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INTRODUCTION

Why This Guide?

Adolescents and young adults with Propionic Acidemia (PA) face a
unique set of challenges—but also incredible opportunities for
growth, independence, and advocacy. This guide was created to help
you and your family prepare for adulthood with confidence, clarity,
and support.

Whether you’re getting ready for new responsibilities or simply
curious about the road ahead, this tool will help you take
meaningful, manageable steps forward.

Project Goals

e Provide a clear and adaptable roadmap for transitioning into
adulthood.

e Recognize that transition is not a one-size-fits-all process—it
looks different for everyone.

e Support the development of life skills, medical independence,
and long-term planning.

How to Use This Guide

e This guide is organized into sections that reflect important areas of
life with Propionic Acidemia — including medical care, nutrition,
communication, education, relationships, independent living, and
legal/financial planning.

e Each section includes a list of skills that support increasing
independence.

e Under Notes, you can put the date, current progress and needed
support. You can write N/A or leave blank if it does not apply to
you.

e There is a blank chart for you to include your own goals.

Use this guide at your own pace. Revisit sections as you grow, and
talk with caregivers or your care team about what you would like to
work on next. We made this guide with the intention that you can
photocopy pages and use it as a reference guide.
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UNDERSTANDING PROPIONIC ACIDEMIA

What is Propionic Acidemia?

Propionic Acidemia (PA) is a rare, inherited metabolic disorder. It
affects how the body breaks down certain parts of proteins and fats
due to a missing or non-working enzyme called propionyl-CoA
carboxylase. This causes a buildup of toxic substances in the blood,
which can lead to serious health problems.

When Is It Diagnosed?

Most people with PA are diagnosed in infancy through newborn
screening. However, some may not show symptoms until later in
childhood or even adulthood. Early diagnosis and careful
management are key to improving health outcomes.

Key Symptoms

PA symptoms can vary from person to person. Some individuals may
experience:
e Repeated episodes of vomiting and lethargy
e Poor feeding and weak muscle tone
e Low energy or trouble waking up (especially during illness)
e Developmental delays
e Risk of metabolic crises, which are life-threatening and happen
when harmful substances build up in the body. These episodes
require emergency care and can cause symptoms like vomiting,
confusion, trouble breathing, or loss of consciousness.

Long-Term Outlook

Thanks to advances in care and early diagnosis, many people with
PA are living longer, healthier lives. With the right support,
individuals can go to school, pursue employment, and enjoy
meaningful relationships. Still, PA remains a serious condition that
requires daily management and ongoing medical oversight.
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How is PA Treated?

Treatment plans are unique but often include:
e A low-protein diet to limit harmful amino acids
e Medical foods and supplements, such as carnitine or biotin
e Frequent monitoring of lab values
e Emergency plans for illness or metabolic stress
e In some cases, organ transplants may be considered

Living with PA
Living with PA means building routines, staying prepared, and
learning how to advocate for your needs. This guide is here to help

you do just that.

You are not defined by your diagnosis—your strength, voice, and
goals matter. Let’s take this journey one step at a time.

ACKNOWLEDGEMENTS
Thank you to HCU Network America for sharing their “Transition to

Adulthood” guide and Abigail Kapoor for her time and energy in
making this guide a reality.
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THE BASICS OF PROPIONIC ACIDEMIA

Understanding your diagnosis is the first step in advocating for your
care. This section introduces core knowledge about Propionic Acidemia
(PA), including how it is inherited, what symptoms to watch for, and
how to talk about it with others. It also includes basic safety skills, like
knowing your allergies, using a medical alert bracelet, and
understanding when to seek emergency care.

TASK NOTES

I can communicate that I have Propionic
Acidemia.

I can explain the basics of my condition.

I understand the symptoms and
complications of PA if untreated.

I understand how PA is inherited.

I know how to access online resources
related to PA.

I know what I'm allergic to.

I wear a medical alert bracelet.

I know how to avoid my allergens in
food and medicine.

I know what to do if I have an allergic
reaction.

I know when and where to go for
emergency medical care.
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MANAGING MEDICATIONS

Taking medications correctly and consistently is an essential part of
managing Propionic Acidemia. This section helps you learn the names and
purposes of your medications, how to organize and take them, and how to
manage tasks like ordering refills or handling them during emergencies.
Building these skills over time increases independence and confidence.

TASK

NOTES

I know what medications I take.

I understand what each medication does
for me.

I can count pills.

I can measure liquid medication.

