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Planning a conversation with your adult children about your recent PKD diagnosis 
 
Sharing news about a life-threatening genetic disease with your adult children can be 
challenging, but open communication is crucial. Here are some tips to consider when 
discussing your polycystic kidney disease (PKD) with your adult children: 
  

 Choose an appropriate time and setting: 
o Pick a time when everyone is relaxed and not under time pressure. 
o Ensure that you have enough time to discuss the topic thoroughly. 
o Find a quiet and comfortable place where you can talk without interruptions. 
o Create an atmosphere conducive to open and honest communication. 

 
 Educate yourself and gather resources: 

o Before the conversation, learn about PKD yourself. Be prepared to answer 
questions and provide resources. 

o Familiarize yourself with the potential emotional and physical impact of the 
disease. 

o Collect relevant resources, such as pamphlets, articles, or websites, that 
provide reliable information about PKD. Having these materials on hand can 
assist in explaining the condition and its genetic aspects.  

 
 Be honest and transparent: 

o Start the conversation by expressing your love for your children and your 
desire to be open with them. 

o Be honest about the nature of PKD and its genetic implications.  
 

 Encourage questions: 
o Let your children know that you are open to questions and that you'll provide 

as much information as you can. 
o Be patient and listen actively to their concerns. 

 
 Be prepared to listen: 

o Be open to your children's feelings, questions, and concerns.  
o Active listening is crucial in fostering a supportive environment.  
o Avoid interrupting, and allow them to express themselves fully. 

 
 Share your feelings: 

o Express your own feelings about the diagnosis. Let them know that you are 
coping with the news and seeking support. 

o Share any plans you have for managing the disease and your overall health. 
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 Provide reassurance: 
o Reassure your children that you are taking steps to manage your health, and 

emphasize the ongoing advancements in medical research related to PKD. 
Offer hope and optimism while remaining realistic. 
 

 Discuss testing options: 
o If applicable, discuss the possibility of genetic testing with your children. 

Explain the benefits and limitations of such testing. 
o Emphasize that this information can help them make informed decisions 

about their health. 
 

 Respect individual choices: 
o Acknowledge that each adult child may have different reactions and coping 

mechanisms. Respect their individual choices regarding testing, healthcare 
decisions, and emotional processing. 

 
 Offer Emotional Support: 

o Acknowledge that this news might be difficult for them to process. Offer 
emotional support and encourage them to express their feelings. 

o Reassure them that you are taking steps to manage the condition and that 
medical advancements are ongoing. 

 
 Involve Healthcare Professionals: 

o Encourage your children to speak with healthcare professionals to get 
accurate information about PKD and potential testing options. 

o Offer to accompany them to appointments if they wish. 
 

 Follow-Up: 
o Check in with your children after the initial conversation. Let them know that 

you are available to discuss any concerns or questions that may arise later. 
o Be proactive in providing updates on your health and any developments in 

managing PKD. 
  
Approaching this conversation with thoughtfulness and consideration can contribute to a 
supportive environment for your family. Remember that ongoing communication and 
support will be crucial as you navigate this journey together. 
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Additional tips and suggestions 
 
Having a conversation about a life-threatening genetic disease with your adult children can 
be emotionally charged, so approach it with empathy and understanding. It's a shared 
journey, and your openness can strengthen the bond between you and your children. Here 
are some additional suggestions for improving your conversation, and some things to 
avoid. 
  
Things to Improve the Experience: 
  

 Set a Positive Tone: 
o Begin the conversation on a positive note. Express your love and gratitude for 

the family coming together, reinforcing that this discussion is an opportunity 
for shared support. 

 
 Emphasize Unity: 

o Emphasize the importance of unity and support within the family. Reassure 
your adult children that you are in this together and that their emotional well-
being is a priority. 

 
 Express Confidence in Managing PKD: 

o Share your proactive approach to managing PKD. Express confidence in the 
medical support you have sought and your commitment to a healthy lifestyle 
to slow the progression of the disease. 

 
 Provide Reassurance: 

o Reassure your adult children that PKD is manageable, and there are 
measures in place to address its challenges. Highlight the importance of 
family support in navigating this journey. 

