
Empower and Thrive: 
Your Lupus Journey Guide
This guide is a resource for individuals living with lupus, 
offering practical advice, tools, and encouragement to help 
you manage your symptoms, advocate for yourself, and lead a 
confident, fulfilling life.
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Introduction

Living with lupus is no walk in the park. Some days, it feels like you’re fighting a battle your body 
won’t let you win. But I’ve learned that having the right information and tools can make a world of 
difference. That’s why I want to share this guide—to help us understand our symptoms, ask the right 
questions, and feel empowered to stand tall in doctor’s offices. 
Lupus hits Black women harder than most, and while that can feel isolating, let me tell you—you are 
not alone. Together, we can take control of our health journeys and build a community of strength 
and understanding.

Why This Matters for Us?

Black women are not only more likely 
to get lupus but often experience 
more severe symptoms.

Black and Hispanic women are often 
diagnosed at a younger age.

Symptoms vary, so it's important to 
stay aware of changes in your body.

Diagnoses often come later than they 
should; on average, it can take 5 years to 
get an accurate diagnosis. For R&B 
superstar, Toni Braxton, it took her 10 
years to get an accurate diagnosis.

While doctors don’t know exactly why we 
get lupus, researchers believe that 
genetics, family history, and the 
environments we live in play a role.

What’s the 411 on lupus, and how does it affect Us?

Lupus is an 
autoimmune disease,
meaning the body's immune system attacks its own healthy cells. 
It can show up in so many ways — extreme tiredness, joint pain, 
skin rashes, hair loss, or even problems with major organs like 
the heart, kidneys, or brain.



Empowerment Guide

Lupus symptoms are tricky—they can come and go and show up in different ways for different people. 
That’s why it’s so important to pay attention to your body and trust what it’s telling you.

Common Symptoms to Watch for:

When to Talk to Your Doctor:
If something feels off—whether it’s worsening pain, a new rash, or being so tired you can 
barely get through the day—don’t hesitate to call up your doctor. And keep pushing if you 
don’t feel heard. You know your body better than anyone else.

i

Skin Changes
Rashes, especially 

across the cheeks and 
nose, and other areas 

exposed to the sun.

Fatigue
Feeling wiped out no matter 

how much rest you get.

Pain
Swollen, achy joints or 
muscles. Chest pain 
when breathing deeply.

Other Changes
Hair falling out, mouth 
sores, swollen lymph 
nodes, and confusion.
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Recognizing the Signs and Knowing When to Speak Up



Walking into a doctor’s office can feel overwhelming, especially if you’re managing symptoms that 
don’t have easy answers. But being prepared can make those visits less stressful and more productive.
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Preparing for Your Doctor’s Appointment

Before Your Appointment:

Track Your Symptoms
Make sure you jot down any changes 
in your body and how you’re feeling 
day to day.

Bring Support
Bring your bae, auntie, homegirl, whoever 
helps you feel less alone and catch things 
you might miss.

Key Questions to Ask

What tests will help 
us figure out what’s 

happening?

1 2 3

Are there lifestyle 
changes that could help 

with my symptoms?

Are there side 
effects I need to 
watch out for?

List Questions 
Don’t be shy! No question is too small or too stupid. Ask about tests, medications, 
and lifestyle changes.



Lupus doesn’t have a cure, but there are ways to manage symptoms and flare-ups. The best care 
comes from working closely with your doctor and finding out what works for you.
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Understanding Your Treatment Options

Treatment Basics

Medications
Anti-inflammatories 
and steroids can 
help. 

Self-Care Practices
Rest, eat well, move your body gently, and avoid stress as 
much as possible (I know, easier said than done). Also, stay 
out of direct sunlight and use sunscreen. Yes, we should be 
using sunscreen.

Clinical Trials:
Please keep an open mind to clinical trials. Black women don’t get invited enough to participate in 
clinical trials, even though we’re more affected by lupus. Joining one could not only help you but 
improve care for future generations of Black women.

Speaking Up for Yourself and Owning Your Health
I know how hard it can be to feel like your concerns aren’t taken seriously, especially as a Black woman. 
But your health is way too important to let anyone dismiss you. Advocating for yourself isn’t just about 
getting the care you deserve—it’s about showing the world that our health and our voices matter.

Ways to Take Charge

Ask Questions
Don’t be afraid to say, “Can you 
explain that differently?” or 
“What does that mean for me?”

Document Everything
Take notes or record important 
conversations with your 
doctor’s permission.

Trust Your Gut
If something feels wrong, 
don’t stop until you get 
answers or a second opinion.

Your Voice Matters:
By speaking up, we’re challenging a system that hasn’t always served us well. When we 
demand better care, we make it possible for all Black women to be seen, heard, and treated 
with the respect we deserve. 
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Where to Get Help and Good Information

Take Control of Your Journey
Living with lupus isn’t easy, but you don’t have to face it alone. With the right knowledge, tools, and 
support, you can take charge of your health and feel confident in your journey. By using your voice, 
staying in-the-know, and leaning on your community, you’re not only empowering yourself but paving 
the way for better care for all of us.

Learning about lupus and talking to others can make you feel more supported. There are many websites 
and community groups just for Black women with lupus.

Where to Look:

Lupus Support 
Groups

Find groups online or in 
your area where Black 

women with lupus share 
their experiences.

Good Health 
Websites

Look for info from trusted 
sources, like the National 

Minority Quality Forum and 
lupus research groups.

 Community Leaders 
and Events

People in your community 
can give you good info and 

support networks.
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