I can order my prescriptions in a timely
manner.

I know how to store my medications.

I can give myself medication.
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MEDICAL NUTRITION

Medical nutrition plays a key role in keeping your body balanced and
preventing serious symptoms. This section guides you in learning about
your low-protein diet, understanding safe foods, reading nutrition labels,
and preparing meals. You’ll also find tasks for managing formula, ordering
special foods, and eating safely in different settings like school, restaurants,
or on the go.

TASK NOTES

I have a general understanding of what
foods are safe for me to eat.

I know about protein, fats and
carbohydrates.

I can read a nutrition label.

I can accurately track my protein for
the day (on paper, computer, or an

app).

I can find good food choices when I am
away from home.

I have good food choices/snacks with
me in case I can’t find them away from
home.

I can order my low-protein foods.

I can buy low-protein foods from the
store (either with a credit/debit card or
cash).

I can cook or prepare low-protein foods
safely.

I can plan meals for the week that are
appropriate for my dietary needs.




FORMULA AND G-TUBE/FEEDING SUPPLIES

Some individuals with PA rely on a G-tube or feeding pump for nutrition &
and medication. This section helps you learn how to safely care for and use

your feeding equipment, from flushing your tube to ordering supplies and
handling feeds. These skills help you stay healthy and prepared in daily life
and during travel or emergencies.

TASK NOTES

I can use a gram scale.

I can measure liquids.

I can measure and mix my formula
accurately.

I can take my formula on time
(either by memory, or with the
help of an app/alarm).

I can use and take care of my own
medical equipment and supplies.

I can order more supplies in a timely
manner.

I can feed myself through my g tube or
g button.

I can replace my g button.

I can use my feeding pump.

I can bolus feed myself.

I can flush my tube.




MEDICAL APPOINTMENTS & COMMUNICATION

Being able to manage your own healthcare starts with good
communication. This section supports you in learning how to speak up
during appointments, ask questions, and follow through on care
instructions. It also helps you practice skills like scheduling visits,
understanding your providers’ roles, and organizing your medical
information.

TASK NOTES

I can communicate independently with
my medical team during visits.

I feel comfortable speaking with my
doctors and asking questions without
my parent or caregiver.

I decide who I want information shared
with (family, friends, etc.)

[ know how to contact various medical
professionals (primary, genetics team,
specialist)

I can set up doctor appointments.

I can set up blood draws.

I know who to contact for non-urgent
needs (refills, questions, etc.)

I am comfortable making major medical
decisions.

I feel comfortable speaking with my
doctors and asking questions without
my parent or caregiver.




MEDICAL APPOINTMENTS & COMMUNICATION

TASK

NOTES

I know how to make a list of questions
before my appointments.

I know how to ask the questions during the
appointment.

I know how to write down or record the
answers.

I can provide a summary of my medical
history - written, printed or digital.

(such as dates and types of surgeries,
family history, allergies and medications)

I know my rights to keep my health
information private.

I can get myself to doctor appointments.

I know who my various medical providers
are and their roles in my health.

I have a plan to implement new procedures
and follow-up items from doctors.

I know how to get my medical records, if
needed.

I know how to fill out medical forms.
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SOCIAL & RELATIONSHIPS

Navigating friendships, relationships, and personal safety is a key part of
becoming independent. This section helps you think about how to make
healthy choices, communicate boundaries, and seek help if something
doesn’t feel right. It also supports you in planning for your future—
whether that means starting a family, dating, or making your own

decisions about relationships.

TASK

NOTES

I can express what I want and don’t want
(verbally, by sign, device or another way).

I make healthy decisions and set boundaries
in my relationships.

I have trusted people that I can go to about
new relationships.

I can decide if I want to date and choose
whom I want to date.

[ understand the consequences of choices
that result if I commit a crime.

[ understand how smoking, drinking and/or
using drugs can affect my condition (worsen
symptoms, react with my medications).

I know who to contact if I feel like I am in
danger, being exploited or being treated
unfairly (police, attorney, trusted friend,
family member).

I know what types of birth control are safe
and how to practice safe sex.

I know medical professionals to talk to if I
wish to start a family or become pregnant.

[ understand how pregnancy can impact PA.

I make decisions about marriage (if I want to
be married and to whom).
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INDEPENDENT LIVING

Independent living is about having the confidence and ability to take care of

yourself day to day. This section covers essential life skills like managing
your home, following routines, budgeting, staying safe, and getting where
you need to go. Whether you live with family, on your own, or in a
supported setting, developing these skills will help you live more freely and

confidently.

