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PKU Advocates Message Grid
PATIENTS

	MENTAL HEALTH- Patients

	Questions
	Messaging/call to action 

	Children

	What do you not tell people about having PKU? 
	Living with PKU is hard but you can always speak to your family or doctor about it. 

	How do you feel in your head when you think about living with PKU?
	These are normal feelings. Everyone with PKU or a rare disease has these feelings.

	Can you tell me about how it feels to live with PKU? 
	It's good to talk about your feelings and how living with PKU makes you feel. It helps! 

	What do you want people to understand about life with PKU? 
	Thank you for telling me. We can make sure people understand what it is like to live with PKU.

	Teens

	What do you find difficult to tell people about PKU? 
	You are not alone. It is difficult but there are people to help. Talking about it will help. 

	What do you want people to understand about life with PKU? 
	Thank you for telling me. We can make sure people understand what it's like to live with PKU. 

	How do you feel when you have to explain PKU repeatedly?
	It is overwhelming but you don't need to feel bad about having PKU. You are not alone! 

	If you were to have a conversation about mental health, what would that look like?
	You are very brave and speaking about it will help. Everyone living with rare diseases has these sorts of challenges. There are options we can discuss. 

	Adults

	As a person living with PKU, what do you find difficult to tell people about PKU when you think of mental health?
	Mental health has a stigma, and it is something the PKU community finds challenging to speak about—everyone can have mental health problems, and a person living with PKU can be more affected. It's important to let your healthcare team know when you are experiencing issues with your mental health so that solutions can be found. 

	Do you ever speak about the strain of living with a rare disease? mental
	You are very brave and speaking about it will help. Everyone living with Rare diseases has these sorts of challenges. There are options we can discuss. 

	Do you feel that mental health is something you struggle with?
	This is normal for people with a rare disease. We can work with you to find help. 

	Is mental health something you feel is a burden of living with PKU?
	That you can speak about this to me is really positive. We can work together to understand what support is available. 

	Elderly

	What did you feel you had to hide from people about living with PKU? 
	You are not alone. This is normal when you have a rare disease. 

	Have you ever had a conversation about mental health?
	Not many people do. Thank you for telling me. There is support for you. 

	What do people not understand about the mental challenge of living with PKU?
	PKU is a lifelong disease and it is a challenge. Not many people understand, but I do, and we can help each other. 

	Are you able to speak with your doctor about your mental health? 
	It can help to speak with the doctor. I know it is difficult.  It is normal not to have these feelings. 




	CONCENTRATION-Patients

	Questions
	Messaging/call to action 

	Children

	What sort of problems do you have with concentrating? 
	This is normal for people living with PKU. You are not alone. 

	Is it hard for you sometimes to focus your mind? 
	Sometimes this is because of PKU, sometimes it is not. Tell your parents or teacher they can help. 

	When your parents, teacher or doctor ask you about concentration, how does that make you feel?  
	It is normal to feel this way. They ask because they care. It might be because of the PKU but we can help.

	Would you like to understand why people ask you about it if you find it difficult to concentrate? 
	It is good to be curious. If you understand better then you will know what to look for and who to tell. 

	Teens

	Tell me when you try to concentrate how easy or hard is that? 
	If you are having difficulty concentrating, this may be related to your PKU. It is important to let your healthcare team know when you are experiencing problems with concentration and the impact that this has on your life.

	Has anyone ever spoken to you about concentration and how does that make you feel?
	These are normal feelings. Everyone has these feelings. Living with PKU can add to the feelings.

	Who do you trust to discuss any problems to keep your mind focused? 
	It is important you have someone you trust. There are lots of people who can help. You are brave to speak about it. 

	Would you like to understand why PKU living with PKU can find it difficult to concentrate? 
	Thank you for telling me. We can make sure people understand what it is like for you. 

	Adults

	Do you ever speak to anyone about having difficulty concentrating?
	Not many people do. Thank you for telling me. Not many people understand but we can help. 

	If you were to speak with your doctor about the challenges of concentrating. What would that look like?
	If you are having difficulty concentrating, this may be related to your PKU. It is important to let your healthcare team know when you are experiencing problems with concentration and the impact that this has on your life. 

	Problems with concentration, can you tell me about this?
	PKU can add to the challenge of concentrating. It is good you see this and speak about it.

	What has helped you with any problems you might have in concentrating?
	Thank you for sharing. This information can help others, and speaking about it can help you. 

	Elderly

	Tell me about when you try to concentrate, what does it look like?
	This is normal for lots of people. PKU can add to the challenge. You are not alone.

	Who would you feel most comfortable talking about concentration and why?
	It is important to be able to speak about concentration. It will help to manage this challenge. Ongoing support from your healthcare team can help improve your quality of life and overall well-being. 

	Concentration challenges, how is the conversation with your doctor?
	If you are having difficulty concentrating, this may be related to your PKU. It is important to let your healthcare team know when you are experiencing problems with concentration and the impact that this has on your life. 

	If PKU can cause issues with concentration are you aware of what can be done to help?  
	Good management of the Phe levels can help with concentration. It is not easy, but there is support for you. Ongoing support from your healthcare team can help improve your quality of life and overall well-being. 




	SOCIAL IMPACT-Patients

	Questions
	Messaging/call to action 

	Children

	People living with PKU often say they feel different. Have you that feeling and how does it make you feel?  
	This is normal for people with a rare disease. Not many people understand but you are not alone. 

	What is it like when you have to eat differently? 
	This is how many people who live with PKU feel. Remember, it is not a choice, it will keep you healthy and allow you to be your best self. 

	Is it hard for you to make friends in school?
	It is difficult for everyone; PKU can make it harder but not impossible. 

	Tell me how it feels to have measurements of your blood because you have PKU.
	This is normal for people with a rare disease. Not many people understand but you are not alone. 

	Teens

	What do you think when you have to go to a party or meet new people?
	It is normal for lots ofyoung people to feel this. PKU can make it harder but not impossible. 

	Do you get the support you need with your PKU now you are growing up? 
	Thank you for telling me. We can make sure you get the support you need. 

	Do you feel comfortable telling people you have a rare disease? 
	It is not easy speaking about PKU, but by speaking about it you are in control. 

	When you meet new people are you comfortable speaking about having a rare disease?
	It is normal, it is not easy. People have so many questions. By using your words, you are in control. 

	Adults

	How do you approach the subject of PKU when you find yourself in a new social situation? 
	It is normal, it is not easy. People have so many questions. By using your words, you are in control. 

