medications in non-dorm housing on campus.
Can I get a private dorm room?
Does it cost more to get a private dorm room?
Can I get a private bathroom in the dorm?
How many bathrooms are there per floor?
I have looked at the dorms rooms and floors.
Are quiet floors available in dorm buildings?
How far is it from potential housing to farthest likely classroom?
I have walked the campus to get a feel for distances.
I have researched and/or tried public transportation in the area.
I understand what parking permits are needed for various areas of campus.
I have visited or learned about the campus healthcare center.
I have spoken to admissions personnel about available health insurance.
I have a summary of available insurance options and a plan for how I will be insured.

18 Months to Blastoff: Researching and/or Visiting

Name of School:                                    Done Grade

There are high-quality healthcare providers in the area who are in my insurance network and who 
are qualified to treat my PI.

I have met with my potential healthcare providers, in person or by phone.

There is an infusion center nearby where I can receive my infusions, if I’m not receiving them at 
my residence. 

I know how I will get to my medical appointments (drive, walk, public transport).

I have requested pre-authorization for my treatments from my insurance plan, if needed.

6 Months to Blastoff: Honing in on Details

Resources – continued
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School I am attending:    

Date of arrival:

Date when classes begin:                           

Done

I have completed my HIPAA authorization form, medical power of attorney (POA) form, and durable power of 
attorney forms, both for my home state, and the state where I’m attending college.

I have an IDF ePHR and In Case of Emergency stored where it will stay with me, such as on my phone.

My new healthcare providers have received my records from my previous team.

My existing prescriptions have been transferred to my new pharmacy, including my specialty pharmacy.

I have appointments in place for medical treatments or visits needed within the first few months of school.

1 Month to Blastoff: Final Countdown, All Systems Go

Recommended information to record and keep readily available in your IDF ePHR at: www.idfephr.org.  
Check off items as you add them to your ePHR.

Brief history leading to your diagnosis, written by you or your healthcare provider.

Copies of laboratory evaluations confirming the diagnosis.

Current list of healthcare providers caring for you with accurate addresses and phone numbers.

Letters of medical necessity written by your healthcare providers.

Chronology of important events including: types of treatment, changes in treatment and subsequent response, 
infections, surgeries, hospitalizations.

List of your current medications.

Allergies, especially to medications.

Infusion log, if you receive immunoglobulin replacement therapy.

Immunization record, noting any lack of immunizations.

Current insurance information.

Explanation of benefits records; these can be kept in the journal or separately, but should be reviewed for 
accuracy.

IDF ePHR Checklist
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Immune Deficiency Foundation 
www.primaryimmune.org, 800-296-4433,  
idf@primaryimmune.org

Resources for Patients and Families
•  IDF Website – Information Gateway for the PI Community

  Features the latest information about diagnosis, treatment, 
programs, services and much more: www.primaryimmune.org.

• IDF Communications – Information and Resources for All Ages

  IDF communications include monthly e-newsletters, 
newsletters published three times a year, blogs, video channels 
and more! Sign up for the latest IDF communications at:  
www.primaryimmune.org/sign-up.

•  Patient Meetings – Local & National Patient Educational 
Meetings for all Ages

  Education Meetings, retreats and conferences held across the 
country. For regularly updated information on all educational 
meetings, visit www.primaryimmune.org/events-calendar

•  Young Adult Webinars – Presentations and Discussions to 
Answer Your Questions

  The IDF Young Adult Webinar Series was developed 
specifically for young adults to meet the needs and interests 
of this group. Participants can ask questions and discuss 
concerns with a live panel who share similar experiences of 
living with primary immunodeficiency. Learn tips for tackling 
the unique issues faced by young adults with PI, all while 
connecting with others in the community:  
www.primaryimmune.org/young-adults/webinars. 

•  Educational Publications – Heralded as Best Patient 
Resources for PI in the World

  IDF publications developed by world renowned immunologists 
and healthcare professionals. To download or order copies, 
visit www.primaryimmune.org/idf-publications. 

•  Ask IDF – Individualized Assistance for All Living with PI

  IDF offers help with the unique aspects of living with PI. 
Patients can use Ask IDF to answer their questions, receive 
peer support, help them locate a specialist in their area, and 
assist them with insurance issues. Go to:  
www.primaryimmune.org/ask-idf.

•  IDF Peer Support Program – Speak with Someone Who 
Understands

  The IDF Peer Support Program is a caring community 
that connects people who share similar relationships to PI. 
Participation in the program gives you the opportunity to 
interact with one of IDF’s peer support volunteers, who is 
a trained volunteer with personal experience living with PI. 
This free resource is for anyone personally affected by PI – a 
patient, parent or other family member, friend or caregiver. 
And you can take comfort in knowing your communications 
and correspondence will be held in the strictest confidence. 
Request peer support at: www.primaryimmune.org/ask-idf.

