Assemble Your Team Ay TARLOV CYST

Engaging specialists for your journey P FOUNDATION

Pulling together a team of healthcare professionals can help you navigate living with
Tarlov cyst disease (TCD).

Especially if surgery is not an immediate or long-term option for you, the collective efforts
of these professionals can you to help manage the impact of the cyst(s) on your body:

1. General Practitioner who will work with you as things progress. A general
practitioner who understands Tarlov cyst disease or is willing to learn about it —and
validate your pain —is critical. They can connect you with other providers and
specialists who are able to treat specific symptoms. In addition, a supportive GP
can help you navigate workplace accommodations, medical, and insurance
systems. They can provide supporting documentation for applications for
government assistance, including Social Security Insurance and Social Security
Disability Insurance, and may even be able to advocate for you and your situation if
barriers arise.

2. Pain management specialist(s)

a. A physiatrist, also called a physical medicine and rehabilitation (PM&R)
doctor, specializes in nonsurgical ways of helping people regain function and
mobility. They can help manage symptoms like pain, weakness, and tingling.
They might prescribe you epidural steroid injections (ESI), physical therapy,
transcutaneous electrical nerve stimulation (TENS), or medication.

b. A mental health professional trained in psychological approaches to pain
management such as cognitive behavioral therapy, mindfulness-based
therapy, and biofeedback.

3. Specialists based on your specific symptoms, such as a:
a. Urologist for issues with urination, incontinence, or male sexual dysfunction
b. Gastroenterologist for bowel issues such as constipation or leakage
c. Gynecologist for female sexual dysfunction

4. A mental health professional can help you cope with emotional and psychological
strains of living with a chronic iliness, including its effects on your life, work, mood,
and relationships.

Given the low awareness of TCD in the medical community, it is likely that most healthcare
professionals you encounter will not be familiar with it at first. TCDF has resources to help
you educate them:
https:/tarlovecystfoundation.org/resources/educating-your-provider-about-tcd


https://tarlovcystfoundation.org/resources/educating-your-provider-about-tcd