  
Things to Avoid: 
  

 Springing the Conversation Unexpectedly: 
o Avoid springing the conversation unexpectedly. If possible, give your adult 

children a heads-up that you'd like to discuss something important, allowing 
them to mentally prepare. 

 
 Overloading with Information:  

o While it's essential to provide information, avoid overwhelming your children 
with excessive details all at once. Focus on key points and allow time for 
questions and discussions. 
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 Downplaying the Severity: 

o Avoid downplaying the severity of PKD. While maintaining a positive outlook, 
be honest about the potential challenges to ensure a realistic 
understanding. 

 
 Interrupting or Rushing: 

o Refrain from interrupting or rushing through the conversation. Give each 
family member the opportunity to express their thoughts and ask questions. 
Patience is crucial. 

 
 Ignoring Emotional Aspects: 

o Don't neglect the emotional aspects of the conversation. Be prepared for a 
range of emotions, and provide a supportive environment for your children to 
express their feelings. 

 
 Dismissing Their Concerns: 

o Refrain from interrupting or dismissing your children's concerns, questions, 
or emotions. Active listening is crucial for building trust and understanding 
during this conversation. 

 
 Pressuring Genetic Testing: 

o Avoid pressuring your adult children into genetic testing if they are not ready 
or if they express reservations. Respect their autonomy and decision-making 
process. Offer information and support, but let them make the choice. 

 
 Blaming Yourself or Others: 

o Avoid placing blame on yourself or others for the genetic aspect of PKD. 
Genetic conditions are beyond anyone's control. Emphasize the importance 
of supporting each other and managing the situation collaboratively. 

 
 Neglecting Privacy Boundaries: 

o Respect your children's privacy and personal boundaries. While sharing 
information is important, avoid divulging details that your children may not 
be comfortable with or ready to discuss. 

 
 Bringing Up Unrelated Issues: 

o Stay focused on the topic at hand. Avoid bringing up unrelated issues during 
this specific conversation, as it may distract from the main discussion and 
create confusion. 
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 Assuming Reactions: 
o Avoid assuming how your adult children will react. People process 

information differently, and assumptions can lead to misunderstandings. 
Allow space for their individual responses. 

 
By being mindful of these considerations, you can create a more supportive and open 
atmosphere for discussing your PKD diagnosis with your adult children. Tailor your 
approach based on your family dynamics and the personalities of your adult children. 
Effective communication is key to navigating this challenging conversation.  
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Possible reactions, suggested responses 
 
When sharing news about a life-threatening genetic disease like PKD with your adult 
children, there may be a range of reactions. Each person may respond differently, and their 
emotions can evolve over time. Here are some possible reactions, and suggested 
responses. 
 

 Shock and Disbelief: 
o Reaction: Your children might initially be shocked and find it hard to believe 

the news. 
o Response: Give them time to absorb the information. Reiterate your 

willingness to answer questions and provide additional information as 
needed. 

 
 Fear and Anxiety: 

o Reaction: Anxiety and fear about the potential impact of the disease on their 
own health or the family's well-being. 

o Response: Provide reassurance about the steps you are taking to manage 
your health. Share information about support systems and resources 
available for both you and them. 

 
 Guilt or Blame: 

o Reaction: Some may feel guilty or blame themselves for the genetic risk. 
o Response: Emphasize that it's not their fault. Genetic conditions are beyond 

anyone's control. Encourage open communication about their feelings, and 
consider involving a genetic counselor to provide more information. 

 
 Anger or Frustration: 

o Reaction: Anger at the unfairness of the situation or frustration about the 
lack of control over genetic factors. 

o Response: Acknowledge their feelings and express understanding. 
Encourage open dialogue, and work together to find constructive ways to 
cope with these emotions. 

 
 Sadness and Grief: 

o Reaction: A sense of loss or sadness about the potential impact on family 
dynamics and future plans.  

o Response: Allow space for grief and sadness. Share your own emotions and 
coping strategies. Consider involving a counselor or therapist to provide 
additional support. 
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 Denial or Minimization: 
o Reaction: Some may downplay the significance of the news or try to deny its 

impact. 
o Response: Be patient and understanding. Reiterate the importance of 

acknowledging and addressing the situation. Encourage open 
communication and provide ongoing support. 