•  Join the PI Community – Learn and Share with Others in the 
Community

 -  IDF Social Network – IDF Friends, www.idffriends.org, is 
an exclusive social network for people living with PI.

 -  IDF Get Connected Groups – Individuals and families can 
meet others living with PI in their local area. To find an 
upcoming meeting, visit  
www.primaryimmune.org/events-calendar. 

 -  IDF Advocacy Center - Monitor public policy issues that 
are critical to patients at national and state levels. Learn 
more at www.primaryimmune.org/idf-advocacy-center. 

•  IDF Walk for Primary Immunodeficiency – An Extraordinary 
Experience to Support the PI Community

  IDF Walk for Primary Immunodeficiency unites people 
touched by primary immunodeficiency diseases (PI) to 
help create better lives for individuals living with these rare, 
chronic disorders. The walks provide a unique opportunity 
to for the PI community to come together to raise funds for 
critical materials, programs, and research for thousands of 
people who are searching for answers and support. For more 
information, visit www.walkforpi.org. 

•  Valuable Tools – Improving Health, Powering Research

  IDF ePHR, www.idfephr.org, is the electronic personal 
health record for people with PI to track their health and the 
opportunity to consent into PI CONNECT, the IDF Patient-
Powered Research Network, www.idfpiconnect.org, which 
transforms research by bringing together patient data with 
clinical data.

Resources – continued
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•  Volunteering Opportunities – A Robust Volunteer Network

  IDF Volunteers help assist with educational meetings, 
advocate for public policy, visit plasma centers and help 
organize fundraising events throughout the country. Learn 
more at: www.primaryimmune.org/volunteer. 

•  Patient Notification System
 www.patientnotificationsystem.org 
 888-UPDATE-U (888-873-2838)

  The Patient Notification System is a program developed by 
the Plasma Protein Therapeutics Association (PPTA) to notify 
patients who receive plasma products, such as intravenous 
immunoglobulin (IVIG), about product recalls.

•  Product Information
  Information regarding the immunoglobulin (Ig) products 

currently licensed in the U.S. is available from each specific 
manufacturer via the individual corporate websites. The 
manufacturers of Ig often provide up-to-date information and 
added financial resources for individuals and families living 
with PI on their websites. The resources vary over time and 
between manufacturers. Check the IDF website:  
www.primaryimmune.org/treatment-information. 

•  Services for Healthcare Professionals
  The Immune Deficiency Foundation (IDF) actively promotes 

and develops medical education and resources to improve the 
diagnosis, treatment and care of primary immunodeficiency 
diseases (PI). IDF programs for healthcare professionals 
promote the recognition and management of PI. All services 
and resources can be found at:  
www.primaryimmune.org/healthcare-professionals. 

•  IDF Healthcare Professionals Publications – A Full Spectrum 
of Educational Publications

  IDF publications are developed by world renowned 
immunologists and healthcare professionals. Resources are 
available for clinicians to learn more about PI:

 www.primaryimmune.org/product-category/healthcare-professionals. 

•  IDF Consulting Immunologist Program – Free Consult for 
Physicians

  The IDF Consulting Immunologist Program provides 
physicians the opportunity to consult with expert clinical 
immunologists about patient specific questions and obtain 
valuable diagnostic, treatment and disease management 
information. For complete details, visit  
www.primaryimmune.org/consult. 

•  United States Immunodeficiency Network (USIDNET) – 
Patient Registry and Research Consortium

  USIDNET, funded in part by the National Institute of Allergy 
and Infectious Diseases (NIAID) and the National Institutes of 
Health (NIH), is a research consortium established to advance 
scientific research in the field of PI. The current focus of this 
initiative is on the patient-consented registry, and education 
and mentoring for young investigators. Learn more at:  
www.usidnet.org. 

•  IDF & USIDNET LeBien Visiting Professor Program – 
Promote Improved Knowledge about PI

  The IDF & USIDNET LeBien Visiting Professor Program 
promotes improved knowledge by providing faculty at 
teaching hospitals with a Visiting Professor with expertise 
in PI. Teaching hospitals throughout the U.S. may request 
a leading clinical immunologist to lead Grand Rounds or 
present at other educational activities.

