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Becoming an adult is often marked by changes 
and challenges. Teens with rare or undiag­
nosed diseases know this all too well. And 
although they may know a lot about their 
conditions, many struggle with moving towards 
greater independence.
 
This toolkit will support rare disease families 
and their children who are approaching adult­
hood by covering the steps they should take 
to become more independent, strong, and pro­
active individuals.
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•	 �Connecting with Others Like You: Joining 
a support group, either online or in person, 
can be liberating. It is an avenue to reach 
others, learn best practices, and share sto­
ries. Knowing that others go through similar 
struggles can be encouraging. To learn 
more about the value of other patient ad­
vocates and resources to help find patient 
advocacy organizations, visit the Parenting 
a Child with a Life-Limiting Illness Toolkit 
(http://globalgenes.org/toolkits/parenting-a-
child-with-life-limiting-illness/introduction/). 

•	 �Developing an Elevator Pitch: Many 
young adults get tongue-tied when it comes 
to sharing their story with others. A muddled 
explanation about symptoms or medical 
equipment can lead to more confusion. 
By developing a brief explanation of the 
disease ahead of time, young adults will feel 
more confident when approached by others 
who are unfamiliar with their condition. Un­
sure of what to include in an elevator pitch? 
Let’s Feel Better (http://letsfeelbetter.com/
the-elevator-pitch-how-to-quickly-explain-
your-disease-published-in-this-months-ig-
living/), a rare disease patient blog, offers 
different tips for explaining a disease quickly 
and easily.

•	 �Honing an Identity Outside a Diagnosis: 
Although it may feel like an all-consuming 
part of a young person’s life, it’s important 
to remember you are not your disease. Try 
to find other interests and pursuits in life: 
a career, cooking classes, a sports team, 
and neglected talents. Find what makes you 
happy. Don’t know where to start? Buzzle 
has a list of hobbies broken down by cat­
egory (http://www.buzzle.com/articles/list-of-
hobbies-interests.html).  

Early adulthood (ages 15 to 26) is a time of 
discovering what it means to be independent, 
exploring different educational and career 
pursuits, traveling, forming relationships, and 
taking more responsibility for one’s own health. 
Young adults with rare or undiagnosed condi­
tions may yearn for a sense of independence, 
but feel anxious about what the future will hold.

Building Self-Confidence

Between managing their condition, frequent 
hospitalizations, fatigue, or disease flares, it 
is not uncommon for young adults with a rare 
disease to struggle with self-esteem or worry 
about how others perceive them, especially 
when they see their friends or siblings moving 
at a different pace. 

“[My daughter] Anna is about to graduate 
high school, but her biggest challenge with 
becoming an adult is having people recog­
nize her as one. She is petite, due to the 
lysosomal storage disease she has, and it is 
easy for people to believe she is only 12 or 
13 years old,” says Jackie James, parent of 
a child with mucolipidosis type III. “She toler­
ates it well, but I know it frustrates and even 
embarrasses her a little.” 

Cultivating a strong sense of self-confidence 
will help foster an even stronger sense of 
humor and resilience. There are plenty of ways 
to bolster a strong sense of self-confidence, 
including:

SECTION 1:  
BECOMING A YOUNG ADULT
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SECTION 1: BECOMING A YOUNG ADULT

Managing Treatment and Coping  
with Disease

Achieving good health and well-being can take 
some effort, and those with rare and undiag­
nosed conditions may feel encumbered by 
their symptoms.  

“It’s hard enough being healthy and transi­
tioning to adulthood, but now you add in a 
rare disease or any illness and it turns into 
a whole new ballgame,” says Kathi Kayo, 
Founder of The IHope Foundation. “It feels 
like it takes twice the effort to get anything 
done, but I’m doing my best.”

By being proactive and learning important self-
care techniques, you may feel more comfort­
able with this transition process too. Some 
examples of these techniques include:

•	 �Asking questions about medications, such 
as, What are the side effects? What is the 
correct dosage? Will other medications 
interfere with this one?

