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Diagnosis, Genetics & Prognosis in Parkinson’s Disease
A Guide for Care Partners
Understanding What the Diagnosis Means

A diagnosis of Parkinson’s disease often brings mixed emotions—relief, fear, confusion, or even
grief about the uncertainty ahead. These reactions are normal. Parkinson’s is a chronic neurological
condition caused by the gradual loss of dopamine-producing cells in the brain, which affects
movement, mood, motivation, and sometimes thinking.

Many people notice early signs long before diagnosis. These may include:
¢ Tremor in one hand
o Stiffness or rigidity
e Slower movements (bradykinesia)
e Subtle balance changes
e Softer speech or reduced facial expression
e Smaller handwriting

One of the most important things to remember is that a diagnosis does not mean rapid decline.
Every person’s experience with Parkinson’s disease is highly individual, and many continue to live
active, independent, and fulfilling lives for years after diagnosis.

Early diagnosis can be empowering. It opens the door to medications, therapies, exercise, and
education that can significantly improve quality of life. It also gives families time to understand the
condition, build a support system, and plan ahead thoughtfully.

A diagnosis does not mean:
e Life immediately changes
e Every symptom will appear
e Independence is lost quickly

e The disease will follow the same timeline as someone else’s



The Role of Genetics & Family Risk

Many care partners worry that Parkinson’s disease is hereditary. In reality, most cases—
approximately 85-90%—are not genetic. These cases are considered sporadic, meaning they occur
without a clear inherited cause.

A small number of genetic variants may increase risk, including:
e LRRK2
e GBA
e PRKN (Parkin)
e PINK1
e SNCA

Even when these genes are present, they do not guarantee that someone will develop Parkinson’s
disease. Genetics in PD is complex and influenced by many additional factors, including lifestyle and
environment.

Genetic testing is not routinely recommended. It may be considered when:
e Multiple family members have Parkinson’s disease
e Symptoms begin unusually early (before age 50)
e Aneurologist specifically advises testing

A genetic counselor can help families understand risk, interpret results, and avoid unnecessary
worry or assumptions.

What Prognosis Really Looks Like in Parkinson’s Disease

The word “prognosis” often evokes fear, but Parkinson’s disease is generally a slowly progressive
condition, measured over many years—and sometimes decades.

Each person’s journey is shaped by several factors, including:
e Age at diagnosis
e Symptom type (tremor-dominant PD often progresses more slowly)

e Overall health and activity level



Lifestyle choices, especially exercise
Response to medications

Other medical conditions

Many people with Parkinson’s maintain independence, mobility, relationships, and meaningful
activities for a long time. Exercise is one of the strongest predictors of sustained quality of life.

Protective activities include:

Rock Steady Boxing
LSVT BIG or Parkinsons Wellness Recovery (PWR)
Walking or Urban Poling programs

Physical therapy

Care partners play a meaningful role in long-term wellbeing by helping their loved one:

Stay physically active

Maintain social engagement

Keep medical appointments

Address sleep, mood, and nutrition early

Build routines that support energy and emotional health

Planning ahead—financially, medically, and emotionally—is not a sign of decline. It is a sign of
confidence, partnership, and proactive care.

Care Partner Takeaway

You do not need all the answers today. Understanding the diagnosis, genetics, and prognosis helps you
support your loved one with confidence and compassion—while remembering that you are not

expected to become an expert overnight. You are learning, adapting, and doing your best—and that is

enough.
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