  For more information, go to:  
www.primaryimmune.org/healthcare-professionals. 
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Education Resources
Center for Appropriate Dispute Resolution in Special 
Education (CADRE) 

www.directionservice.org/cadre/about.cfm

CADRE works to increase the nation’s capacity to effectively 
resolve special education disputes, reducing the use of expensive 
adversarial processes. CADRE works with state and local 
education and early intervention systems, parent centers, families 
and educators to improve programs and results for children with 
disabilities. CADRE is funded by the Office of Special Education 
Programs at the U.S. Department of Education to serve as the 
National Center on Dispute Resolution in Special Education.

Center for Parent Information and Resources

www.parentcenterhub.org

The Center for Parent Information and Resources (CPIR) 
serves as a central resource of information and products to the 
community of Parent Training Information (PTI) Centers and the 
Community Parent Resource Centers (CPRCs), so that they can 
focus their efforts on serving families of children with disabilities.

HEATH Resource Center at the National Youth Transitions 
Center

www.heath.gwu.edu

The HEATH Resource Center is the national clearinghouse 
on postsecondary education for individuals with disabilities. 
It provides information about educational support services, 
policies, procedures, adaptations and opportunities at American 
campuses, vocational-technical schools and other postsecondary 
training sites.

U.S. Department of Education

www.ed.gov

The U.S. Department of Education’s mission is to promote 
student achievement and preparation for global competitiveness 
by fostering educational excellence and ensuring equal access.

Information about Primary Immunodeficiencies
Immune Deficiency Foundation
www.primaryimmune.org 
800-296-4433

The Immune Deficiency Foundation (IDF), founded in 1980, 
is the national non-profit patient organization dedicated to 
improving the diagnosis and treatment of patients with primary 
immunodeficiency diseases through research, education and 
advocacy.

International Patient Organization for Primary 
Immunodeficiencies
www.ipopi.org

International Patient Organization for Primary 
Immunodeficiencies (IPOPI) is an international organization 
whose members are national patient organizations for primary 
immunodeficiency diseases. The website provides general 
information on primary immunodeficiency diseases and resource 
contacts for patients and professionals worldwide.

The Jeffrey Modell Foundation
www.info4PI.org
866-INFO-4-PI (866-463-6474)

The Jeffrey Modell Foundation is dedicated to early and precise 
diagnosis, meaningful treatments, and ultimately cures of primary 
immunodeficiency diseases.

Resources – continued
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Disease Specific Patient Groups and 
Organizations 

A-T Children’s Project
www.atcp.org

The A-T Children’s Project is a non-profit organization that raises 
funds to support and coordinate biomedical research projects, 
scientific conferences and a clinical center aimed at finding a 
cure for Ataxia-Telangiectasia (A-T), a lethal genetic disease that 
attacks children, causing progressive loss of muscle control, 
cancer and immune system problems.

Chronic Granulomatous Disease Association
www.cgdassociation.org

The Chronic Granulomatous Disease Association (CGDA), 
founded in 1982, is a non-profit international support group for 
persons with chronic granulomatous disease (CGD), their families 
and physicians. The organization networks patients with similar 
CGD-related illnesses or infecting organisms. It provides research 
grants aimed at finding a cure for CGD.

Hereditary Angioedema Association, Inc.
www.haea.org

Founded and staffed by HAE patients and HAE patient 
caregivers, U.S. Hereditary Angioedema Association, Inc. (US 
HAEA) is a non-profit patient advocacy organization dedicated to 
serving persons with angioedema. The Association provides HAE 
patients and their families with a support network and a wide 
range of services including physician referrals, and individualized 
patient support.

Living with CGD – The IDF Resource for the Chronic 
Granulomatous Disease Community
www.livingwithCGD.org

An IDF website for those living with Chronic Granulomatous 
Disease (CGD) that provides the latest information and news, and 
connects members of this rare disease community.

Severe Combined Immune Deficiency
www.scid.net

This site contains information about Severe Combined Immune 
Deficiency (SCID) with links to journal articles, latest research 
developments and patient support.

SCID, Angels for Life
www.scidangelsforlife.com

SCID, Angels for Life is a non-profit organization that increases 
awareness, benefits research and provides parent and family 
education for those affected by Severe Combined Immune 
Deficiency (SCID).

Understanding XLP
www.xlp.ca

This site provides families and patients with X-linked 
Lymphoproliferative Disorder (XLP) a means of communication.

Wiskott-Aldrich Foundation
www.wiskott.org

This site provides information about Wiskott-Aldrich Syndrome 
(WAS). The links on this site include information for patients and 
families, the latest research related to WAS and financial support.

XLP Research Trust
www.xlpresearchtrust.org 

This organization promotes and funds research into the 
cause, management, symptoms and cure for X-linked 
Lymphoproliferative (XLP) disease; raises awareness of the 
disease; and is a point of contact and support for families 
affected by XLP.
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