
Communication Strategies For Talking About 
IgG4-RD 

Living with IgG4-related disease (IgG4-RD) or caring for someone who has the disease 
can be challenging at times, especially when it comes to explaining the condition to 
others. These tips are designed to help you feel more confident and prepared when 
talking about IgG4-RD, whether you are speaking with family, friends, coworkers, 
medical professionals or children. These insights were drawn from the Caregiver’s 
Conversation: Talking About IgG4-RD, where patients, caregivers and medical experts 
shared their experiences and advice.  

Whether you are newly diagnosed, supporting a loved one, or just trying to 
make these conversations a little less daunting, this guide is here to help.  

Practical Communication Strategies for Talking About 
IgG4-RD 

• Use Simple, Personal Language: Keep explanations straightforward, like “it is a 
rare autoimmune disease that causes your body to attack itself.” Personalizing 
your explanation can help others better understand what you are experiencing 
without feeling overwhelmed by medical terminology.

• Focus on the Impact, Not Just the Science: Instead of diving into technical terms 
explain how the disease affects you personally, both physically and emotionally. 
This approach can make your story more relatable and meaningful.

• Know Your Audience: Adjust your level of detail based on who you are talking to. 
Friends and Family may need a general overview, while medical professionals 
might require more specific information. Be prepared to adjust based on the 
listener’s familiarity with the disease.

• Have Quick Responses Ready for Critical Situations: In emergency or high-stress 
situations, having a concise explanation prepared can be essential. This can help 
medical staff understand your individual immediate needs without requiring a 
lengthy backstory.

• Be Honest About Your Limits: It is okay to say “ I am not up for deep 
conversation about it today.” Protecting your emotional energy is just as 
important as explaining the disease. 

• Build a Support Network: Connect with others who understand your journey. 
Online forums, patient groups and meet-ups can provide support, validation and a 
a sense of belonging.



• Prepare for Medical Visits: Bring notes, health journals and printed resources to 
medical appointments. This can help you stay organized and ensure your concerns 
are heard. .  When IgG4ME! is launched this is a great resource to keep all of this 
essential information in one easy-to-access location. 

• Give Yourself Grace: It is okay if you do not have all the answers. This is a complex 
condition, and it is a learning process for everyone. Do not feel pressured to be an 
expert every time you talk about it.

• Use Metaphors and Analogies: Sometimes, comparing the disease to something 
more familiar can help others grasp the impact. For example, you might say “it is 
like a slow-burning fire inside my body that can be hard to control without the 
proper treatment and management.”

• Find Your Own Voice: Everyone has a different experience with IgG4-RD. Speak 
about your journey in a way that feels authentic to you, without feeling pressured 
to follow a script.

• Set Emotional Boundaries: It is okay to protect your emotional well-being by 
choosing when and how much to share. Not every conversation needs to be a deep 
dive.

• Practice Self-Compassion: Remember that you are doing the best you can, it is 
okay to stumble through conversations and learn as you go.

• Prepare for Shifting Social Dynamics: It can be challenging to explain why you 
must cancel plans or decline invitations.

• Talking to Children: When communicating with children about a parent’s 
diagnosis, keep the conversation honest but age appropriate. Use simple language, 
re-assure them of their parent’s love and encourage them to ask questions. 
Remember, kids often pick up on emotions, even if they do not fully understand 
the situation. Creating a safe space for their worries can help them feel more 
secure.

• Talking to Adult Children: For those with adult children, consider their unique 
concerns and the roles they may have in caregiving. Be honest about your needs, 
but also respect  their independence. Encourage open communication and create a 
space for them to   share their fears, frustrations or questions. Remind them that it 
is okay to not have all of the answers right away.

For more resources and support, visit the IgG4ward! website at 
www.igg4ward.org to explore our educational resources, community 
support and upcoming events.  
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