	How has your work life been challenged by living with PKU?
	People living with PKU often feel excluded from society because of the restrictions caused by our condition. Social exclusion has a big emotional toll on us, and we need your help to make us feel more included in society. 

	What do people say when you mention you have a chronic rare disease? 
	All the questions are where we can help. They ask because they see how brave you are. They don't understand and are curious, which is not always easy. 

	What is not understood by society that needs to be better communicated for adults who live with PKU?
	Thank you for sharing. This information can help others and speaking about it can help you. 

	Elderly

	How do you approach the subject of PKU when you find yourself in a new social situation? 
	It is normal, it is not easy. People have so many questions. By using your words, you are in control. 

	What sort of changes have you seen in society, if any, towards people living with PKU? 
	People living with PKU often feel excluded from society because of the restrictions caused by our condition. Social exclusion has a big emotional toll on us, and we need your help to make us feel more included in society. 

	What new challenges do you face as an older person living with PKU? 
	We need to understand these issues and are working to get you the support you need. 

	How does society treat people living with Rare Disease? What do they do good and bad and need to do better?
	Your lifelong lived experience is so valuable to the community. Thank you for sharing.




























	RELATIONSHIPS

	Children

	Tell me what it is like to make friends when you have PKU.
	Wow, I did not know that. Thank you for explaining. Your bravery helps others to understand. 

	How do you feel you are treated differently from your brothers and sisters?
	It is normal but this is not only because of PKU. You can trust your parents to help you. Speak with them. 

	What does it feel when people treat you differently because you have PKU?
	That is something lots of people with rare diseases feel. Don't feel bad, it is not your fault. It's important to be able to speak about it. 

	What is the reaction when you tell people what it is like to have PKU?
	That is normal and you can use your words to explain how that makes you feel. 

	Teens

	How easy is it to make new friends? 
	It is the same for everyone even if you don't have a rare disease. You must have someone you trust. There are lots of people who can help. You are brave to speak about it. 

	Have you ever felt alone because of PKU? Who do you speak to about this?
	Maintaining relationships with family, friends, and partners can be challenging when you have PKU. It has an impact on your life.  You can help them understand that you are having this problem, and they can help you find a solution.

	What do you want people to know about PKU?
	Thank you for sharing. This information can help others and speaking about it can help you. 

	Have you felt that people see the disease before the person, and how does that make you feel?
	These are normal feelings. It is important you speak about them and use your words to explain how it makes you feel. 

	Adults

	When you meet new people are you comfortable speaking about having a rare disease?
	This is how many people who live with PKU feel. Remember, when you are able to speak about life with PKU you are in control. 

	What have been the challenges to making friends with people when they don't understand how it is living with PKU?
	This is normal for people with a rare disease. Not many people understand but you are not alone. 

	What sort of impact has living with a rare disease had on your relationships?
	Maintaining relationships with family, friends, and partners can be challenging when you have PKU. It has an impact on your life.  You can help them understand that you are having this problem, and they can help you find a solution. 

	What are the situations when hiding your disease will make life easier for people living with PKU?
	It might seem easier in the short term, but by speaking about PKU you are in control. 

	Elderly

	What impact do you think PKU has on making friends?
	This is normal for people with a rare disease. Not many people understand but you are not alone. 

	Do you think that hiding your condition from people makes life easier? Why do you think that?
	It might seem easier in the short term, but by speaking about PKU you are in control. 

	What was the impact of PKU on your social life?
	PKU can impact your social life but good disease management can make it better. 

	Have you ever felt tired of having to explain PKU to people? Tell me how you do in those situations. 
	Thank you for telling me. We can make sure people understand what it is like for you. 




	WORK AND EDUCATION

	Children

	What do you want the kids and teachers to know about PKU?
	This is really important, thank you for telling me. They need to understand this. 

	What is it about PKU that might make school harder? 
	School is hard for everyone in some way or another. Thank you for telling me. 

	What are the things that people at school should know about PKU and how should we tell them?
	We can make sure that the teachers are aware of this. You can be in control by using your words. 

	What sort of questions do friends at school ask about PKU? How do you feel when they ask these questions?
	It is normal, they don't ask to make you feel bad. They are curious about which is good.

	Teens

	When you move to a new school or class what would you like them to know about PKU and how should we tell them?
	This is really important, thank you for telling me. People need to understand so we can help them change. 

	Do you have troubles with school, what sort of trouble do you have? 
	School is hard for everyone in some way or another, not just you. Thank you for telling me. 

	Do you feel confident that you can get the highest grades you want? Is PKU impacting you in getting these grades? 
	By doing your best to manage your disease this can help with school. You can get the grades you want.

	What do you think school would be like if no one knew you had PKU? 
	School is tough, but by speaking about your PKU you are in control. It can help you manage your disease.

	Adults

	Did you feel different at school because you had PKU? What can we do to change that?
	This is really important, thank you for telling me. People need to understand so we can help them change. 

	What sort of reactions have you had from employers when you tell them you have a rare disease? 
	This is natural, but by speaking about your PKU you are in control. Your bravery will help them to change their mindset. 

	What sort of support needs to be in place to help people achieve their very best at school and work?
	People with PKU can experience problems in school, college, and the workplace because of their PKU. Teachers, lecturers, and employers need to know why you experience problems and the accommodation you need to achieve your full potential.

	What has the impact of living with PKU had on your education and working life?
	People with PKU can experience problems at school, university and in the workplace because of their disease. Teachers, lecturers, and employers should be aware of how this condition can impact the daily lives, including the educational and career paths of people with PKU. In an educational and work environment that takes into account the specific needs of people with PKU, you can help ensure that they reach their full potential without facing additional barriers due to the disease. 

	Elderly

	Tell me about how PKU impacted your working life.
	This is really important. Thank you for telling me. People need to understand so we can help them change. 

	What would you want to change in the working life of people living with PKU?
	Thank you for sharing. Let's see how we can make it different for others living with PKU.

	Can you explain how your education was affected by living with PKU? 
	This can't be easy to share, but your bravery makes a difference and has a real and lasting impact. 

	What should the schools be aware of for children who have PKU to make them feel at ease?
	Sharing your lived experience can help you and make a real impact on others. 




	AGING POPULATION

	Children

	What questions do you have of older people living with PKU? 
	We can all learn from older people. They know how you feel. 

	What would you ask a person who has lived more than 50 years with PKU?
	These are great questions. You can learn a lot from people who have lived a long time with PKU. 