•	 �Learning to book appointments regularly 
and on time to avoid emergencies

•	 �Being aware of the number of medications 
left and picking up refills before they run out

•	 �Keeping up to date on new treatments, and 
reading reviews and comments from other 
patients  

•	 �Keeping track of medical records, including 
exam reports, test results, medication lists, 
and allergies. See Becoming an Empow-
ered Patient: A Toolkit for the Undiag-
nosed (http://globalgenes.org/toolkits/
becoming-an-empowered-patient-a-toolkit-
for-the-undiagnosed/introduction-2/) for 
more information about managing medical 
records.

 

Having a rare disease can be limiting, and 
young adults may want to adopt practices to 
cope with problems and concerns related to 
their illness. 

“It’s important to cope. For me, coping was 
found in writing. It might take some time 
to find what works best for you, but there’s 
something out there,” says Alyssa Zeigler, 
board member of Hereditary Colon Cancer 
Foundation. “Don’t be afraid to tell people 
about your disease. Having someone to talk 
to about whatever emotions I felt about hav­
ing my disease was better than keeping my 
feelings to myself.”

Some recommended coping strategies include:

•	 �Talking to friends
•	 �Participating in support groups
•	 �Seeking out therapists who specialize in 

chronic illness
•	 �Keeping a record of symptoms, possible 

triggers, and their levels of severity. Find 
additional information and tools for creating 
your own care notebook in the Becom-
ing an Empowered Patient: A Toolkit for 
the Undiagnosed (http://globalgenes.org/
toolkits/becoming-an-empowered-patient-a-
toolkit-for-the-undiagnosed/introduction-2/).

•	 �Bringing any concerns to a doctor and talk­
ing through new treatments and solutions
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Most medical institutions have policies regard­
ing when young adults should begin their tran­
sition to adult-oriented primary care doctors 
and specialists. The patient may be 16, 18, 21, 
or 25 when the shift occurs, and young adults 
should ask the current healthcare team how 
the transition process is handled.

Evaluating Current Care

As children become adults, their healthcare 
needs change and it is important to have 
doctors who know how to keep their patients 
healthy as adults. But before they make the 
transition to adult-oriented primary care, there 
are questions they should ask themselves 
to evaluate their existing healthcare teams, 
including:

•	 �Does my disease feel like it is under 
control?  How often are my symptoms 
bothering me? Consider how often there 
are “bad days” when symptoms feel un­
manageable. Patients who feel like they are 
not getting the answers or tools they need 
may want to consult another adult-oriented 
physician.

•	 �Am I comfortable on the medications I’m 
taking? Do I feel comfortable talking to 
my doctor about changing them? Not all 
medications are easy to metabolize. Some 
may cause severe side effects that can 
last hours, days, or even weeks. If medica­
tions are not working and the doctor seems 

unwilling to help find other solutions, it may 
be time to seek a second opinion. For some 
rare conditions, treatment options may be 
limited, but changing dose timing, diet, or 
using relaxation techniques may help.

•	 �Is the doctor listening? This is an impor­
tant question. Having an open line of com­
munication between the doctor and patient 
means feeling comfortable with discussing 
symptoms and speaking up about concerns. 
Practice speaking with your provider your­
self (and alone) rather than letting a parent 
do it for you.

•	 �Is the doctor available during emergen-
cies, or is there another physician in the 
practice on-call? Many doctors have too 
many patients to care for all at once, so 
they enlarge their practice to include other 
doctors who can help carry the load. It’s 
important for a patient to confer with all of 
the doctors in the practice so that they are 
familiar with the case.

•	 �Is the doctor knowledgeable about my 
specific condition? If not, is he will-
ing to reach out to other specialists for 
guidance? It’s great to have doctors you 
like and respect, but if they are unfamiliar 
with the disease or unwilling to reach out 
to other specialists for guidance, consider 
looking for an alternative. 

 

SECTION 2:  
RECEIVING MEDICAL CARE
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Questions to Ask a New Doctor

Just as it is wise to evaluate the existing medi­
cal team before transitioning to a new one, it is 
equally important to assess alternative options 
before selecting them. Here are some ques­
tions to ask the new physician or specialist.  

