The XLH Journey

XLH = X-linked hypophosphatemia

Transitioning from pediatric
to adult healthcare

Lizzie and her son, Simon, both living with XLH

Navigating the journey together

INSIDE THIS GUIDE:

Mapping out a healthcare transition plan
Resources to support the healthcare transition process

This information is for educational purposes only and is not intended to provide medical advice.
Your healthcare professional should always be your primary source of medical advice for any health,
diagnosis, or treatment practices.

Navigating the journey together

XLH is a progressive, lifelong condition. That’s why
it’s important and necessary for parents to prepare
their children to continue managing their XLH into
adulthood—a process that takes place over time.
Children and adolescents should take an active role in
the process alongside their parents and caregivers.

Arlene with her children,
Jason and Gina, living with XLH

A healthcare transition is a big step, amid other major life changes, that takes preparation and self-advocacy.
XLH self-care assessment forms are available to help you and your child prepare
for this important journey in managing their own care.
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DOWNLOAD ASSESSMENTS
at XLHLink.com

A personalized timeline can help guide
the healthcare transition journey
Work with your child/teen to assess their transition readiness at each step, and check in often.
Before age 12

Ages 14-17

Ages 18-26

Setting the stage

Building confidence

Ages 17-18

• Invite them to join you at your
own healthcare visits

Determine your teen’s
understanding of:

• H
 elp your teen find and connect
with an adult healthcare
provider to continue XLH care

• W
 ork together to schedule
and prepare for their first
appointment with the adult
healthcare provider

• Communicating XLH symptoms

Ages 12-14

• Lab test results

• B
 egin discussions with
your child’s pediatric
healthcare provider

• Scheduling appointments

Beginning the transition
• C
 onnect with advocacy groups
for support

• Finding resources and support

• K
 eep educating your child about
their condition to promote early
self-advocacy and encourage
independence

Follow-up/Collaboration
• T
 here is no set time for when collaboration ends among patients,

parents or caregivers, and the full healthcare provider team

• Ongoing partnership and open communication should
continue for as long as needed

Laura and her daughter Morgan,
both living with XLH

Speak to your healthcare provider about planning
this important transition for your child.
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MAKING THE Transition

• E
 nsure medical records are
shared among healthcare
providers, even with those who
may not be managing their XLH
• S
 upport your teen/young adult
and check in often as they gain
comfort in their new adult
healthcare setting

Organize important medical information
to help ensure a smooth process
Possible records to request from
pediatric healthcare providers
Medical history such as:

Possible records for the parent, caregiver, or adolescent to gather

Insurance information such as:

Healthcare information such as:

• Genetic test results

• Current insurance provider

• Current medications

• Initial labs

• Policy number

• Allergies

• Most-recent labs

• Pharmacy benefit (ID/BIN)

• Care coordinator

• Growth chart
• Renal ultrasound
• Radiographics
• Dental images/records
• Hearing evaluation

XLH history such as:

• C
 ontact information for new and
previous healthcare providers

• Age of diagnosis
• Detailed family history
• History of XLH symptoms

• Surgery records
(dates, types of surgeries)
Not all these documents may apply to every patient, nor is this meant to be an all-inclusive list.
Rather, these are meant to serve as examples, if available.

I make sure my daughter understands why she’s going to each doctor
appointment and knows what she needs to ask.
- Rhonda, mother to Mackenzie, both living with XLH
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Resources to support the
healthcare transition process
1

Communicating with Healthcare Providers

XLH TRANSITIONS TOOLKIT

Below are a few tips and reminders:

Dos

Don’ts

Learn as much as possible from reliable medical and
scientific sources and stay up-to-date on the latest
research so you can be an advocate during your
appointments. Advocacy groups are a great resource, too.

If there is something you want to make sure your
healthcare providers know, repeat it. If you want to make
sure you understand, it’s ok to ask them to repeat what
they said, or re-state it and ask them for confirmation.

1. Do your homework.

2. Do ask questions.

Take the time to write down questions you may have
about your symptoms or treatment before your visit.
If you can, write down the answers to these questions
during your visit, or bring a loved one with you to take
notes. Ask about next steps and how your doctor prefers
to stay in touch.

3. Do stay organized.

Keep copies of all documents. Create a folder or
binder of the most important documents and keep it
up-to-date. This is especially important if you are seeing
multiple specialists and taking many medications.

Your guide to navigating
changes in health and
life with X-linked
hypophosphatemia

If you don’t understand something, use statements
like, “I don’t understand,” or “I would like to discuss
this further…”

5. Do be specific.

Everyone goes through transitions, or changes, at certain times in
their life. During these times your day-to-day life, routine, priorities,
or responsibilities may change. For someone living with a chronic and
progressive condition like XLH, these times can also come with unique
or specific challenges.

6. Do share your medical history.

1. Don’t be afraid to repeat yourself.

What is health insurance?

2

Why do I need health insurance?

3

What types of health insurance are there?

4

What if I’m not eligible for Medicaid?

5

What types of expenses might insurance
help with?

6

What determines how much I pay for
private health insurance?

7

How else can I get help with medical costs?

2. Don’t exaggerate or minimize.

Don’t downplay symptoms, but also don’t make
them seem worse than they are. Share facts when
describing your medical history and be realistic about
your experiences.

3. Don’t forget to let your loved one speak
for himself or herself, when they can.
If you are a caregiver, it’s important that your loved one
learns about their condition and how to advocate for
themself. This can help ease child to adult transitions
down the road.

4. Don’t rule out a second opinion.

4. Do be mindful of your words.

When providing details about symptoms, be specific. Use
numbers to explain things like pain level, temperature,
how many times it happens, etc. It will help paint a more
complete picture for the doctor.

WELCOME!

1

How to Become an Active Member of Your Healthcare Team

You are the best advocate for your health. Communicating clearly with healthcare providers will help to ensure that
you or your loved one receive the proper and necessary care. While it may not always be easy to talk to healthcare
professionals, a partnership based on mutual trust and respect can smooth the rare disease journey.

Supply your healthcare providers with a list of your
doctors and their contact information, medications,
symptoms, and family history, as well as a short summary
of your disease and journey. See our template on page 2.

Not all doctors will provide you with the same medical
advice. Seek opinions and gather medical advice to find
the best treatment options.

5. Don’t be afraid to change
healthcare providers.

You should feel comfortable and confident in how a
healthcare provider is handling your care or the care of
your loved one. Building the right healthcare team may
take time, so keep looking until you find the right fit for
your family.

6. Don’t be the middleman.

Ask healthcare providers to speak to each other so they
are on the same page and can work together to provide
you or your loved one the best medical plan.

For more information, check out the “Keys to Effectively Communicate with Healthcare Providers” webinar from
Global Genes.
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Understanding
Health
Insurance
Health insurance can be
confusing. Keep reading to
learn more, understand your
choices, and find help.
READ MORE

8

Important health insurance terms
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Communicating With
Healthcare Providers

DOWNLOAD RESOURCES
at XLHLink.com

Understanding
Health Insurance

Finding an adult healthcare provider may take perseverance and patience.
Use the XLH Specialist Finder to locate an experienced doctor.
Connecting with advocacy organizations may provide insight and support

XLHNetwork.org

RareDiseases.org

GlobalGenes.org

GotTransition.org

This is not inclusive of all support and advocacy organizations, or reflective of Ultragenyx endorsement. Consult with your healthcare provider for medical advice.
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