	If you were to speak with an elderly person who had lived all their lives with PKU what would you say? 
	Wow, you are saying the right things. People who have lived a long time with PKU can help us all understand so much more. 

	What do you want to learn from people who have lived all their lives with PKU? 
	It is very clever to want to learn from your elders. They can answer lots of questions about living with PKU. 

	Teens

	What questions do you have of older people living with PKU?
	These are great questions. You can learn a lot from people who have lived a long time with PKU.

	Have you ever wanted to meet someone who has lived a long time with PKU, what would you ask them?
	Your questions are very interesting and let's see how we can find the answers. 

	Elderly people living with PKU have a different experience from you. What do you think that might be?
	It is good you are curious about life with PKU. The questions you ask are important for you and for elderly people.

	If you were to speak with an elderly person who had lived all their lives with PKU what would you say? 
	We need to acknowledge the lived experience of elderly people with PKU. We can learn from them. 

	Adults

	Have you ever thought of what life will be like for you as you get older living with PKU? What do you want to understand?
	As you get older you may find that you are developing new and unexpected problems associated with your PKU. You need to let your healthcare team know about these problems so that solutions can be found and older people with PKU will get the support they need.

	Have you met with an elderly person living with PKU and what did you learn? 
	There is still a lot we don't understand, but speaking with elderly people who live with PKU will help.

	If you were to meet an elderly person who had lived a long life with PKU what would you ask them?
	These are the sorts of questions we all need to be asking about growing old with PKU. We are working on finding the answers. 

	What sort of concerns do you have about growing old with PKU?
	These are real concerns, but we are working to find options to make it better as we grow older with PKU. Lifelong management of PKU presents unique challenges. 

	Elderly

	If you were to speak to children about a life with PKU what would you tell them?
	Your lived experience has a true value. Thank you for sharing. 

	As you grow older with PKU what do you need to know more about?
	As you get older you may find that you are developing new and unexpected problems associated with your PKU. You need to let your healthcare team know about these problems so that solutions can be found and older people with PKU will get the support they need. 

	What sort of services to support your PKU do you need now that you did not need when you were younger?
	There are still lots we don't understand, but speaking with you helps us understand what type of support is needed. 

	How is it discussing with your doctor about getting old and living with PKU?
	It is important to ask the doctor. We need them to understand that older people with rare diseases need different support. 









PKU Advocates Message Grid
FAMILY MEMBERS


	MENTAL HEALTH

	Questions
	Messaging/call to action 

	Spouse

	How do you approach the discussion around mental health and PKU?

	Speaking about mental health and PKU helps break the stigma. This is important! 

	Have you ever spoken to your partner about your mental health?  
	It is a challenge but speaking about it helps you both in many ways. 

	Do you ever think about how PKU impacts your and your partner’s mental health?
	People living with PKU, but also their parents and caregivers often experience mental health problems that can impact their emotional well-being or ability to support. Look for psychological support, you are not alone. 

	Parents

	The mental strain for your child living with PKU can be a challenge. How can we support you?
	People living with PKU, but also their parents and caregivers often experience mental health problems that can impact their emotional well-being or ability to support. Look for psychological support, you are not alone. 

	Being a parent of a child with PKU is a real mental burden. How do you look after yourself?
	Take time for your mental wellbeing. It is important for you and your family.

	How do you approach the discussion with your child around mental health and PKU?
	It is not easy but speaking about mental health breaks the stigma. This is important! 

	What sort of support are you getting for the mental health of your child and what do you need?
	Speaking about the support you need will help us to better understand what you need. 

	Siblings

	What does it feel like in your head living with a sibling who has a rare disease? 
	It is not easy but speaking about it is much better than not. Thank you for sharing your story with me. 

	How do you imagine it feels in your sisters’/brothers’ heads living with PKU?
	Thank you for thinking about them. It can help you both to try to see it from their side. 

	What do you want people to understand about being a sibling of someone living with PKU?
	You are not forgotten, it can be difficult when your sister or brother can seem to get treated differently. Your help makes a huge difference to your sister or brother. They might not always tell you but it matters to them. 

	Grandparents

	What do you do to cope with having a grandchild who has a rare disease and, in particular, any psychological challenges they might be having?
	It is not easy, and we are here to help. Speaking about PKU can be a challenge but it will help you and your grandchild more than you know.

	Being a grandparent of a child with PKU has a real mental burden. How do you look after yourself?
	People living with PKU, but also their family members often experience mental health challenges that can impact their emotional well-being or ability to support. Look for psychological support you are not alone. 

	Do you ever think about how PKU impacts you and your family’s mental health?
	People living with PKU, but also their family, often experience mental health challenges that can impact their emotional well-being or ability to support. Look for psychological support; you are not alone. 

	What sort of support would help grandparents better deal with understanding the mental burden of PKU?
	Thank you for sharing these insights. We need to understand what can help to ask for the support you and your family need.




	CONCENTRATION 

	Questions
	Messaging/call to action 

	Spouse

	Do you ever notice your partner having difficulties concentrating? 
	Brain fog – often characterised as a loss of sharpness or clarity of thought - is a symptom that can have a significant impact on the quality of life of people with PKU. Raise awareness about this problem so that there is a greater understanding within the community and an effort is made to find solutions. 

	Have you heard the term "brain fog"? What do you understand when you hear this?
	People with PKU sometimes have a sort of brain fog, making focus and concentration a real challenge. Don't judge a person's concentration level. Take time to understand, and don't add to the pressure. 

	People with PKU can have moments of reduced concentration. Have you ever observed this and how do you react? 
	People with PKU sometimes have a sort of brain fog, making focus and concentration a real challenge. It is crucial to avoid judging a person's level of concentration and instead take an empathetic and supportive approach.

	What do you do when you see your partners get what is called "brain fog" or a reduction in their concentration level?
	Brain fog is a real-life challenge for people with PKU who have high Phe levels. This can have an impact on their lives. We need to work together to make the brain fog lighter and understand it better. 

	Parents

	Have you noticed if your child has difficulty in maintaining concentration? 
	Brain fog – often characterised as a loss of sharpness or clarity of thought - is a symptom that can have a significant impact on the quality of life of people with PKU. Raise awareness about this problem so that there is a greater understanding within the community and an effort is made to find solutions. 

	Have you heard the term "brain fog"? What do you understand when you hear this?
	People with PKU sometimes have a sort of brain fog, making focus and concentration a real challenge. Don't judge a person's concentration level. Take time to understand, and don't add to the pressure. 

