
Friday, September 26

A T - A - G L A N C E  A G E N D A

HISTIO

SUMMIT
Patient and Family

8:00 -  9 :00

8:00 -  9 :00 Breakfast . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . .Seatt le 3

9:00 -  9 :30 Welcome Remarks . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . .Seatt le 1  &  2

9:30 -  10 : 10 The Hidden World of  Hist iocytosis . . . . . . . . . . . . . . . . . . . . . . . . . . . .Seatt le 1  &  2

10: 10 -  10 :30 Break/Breakout Transit ion . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . .Seatt le Foyer

Keynote:  Ana Valdez,  Hist io Warr ior/Ambassador

10:30 -  10 :50 JXG and RDD . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . .F i rst  Hi l l

1 :50 -  2 :20 Hist iocytosis :  Cancer? Disorder? Or Both? . . . . . . . . . . . . . .Seatt le 1  &  2

1 1 :00 -  1 1 :30 Demystifying Erdheim-Chester Disease . . . . . . . . . . . . . . . . . . . . . . . . . . . .P ioneer

1 :50 -  2 :50 Rare & Resi l ient :  Tools & Strategies. . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . .P ioneer

Dousing the f lames (HLH) . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . .Bel l town10:30 -  12 :00

Personal iz ing HLH care

HLH:  Q & A

Do we need a biopsy(LCH) . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . .Seatt le 1  &  210:30 -  12 :00

Moving Forward:  Managing the Last ing Impact of  LCH

Finding Clues,  F inding Cures (LCH)

LCH:  Q & A

12 :00 -  12 :30 Finding Strength in Community . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . .Seatt le 1  &  2

12 :00 -  1 :00 Closed Session (Sobi) . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . .Bel l town

12:30 -  1 : 15 Networking Lunch . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . .Seatt le 3

1 :25 -  1 :50 What is  the Hist iocyte Society. . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . .Seatt le 1  &  2

1 :25 -  1 :50 Pituitary dysfunction(AVP-D/DI) . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . .Bel l town

1 :50 -  2 :50 Living with Uncertainty:
Coping with Your New Normal

. . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . .F i rst  Hi l l

2 :20 -  2 :50 Living with Long-Term Effects and
Survivorship Care in Pediatr ic Patients . . . . . . . . . . . . . . . . . . . .Seatt le 1  &  2

2 :50 -  3 :00 Break

3:00 -  3 :50 Tools to Thr ive
Mindful  Movement,  Acupressure,  and Health-Promoting Foundations

. . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . .Seatt le 1  &  2

3 :50 -  4 :00 Day One Closing Remarks. . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . .Seatt le 1  &  2

5 :00 -  7 :00 Happy Hour
Hosted by the Hist io Ambassadors

3:00 -  4 :00 Closed Session (Sobi) . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . .Bel l town

to Cult ivate Hope,  Community,  and Wel l-Being

Ful l  session descriptions and speaker information available in  meeting program.

(For Caregivers)

(For Patients)

Virtual  Presentation

Registrat ion Check-In . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . .4th F loor Pre-Function

. . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . .4th F loor Pre-Function



A T - A - G L A N C E  A G E N D A

Saturday, September 27

8:00 -  9 :00

8:00 -  9 :00 Breakfast . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . .Seatt le 3

9:00 -  9 : 15
. . . . . . . . . . . . . . . . . .Seatt le 1  &  2

9: 15  -  10 :00 From Beginnings to Breakthroughs . . . . . . . . . . . . . . . . . . . . . . . . . . .Seatt le 1  &  2

Keynote:  
Mol ly  Zangri l l i ,  Caregiver/Ambassador

10:30 -  10 :45 Break/Breakout Transit ion . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . .Seatt le Foyer

10:45 -  1 1 :45 How Global  Efforts  Are Fuel ing Progress . . . . . . . . . . . . . . . . .Seatt le 1  &  2

1 1 :45 -  12 : 15 Let 's  Discuss AVP-D (DI )  and its  Current
and Future Treatments

. . . . . . . . . . . . . . . . . . . . . . . .F i rst  Hi l l

A Whir lwind Tour of  HLH:
From Discovery to What's  Next

. . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . .Bel l town10:45 -  1 1 :45

Caring for  Your Loved One
While Caring for  Yourself

. . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . .Seatt le 1  &  21 1 :45 -  12 :45

12 : 15  -  12 :45 ECD/RDD/LCH
Similar it ies and Differences

. . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . .F i rst  Hi l l

1 :30 -  2 :00 What Patients Are Tel l ing Us:
Insights into L ife with Hist iocytosis

. . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . .Seatt le 1  &  2

2 :00 -  2 :30 What happens when LCH cel ls
col lect in the brain? 

. . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . .Seatt le 1  &  2

Secondary HLH,  MAS,  and cytokine
storm: what i t  al l  means

. . . . . . . . . . . . . . . . . . . . . . . . . . . . . . .F i rst  Hi l l

2:00 -  2 :30 Focusing on the Eyes:  How Hist iocytosis
and its  Treatments May Impact the
Eyes and Vis ion

. . . . . . . . . . . . . . . . .Capitol  Hi l l

. . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . .Seatt le 1  &  2Hearing what Matters Most :
A F ireside Chat

5:00 -  ??? Optional  Excursion:  Mariners vs .  Dodgers Game. . . .Motif  Lobby 

7 :00 -  ? :00 Blue Ribbon Run/Walk

                                                        
Histor ical  perspective on the early days
How Hope Gets Funded:  The Grant Process Uncovered

10:00 -  10 :30 Living Beyond Hist iocytosis :  
Understanding Survivorship and Long-Term Health

. . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . .Seatt le 1  &  2

12 :45 -  1 :30 Networking Lunch . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . .Seatt le 3

2 :00 -  2 :30

2:30 -  4 :00

Passion to Purpose:
Gett ing Involved and Community Perspective

Buses depart  at  5 : 15

Closing Remarks

HISTIO

SUMMIT
Patient and Family

(For Caregivers)

Virtual  Presentation

*Pre-purchased t icket holders

Registrat ion Check-In . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . .4th F loor Pre-Function