•	 �Are you familiar with this condition? 
How many patients do you treat with it? 
Remember, not all doctors will have expe­
rience with every rare disease. It’s great 
to find doctors who already have similar 
patients, but as long as they are willing to 
learn about the condition, you should be in 
capable hands.

•	 �How many years have you been in prac-
tice? Patients may prefer to have a physi­
cian who has been in the field for several 
years over one who recently graduated 
medical school.

•	 �What hospital are you affiliated with? In 
an emergency, who will guide treatment? 
Doctors may be affiliated with different 
hospitals, meaning they have access to 
different diagnostic tools and can direct 
treatment. If a doctor has privileges at the 
hospital their patients usually use, he or she 
will be able to see and treat them while they 
are there.

•	 �Does the doctor accept my insurance? 
Are the services, tests, and exams 
performed in the office covered by my 
co-pay? This is also a question to ask 
the appointment or registration staff. More 
information on this can be found within 
Section 3: Understanding Health Insurance. 
For some treatments, the pharmaceutical 
company making the drug can help with 
insurance issues as well.

•	 �Do you have malpractice insurance? 
Not all doctors carry malpractice insurance. 
Look into the doctor’s past history to see if 
there have been any malpractice lawsuits.

•	 �Will you work with other specialists to 
help coordinate my treatment? Thanks 
to new technology, it’s easier for doctors to 
communicate with each other. Electronic 
medical records offer virtual records, patient 
notes, and test results, many with online 
portals for patients.

Read more on how to speak to doctors and 
prepare for appointments in the Becoming 
an Empowered Patient: A Toolkit for the 
Undiagnosed (http://globalgenes.org/toolkits/
becoming-an-empowered-patient-a-toolkit-for-
the-undiagnosed/introduction-2/). 

Finding New Primary Care Physicians  
and Specialists

Sometimes it can be challenging for people 
with a rare disease to find new primary care 
physicians or specialists. Kendall Gagliano, 
who has intracranial hypertension, has had 
that problem. Her pediatrician typically only 
sees patients until they are 16, but agreed to 
continue seeing Kendall beyond that point.

“Due to my rare case, my pediatrician knew 
that I would have trouble finding a doctor, 
so she was willing to treat me for an extra 
two years. And unfortunately her fears have 
come true because finding an adult primary 
care physician has proved to be a chal­
lenge,” says Kendall Gagliano, a volunteer 
for The IHope Foundation. “I think when you 
have a rare disease like I do, it can be hard 
for doctors to understand what we are going 
through. I have had a lot of bad experiences 
with past doctors.”

SECTION 2: RECEIVING MEDICAL CARE
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Whether insurance is provided by an employer, 
educational institution, or a parent’s plan, it 
will dictate which primary care physicians and 
specialists are available. Keep this in mind 
when trying to find a new doctor. Here are a 
few steps to take when finding a doctor:
 
•	 �Obtain a list of primary care physicians and 

specialists from your company, insurance 
plan, or current doctor. These lists can gen­
erally be found on insurance plan websites. 
Before selecting any physicians from the 
list, be sure they are in practice and accept­
ing new patients.

•	 �Connect with patient advocacy organiza­
tions that focus on your rare disease. Other 
patients can provide support and informa­
tion on adult oriented physicians that have 
helped them, recommendations they have 
received from their pediatric specialists, and 
their research.

•	 �Read the physicians’ online bio, usually 
available on the website of their current 
academic appointment or medical center. 
Research the doctor’s board certification, 
training background, experience, and most 
recent research endeavors. 

•	 �Visit a peer review website, such as Vitals 
(http://www.vitals.com), and search for 
each physician being considered, read their 
ratings, and learn what other patients have 
experienced. 

Additional resources to locate physicians and 
specialists near you can be found through the 
Center for Advancing Health’s Be a Pre-
pared Patient (http://www.cfah.org/prepared-
patient/find-good-health-care/finding-a-new-
doctor). After selecting a physician, send an 
introductory letter, call and alert the doctor’s 
office that the letter is coming, and ask to have 
the physician or office manager call once it has 
been received. If the phone call or first visit 
does not go well, keep looking to find the right 
fit—as long as there is no medical crisis or 
need for prescription refills. 