	People with PKU can have moments of reduced concentration. Have you ever observed this and how do you react? 
	People with PKU sometimes have a sort of brain fog making focus and concentration a real challenge. It is crucial to avoid judging a person's level of concentration and instead take an empathetic and supportive approach. 

	Siblings

	People with PKU can have moments of reduced concentration. Have you ever observed this and how do you react? 
	People with PKU sometimes have a sort of brain fog, making focus and concentration a real challenge. Don't judge a person's concentration level. Take time to understand, and don't add to the pressure. 

	Have you heard the term "brain fog"? What do you understand when you hear this?
	People with PKU sometimes have a sort of brain fog, making focus and concentration a real challenge. Don't judge a person's concentration level. Take time to understand, and don't add to the pressure. 

	What do you do when you see your brother or sister get what is called "brain fog" or a reduction in their concentration level?
	Brain fog is a real-life challenge for people with PKU who have high Phe levels. This can have an impact on their lives. We need to work together to make the brain fog lighter and understand it better. 

	Grandparents

	People with PKU can have moments of reduced concentration. Have you ever observed this and how do you react? 
	Brain fog – often characterised as a loss of sharpness or clarity of thought - is a symptom that can have a significant impact on the quality of life of people with PKU. Raise awareness about this problem so that there is a greater understanding within the community and an effort is made to find solutions. 

	What do you do when you see your grandchild get what is called "brain fog" or a reduction in their concentration level?
	People with PKU sometimes have a sort of brain fog making focus and concentration a real challenge. Don't judge a person's concentration level.  Take time to understand and don't add to the pressure. 

	Do you ever notice your grandchild having difficulties concentrating? 
	Good management of the Phe levels can help with concentration. It is not easy, but there is support for PKU patients from the healthcare team. It helps to improve your quality of life, mental health, and overall well-being. 




	SOCIAL IMPACT

	Questions
	Messaging/call to action 

	Spouse

	What is not understood by society that needs to be better communicated for adults who live with PKU?
	The challenge of being excluded from social activities is a real one for people with PKU. It is often hidden, and we should speak out about it and highlight the benefits of social inclusion for all. 

	How does your partner cope in social situations? 
	People supporting those living with PKU also have challenges with the social impact of a rare disease. It is impactful that you can see and can discuss your partner's challenges, but be mindful of how it can also impact you. 

	What are some of the less well-observed challenges you see for your partner when it comes to being an active member of society? 
	We need to better understand these challenges so we can gather the evidence to get support for you as a carer and your partner. 

	Parents

	What have you observed as the society's view of rare disease as a parent of a child living with PKU? 
	The challenge of being excluded from social activities is a real one for people with PKU. It is often hidden, and we should speak out about it and highlight the benefits of social inclusion for all. 

	How do you want society to interact with your child as a person living with a rare disease? 
	People living with PKU are and will be valued members of society. Your child will face great opportunities and some challenges at different times in their life because they have a rare disease. Like you we want them to be the best they can be.

	Society is not always adjusted for people with rare diseases. What support you do think is needed to make changes for the better? 
	The challenge of being excluded from social activities is a real one for people with PKU. It is often hidden, and we should speak out about it and highlight the benefits of social inclusion for all. 

	Siblings

	Society is not always adjusted for people with rare diseases. What support you do think is needed to make changes for the better? 
	The challenge of being excluded from social activities is a real one for people with PKU. It is often hidden, and we should speak out about it and highlight the benefits of social inclusion for all. 

	How do you want society to interact with your sister or brother as a person living with a rare disease? 
	People living with PKU are and will be valued members of society. Your child will face great opportunities and some challenges at different times in their life because they have a rare disease. Like you we want them to be the best they can be. 

	Grandparents

	What have you observed as the society's view of rare disease as a grandparent of a child living with PKU? 
	The challenge of being excluded from social activities is a real one for people with PKU. It is often hidden, and we should speak out about it and highlight the benefits of social inclusion for all. 

	How do you want society to interact with your grandchild as a person living with a rare disease? 
	People living with PKU are and will be valued members of society. Your child will face great opportunities and some challenges at different times in their life because they have a rare disease. Like you we want them to be the best they can be. 




	RELATIONSHIPS

	Questions
	Messaging/call to action 

	Spouse

	What is your relationship with PKU as a partner of someone living with PKU? 
	As a partner, the relationship with PKU is complex and changes over time. 

	Living with a rare disease can be lonely. Do you ever think how this affects your relationship with your partner? 
	Maintaining relationships with family, friends, and partners can be challenging when you have PKU. It has an impact on the person's life.  You can help them understand that you see the challenge and want to help you find a solution. 

	Have you ever spoken with your partner about relationships and how PKU might impact this part of their life? 
	People with PKU face the same challenges we all have when it comes to relationships. You can offer to support them in the same way you would anyone who trusts you and asks for support.

	Parents

	What is your relationship with PKU as a parent of someone living with PKU? 
	As a parent, the relationship with PKU is complex and changes over time. You never have a day off being a PKU parent. Tell us about the support you need. 

	Living with a rare disease can be lonely. Do you ever think how this affects your relationship with your child? 
	Maintaining relationships with family, friends, and partners can be challenging when you have PKU. It has an impact on the person's life.  You can help them understand that you see the challenge and want to help you find a solution. 

	Have you ever spoken with your child about relationships and how PKU might impact this part of their life? 
	People with PKU face the same challenges we all have when it comes to relationships. You can offer to support them in the same way you would anyone who trusts you and asks for support. 

	Siblings

	What is your relationship with PKU as a brother or sister of someone living with PKU? 
	The relationship with your brother/sister who has PKU is complex and changes over time. You never have a day off from being a PKU sibling. Tell us about the support you need. 

	Living with a rare disease can be lonely. Do you ever think how this affects your relationship with your brother or sister? 
	Maintaining relationships with family, friends, and partners can be challenging when you have PKU. It has an impact on the person's life.  You can help them understand that you see the challenge and want to help you find a solution. 

	Have you ever spoken with your brother or sister about relationships and how PKU might impact this part of their life? 
	People with PKU face the same challenges we all have when it comes to relationships. You can offer to support them in the same way you would anyone who trusts you and asks for support. 

	Grandparents

	What is your relationship with PKU as a grandparent of someone living with PKU? 
	The relationship with your grandchild who has PKU is complex and changes over time. You never have a day off from being a PKU grandparent. Tell us about the support you need. 

	Living with a rare disease can be lonely. Do you ever think how this affects your relationship with your grandchild? 
	Maintaining relationships with family, friends, and partners can be challenging when you have PKU. It has an impact on the person's life.  You can help them understand that you see the challenge and want to help you find a solution. 

