CHAPTER 15

Dealing With
the Medical System

Goal for this Chapter
 To learn about being an effective advocate for your child when dealing with the medical
system.

What You will Find in this Chapter
 Information about:
• Ideas and strategies for being an effective advocate with the medical system
• Creating a good working relationship with your child’s doctor(s)
• Addressing issues and concerns
• Financial consideration
 A List of Additional Resources
PART 3 : Issues Through the Life Span

Our Journey So Far
 At times, people with disabilities have faced discrimination in the medical system. In
part, this has stemmed from medical professionals lacking knowledge of people with
disabilities and human rights laws.
 While medical professionals are getting better at serving people with disabilities, families
often must be vigilant in advocating for their child when he or she is involved with the
medical system.
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Introduction
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Dealing with the medical system can be challenging for families who have a child
with a disability. This can be particularly true if your child’s disability or condition
involves one or more serious medical issues. But it can also be true for people with
disabilities who are otherwise healthy.
New Brunswick’s medical system has many wonderful people doing great work
and who serve people well. But like all systems, the medical system has its challenges.
These challenges include funding limitations, doctor shortages, lack of access in rural
areas, lack of expertise in some medical areas, waiting lists for tests and treatment,
and so on. Some of the challenges involved in pediatric care are addressed more
than adequately by having access to out of province institutions such as the IWK
Children’s Hospital in Nova Scotia.
There may also be challenges related to the lack of knowledge and understanding
amongst medical professionals about people who have disabilities. Many medical
professionals (including doctors) are not adequately trained in disability issues
and human rights. In the past (and to some extent presently) this has led to
discrimination against people with disabilities in the area of medical care and
treatment. For some families, this has meant being told that their concerns about
their child’s health are unfounded. For other families, it has meant their child being
denied basic medical treatment because he or she has a significant disability (this
is sometimes based on beliefs that people who have significant disabilities have no
quality of life – which is a very dangerous and false viewpoint).
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There are a number of steps you can take to become an effective advocate for your child when
dealing with the medical system. Here are a few ideas:
Know Your Child’s Rights
Under federal law all Canadians have the right to universal health care services. Every
province also has the obligation to provide equal access to public health care to all citizens.
In addition, the Charter of Rights and Freedoms (part of our constitution) and the New
Brunswick Human Rights Act prohibit discrimination on the basis of disability. Governments
and health care providers have a duty to provide “reasonable accommodations” to people
with disabilities so that they can equally participate in the health care system. For more
information on human rights laws please see the information in Chapter 1.
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Ideas and Strategies for Being an Effective Advocate
with the Medical System

Inform Yourself about Your Child’s Disability and Medical Issues
You may receive a lot of information from medical professionals about your child’s medical
issues. There are, however, many other sources of information on specific medical diagnoses
or issues, medications, other treatments, etc. that you may want to review. Your child’s
doctor(s) may offer this information or you may find it on the internet, from diagnosis
specific organizations, through other families, and through published books. You may
also want to share information that you find with your child’s doctors or other medical
professionals and find out how this may apply to your child’s situation.
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Choosing a Good Doctor
Given current problems with doctor shortages (many doctors state that they are not taking
new patients) you may feel that you do not have much choice when it comes to selecting a
doctor for your child. In some areas, the choice of specialists may even seem more restrictive.
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Even if choice seems limited, finding a good doctor is still an important goal for you and your
child. The following advice comes from families in Saskatchewan:
The most important advocacy tool is knowing someone in the medical system. If
you have a committed doctor who is willing to do the research and make sure your child
receives the best medical treatment, you will be miles ahead. Many parents expressed
their gratitude for having a doctor who would listen to their concerns and get things done.
Doctors are paid for the time they see you and are accountable to you. Find a doctor who
respects your child. You need a doctor who truly believes that your child is not a “burden”.
. . . Also, a good doctor will be able to explain things in words you can understand, not
technical jargon.
You will need to get your doctor to fill out forms for your child, such as tax forms. It
is important to note that this service is not covered by Medicare which means you might
have to pay the doctor a small fee. Many parents explained that their doctor never charged
them, yet had filled out many forms.
Since children with disabilities sometimes face complicated medical challenges, it is a
good idea to have a pediatrician as your child’s regular doctor. . . . A general practitioner
(GP) who is willing to do the research and advocate for your child can be just as effective
as a pediatrician. However, many GPs do not have the knowledge base to deal with
developmental issues.
(From: Navigating the System: An Advocacy Handbook for Parents of Children with Intellectual
Disabilities, Saskatchewan Association for Community Living, 2004).
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With any doctor who is serving your child you may want to find out his or her level of
knowledge of your child’s particular disability or condition. If limited, you may need to look for
other sources of good information or find out if a referral to a specialist might be possible.
Beyond a doctor’s knowledge and expertise, you will want to have a doctor who is
approachable and who has positive interactions with your child. The way in which any medical
professional treats your child may be a good indication of that person’s commitment to your child
and the way in which he or she values people who have a disability.
Create a Positive Relationship with Your Child’s Doctor
Having a positive relationship with your child’s doctor will be important. A positive relationship
will be one in which:
• You feel comfortable asking questions and providing your thoughts and ideas
• Both you and your doctor are “good listeners”
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• You show your doctor the way you want your child to be treated
• You share information about the good things going on in your child’s life and the doctor is
interested in your child as a person
• You express your gratitude for your doctor’s help and understanding
(Adapted from: Building Early Intervention Partnerships with Your Child’s Doctor: Tips from and for Parents,
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• Your doctor takes time to consider and address your concerns