SECTION 2: RECEIVING MEDICAL CARE
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SECTION 3:  
UNDERSTANDING HEALTH INSURANCE

As a member of the rare disease commu­
nity—and even if you are not—it is important 
to understand health insurance even though it 
can be a complicated and challenging subject. 

Health Insurance 101
 
Health insurance is a way to pay for health­
care. If the policyholder (the patient, patient’s 
parents, or a caregiver) pays the premiums, 
then the insurance company (such as Aetna, 
Blue Shield, UnitedHealthcare, etc.) will cover 
many of the costs associated with your health 
needs. Think of premiums as one of the costs 
of having a plan. This amount is paid regularly 
(bi-weekly, monthly, quarterly, annually) by the 
policyholder. 

Insurance premiums, like most other medical 
expenses, are not tax deductible until they 
exceed 7.5 percent of a person’s income. How­
ever, if self-employed or using a flexible spend­
ing account, a tax break can be given without 
reaching that threshold.

But remember: When considering plans, the 
lowest premium isn’t always the cheapest plan. 
What the insurance covers is just as important 
as, and sometimes more important than, what 
is paid up front and the cheapest plan is the 
one with the best price for the benefits you are 
most likely to use. 

In addition to premiums, there are other com­
monly used insurance terms that represent 
additional costs to the policy holders, like de­

ductible, co-payment, and co-insurance. Read 
helpful definitions of these and other terms 
through Healthcare.gov’s Coverage to Care: 
A Roadmap to Better Care and a Healthier 
You (http://marketplace.cms.gov/help-us/c2c-
roadmap.pdf) and UnitedHealthcare’s Health 
Insurance 101 Glossary (https://www.uhcsr.
com/SelfServiceSupport/Students/HealthInsur­
ance101/glossary.aspx). 

Want more information on Health Insurance 
101? Watch the RARE Webinar series on 
Navigating Health Insurance Issues (http://
globalgenes.org/webinars) for additional infor­
mation on this topic.

Types of Insurance

There are two different types of health insur­
ance: public and private. Public insurance 
is provided by the government and includes 
Medicare (for those 65 or older or with disabili­
ties) and Medicaid (for those with low income). 
Learn more about Medicare, Medicaid, Supple­
mental Security Income (SSI), and Disability 
in the Parenting a Child with a Life-Limiting 
Illness Toolkit (http://globalgenes.org/toolkits/
parenting-a-child-with-life-limiting-illness/intro­
duction/).  

Private insurance is insurance offered by for 
profit companies. Private insurance is offered 
through employer-based plans, healthcare.
gov for those individuals who need to pur­
chase private insurance when employer based 
insurance is not available, and directly from 
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SECTION 3: UNDERSTANDING HEALTH INSURANCE

private insurance brokers. If an employer offers 
insurance, consider using it. Group coverage, 
particularly when it’s employer-subsidized, 
is almost always a better deal than anything 
obtained independently.

Young adults covered under a private plan 
through a parent’s employer can now remain 
on that plan until age 26, whether or not they 
are a student, live at home, or are married. 
Many young adults with rare conditions may 
need more time to complete school and start 
jobs with their own coverage, so this exten­
sion of dependent coverage is helpful. Parents 
should check with their insurance, as they 
may need to complete additional paperwork to 
maintain this coverage.  

Young adults who are not covered through 
an employer or parent’s employer, but do not 
qualify for Medicaid in their state, are now able 
to purchase insurance through a state or feder­
al “marketplace.” They can start this process at 
Healthcare.gov (https://www.healthcare.gov/
marketplace/b/welcome/). There are specific 
times for open enrollment, but it may be pos­
sible to take advantage of special enrollment 
based on certain life events, like losing a job, 
getting married, or turning 26. Young adults 
can find assistance online from a local agency, 
a hospital navigator, a social worker who is 
part of the healthcare team. If enrolled in an 
institution for higher learning, you may use the 
student insurance offered.