 
 Seeking Information: 

o Reaction: A desire for more information about the disease, its progression, 
and potential preventive measures. 

o Response: Offer resources and encourage them to consult healthcare 
professionals for accurate and personalized information. Discuss available 
testing options and the benefits of staying informed. 

 
 Support and Unity: 

o Reaction: A desire to come together as a family to support each other 
through the challenges ahead. 

o Response: Embrace this positive response and reinforce the importance of 
mutual support. Explore ways to strengthen family bonds and encourage a 
collaborative approach to managing the situation. 

  
Remember that emotions can be complex and may evolve over time. Keep the lines of 
communication open, be patient, and consider involving healthcare professionals or 
counselors to provide additional guidance and support for both you and your adult 
children. 
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Common concerns your children may have 
 
When you share your recent polycystic kidney disease (PKD) diagnosis with your adult 
children, they may have various concerns. Understanding these concerns can help you 
address them more effectively. Here are some common concerns they might have: 
  

 Genetic Inheritance: 
o The hereditary nature of PKD may raise worries about their own risk of 

inheriting the condition. They might be concerned about undergoing genetic 
testing and the potential implications for their own health. 

 
 Emotional Impact: 

o Learning about a parent's chronic illness can be emotionally challenging. 
Your children may worry about your emotional well-being, as well as how the 
diagnosis will affect family dynamics and relationships. 

 
 Impact on Your Health: 

o Concerns about your health and well-being may be significant. They may 
worry about how PKD will affect your daily life, your ability to engage in 
activities, and the potential progression of the disease. 

 
 Lifestyle Changes: 

o Your adult children may be concerned about the lifestyle changes you may 
need to make and how these changes might impact your overall quality of 
life. This could include dietary modifications, treatment plans, and the need 
for regular medical check-ups. 

 
 Financial Implications: 

o They may worry about the potential financial burden associated with 
managing PKD. Medical expenses, medications, treatments, and potential 
lifestyle changes can all contribute to financial concerns. 

 
 Future Planning: 

o Your children may be concerned about long-term planning, especially if the 
disease progresses. Discussions about future care, potential caregiving 
roles, and end-of-life planning may be on their minds. 

 
 Supporting You: 

o They may want to know how best to support you. Understanding the 
emotional and practical aspects of your needs can be a significant concern 
for your children. 
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 Fear of Losing a Parent: 
o The potential severity of PKD and its impact on kidney function may lead to 

fears about the possibility of losing a parent. This fear can contribute to 
emotional distress. 

 
 Impact on Family Dynamics: 

o Your adult children may be concerned about how the diagnosis will affect 
the dynamics within the family. They may worry about the roles they'll play in 
providing support and the potential changes in family routines. 

 
 Information Overload: 

o The wealth of information about PKD available online may be overwhelming. 
They may worry about finding reliable information, understanding the 
complexities of the disease, and making informed decisions. 

  
Acknowledging these concerns and addressing them openly during your conversations can 
help create a supportive and understanding atmosphere. Encourage your children to 
express their feelings and concerns, and work together to find ways to navigate this 
challenging journey as a family. Providing information, reassurance, and fostering open 
communication will be essential in addressing these concerns. 
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About PKD 
 
This simple explanation provides an overview of what PKD is, how it progresses, and the 
health challenges associated with it, all in a way that is easy to understand for someone 
who may not be familiar with medical terminology. 
  
PKD Basics: 
PKD is a genetic condition that mainly affects the kidneys. It's like having "bubbles" or 
cysts growing on the kidneys over time. 
  
How It Progresses: 
These cysts gradually increase in size and number, affecting the normal functioning of the 
kidneys. Think of it like the kidneys getting larger and less able to do their job over the 
years. 
  
Health Challenges: 
People with PKD may face challenges like high blood pressure and problems with kidney 
function. The cysts can interfere with how the kidneys filter waste and balance fluids in the 
body. 
  