	Have you ever spoken with your grandchild about relationships and how PKU might impact this part of their life? 
	People with PKU face the same challenges we all have when it comes to relationships. You can offer to support them in the same way you would anyone who trusts you and asks for support.




	WORK AND EDUCATION

	Questions
	Messaging/call to action 

	Spouse

	What sort of support do you want to see for people living with PKU getting to have the best education and working life? 
	We need to be sure that our partners can achieve their full potential in their education and find a job that brings them satisfaction and security. Action is required to ensure that their PKU does not hold them back. 

	Can you tell me how you think living with PKU can affect a person's education and ability to work? 
	It is necessary to inform yourself about PKU, work in collaboration with the medical team and give support to your loved one at every stage of their education and career.

	Do you think living with PKU will have a lasting effect on someone's ability to learn or have a job? 
	Not all "intellectual deficits" are associated with PKU, and there are people without PKU also struggling with education and jobs. Don't make PKU the center of your life and sometimes focus on the other 23 beautiful letters of the alphabet. 

	What do see as the impact of living with PKU had on your education and working life?
	People with PKU can experience problems at school, university and in the workplace because of their disease. Teachers, lecturers, and employers should be aware of how this condition can impact the daily lives, including the educational and career paths of people with PKU. In an educational and work environment that takes into account the specific needs of people with PKU, you can help ensure that they reach their full potential without facing additional barriers due to the disease. 

	Parents

	What sort of support do you want to see for people living with PKU getting to have the best education and working life? 
	We need to be sure that our children can achieve their full potential in their education and, in time, find a job that brings them satisfaction and security. Action is required to ensure that their PKU does not hold them back.

	
	It is necessary to inform yourself about PKU, work in collaboration with the medical team and give support to your loved one at every stage of their education and career.

	Do you think living with PKU will have a lasting effect on someone's ability to learn or have a job? 
	Not all "intellectual deficits" are associated with PKU, and there are people without PKU  also struggling with education and jobs. Don't make PKU the centre of your life and sometimes focus on the other 23 beautiful letters of the alphabet. 

	What do see as the impact of living with PKU had on your education and working life?
	People with PKU can experience problems at school, university and in the workplace because of their disease. Teachers, lecturers, and employers should be aware of how this condition can impact the daily lives, including the educational and career paths of people with PKU. In an educational and work environment that takes into account the specific needs of people with PKU, you can help ensure that they reach their full potential without facing additional barriers due to the disease. 

	Siblings

	What sort of support do you want to see for people living with PKU getting to have the best education and working life? 
	We need to be sure that your sister or brother can achieve their full potential in their education and find a job that brings them satisfaction and security. Action is required to ensure that their PKU does not hold them back. 

	Can you tell me how you think living with PKU can affect a person's education and ability to work? 
	It is necessary to inform yourself about PKU, work in collaboration with your family and give support to your loved one at every stage of their education and career. 

	Do you think living with PKU will have a lasting effect on someone's ability to learn or have a job? 
	Not all "intellectual deficits" are associated with PKU, and there are people without PKU  also struggling with education and jobs. Don't make PKU the centre of your life and sometimes focus on the other 23 beautiful letters of the alphabet. 

	What do see as the impact of living with PKU had on your education and working life?
	People with PKU can experience problems at school, university and in the workplace because of their disease. Teachers, lecturers, and employers should be aware of how this condition can impact the daily lives, including the educational and career paths of people with PKU. In an educational and work environment that takes into account the specific needs of people with PKU, you can help ensure that they reach their full potential without facing additional barriers due to the disease. 

	Grandparents

	What sort of support do you want to see for people living with PKU getting to have the best education and working life? 
	We need to be sure that your sister or brother can achieve their full potential in their education and find a job that brings them satisfaction and security. Action is required to ensure that their PKU does not hold them back. 

	Can you tell me how you think living with PKU can affect a person's education and ability to work? 
	It is necessary to inform yourself about PKU, work in collaboration with your family and give support to your loved one at every stage of their education and career. 

	Do you think living with PKU will have a lasting effect on someone's ability to learn or have a job? 
	Not all "intellectual deficits" are associated with PKU, and there are people without PKU also struggling with education and jobs. Don't make PKU the centre of your life and sometimes focus on the other 23 beautiful letters of the alphabet. 

	Do you think living with PKU will have a lasting effect on someone's ability to learn or have a job?
	People with PKU can experience problems at school, university and in the workplace because of their disease. Teachers, lecturers, and employers should be aware of how this condition can impact the daily lives, including the educational and career paths of people with PKU. In an educational and work environment that takes into account the specific needs of people with PKU, you can help ensure that they reach their full potential without facing additional barriers due to the disease. 





	AGING POPULATION

	Questions
	Messaging/call to action 

	Spouse

	When you think of your partner growing old with PKU where do you think more support will be needed? 
	Supporting your family member who is living with PKU as they are growing older can be challenging as there are many unknowns. We are working to understand better what we need to do and how we can meet the emerging needs of older people with PKU and us – their caregivers. 

	What sort of different support do you think your partner would need as they get older living with PKU? 
	We need to act now to raise awareness about the issues that can arise later for people living with PKU. It is not well understood what additional care they may need. 

	If you were to speak with an elderly person who had lived all their lives with PKU what would you ask them? 
	We need to acknowledge the lived experience of elderly people with PKU. We can learn from them. 

	Parents

	When you think of your child growing old with PKU where do you think more support will be needed? 
	Supporting your family member who is living with PKU as they are growing older can be challenging as there are many unknowns. We are working to understand better what we need to do and how we can meet the emerging needs of older people with PKU and us – their caregivers. 

	What sort of different support do you think your child would need as they get older living with PKU? 
	We need to act now to raise awareness about the issues that can arise later for people living with PKU. It is not well understood what additional care they may need. 

	If you were to speak with an elderly person who had lived all their lives with PKU what would you ask them? 
	We need to acknowledge the lived experience of elderly people with PKU. We can learn from them. 

	Siblings

	When you think of your brother or sister growing old with PKU where do you think more support will be needed? 
	Supporting your family member who is living with PKU as they are growing older can be challenging as there are many unknowns. We are working to understand better what we need to do and how we can meet the emerging needs of older people with PKU and us – their caregivers.

	What sort of different support do you think your sister or brother would need as they get older living with PKU? 
	We need to act now to raise awareness about the issues that can arise later for people living with PKU. It is not well understood what additional care they may need. 