Washington State, Department of Social and Health Services)

Create and Maintain a Medical Journal
Having your own medical journal can be an invaluable way to keep track of information that will
be vital to your child’s health care. A medical journal can include a number of things, including:
• A record of doctor’s visits/appointments and what was discussed
• A record of your child’s medications (including doses) and other treatments and how your
child responds to these treatments
• Information about allergies to foods and medications
• Information about your child’s symptoms and how these symptoms change over time
• Contact information for your child’s doctors or other medical professionals
Trust Your Instincts
You know your child better than anyone else. This knowledge gives you the ability to sense
when something is not right with your child’s health. It also gives you an important role in your
child’s care or treatment. Do not hesitate to speak up when you have concerns or when you have
information that you know is important for others to hear.
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Get the Most out of Medical Appointments
Sometimes it can be difficult to get appointments with doctors (especially specialists). Here are
some suggestions for getting good value from the time you are able to spend with doctors or other
medical professionals:
• Try to schedule an appointment at the beginning of the day or right after lunch if you want
to reduce waiting time. This may be important for your child if he or she has difficulty
“sitting still”.
• If you have questions or concerns that may take more time to discuss, ask for a longer
appointment or alternatively, book two appointments at the same time.
• Prepare yourself ahead of time. Make a list of the questions or concerns you want to talk
about or what information you want to share with your doctor. Find out if your doctor is
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open to you sending a list of things to discuss ahead of time. You may need to decide what
issues are most important if you think that you will run out of time. Or, you may tell your
doctor what you want to talk about and decide together what you will cover during the
appointment and what may need to be discussed at a later time.
• If possible take notes. It is often difficult to remember everything you discussed after the
appointment is over. Taking notes will be much easier if you have another person with you
(perhaps your spouse) and one of you is responsible for writing things down.
• If the doctor provides you with information that you find difficult to understand, ask if you
can call her or him later to ask questions you may have after the appointment.
(Adapted from: Building Early Intervention Partnerships with Your Child’s Doctor: Tips from and for Parents,
Washington State, Department of Social and Health Services)

