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Time (CT) Main Event

11:00 am – 8:30 pm Attendee Check-in

3:00 – 4:00 pm

Ready for More Protein?                                     
A Practical Guide to Getting Started**                      

With Cycle Pharmaceuticals: RSVP Here 
                                                                            

**This session is presented independently by Cycle
Pharmaceuticals and is not endorsed by NPKUA.

4:00 – 5:00 pm

Less Limits, More Possibilities, A SEPHIENCE Event**      
With PTC Therapeutics, Inc: RSVP Here

                                                                        
**This session is presented independently by                         

PTC Therapeutics, Inc and is not endorsed by NPKUA.

3:30 - 6:30 pm Exhibitors Open

6:30 - 8:30 pm Welcome Reception with Buffet Dinner
and PKU Hero Award

JULY 16-19, 2026 | WESTIN CHICAGO LOMBARDJULY 16-19, 2026 | WESTIN CHICAGO LOMBARD

Conference AgendaConference AgendaConference Agenda
Thursday, July 16Thursday, July 16

Questions? Visit npkua.org/community-conference  
or email conference@npkua.org

Questions? Visit npkua.org/community-conference  
or email conference@npkua.org

Sponsored By
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Sponsor Session               
3:00 – 4:00 pm 

Ready for More Protein?                                         
A Practical Guide to Getting Started**                          

With Cycle Pharmaceuticals: RSVP Here 
                                                                                

**This session is presented independently by Cycle Pharmaceuticals
and is not endorsed by NPKUA.

Sponsor Session               
4:00 – 5:00 pm 

Less Limits, More Possibilities, A SEPHIENCE Event**          
With PTC Therapeutics, Inc: RSVP Here

                                                                            
**This session is presented independently by                              

PTC Therapeutics, Inc and is not endorsed by NPKUA.

https://cyclepharma.com/npkua-conference-workshop-registration/
https://sephience.com/events
https://www.npkua.org/community-conference/
https://www.npkua.org/community-conference/
https://www.npkua.org/community-conference/
https://www.npkua.org/community-conference/
https://cyclepharma.com/npkua-conference-workshop-registration/
https://sephience.com/events


Time (CT) Main Event
Teen Track

Special
Programming

Kids Zone
Special

Programming

7:00 – 8:30 am
Breakfast Buffet                                                   
Exhibitors Open                                                    

Registration Open

8:00 am Jr. Kids Zone & Kids Zone Drop-off; Teen Zone Opens

8:45 am Welcome

8:55 am Keynote Session

9:15 am Understanding PKU
Across the Continuum

10:15 – 10:45 am Exhibitor Time

10:30 - 11:30am

Low-Protein
Escape Room

Activity for
Teens with

BioMarin

10:45 – 11:30 am Advancing PKU Care:
Approved Treatments

11:30 – 12:15 pm
Moving with PKU:

Exercise, Fitness, and
Everyday Life

12:15 – 12:30 pm Advancing PKU Care:
Data Updates 

12:30 – 12:45 pm Jr. Kids Zone & Kids Zone Pick-up

12:30-1:45 pm Lunch Buffet
Exhibitors Open 

1:30 –1:45 pm Jr. Kids Zone & Kids Zone Drop-off

Friday, July 17Friday, July 17
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Time (CT) Main Event
Teen Track

Special
Programming

Kids Zone
Special

Programming

1:55 - 2:40 pm

PKU Peer Connections 
Adults with PKU
Parents of Children 0–3 
Parents of Children 4-12 
Parents of Teens 
Spouses and Family
Members 
Clinicians, Researchers
and Industry

Teen Field Trip**
to Enchanted

Castle, an
indoor

entertainment
complex 

**Pre-registration
required

Amazing
Gary, the
Magician

2:50 – 3:35 pm
Breakout A                  

4-5 unique breakout
sessions offered

concurrently* 

PKU 101
Discussion

Ages 5+

3:45 – 4:30 pm
Breakout B                  

4-5 unique breakout
sessions offered

concurrently* 

4:30 pm Teen Zone
Closes

4:30 - 6:30 pm
Exhibitor Time 

Von Poof Cotton Candy Cart provided by                       
BioMarin Pharmaceutical Inc. 