	If you were to speak with an elderly person who had lived all their lives with PKU what would you ask them? 
	We need to acknowledge the lived experience of elderly people with PKU. We can learn from them. 

	Grandparents

	When you think of your grandchild growing old with PKU where do you think more support will be needed? 
	Supporting your family member who is living with PKU as they are growing older can be challenging as there are many unknowns. We are working to understand better what we need to do and how we can meet the emerging needs of older people with PKU and us – their caregivers.

	What sort of different support do you think your grandchild would need as they get older living with PKU? 
	We need to act now to raise awareness about the issues that can arise later for people living with PKU. It is not well understood what additional care they may need. 

	If you were to speak with an elderly person who had lived all their lives with PKU what would you ask them? 
	We need to acknowledge the lived experience of elderly people with PKU. We can learn from them. 









PKU Advocates Message Grid
PEERS

	MENTAL HEALTH

	Questions
	Messaging/call to action 

	What is your understanding of how certain people living with PKU's mental health can be affected?
	People living with PKU can experience anxiety and depression. Facing reality and creating empathy towards the affected person is an important step towards the overall well-being of the person involved. Open communication and a willingness to provide support are key. 

	How would you best look to help someone with PKU when they seem to be having a challenging moment? 
	Some strategies could be actively listening to the person, offering practical support, being understanding, encouraging her to take care of themself, suggesting that they rely on the care of a professional, and demonstrating interest and willingness to support and understand the practical needs. If you are not sure that is needed, then explain and ask how to better understand. 

	Being a friend, colleague, etc. of someone living with PKU brings a real mental burden. How do you deal with this challenge in a positive way? 
	People living with PKU, but also their peers often experience mental health challenges that can impact their emotional well-being or ability to support. Look for psychological support you are not alone. 



	CONCENTRATION 

	Questions
	Messaging/call to action 

	What would you try to do if you notice your friend or colleague having some difficulty concentrating? 
	Having difficulty concentrating can be a side effect of living with PKU. It is important if you notice your friend or colleague having difficulty don't assume or make them feel awkward. It is important not to add to their stress. You can ask them how they want to be supported at another time. 

	Have you heard of the phrase "brain fog" and can you tell me how it might impact someone living with PKU? 
	People with PKU sometimes have a sort of brain fog making focus and concentration a real challenge. It is crucial to avoid judging a person's level of concentration and instead take an empathetic and supportive approach.  






	SOCIAL IMPACT

	Questions
	Messaging/call to action 

	How would you think society might treat people with rare diseases differently? 
	Feeling included in society when you live with PKU is not easy. It is a rare disease, yet it is not easy to see from the outside.  

	We all seek to be valued members of society. What sort of challenges do you think living with PKU can bring in everyday life? 
	One of the main challenges is the constant dietary strategies that a person who is living with PKU must be aware of. PKU dietary interventions are not for fashion. Try not to draw attention to what is different. 

	How do you support people living with PKU to integrate easily into society? 
	People who live with PKU are valued members of society. By not pointing out the differences and taking the time to understand you can help them be part of not feel outside of society. 


	RELATIONSHIPS

	Questions
	Messaging/call to action 

	How do you think your colleague/friend feels when they are defined by having a rare disease? 
	Your friend/colleague/etc. needs your support to be their best self. You can help them by not placing them under pressure to always explain, defend, or discuss PKU.  

	When it comes to relationships what are the challenges someone living with PKU might face? 
	People who live with rare diseases have all the same thoughts when it comes to making friends. We all are scared of not being accepted, judged or seeming different. 

	How would you like to be treated if you were living with PKU? 
	People living with PKU can experience anxiety and depression. Facing reality and creating empathy towards the affected person is an important step towards the overall well-being of the person involved. Open communication and a willingness to provide support are key.




	WORK AND EDUCATION

	Questions
	Messaging/call to action 

	Can you tell me how you support your colleague/friend with their PKU? 
	People living with PKU can reach their full potential if you give them the chance to reach it. 

	What sort of support do you think people living with PKU need? 
	People with PKU often need some accommodation in education and the workplace so that they can achieve their full potential. You can help us by giving us reasonable support. 

	What should be done differently in education or work because someone lives with PKU? 
	People living with PKU don't want to be treated differently. You need to ask, support, and understand what they need to do the best they can. 



	AGING POPULATION

	Questions
	Messaging/call to action 

	How can we support people who are older to live their best life with PKU? 
	We need to support older people who are living with PKU even more as they may have other diseases that come with old age. 

	As we age we need different types of support. Do you have any thoughts on what it might be like for someone living with PKU? 
	You can support us in addressing the challenges that emerge with age requires a careful and personalized approach. Ageing can bring with it a variety of additional medical challenges, and the cumulative effect of these challenges can impact the overall management of PKU. We are trying to gather the evidence to build and understand the required support. 










PKU Advocates Message Grid
HEALTHCARE



	MENTAL HEALTH

	Questions
	Messaging/call to action 

	As a health care professional, what conversations regarding mental health are you having with patients living with PKU?
	Following restrictive dietary therapy is tough, but the stigma of mental health issues is a real challenge – psychological support should be an essential part of PKU treatment. We should and can work together to address this.  

	Can you help me to better understand how and what conversations you have with patients about their mental health and well-being? 
	We look for you to find the time to ask the right questions and carefully assess how your patient is doing in their mental well-being,  not just dealing with their restrictive dietary therapy. We all agree disease management can be improved when the patient’s mental health is supported.  

	When and how do you have conversations and offer support for people living with PKU about mental health?
	We know mental health has a stigma, and it is something the PKU community finds challenging to speak about—everyone can have mental health problems, and a person living with PKU can be more affected. We are encouraging people living with PKU to let their healthcare team know when they are experiencing issues with mental health so that solutions can be found. 

	Can you explain in your own words how demanding you think living with PKU is? 
	The people don't always see it as a mental burden as they are now aware in this way. It is their normal. The stress of having to follow a restrictive dietary therapy is a big part of their life but there is so much more. We see that psychological support is often needed even if they do not see it. 


	CONCENTRATION 

	Questions
	Messaging/call to action 

	How and when do you discuss challenges with concentration with people living with PKU? 
	Brain fog is a real-life challenge for people with PKU who have high Phe levels. It can have an impact on their lives. We need to work together to make the brain fog lighter and understand it better. 

	Have you a strategy when it comes to helping patients who report issues with "brain fog"? What have you learned from these conversations? 
	Providing detailed information to the patient about brain fog as a symptom of PKU is important. Adopt personalized treatment strategies that aim to keep Phe levels stable to reduce the effects of brain fog.  

