
If you have a preference for a provider with specific background or identity,  contact
the clinic and make this request when scheduling your appointment.  Be aware that
due to scheduling and availability, this may not be possible.

All questions are optional. 

PATIENT SELF-ADVOCACY TOOLKIT

OVERVIEW

INSTRUCTIONS FOR PATIENTS

For Intersex People and People with Variations in Sex Characteristics 

This tool is designed to support communication between intersex individuals and healthcare providers. It can
help prepare for appointments, set expectations, reduce negative interactions, and advocate for affirming care. 
It reflects collective input from community members with lived experience who emphasized safety, autonomy,
visibility, and healing, as well as knowledgeable healthcare providers.  The tool was developed through a
collaborative project led by interACT, community members, providers, and research consultants.

Filling out this tool prior to a healthcare visit may help you prepare for your visit. You may choose to share the
completed tool with a healthcare provider at the beginning of a visit to communicate important information
about you, your health, and relevant context. Completing the tool may help prepare you emotionally and
mentally for what you want to discuss with a healthcare provider, regardless if you share this document with
them. Here are some additional tips as you fill out the tool:

INSTRUCTIONS FOR HEALTHCARE PROVIDERS

Use accurate, affirming language
for bodies and identities.

This tool is working to fill a gap in health education (QR codes for resources on final page). It is important for
providers to be proactive in learning more about intersex care, and to recognize the diversity of intersex
traits and needs. Finding appropriate referral networks may also take time, and provider-to-provider calls
with specialists are recommended if possible.  

Ask about my needs and goals
instead of assuming.

Get and confirm ongoing
consent at each step.

Be proactive in learning more about
intersex traits and bodies.

Be transparent and inclusive in communication.
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Fill out the questions that are relevant to you or the visit.

                          This tool uses the term                    to refer to people with variations in sex characteristics. Not everyone
identifies with the term                   , and individuals may use different language to describe their experiences.
Disclaimer: intersex

intersex



Please call me (name): My pronouns are:

My gender identity is:

I have the following accessibility needs:

Use this space to expand:

I do NOT wish to discuss the following:

be using the smallest speculum, having another person present, etc.):

Additional information I would like to share with you about my identity or accessibility needs:

TODAY’S VISIT

Pain with periods or bleeding

Urinary infections or pain

PATIENT SELF-ADVOCACY TOOLKIT

BASIC INFORMATION

My focus for today’s visit is:

I am currently experiencing the following symptoms (check any that apply):

Pelvic or groin pain Irregular bowel movements

Irregular periods or bleeding Other

I am okay with learners (such as medical students) being involved in my care as part of a teaching experience:

Yes No No preference Please ask before each part of care

If a sensitive exam is recommended, such as a genital, pelvic, or rectal exam, my needs include (examples may

PAGE 2 OF 3

CONTINUE TO PAGE 3

Pain in the breast/chest area

Other ways today's visit could feel safe and comfortable for me include:



Other:

PATIENT SELF-ADVOCACY TOOLKIT

MY ANATOMY
Anatomy includes internal reproductive organs (such as ovotestes or streak gonads) and external genitalia (such as
penis with hypospadias). Knowing your anatomy helps determine appropriate healthcare tests and screenings. For
example, someone with a uterus may be recommended for a pap test for cervical cancer screening. Sometimes this
anatomic information is called an “organ inventory.”

MEDICAL HISTORY AND PAST PROCEDURES

Procedure or Intervention

Emotional and mental healthcare

Fertility care and support

Sexual assault and/or relationship violence

Intersex / Sex Characteristic Variation support groups

My anatomy includes:

I would like to learn more about my anatomy

Many intersex individuals have experienced medical interventions during childhood or adolescence without their
full understanding or consent. This section allows you to share relevant history and context. You are not required to
disclose anything you're not comfortable sharing.

Age

I am interested in additional resources for:

Additional comments:

INTERSEX PATIENT AND PROVIDER RESOURCES
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I am unsure or unaware of my history and past procedures

Information about my Intersex / Sex Characteristic Variation

                          Some of these resources may use medical terminology that is not used or preferred
by intersex people, but provide useful introductions to clinical information for providers. 
Disclaimer: 