Possible Consequences: 
If left unchecked, PKD can lead to complications like kidney infections, kidney stones, and, 
in severe cases, kidney failure. Monitoring and managing these issues become important 
for overall health. 
  
Emphasize Management: 
However, it's essential to emphasize that while there is no cure, there are ways to manage 
PKD through lifestyle changes, medication, and regular monitoring. 
  
Genetic Aspect: 
Mention that PKD is passed down in families, and if someone has a parent with PKD, they 
have a 50% chance of inheriting it. 
 
More Resources: 

 The PKD Foundation of Canada has a number of resources on our website that explain PKD 
o https://www.endpkd.ca/resource_centre 

 The PKD Foundation of Canada also has a number of informative videos on our YouTube 
channel 

o https://www.youtube.com/@ThePKDFOC 
 This recent video from the 2023 PKD Forum is a great introduction to PKD 

o https://youtu.be/dBel90T3lLE?si=g_aMT1M0wz-6J7l0  
 The PKD Foundation in the U.S. has free, informative patient handbooks on ADPKD and 

ARPKD 
o https://pkdcure.org/patient-handbooks/  
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Sample script for telling your adult children about your PKD diagnosis 
 
Introduction: 
"Thank you both for being here. I've asked you to sit down because there's something 
important I want to share with you. Before we start, I want you to know that I love you both 
deeply, and our connection means everything to me." 
  
Expressing Emotions: 
"This isn't an easy conversation for me, and I imagine it won't be easy for you either. I've 
recently been diagnosed with polycystic kidney disease, or PKD. I've taken some time to 
process this news, and I wanted to share it with you because I believe in open 
communication within our family." 
  
Providing Information: 
"PKD is a genetic condition that affects the kidneys. It means that there are cysts forming 
on my kidneys, and this can have various implications for my health." 
  
Addressing Genetic Inheritance: 
"I also want to be honest about the genetic aspect of PKD. It has a 50% chance of being 
passed on, and I understand that this might raise concerns for you. I'm here to provide as 
much information as you need, and to support you in whatever decisions you make." 
  
Assuring Support: 
"I want to emphasize that you're not alone in this. We're a family, and we'll navigate this 
together. I've been seeking advice from medical professionals, and I'm committed to 
managing my health to the best of my ability." 
  
Encouraging Questions: 
"I know this is a lot to take in, and I want you to feel comfortable asking questions. I'll do my 
best to provide answers, and if there's anything you don't understand or if you're feeling 
overwhelmed, please let me know." 
  
Discussing Future Steps: 
"In the coming weeks, I'm planning to explore more about managing PKD, and I'd like to 
involve you both in that process. This might include discussions with healthcare 
professionals and, if you're interested, exploring genetic testing options." 
  
Reassuring Hope: 
"While PKD presents challenges, I want to emphasize that medical research is ongoing, 
and there are effective ways of managing the disease, and support systems available. I'm 
hopeful about the future, and I believe that together, as a family, we can face whatever 
comes our way." 
  
 



13 
 

Closing: 
"I appreciate your listening and your understanding. This is a journey we're on together, and 
I'm grateful to have your love and support. Please take the time you need to process this 
information, and let's continue to talk about it as we move forward." 
  
Remember to adapt the script to your own voice and style, and be prepared for a range of 
emotions and questions from your adult children. The key is to foster an open and 
supportive environment for ongoing communication. 
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Information about managing PKD 
 
Receiving a diagnosis of polycystic kidney disease (PKD) can be challenging, but there are 
positive steps individuals can take to stay as healthy as possible. Here are some key 
recommendations: 
  

 Regular Medical Check-ups: 
o Schedule regular check-ups with a healthcare provider who has experience 

in managing PKD. Monitoring kidney function, blood pressure and overall 
health is crucial. 

 
 Consult with Specialists: 

o Consider consulting with specialists such as nephrologists and genetic 
counselors who can provide targeted guidance and support. 