Employees who lose their job at a company 
with 20 or more employees under the federal 
law called the Consolidated Omnibus Budget 
Reconciliation Act, or COBRA, can remain on 
the ex-employer’s group policy for typically 18-
36 months, along with their partners, depen­
dents, and adult children under 26. However, 
they will now be responsible for covering the 
full premium, and this will be more than the 

cost the employee had previously been paying. 
Enrollment in COBRA must be done within 60 
days after the job loss. 

If possible, a young adult may want to maintain 
COBRA until they find more affordable insur­
ance elsewhere. For more details on COBRA, 
visit the United States Department of Labor 
Website (http://www.dol.gov/dol/topic/health-
plans/cobra.htm). 

Comparing Insurance Plans

Benefits and costs vary widely from plan to 
plan, so if choices are available, examine each 
one carefully to identify the most appropri­
ate one based on its coverage, premium rate, 
co-insurance and co-pay costs, drugs included 
in the formulary, and physicians and hospitals 
available in-network. Use Seattle Children’s 
Hospital’s Center for Children with Special 
Needs’ Health Insurance Chart (http://cshcn.
org/sites/default/files/webfm/file/TeenHealth­
InsuranceChart.pdf) to fill out information and 
compare plans more easily. Keep in mind that 
dental and vision insurance may be included 
within the plan, or they can be separate poli­
cies. 

Insurance may be expensive, but having 
none can be even more expensive. There are 
sensible ways to save money on insurance, 
but skipping coverage is not one of them. 
Medical bills from even a minor car accident 
can deplete savings, while those from a major 
illness, such as a rare disease, can push one 
into bankruptcy. 

It is important for young adults to investigate 
their current insurance and if it might end. It 
may end when the young adult turns a certain 
age (if on a parent’s plan), if they are no longer 
a student (if using a college-based plan), or 
when they change jobs. 
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It is also important to understand that individu­
als with a rare disease cannot be denied health 
coverage because of their illness or any other 
pre-existing condition. This does not mean, 
however, that an insurance policy will cover 
particular providers or treatments. You may 
need to document your needs and fight for 
coverage for certain treatments or care from 
certain specialists. 

It is also important for patients to understand 
what their plan covers and what it does not. 
Here are some questions to ask yourself when 
reviewing insurance plans:

•	 �Are my physicians in-network? Using 
out-of-network providers costs more, and 
usually these costs do not apply to the 
maximum annual out-of-pocket expendi­
tures (i.e. the deductible). However, seeing 
an out-of-network provider can be neces­
sary due to travel, a plan’s limited network, 
or the special needs of a patient that can 
only be met by specific specialists who are 
out-of-network. It is important to recognize 
these costs and be prepared to cover them 
when adequate physicians are not available 
in-network. 

Insider Tip: 

“Exceptions can sometimes be made so that 
patients can see out-of-network providers 
at an in-network rate. This occurs in special 
cases when the insurance company agrees 
that it is a vital medical necessity for a patient 
to go out-of-network,” says Julie Raskin, 
Executive Director of Congenital Hyperinsu­
linism International. “You can try and set up 
this kind of arrangement by first connecting 
with the physicians or specialists who will be 
providing the care. In many cases they will 
write a letter of medical necessity, and these 
efforts can be supported by the staff of the 
patient advocacy organization for your rare 
disease.”   

•	 �Are out-of-network benefits available? 
Some benefit plans cover services received 
from out-of-network providers; others do 
not. For instance, many HMOs, or health 
maintenance organizations, that provide or 
arrange managed care for health insurance, 
do not reimburse out-of-network providers 
at all. This means that the patient is respon­
sible for the full amount charged by the 
doctor. 

•	 �Is a primary care doctor needed, and are 
referrals needed to see a specialist? A re­
quirement for those with HMO plans, refer­
rals help primary care doctors keep track of 
the care their patients receive. Most plans 
now expect patients to have a primary care 
doctor who will help coordinate the rest of 
the patient’s care (this may have been a pe­
diatrician when a patient was younger). For 
some patients with rare diseases, however, 
they may rely on a specialist’s expertise to 
do this. 