TASK

NOTES

I can get groceries and run other
errands on my own.

I make safe choices around my home.
(Turning off the stove, shutting doors
and locking them)

I know how to maintain a healthy
lifestyle (diet, activity, etc.).

I know how to exercise.

I keep my living space clean and livable.

I know how to get help if I need it.

I know how to manage my money and
pay bills.

I know how to practice effective
handwashing and germ control.

I can independently go to the bathroom.

I can schedule a Lyft, Uber, Taxi or other
transportation if needed.

I can use a map or GPS to know how to
get to where I need to go.

I can follow a schedule.
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EDUCATION & CAREER

Thinking about the future includes exploring your goals for school, work,

and life. This section provides tasks related to what you want to do after

high school and building the skills to get there. From finding support for o
classes to learning how to apply for jobs or college, these tasks guide you in #

preparing for your next steps with confidence and independence. < 7

;

TASK NOTES

I have people I can turn to for help with
school work/classes.

I have thought about what I want to do after
high school.

I know how to look for volunteer, part-time
or full-time work.

I know how my condition might affect my job
choices.

I know how to contact a social worker for
help.

I know how to access information about
college or vocational programs of interest.

I know how to manage my money and pay
bills.

I have applied for a job.

I know how to apply for financial
aid/scholarships for school or ask for help.

I know where to go and who to speak to if I
need accommodations at school/workplace.

If I go away to college, I know who on
campus to inform about my disorder.

I know my options for housing as an adult
(on my own, group home, etc.)




INSURANCE

Understanding and managing your insurance go hand-in-hand as you grow
into adulthood. This section identifies important skills such as reading
your insurance card, understanding healthcare terms, and getting coverage
that meets your needs. These skills support your ability to protect yourself,
access care confidently and advocate for your health.

TASK NOTES

I know what insurance I have.

I know who has taken out a health insurance
policy for me.

I know when I will need to get my own
insurance coverage (medical, home, car, life)

I know what the terms “deductible”, “co-pay”
and “out-of-pocket” mean.

I know how to find necessary insurance plans
(medical, home, car, life)

I know how to identify the important details on
my insurance card (name of policyholder,
policy number, group number, etc).

I remember to carry my health insurance card
with me.

I know whom to contact with questions about
my coverage or to dispute a problem.

[ have an adult insurance plan in place.




LEGAL

Understanding your rights and available legal tools is key to building
independence. This section introduces programs like SSI, powers of
attorney, and special needs trusts that can help protect your health,

finances, and future. Legal support can also connect you with services that

support long-term wellbeing.

TASK

NOTES

I know what government programs and
benefits (SSI, SSDI, DRS, Waivers) I may be
eligible for as an adult.

I know how to sign contracts and other formal
agreements, such as powers of attorney.

I know about guardianship or power of
attorney for health care.

I know whether I need to set up a special needs
trust or ABLE account.

I know my rights when it comes to medical
privacy (HIPAA).

I can explain who is legally allowed to make
decisions on my behalf.

I know what to do if I feel my rights are being
violated.

I know how to find legal help or resources if I
need them.

[ understand the legal implications of signing
documents.

I know where to store important legal
documents.
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FINANCIAL

Managing money is an important step toward greater independence. This
section helps you build financial confidence by learning how to handle
daily expenses, budget for essentials, understand bills, and plan for your
future. Whether you're paying for groceries, managing medical costs, or

saving for school, these skills will help you take control of your financial [ —
wellbeing.
TASK NOTES

I know about money.

I do not give out personal information
over the phone or on-line.

If I am not sure about what information
I can share, I ask a trusted person.

I understand the difference between
wants and needs when spending.

I can create and follow a basic monthly
budget.

I know how to pay for everyday items
(credit/debit card, cash, etc.).

I know how to pay a bill (online or by
mail).

I know how to open a bank account and
check my balance.

I know how to save money for short-
term or long-term goals.

I know how to protect myself from
scams or financial fraud.

I know who to ask if I need help with
financial decisions.




ADDITIONAL TASKS

Everyone’s journey is unique. This section is designed for you, your family,
or your care team to add personal goals and responsibilities that may not
be listed elsewhere in the guide. Whether it’s learning a new skill, building
a healthy habit, or preparing for a specific event, use this space to track
your own milestones and celebrate progress along the way.

TASK

NOTES
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