	What comes to mind when you consider the challenges people living with PKU have in regards to concentration? 
	It is clear that each individual can have a different experience when it comes to challenges with concentration. We want to be sure that patients are clear about what might be related to their PKU and what are normal life challenges.  



	SOCIAL IMPACT

	Questions
	Messaging/call to action 

	Do you ever consider the impact that social challenges can have on people living with PKU? 
	Treating is not the same as living with PKU. There are societal challenges for people living with PKU. We need to work together to let you know how to ask the right questions and help people living with PKU prepare to give you the correct information to receive the correct support at the correct time.  

	Do you ever discuss with your patients the impact that living with PKU has on social interactions? 
	Treating PKU is not the same as helping someone live life well with PKU. People often feel excluded from activities. Please ask them if this is a problem they face, and let's work together to help find effective solutions.

	What are some of the ways you would like society to better include people living with PKU into society? 
	People living with PKU are and want to be, part of society but often feel excluded because of the restrictions imposed by their condition and treatment. There is a need to promote social inclusion through more effective management of PKU. 





	RELATIONSHIPS

	Questions
	Messaging/call to action 

	What does someone living with PKU need to do to have the best relationship with their healthcare professional? 
	PKU patients want to be treated as a person, not just as a PKU patient. See the person before the disease. They understand helping to control Phe levels can help them be more effective in their relationships with others and avoid painful breakdowns in relationships. 

	How do you support people living with PKU when it comes to managing their relationships? 
	People living with PKU can experience anxiety and depression. Facing reality and creating empathy towards the affected person is an important step towards the overall well-being of the person involved. Open communication and a willingness to provide support are key. 

	Can you help me to better understand how and what conversations you have with patients when it comes to relationships? 
	Maintaining relationships with family, friends, and partners can be challenging when you have PKU. It has an impact on your life.  You can help them understand that you are having this problem, and they can help you find a solution. 



	WORK AND EDUCATION

	Questions
	Messaging/call to action 

	How do you support people living with PKU when it comes to managing education and working life? 
	We can work together to help people living with PKU reach their full potential throughout life.  

	Have you a strategy when it comes to helping patients who report issues with education or working life? What have you learned from these conversations? 
	Improving PKU outcomes will help people reach their full potential in education and ensure that progress in their chosen careers.  Now is the time to listen, to identify problems, to discuss options and to implement solutions. 

	What should be done differently in education or work because someone lives with PKU? 
	People living with PKU don't want to be treated differently. You need to ask, support, and understand what they need to do the best they can. 






	AGING POPULATION

	Questions
	Messaging/call to action 

	What are your thoughts on how we will address an ageing PKU population? 
	We are both in a challenging situation. We need to work together to generate the evidence to address the unknowns for the treatment and care of elderly people living with PKU. 

	What efforts are you aware of when it comes to evidence generation for an elderly population of people living with PKU? 
	We, both people with PKU who are ageing and health professionals, are in a challenging situation. We need to work together to generate the evidence to identify emerging unknowns and ensure the optimal treatment and care of elderly people living with PKU. 

	What are the open questions when it comes to treatments of elderly people who are living with PKU?  
	There are so many unknowns and the community of patients is aware of this issue. We need to act now and look to work together to generate the evidence to address the unmet needs of an elderly population of people living with PKU.

	Have you a strategy when it comes to helping patients who are now seen as elderly? 
	It is time to discuss the options and how we best urge our healthcare systems to provide necessary healthcare resources for effective care for elderly PKU patients. We want to tackle this issue together.  










PKU Advocates Message Grid
POLICY MAKERS

	MENTAL HEALTH

	Questions
	Messaging/call to action 

	We are having a conversation more often about the impact of living with a rare disease on a person's mental health. Are you aware of this conversation and what are your thoughts on the matter? 
	PKU is not solved, and PKU is not cured. One of the unspoken stigmas of PKU is mental illness. We need your support to change what is available.

	When discussing supporting access to mental health services, what evidence do you require to make an informed decision? 
	Access to psychological/psychiatric services is a true unmet need. Treatment can have an impact on anxiety and depression. We need your support to change what is available. 

	What is your experience of the impact psychological support can have on people living with rare diseases? 
	Clinical psychology support at every level of care for people living with PKU and their caregivers will have a lasting positive impact. We need your support to change what is available. 

	As a health policymaker, would you support psychological support services for PKU patients? 
	PKU is not solved, and PKU is not cured. One of the unspoken stigmas of PKU is mental illness. Access to psychological/psychiatric services is a true unmet need. Treatment can have an impact on anxiety and depression. We need your support to change what is available. Clinical psychology support at every level of care for people living with PKU and their caregivers will have a lasting impact. 



	CONCENTRATION 

	Questions
	Messaging/call to action 

	One of the possible side effects of poor management of PKU is a reduction in the ability to concentrate. It is referred to as "brain fog." How do you imagine this affects people living with PKU? 
	Providing detailed information to the patient about brain fog as a symptom of PKU is important. Adopt personalized dietary strategies that aim to keep Phe levels stable to reduce the effects of brain fog. Your support for better healthcare services, including nutritional counselling and psychological support, and more and better research will have a significant impact on this issue. 

	What comes to mind when you consider the challenges people living with PKU have in regards to concentration? 
	It is clear that each individual can have a different experience when it comes to challenges with concentration. We want to be sure that patients are clear about what might be related to their PKU and what are normal life challenges.  


	SOCIAL IMPACT

	Questions
	Messaging/call to action 

	What effect do you think living with a rare disease can have on people’s place in society? 
	PKU is a lifelong disease. People living with PKU are valued members of society, and with the correct lifelong support systems, they will give so much more than they receive.

	PKU can impact your capability to integrate into society. What do you imagine is the significance of PKU on their place in society? 
	People living with PKU are and want to be, part of society but often feel excluded because of the restrictions imposed by their condition and treatment. There is a need to promote social inclusion through more effective management of PKU. 

	Can you commit to supporting a more rounded inclusion of people living with PKU into society? 
	Encouraging social inclusion for people with PKU requires collective commitment at community and institutional levels. Awareness, education and action can help create a more inclusive environment. 




	RELATIONSHIPS

	Questions
	Messaging/call to action 

	Have you ever considered how a rare disease can affect relationships throughout your life? 
	People living with PKU do not need to be treated differently. They are and want to be part of society. 