Ask for a Second Opinion and Referrals When Needed
Having a second opinion or a referral to a specialist can be important if you are unsure of your
doctor’s diagnosis or advice for treatment. Do not be hesitant to ask for another doctor’s opinion
or advice as many medical professionals will be prepared to make referrals if you feel that this is
necessary.
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Consider a Nutritionist
Sometimes medical and other problems (including challenging behaviours) can be caused by
reactions to food or from having the wrong diet. Sometimes doctors will only be interested in
dealing with your child’s medical symptoms – and will provide treatment (usually medications)
that seeks to reduce these symptoms. Problems can also arise if a person lacks important vitamins
and minerals – which is not uncommon for some people with a disability. It may be important (if
not crucial) to find out if something in your child’s eating habits or vitamin/mineral deficiencies
is causing physical problems and reactions. A nutritionist may have special knowledge about how
changing your child’s diet can help his or her situation. Other families may also have information
on things that they have tried that have helped their children.
Tips for Safeguarding Your Child During Hospital Stays
Being in hospital can be challenging for any person but there may be additional concerns when
the patient has a disability. Families can play important roles in making sure that their child
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• When your child is required to go to hospital, bring your medical information with you to
make sure that the hospital staff have the right information.
• Be available to help interpret your child’s medical symptoms (especially if your child does
not communicate well on his or her own).
• Help hospital staff know or understand how to identify that your child is in pain.
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receives the best possible health care when in hospital. Here are some tips that other families have
offered:

• To ease your child’s anxiety, arrange to do a hospital tour with your child before he or she is
admitted.
• As much as possible have a parent or other advocate at the hospital to support your child
and to deal with doctors and other medical staff. Find out if you or someone else can stay
overnight (on a cot). The less time that your child is at the hospital by him or herself the
safer he or she will be.
• If you have concerns, be direct with doctors and other medical staff. If necessary, use the
hospital patient advocate or social worker to help you address issues that may arise.

Financial Considerations
Addressing your child’s medical concerns can be costly. Here are a few suggestions to help
families deal with the financial aspects of dealing with the medical system:
• Keep track of all of your medical expenses as you may be able to use them to reduce the
amount of income tax that you are required to pay. This includes expenses for travel if
you have to take your child outside of your community to see specialists, etc. For more
information see the section on the Medical Expense Tax Credit in Chapter 13.

• Families may also be able to get financial assistance to cover the cost of parking passes while
your child is in hospital. If this is a concern, speak with the hospital social worker to find
out if you are eligible.
Medical professionals are also very important in helping people with disabilities to become
eligible for the Disability Tax Credit. If your child cannot use this credit (because his or her
income is too low) then it can be transferred to a parent so that his or her income tax can be
reduced. For more information, see the section on Tax Credits and Deductions in Chapter 13.
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• If your child has a health card he or she may be eligible for financial assistance to travel out
of the province for medical treatment. For more information, see the section on the Health
Services Program in Chapter 9.

Building Early Intervention Partnerships with Your Child’s Doctor: Tips from and for
Parents, Washington Department of Social and Health Services.
Available on-line at www.del.wa.gov/publications/esit/docs/FamilyGuide_English.pdf
Families Partnering with Providers: Tips to Help Families Build Effective Partnerships with
their Child’s Health Care Providers, Family Voices, 2007.
Available on-line at
www.familyvoices.org/admin/work_caring/files/partnering_providers.pdf
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Additional Resources

Family Voices: Keeping Families at the Center of Children’s Health,
website – www.familyvoices.org.
Nutritional Needs in Autism, Slides from a presentation by Dr. Joan Jory (2010).
Available from NBACL.
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Nutritional Needs in Down’s Syndrome, Slides from a presentation by Dr. Joan Jory
(2010). Available from NBACL.
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A Journey Worth Taking
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This guide has covered many important topics that families face as they raise and support their
children who have a disability. It may be necessary for you to read and work through this guide
several times to fully digest the information presented.
We called this guide Taking the Journey because we believe that supporting a child with
a disability to grow, learn and reach his or her potential is a life long journey of discovery for
parents and their children. Along the way there will be successes and failures, as well as smooth
sailing and rough seas. There will be issues that challenge families to be strong advocates for their
children. There will be many stories to tell as children grow and change.
As many families know, the journey may not always be easy but having good and current
information will help to ensure that your loved ones who have a disability will have a better
chance to have a good life. Families are encouraged to share this information with others who
are dealing with some of the same issues. We also encourage you to check the NBACL website
for updates to this guide so that you can be kept informed of new developments as they occur.
Finally, we sincerely hope that the information that is offered in this guide will help make your
journey an easier one.
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Final Remarks
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