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THE WHAT, WHY, HOW & MORE OF DBS FOR THE
NEWLY DIAGNOSED

Medical  November 5, 2018

Deep Brain Stimulation (DBS) is a highly effective and reasonably safe treatment for Parkinson’s;
however, it’s also frequently misunderstood by people who have been recently diagnosed. The
success stories about how people are sometimes living symptom and medication free as a result of
getting DBS understandably leads many who’ve been newly diagnosed to want to get the treatment
as soon as possible.

But not everyone is a good candidate for the treatment.

In this article, we’ll break down the what, why, how and more of DBS so that you have the
information you need to determine if your path may lead you to this treatment.

THE WHAT

Deep Brain Stimulation to treat tremor in people with Parkinson’s was approved by the FDA in 1997.
Then in 2002, it was approved to treat advanced symptoms of Parkinson’s. For many years, DBS was
held as a last resort treatment. In the past few years, however, it has been approved for those in
earlier stages of Parkinson’s.

The procedure involves placing small electrodes into the regions of the brain that control
movement and are impacted during the progression of Parkinson’s. The electrodes emit continuous
electrical impulses (stimulation) from a device known as a stimulator, which is similar to a cardiac
pacemaker and is implanted in the chest.

In Parkinson’s, dopamine-producing neurons die thereby affecting the nerve cells in the brain
responsible for body movement. Unfortunately, DBS does not affect dopamine levels in the brain
but rather, it compensates for the secondary effects of dopamine loss. So, while it’s not a cure, ideally,
and typically, this therapeutic treatment leads to improvements in many motor symptoms such as
tremor, stiffness and slowness. As a result, this treatment may also make activities of daily living
(ADLs) like getting in and out of chairs, walking, dressing and bathing easier.

THE WHEN

Due to some of the challenges regarding the Parkinson’s diagnostic process, most doctors require
that their patients have Parkinson’s for at least three to four years before DBS becomes an option.
Some doctors won’t do it until the person has been living with Parkinson’s for at least five years.

This period of time—that can feel like forever for a person living with Parkinson’s—is so the doctor
can make sure that the person does, in fact, have idiopathic Parkinson’s and not a related condition
that may present like Parkinson’s. They also want to make sure that their patient experiences
symptom relief from their Parkinson’s medication(s), typically carbidopa-levodopa. If they don’t
experience relief, DBS is unlikely to help either.

THE WHY

One of the most challenging aspects of living with Parkinson’s is that it impacts your quality of life.
While not everyone experiences debilitating motor symptoms, many people do, and it impacts their
ability to exercise, drive, communicate, work and more. Since DBS can and often does result in a
significant decrease in motor symptoms, many people living with Parkinson’s seek it out as soon as
possible.

In addition, while DBS was not designed to decrease non-motor symptoms, evidence shows that
many people experience a reduction in symptoms related to depression, anxiety, pain, fatigue and
more.

Finally, one of the other main reasons people with Parkinson’s choose to undergo DBS is because it
allows them to reduce the amount of medication they take.

As Parkinson’s progresses, most people experience more OFF times, which is when you do not have
good control over your movements. Sometimes this occurs because a medication fails to take effect
(delayed ON); because a medication wears off before it’s time for the next dose; or because a
medication just doesn’t kick in as it should (unpredictable OFF).

When medication no longer controls symptoms, life can become frustrating and very limiting for a
person living with Parkinson’s. DBS has the potential to change that. Some people we’ve worked
with have been able to stop taking medication altogether. Others have reduced the number of pills
they take and the frequency in which they take them.

The bottom line is that if you’re a good candidate for DBS, it’s possible that it could significantly
improve your quality of life with Parkinson’s.

THE HOW

Getting approved for DBS surgery is a process, and it involves input and expertise from a team of
people. While there doesn’t seem to be one path to surgery, there are some common steps you can
expect to navigate on your way to the table.

STEP #1 – MEET WITH YOUR MOVEMENT DISORDER SPECIALIST OR
NEUROLOGIST

During this appointment, your doctor will review your medical history and perform a neurological
exam. Based on that, you’ll discuss whether or not you’re a good candidate for DBS. Here are some
of the factors your doctor may consider to help determine if DBS is right for you.

Your motor symptoms still respond well to levodopa
Your medications are not lasting from dose to dose
Your medication is unable to control your tremor
Your OFF time is not controlled with Parkinson’s medications
Dyskinesia is limiting your activities and is bothersome
You have intolerable side effects from Parkinson’s medication
Your mind is still sharp, and you’re not having hallucinations
Your mood is not depressed or anxious
You can live with an implanted device in your brain and body
Your family is supportive
You can perform ADLs (activities of daily living) when your medications are working, but you
have a lot of difficulties doing so when the medications are not working

STEP #2 – MEET WITH THE DBS TEAM

If the information discovered in step one indicates you’re a good candidate, the next step is to meet
others who will assess your readiness. People on this team will usually include:

A physical therapist who will evaluate your movement when you are ON and OFF your
medications
A neuropsychologist who will evaluate your memory and thinking
A speech therapist who will evaluate your speech and talk to you about potential side effects of
DBS that could affect it

STEP #3 – DISCUSS YOUR INSURANCE OPTIONS

This may come earlier in the process, or it may be something you address at this point. Your
doctor/providers will likely be able to guide you on matters related to timing and how to best move
through the process of getting the surgery approved.

STEP #4 – COMPLETE YOUR PRE-SURGERY APPOINTMENTS

At this stage, you’ve been identified as a good candidate, and you’re aware of the financial costs you
may have in order to move forward. At this point, you will get an MRI, sit down with your
neurosurgeon to learn more about the procedure and ask questions and you’ll complete an overall
physical exam to make sure you’re healthy enough to have the procedure.

STEP #5 – UNDERGO SURGERY

DBS is a two-step surgery. During the first surgery, the doctor will make the incisions and implant
the electrodes. During the second surgery, which may happen anywhere from two days to a week
after the first surgery, your surgeon will implant the pulse generator under the skin.

(Note: We’ll be doing a deep dive into DBS surgery in a future post.)

STEP #6 – GET PROGRAMMED

During this appointment, typically in your doctor’s office, someone who is trained in DBS
programming will work with you to program the device so that you get the best symptom control
possible. Sometimes this happens the first time the device is programmed; however, sometimes it
takes multiple tries to get it right.

Again, your doctors may do things slightly differently, but most include the steps outlined above in
their DBS process.

THE RISKS

While DBS is often life-changing in a good way for many people living with Parkinson’s, it’s not
without its risks. Here are a few we recommend speaking with your doctor about early on in the
process:

Psychiatric side effects
Changes in mood, memory and thinking
Potential stroke-like symptoms
Changes in speech
Seizures
Infection
Problem with movement such as increased dyskinesia
Headaches
Dizziness
Pain and/or inflammation
Swelling at the implantation site
Bad battery
A DBS device that malfunctions

We hope this serves as a useful primer to those who’ve been newly diagnosed with Parkinson’s. In
subsequent posts on the topic of DBS, we’ll take a deep dive into the actual surgery itself, we’ll
address the issue of medical ethics and we’ll share more reader stories.

DO YOU HAVE A DBS STORY TO SHARE?

We love it when people from our community share their stories with us. If you have a story about
your experience with DBS, and you’d like to tell it, please email us at blog@dpf.org.
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“DBS has given me my life back.”

“Before I got DBS, I couldn’t see the road ahead. Getting DBS truly
saved my life.”

“DBS has made it possible for me to be active again, get involved in
my community and give back to the people who have done so much
for me along my Parkinson’s journey. I couldn’t be happier with my
decision.”
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