•	 �Are your rare disease specific needs be-
ing met by the plan? For patients with rare 
diseases, determining coverage needs can 
be tricky. Make sure to read the insurance 
policy carefully and see what restrictions, 
limitations, and benefits are offered. Some 
plans will assign a case manager to those 
with complex health conditions, to help 
coordinate care and keep costs down.

•	 �What is the co-pay? A co-payment (or 
co-pay) is the fixed amount paid every time 
a patient visits a doctor, laboratory, ambula­
tory care center, hospital, physical thera­
pist, emergency room, pharmacy, or other 
healthcare professional. These are usually 
higher for specialists than primary care phy­
sicians, and the amount varies depending 
on the insurance plan.
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Once an insurance plan has been selected, 
make sure to keep a copy of the insurance 
card at all times. It will be needed for doctor 
visits or emergencies. The cards also have 
phone numbers on them that can be useful 
when policy-related questions arise. 

Patients denied coverage for a needed thera­
py, treatment, or resource should not take “no” 
for an answer. They should ask for the exact 
reason for the denial, collect all documenta­
tion that explains the need for treatment, and 
consult their insurance policy for the proper ap­
peals process. Watch the RARE Webinar se-
ries on Navigating Health Insurance Issues 
(http://globalgenes.org/webinars) for additional 
information on this topic.
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SECTION 4:  
INDEPENDENT LIVING

The everyday tasks of independent living can 
present unique challenges for people manag­
ing a rare disease, but with sufficient assis­
tance and social supports in place, they can 
enjoy many opportunities and liberties in their 
everyday lives. Before making any arrange­
ments to move out, however, consider whether 
moving out is the right choice.

Deciding to Move Out

There are a myriad of reasons why someone 
can’t or shouldn’t move out of their family 
home when they have a chronic or debilitating 
illness. But for many young adults, the need for 
independence outweighs many of the obsta­
cles and responsibilities that come with having 
their own space.

“Being independent doesn’t mean breaking 
connections with your family and others that 
have supported you when you were young­
er,” says Maya Doyle, a senior social worker 
at the Children’s Hospital at Montefiore. “In 
fact, knowing how and when to ask for help 
is as important as knowing how to handle 
things yourself.”

When deciding whether it is time to move out 
of the family home and into a new residence 
(an apartment, a college dorm, or a house), 
consider the following questions:
 
•	� Can I handle the day-to-day management 

of my disease? Rare diseases, like other 
illnesses, can have multiple symptoms that 
are often difficult to manage independently. 
They can fluctuate or grow worse. Weigh 

if the prognosis is favorable, if the symp­
toms are manageable, and if resources and 
support are available at the new residence 
when deciding to move out. 

•	 �Can I afford to pay my rent, utilities, and 
general costs of living? Before mov­
ing out on your own, calculate the costs 
to make sure you can afford the monthly 
expenses. If you are unable to cover these 
on your own, review your options (if your 
family can help, if you can get a roommate, 
etc.) and see if moving out is still within 
reach. Use Kiplinger’s Household Budget 
Worksheet (http://www.kiplinger.com/tool/
spending/T007-S001-budgeting-worksheet-
a-household-budget-for-today-a/) to create 
a proposed budget. 

•	 �Do I have the physical energy to clean 
my own home, shop for groceries, pre-
pare meals, manage my expenses, etc.? 
In addition to monthly monetary expenses, 
there are regular physical demands associ­
ated with living independently. Consider 
whether the time and effort to get these 
activities done are within reach. And if not, 
see if other options are available.  

•	 �If I have a relapse or flare up, will I be 
able to get assistance from others? 
Sometimes it is nearly impossible to prevent 
or even predict when symptoms will worsen, 
so take preemptive measures and look for 
new residences that are within reach of 
family, friends, or other support networks. 