 
 Adopt a Kidney-Friendly Diet: 

o Follow a kidney-friendly diet that includes: 
 Low Salt: Limit sodium intake to help manage blood pressure. 
 Adequate Fluids: Stay well-hydrated, but consult with a healthcare 

professional about the right amount for your specific situation. 
 Limit Protein: Moderation in protein intake, especially if there are 

signs of kidney impairment. 
 

 Maintain a Healthy Weight: 
o Adopt a healthy lifestyle to maintain an optimal weight. This includes regular 

physical activity and a balanced diet. 
 

 Monitor Blood Pressure: 
o Regularly monitor blood pressure and work with healthcare professionals to 

keep it within a healthy range. Elevated blood pressure can accelerate 
kidney damage. 

 
 Stay Hydrated: 

o Ensure proper hydration, but consult with healthcare providers to determine 
the appropriate amount of fluids based on individual health needs. 

 
 Quit Smoking and Limit Alcohol: 

o If applicable, quit smoking and limit alcohol intake. Both can have negative 
effects on kidney health. 

 
 Manage Stress: 

o Incorporate stress-management techniques such as mindfulness, 
meditation, or yoga to support overall well-being. 
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 Adequate Sleep: 

o Prioritize adequate sleep, aiming for 7-9 hours per night. Quality sleep is 
essential for overall health. 

 
 Educate Yourself: 

o Learn more about PKD from reputable sources. Understand the condition, 
its symptoms, and potential complications to make informed decisions 
about your health. 

 
 Medication Adherence: 

o If prescribed medications, take them as directed. Adhering to the prescribed 
treatment plan is crucial for managing symptoms and slowing the 
progression of PKD. 

 
 Genetic Counseling: 

o If considering family planning or coping with the genetic aspect of PKD, seek 
genetic counseling to understand the implications and options. 

 
 Engage in Regular Exercise: 

o Incorporate regular physical activity into your routine. Activities like walking, 
swimming, or cycling can contribute to overall health. 

 
 Build a Support System: 

o Surround yourself with a supportive network of family, friends, and 
healthcare professionals who understand and can assist in managing the 
challenges of PKD. 

 
 Advocate for Yourself: 

o Be an active advocate for your health. Ask questions, seek second opinions 
when needed, and actively participate in decisions about your healthcare. 

  
Remember, everyone's journey with PKD is unique, and it's essential to work closely with 
healthcare professionals to develop an individualized plan for managing the condition. 
Regular communication with your healthcare team and making positive lifestyle choices 
can contribute to better overall health and well-being. 
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Information about managing mental health with PKD 
 
Caring for mental health is a crucial aspect of managing any chronic condition, including 
polycystic kidney disease (PKD). Here are some positive steps individuals with PKD can 
take to look after their mental well-being: 
  

 Seek Emotional Support: 
o Connect with friends, family, or support groups to share your feelings and 

experiences. Talking about your emotions can be cathartic and help reduce 
feelings of isolation. 

 
 Talk Openly with Healthcare Providers: 

o Communicate openly with your healthcare providers about your mental 
health. They can offer guidance, refer you to mental health professionals if 
needed, and incorporate mental health considerations into your overall care 
plan. 

 
 Professional Counseling: 

o Consider seeking the support of a mental health professional, such as a 
counselor or therapist, who can provide guidance and coping strategies for 
managing stress and emotions related to PKD. 

 
 Educate Yourself: 

o Learn more about PKD to empower yourself with knowledge. Understanding 
the condition and its management can reduce anxiety and uncertainty. 

 
 Limit Information Overload: 

o While it's important to stay informed, avoid information overload. Set 
boundaries on how much and how often you seek information about PKD to 
prevent feelings of anxiety or overwhelm. 

 
 Schedule Relaxation Time: 

o Allocate time for activities that bring you joy and relaxation. Whether it's 
reading, spending time outdoors, or enjoying a hobby, prioritize self-care. 

 
 Mindfulness and Relaxation Techniques: 

o Practice mindfulness meditation, deep breathing exercises, or other 
relaxation techniques to manage stress and promote a sense of calm. 

