Multiple Sclerosis

Most neurologists appreciate you coming to an appointment with some questions. As there may be many
months in between your neurologist appointments, and you may not have a lot of time to ask your questions,
the best way to make the most of your appointment time is to be prepared. You can:

e  Make a list of questions in advance.

e  Ask for extra clarification if you have not fully understood the answer.

e Take a friend or family member with you to assist in recalling the answers or write them

down.

e Take the attached checklist with you to write your notes on.

Appointment date and time:

If you use this checklist for each appointment, you
will have a thorough record of your MS activity
over time.

New symptoms that may be caused by multiple
sclerosis:

Not all symptoms will be due to MS, however,
writing down new symptoms you are experiencing
will assist your neurologist to advise you on
managing them.

Old symptoms returning or worsening:
Occasionally old symptoms will reappear, or
existing symptoms may worsen. There are many
reasons why this might occur. Discussing these
changes with your neurologist will give them some
indication of how your MS is impacting your life
and will guide them in which management
strategies to recommend.

New MRI or lab results to discuss:

If you have any tests prior to your appointment, it
is helpful to ask for the results. Often the results
alone will only form part of the picture, ask your
neurologist what they’re looking for.

Any major life changes to share:

Particularly at the start of your journey, your MS
might be very active. This should settle. However,
having numerous sick days and feeling very unwell
could cause you to make changes that can have an
impact later. Before you make any major life
changes such as changing jobs, stopping work or
moving house, consider discussing the options and
impacts with your MS community advisor from
your local MS regional society or with your
neurologist.

Considering family planning: If you are considering
starting or growing your family, even if not
immediately, it is important to have this
conversation early with your neurologist. It may
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help determine what treatment may be right for
you.

Any questions about treatments:

Medications may be available for you called
Disease Modifying Therapies (DMTs). They help
manage your MS, relapses, and symptoms. DMTs
act as an insurance policy, as they work to prevent
relapses, but they have side effects. If you are
struggling with the medication, you have been
prescribed, it is important to discuss this with your
neurologist.

Side Effects: Make sure you, and your support
network, know what side effects to be aware of
and how to report these. Some side affects you
might not notice yourself, but others close to you
might notice some changes. Check with your
neurologist and MS Nurse the steps you need to
take if you have any concerns.

Other medications: No matter what form of
multiple sclerosis you are experiencing, your
neurologist needs to know all about the
medications you are taking including prescribed,
over the counter and herbal preparations as there
can be interactions between certain products that
reduce the efficacy of medications. Remember to
ask about any prescriptions that you require.

Between appointments:

Most clinics have a contact point for questions and
concerns between appointments and it is
important to work out a strategy with your
neurologist. Do you call them? Do you go to the
emergency department? Is there a clinic nurse you
can contact? Remember, you can contact the
community advisor at your local MS regional
society.

Contact between Neurologist and GP
Most GP’s will have minimal experience of people
living with multiple sclerosis. A good GP is one who
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is willing to learn with you. Establishing what
information will be shared between your
neurologist and your GP can be helpful. Some
neurologists will be happy to provide updates to
your GP, others will expect you to pass on
information.

What else could I be doing to help my MS?
Maintaining health and wellness is vital for people
living with chronic health conditions. MSNZ
endorses a holistic approach to living a healthy
lifestyle that includes attention to fatigue
management, nutrition, physical activity, and social
connections. Discuss with your neurologist the
strategies they feel would assist your symptomes.

They might suggest you write up a self-
management plan which enables you to make
informed choices about your health care, helping
you to live as well as you can with your MS.

Questions | have about my multiple sclerosis:
If you use this checklist to write down your

concerns and questions between appointments,
you can re-read it prior to your appointment and
determine what to prioritise in your conversation
with your neurologist. You can take it with you and
make notes on it during the appointment, or your
support person can make the notes for you.

Goals and plans:

As your appointments might be infrequent, it is
wise to talk about what you could be doing in the
period until your next appointment. This
conversation may initiate referrals to other
services such as a continence clinic, a
physiotherapist, or a psychologist for support.

Think you may be having a relapse: We have
included in your Newly diagnosed pack a handy
tool to help you identify if you may be having a
relapse, who to contact and what steps to take.
Keep this in your pack to refer to if you are
concerned.

However you choose to use this checklist, ensure that you don’t leave your appointment without asking the

questions that were concerning you.

If you need more copies, these can be downloaded from our website www.msnz.org.nz/resources

We’re here to help

If you would like any support to prepare for your appointment, your local regional societies community advisor
would be happy to help. They are also able to talk to you about other supports that you may be eligible for.

To contact your local regional society, head to www.msnz.org.nz/contact-your-regional-society/ or contact us

and we can put you in touch with them:
s 0800 MS LINE (0800 675 463)

ey .
info@msnz.org.nz

- WWW.msnz.org.nz
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CHECKLIST

Appointment Time: Date:
Symptoms

New:

Eg. Buzzingin ears
Rushing to the bathroom
Intimacy concerns
Increased fatigue

Previous symptoms — worsening / returned

MRI or test results:

Major life changes:

Medication questions:

Prescriptions:

Between appointments, who can | call? Name:
Phone:

Email:

What will be communicated to my GP?

What else could | be doing to help my MS
symptoms?
Eg: Physio / Nutrition / Counselling

Goals and plan for next 6 months:

Other questions:
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Notes

Use this page to write down additional notes during your appointment.
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