 
Remember, with enough planning and sup­
port, you can ascertain the kind of autonomy 
that you want.  And while there may be peri­
ods when returning home seems like the only 
option, it’s completely natural to struggle with 
finding the right balance of living independently 
while managing a complex illness. 
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Preparing for Emergencies
 
Living independently is not always an option 
for some individuals, but advances in technol­
ogy have enabled many to manage their own 
care and feel comfortable living on their own. 
Some of these include:
 
Communication Devices: While there are 
many systems on the market that allow the dis­
abled and elderly to have a one-click remote to 
signal emergency services (see the Resource 
Guide), there are also a variety of other 
electronic tools that can make the uncertainty 
of living without a partner, family member, or 
roommate a lesser fear. A good example is a 
cell phone. By keeping one on your person at 
all times, you will always have a way to call for 
help.
 
Non-Ambulatory Transportation: Young 
adults should consider living within driving 
range of family members or friends who will 
be able to take them to doctor appointments 
or the hospital if they are unable to drive but 
don’t require the urgency of an ambulance. 
Research the availability and eligibility for para­
transit services from the community or your 
medical center. 

Readily Available Supplies: It is recommend­
ed that those with debilitating illnesses live in 
a single-story environment. However, if this is 
not an option, consider keeping a set of emer­
gency supplies such as medications, catheters, 
nutritional supplements or sports drinks, and 
assistive walking devices on each floor.  

Service Animals: Many young adults gain 
their independence by choosing to live with a 
service animal. These well-trained dogs can 
have a variety of skills, such as being able to 
guide the blind, fetch supplies, alert people 
who are deaf, pull a wheelchair, alert others 
when someone is having a seizure, warn a 
patient about an impending medical episode 

they may not be aware of, and calm individu­
als who are experiencing a panic attack. Learn 
more about obtaining a service dog through 
Guardian Angels Medical Service Dogs, 
Inc. (http://medicalservicedogs.com/what-are-
service-dogs/service-dog/). 
 
Home Health Aides & Nurses: Many compa­
nies offer home services in which nurses and 
aides come to your home. Aides can help with 
many activities like bathing, preparing meals, 
light household cleaning, bathroom services, 
grocery shopping, laundry, or transportation. 
They don’t have to live with patients full-time 
and can come instead for several hours a day 
or a few hours a week. Visiting nurses (an 
RN or LPN) can assisted with “skilled needs,” 
such as administering medications, nutrition, 
or other treatments; catheter care and dress­
ing changes; or other medical care. Work with 
your doctor and social worker, and/or call the 
customer service number on the back of your 
insurance card to learn more about selecting a 
nurse or home health aide that is covered by 
your insurance.

 

SECTION 4: INDEPENDENT LIVING
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Living Independently:

Guardian Angels Medical Service Dogs, Inc. (http://medicalservicedogs.com/what-are-service-
dogs/service-dog/): This resource provides information on the steps necessary to obtain a ser­
vice dog. Guardian Angels also custom trains and chooses the dog most suitable for the recipi­
ent’s personal challenges and environment.

ILRU Directory of Centers for Independent Living and Associations (http://www.ilru.org/proj­
ects/cil-net/cil-center-and-association-directory): Most counties have independent living centers 
which provide services to anyone experiencing difficulties in significant life areas due to disability 
or other chronic conditions. They can assist individuals with obtaining Social Security Benefits, 
acquiring adaptive medical aids, gaining necessary accommodations to participate in work, ac­
cessing vocational training, and finding housing. Use this resource to find your local independent 
living center.

Kiplinger’s Household Budget Worksheet (http://www.kiplinger.com/tool/spending/T007-S001-
budgeting-worksheet-a-household-budget-for-today-a/): When deciding whether moving out is an 
option, it is important to estimate projected costs and expenses. This worksheet allows users to 
create a proposed budget.

Medical Alert Systems HQ (http://medicalalertsystemshq.com/): This resource provides detailed 
reviews of the best medical alert systems. It also has a chart for a quick side-by-side review of 
the systems.