5:00 – 6:30 pm Scientific Poster Session

5:30 pm Jr. Kids Zone and Kids Zone Pick-up

6:30pm Evening free, dinner on your own 

6:30 - 8:30 pm
Pheast Dinners**

PKU Teen Dinner (Ages 13-17, onsite)
PKU Adult Dinner (Ages 18+, off-site)           

**Pre-registration required

Friday, July 17 (Continued)Friday, July 17 (Continued)
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Time (CT) Main Event
Teen Track

Special
Programming

Kids Zone
Special

Programming

7:00 – 8:30 am Breakfast Buffet 
Exhibitors Open 

8:00 – 8:45 am Jr. Kids Zone and Kids Zone Drop-off

8:30 am Teen Zone
Opens

8:45 – 9:30 am
Breakout A                  

4-5 unique breakout
sessions offered

concurrently* 

BioMarin
Workshop         

For teens with
PKU and their

caregivers 

9:40 – 10:25 am
Breakout B:                 

4-5 unique breakout
sessions offered

concurrently* 
Kids Yoga 
2 Sessions,

Ages 3-6 and
Ages 7-1210:35 – 11:20 am Cooking Demo              

with Chef Neil  

11:20 – 11:45 am NPKUA Updates

11:45 – 12:30 pm Advancing PKU Care:
Clinical Trials

Understanding
PKU: Teen

Science
Discussion

12:30 – 12:45 pm Jr. Kids Zone and Kids Zone Pick-up

12:30 – 1:45 pm Lunch Buffet 
Exhibitor Time 

1:30 - 1:45 pm Jr. Kids Zone and Kids Zone Drop-off

Saturday, July 18Saturday, July 18

*Breakout Sessions
Maternal PKU Journeys: Lived Experiences Across Treatment Options 
Navigating Insurance Coverage for PKU Care 
Navigating Mental Health and Wellness for Adults with PKU 
Caring for the Caregiver: Burnout, Resilience, and Wellness in PKU Families 
Have Fun Fundraising with NPKUA
Navigating the Transition from Pediatric to Adult Care 
Living and Aging with PKU: An Open Discussion on Evolving Needs 
Everyday PKU Management: Tips and Tricks for Treatment and Care 
Genetic Testing and PKU: Why Knowing Your Variants Matters 
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Time (CT) Main Event Teen Track Special
Programming

Kids Zone
Special

Programming

1:55 – 2:40 pm 
 

Understanding Gene
Therapy for PKU

Vitaflo Pizza Making
Workshop 1**

**Pre-registration
required

 

2:40 – 3:25 pm
Taking PKU on the Road:
Practical Tips for Travel

Success

3:25 – 4:10 pm

At-Home Phe Testing:
Current Progress and

Future Possibilities
Overview

Vitaflo Pizza Making
Workshop 2**

**Pre-registration
required

4:10 – 4:15 pm Closing Remarks

4:15pm Teen Zone Closes

4:15 – 5:00 pm Exhibitor Time 
Kona Ice Truck provided by PTC Therapeutics, Inc

5:00 pm Jr. Kids Zone and Kids Zone Pick-up

6:30 - 9:00 pm NPKUA Celebration 
Dinner & Dancing

Time (CT) Event

7:00 am Low protein grab-and-go breakfast snacks 
Available on a first-come, first-served basis

8:00 - 9:00 am
 

For Adults and Teens (ages 12 and older)
PALYNZIQ® (pegvaliase-pqpz) Injection**                          

With BioMarin Pharmaceutical Inc: RSVP Here                       
Breakfast will be provided, and each attendee may bring up to

three guests, including caregivers or family members.
                                                                                                                                      

Saturday, July 18 (Continued)Saturday, July 18 (Continued)

Sunday, July 19Sunday, July 19

2028 

Announcement!

Sponsor Session
8:00 - 9:00 am

 

For Adults and Teens (ages 12 and older)
PALYNZIQ® (pegvaliase-pqpz) Injection**                             

With BioMarin Pharmaceutical Inc.: RSVP Here                         
Breakfast will be provided, and each attendee may bring up to three

guests, including caregivers or family members.
                                                                                                                                      
**This session is presented independently by BioMarin Pharmaceutical Inc.         

and is not endorsed by NPKUA.

https://connect.palynziq.com/LE-26-07-19-PAL-CMP-13854-Palynziq_Register.html?blm_aid=0
https://connect.palynziq.com/LE-26-07-19-PAL-CMP-13854-Palynziq_Register.html?blm_aid=0


LivingLivingLiving
OUR BESTOUR BEST

PKUPKU
OUR BEST

PKU LifeLifeLife

Bronze

THANK YOU TO OUR SPONSORS!THANK YOU TO OUR SPONSORS!

Platinum

Gold

Silver
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