	How can evidence-based research support you in your discussions with your peers around less well-understood areas like relationships for people with rare diseases? 
	People living with PKU often struggle in their relationships which has an impact on their emotional well-being and that of their families. Research plays a crucial role in advancing the understanding and management of PKU. Its contribution can lead to significant improvements in the quality of life of patients and their clinical management. 



	WORK AND EDUCATION

	Questions
	Messaging/call to action 

	How can basic human rights like work and education be best supported for people living with rare diseases? 
	We can work together to improve outcomes for people living with PKU, improving all stages of life and resulting in better access to education and work opportunities.

	What sort of support do you see as vital for people with PKU to support them in their education and working life? 
	People with PKU need to have appropriate support to address the problems they experience in education and throughout their working lives. With the necessary reasonable solutions, we will improve the quality of life and give back to society much more than we receive.



	AGING POPULATION

	Questions
	Messaging/call to action 

	How can we work together to address the unmet needs of an aging population of people living with PKU? 
	The community of people living with PKU is living longer. There is little information or support for the patients, the carers, the health professionals, and the system on ageing with PKU. By acting today to address the unmet needs and investigate the unknown needs you are future-proofing this vulnerable society.

	What sort of support will an ageing population of people with rare diseases require? 
	PKU patients may have a normal life expectancy

	How can we advocate for an ageing population of people living with PKU? 
	Do not ignore the future needs of older people with PKU and be prepared to support us to navigate these unknowns.

	As a health policymaker, would you look to support an ageing population of PKU patients? 
	It is essential not to ignore the future needs of older adults with PKU and to ensure ongoing support to address challenges that may emerge with ageing.










PKU Advocates Message Grid
INDUSTRY

	MENTAL HEALTH

	Questions
	Messaging/call to action 

	What is your stand on mental health and people living PKU?
	Conversations about mental health are not easy, treatments should positively impact people living with PKU – we need to work together to break the stigma and create impactful solutions. 

	What is your understanding of the challenges around mental health in PKU? We are looking for solutions. 
	In addition to mental health, we must also talk about emotional distress in this case, very often caused by the difficulty of maintaining all forms of treatment, which can significantly affect emotional well-being and generate a series of psychological challenges. 

	What can you commit to in helping the PKU community to address the subject of mental health research and support in clinical trials? 
	We should work together to research and develop assessments for the impact of innovative therapies on mental health and quality of life as patient-relevant endpoints in their clinical studies. 

	What support can you offer the community for non-responders in clinical trials?
	We would like to find the best way to manage the individual expectations. They are often higher and the potential psychological impact if outcomes do not have the desired result. 



	CONCENTRATION 

	Questions
	Messaging/call to action 

	When you are speaking with people living with PKU, how do you account for any challenges they may have concentrating? 
	Be mindful of people living with PKU and the challenges they have with concentration. They want to work with you to find impactful sustainable solutions. 

	Have you considered the sort of problems with concentration people living with PKU  might encounter, can you tell me about this?
	People with PKU sometimes have a sort of brain fog making focus and concentration a real challenge. It is crucial to avoid judging a person's level of concentration and instead take an empathetic and supportive approach. 

	What do you understand by the term "brain fog" when you are working with people living with PKU? 
	Brain fog – often characterised as a loss of sharpness or clarity of thought - it is a symptom that can have a significant impact on the quality of life of people with PKU phenylketonuria. Raise awareness about this problem so that there is a greater understanding within the community and an effort is made to find solutions. 



	 SOCIAL IMPACT

	Questions
	Messaging/call to action 

	When you consider social issues for people living with PKU what do you consider? 
	The treatment is only one part of living with PKU. We need to work together to look for lifelong care solutions. We need each other to be our best selves. 

	What are some examples you think of the societal impact that is not understood and needs to be better communicated?
	People living with PKU often feel excluded from society because of the restrictions caused by our condition. Social exclusion has a big emotional toll on us, and we need your help to make us feel more included in society. 

	How can living with PKU impact social interactions? 
	Feeling included in society when you live with PKU is not easy. It is a rare disease, yet it is not easy to see from the outside. It is often a hidden disease. 




	RELATIONSHIPS

	Questions
	Messaging/call to action 

	How do you see your relationship with the PKU patients community? 
	The patient group and company relationship must never impair the community in doing its job. It should be mutually beneficial and allow both sides to maintain their independence.

	When you are working with people living with PKU how do you build and maintain relationships with them? 
	People with PKU face the same challenges we all have when it comes to relationships. You can offer to support them in the same way you would anyone who trusts you and asks for support. 

	Can you tell me your approach when it comes to working with people who live with PKU? 
	People living with PKU can experience anxiety and depression. Facing reality and creating empathy towards the affected person is an important step towards the overall well-being of the person involved. Open communication and a willingness to provide support are key. 



	WORK AND EDUCATION

	Questions
	Messaging/call to action 

	What part do you see people living with PKU having in your strategy for this rare disease? 
	By including PKU patients in your discussion and strategy you can allow us to reduce stigma and increase the opportunities in work and education. 

	What future products do you have in the pipeline for the treatment of PKU? 
	By developing compelling products and solutions for PKU, you can help increase people living with PKU's ability to reach their full potential in our education and the workplace. 

	When it comes to work and education, how do you think PKU impacts people's lives?  
	We can work together to improve outcomes for people living with PKU, improving all stages of life and resulting in better access to education and work opportunities.  

	How are you planning to support the unmet needs of people living with PKU regarding work and education? 
	People with PKU need to have appropriate support to address the problems they experience in education and throughout their working lives. With the necessary reasonable solutions, we will improve the quality of life and give back to society much more than we receive. 






	AGING POPULATION

	Questions
	Messaging/call to action 

	How are you and the company addressing the open questions around ageing and PKU?  
	Do not ignore the future needs of older people with PKU and be prepared to support us to navigate these unknowns. More efforts are needed to understand the many unknowns in this population. 

	Can you tell me your approach when it comes to supporting elderly people who live with PKU? 
	It is essential not to ignore the future needs of older adults with PKU and to ensure ongoing support to address challenges that may emerge for an elderly population. We have to start work now to understand and gather the research to address these open questions. 

	How are you investigating the unmet needs of an elderly population of people living with PKU? 
	The community of people living with PKU is living longer. There is little information or support for the patients, the carers, the health professionals, and the system on ageing with PKU. By acting today to address the unmet needs and investigate the unknown needs you are future-proofing this vulnerable society.

	What additional support will be required by the elderly PKU population?  
	PKU patients may have an average life expectancy
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