Other Helpful RARE Toolkits:

Becoming an Empowered Patient: A Toolkit for the Undiagnosed
(http://globalgenes.org/toolkits/becoming-an-empowered-patient-a-toolkit-for-the-undiagnosed/
introduction-2/): This toolkit provides important information on how to create a medical history 
notebook, obtain medical records, and other steps to become more educated and confident 
when managing your own healthcare.

Parenting a Child with a Life-Limiting Illness Toolkit (http://globalgenes.org/toolkits/parenting-
a-child-with-life-limiting-illness/introduction/): This toolkit provides additional information on Medi­
care and Medicaid, the value of connecting with other patient advocates, and many other helpful 
tips and advice when caring for someone with a complex illness.
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Reviewing and Finding Physicians:

Center for Advancing Health’s Be a Prepared Patient (http://www.cfah.org/prepared-patient/
find-good-health-care/finding-a-new-doctor): This directory lists places that can be used to locate 
physicians and specialists.

Healthgrades (www.healthgrades.com): Healthgrades is an online resource for comprehensive 
information on physicians, hospitals, dentists, and nursing homes.

Vitals (http://www.vitals.com): This peer review site allows users to search for physicians, read 
feedback from other patients, and rate their own experiences. 
Transitioning to Adult Medical Care:

Florida Health and Transition Services (http://www.floridahats.org/): This website provides a 
toolbox of transition resources for patients, providers, and families. While some are state-specif­
ic, most are useful for youth across the nation.

GotTransition? (http://www.gottransition.org/resources/index.cfm): This is an information ex­
change for professionals, families, youth, and policy makers about the move from resource rich 
systems of pediatric care, particularly for youth with special healthcare needs, to more dispersed 
and patient-driven adult systems of care. Transition tools, tips and resources are all available.

Healthy Transitions (http://healthytransitionsny.org/): This website is for youth with developmen­
tal disabilities ages 14-25 years, family caregivers, service coordinators, and healthcare provid­
ers. Use this site to develop skills for transitioning from pediatric to adult healthcare, improve 
communication, and build effective partnerships during the transition process. While some are 
state-specific, most of the resources provided are useful for youth across the nation.

Understanding Health Insurance:

Healthcare.gov’s Health Insurance Marketplace Portal (https://www.healthcare.gov/
marketplace/b/welcome/): Healthcare.gov provides information about healthcare reform, public 
insurance and the healthcare marketplace. It also includes links to start applications for many 
programs, including Medicaid and state and federal marketplaces.

Healthcare.gov’s From Coverage to Care: A Roadmap to Better Care and a Healthier You 
(http://marketplace.cms.gov/help-us/c2c-roadmap.pdf): This guides those with new healthcare 
coverage to understand their benefits and connect to primary care and preventive services that 
are appropriate for them. 
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Navigating Health Insurance Issues RARE Webinar series (http://globalgenes.org/webinars): 
There are many health insurance issues that are unique for patients with rare diseases. This we­
binar series details points to consider when attempting to overcome obstacles to accessing your 
insurance provider and appealing their denials. 

Seattle Children’s Hospital’s Center for Children with Special Need’ Health Insurance 
Chart (http://cshcn.org/sites/default/files/webfm/file/TeenHealthInsuranceChart.pdf): Use this 
chart to fill out information and compare health insurance plans easier.

UnitedHealthcare’s Health Insurance 101 Glossary (http://www.uhcsr.com/SelfServiceSup­
port/Students/HealthInsurance101/glossary.aspx): There are many commonly used insurance 
terms, like deductible, co-payment, and co-insurance. Use this informative site to read helpful 
definitions of these and other terms.

United States Department of Labor (http://www.dol.gov/dol/topic/health-plans/cobra.htm):  
The Consolidated Omnibus Budget Reconciliation Act (COBRA) gives workers and their families 
who lose their health benefits the right to choose to continue group health benefits provided by 
their group health plan for limited periods of time. Read more details about COBRA through this 
resource. 



Let others benefit 
from your knowledge 
by sharing your tips 
and tricks! 
If you would like to contribute  your experience 
or have  a comment/suggestion,  
please enter it online at http://globalgenes.org/toolkits.
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