 
 Physical Activity: 

o Engage in regular physical activity, as exercise has been shown to have 
positive effects on mood and mental well-being. Choose activities that you 
enjoy and can incorporate into your routine. 
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 Healthy Lifestyle Choices: 

o Adopt a healthy lifestyle, including a balanced diet, adequate sleep, and 
regular exercise. These factors contribute not only to physical health but 
also to mental well-being. 

 
 Express Yourself Creatively: 

o Explore creative outlets such as art, writing, or music. Expressing yourself 
creatively can be a therapeutic way to cope with emotions. 

 
 Connect with Others Facing Similar Challenges: 

o Join online forums, support groups, or local community groups where 
individuals with PKD share their experiences. Connecting with others who 
understand your journey can provide a sense of community and support. 

 
 Genetic Counseling for Family Planning: 

o If family planning is a concern, consider genetic counseling to discuss the 
implications and options. Understanding the genetic aspect can alleviate 
stress related to future generations. 

 
 Practice Self-Compassion: 

o Be kind to yourself. Living with a chronic condition can be challenging, and 
it's okay to acknowledge the difficulties you face. Practice self-compassion 
and celebrate small victories. 

  
Remember, mental health is an integral part of overall well-being. Taking proactive steps to 
care for your mental health can enhance your ability to navigate the challenges associated 
with PKD and lead a fulfilling life. If you ever feel overwhelmed, reaching out for 
professional support is a positive and proactive step. 
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Pros and cons of genetic testing for PKD 
 
Genetic testing for polycystic kidney disease (PKD) is a personal decision that comes with 
both potential benefits and considerations. Here are some pros and cons to help your 
adult children navigate their decision: 
  
Some Pros of Genetic Testing for PKD: 
  

 Early Detection: 
o Genetic testing can identify whether your children have inherited the PKD 

gene, allowing for early detection of the condition. 
 

 Informed Decision-Making: 
o Testing provides valuable information that can aid in making informed 

decisions about lifestyle choices, family planning, and medical care. 
 

 Personalized Healthcare: 
o Knowledge of genetic status enables healthcare professionals to tailor 

medical care and monitoring based on individual risk. 
 

 Family Planning: 
o For those considering starting a family, knowing their genetic status allows 

for informed family planning decisions and discussions with healthcare 
providers. 

 
 Emotional Preparation: 

o Genetic testing can offer the opportunity for emotional preparation and 
psychological support, helping individuals and families cope with the 
potential impact of PKD. 

 
 Participation in Clinical Trials: 

o Some individuals may choose to participate in clinical trials or research 
studies related to PKD, contributing to advancements in understanding and 
treating the condition. 

 
Some Cons of Genetic Testing for PKD: 
 

 Psychological Impact: 
o Learning about a positive result can have a psychological impact, causing 

stress, anxiety, or depression. It's important to consider potential emotional 
challenges. 
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 Limited Treatment Options: 
o Currently, there is no cure for PKD, and medical care is focused on managing 

symptoms. Some individuals may prefer not to know their genetic status if 
there are limited options for intervention. 

 
 Insurance and Employment Concerns: 

o Genetic information can have implications for insurance coverage and 
employment. Some individuals may be concerned about potential 
discrimination based on their genetic predisposition to a health condition. 

 
 Impact on Future Insurability: 

o In some regions, a positive genetic test result may affect insurability or the 
cost of insurance premiums. This can be a consideration for those 
undergoing testing. 

 
 False Positives or Negatives: 

o Genetic testing is not infallible. There is a small possibility of false positives 
or negatives, which may lead to unnecessary stress or a false sense of 
security. 

 
 Impact on Relationships: 

o Genetic testing results can have implications for relationships within 
families. It's important to consider how this information may impact 
individual family dynamics. 

 
 Privacy Concerns: 

o Genetic information is sensitive, and some individuals may have concerns 
about privacy or the potential for their information to be misused. 

 
Ultimately, the decision to undergo genetic testing for PKD is highly personal. It's important 
for your adult children to carefully weigh the pros and cons, consider their emotional 
readiness, and consult with healthcare professionals and genetic counselors to make an 
informed decision aligned with their values and preferences. 
 
 


