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							In the heart of our Open Medicine Foundation family, there are personal stories that bring to light the stark reality of living with ME/CFS and Long COVID. Today, we invite you to witness the profound narrative of Sean Henneberry, a brave soul who has been navigating the turbulent waters of ME/CFS and Postural Orthostatic Tachycardia Syndrome (POTS) since his early teens.


In Sean’s Own Words
Hello, my name is Sean Henneberry. I’m 19 years old, and I’ve been living with ME/CFS since I was 13, following an EBV infection that also affected my siblings.
My journey began with mild to moderate symptoms that barred me from regular schooling and limited my ability to leave the house. At 16, my condition progressed to severe ME/CFS and POTS, leading to six months of severe medical neglect before finally being acknowledged and treated, thanks to the intervention of an ME advocate. It is no exaggeration when I say that I would not be here today had my ME advocate not intervened when they did.
The back-and-forth of being in and out of the wrong hospital for those six months, coupled with regular POTS attacks and non-epileptic seizures, took a massive toll on my body. Since May of 2021, I have been bed-bound, unable to sit up. I am now in the process of moving within Ireland to seek better treatment.
Before getting sick, I was an overachiever in my academics. At age 12, I won an award for best short story in a creative writing competition held by my primary school (featured in the picture). I had dreams of driving and a fascination with cars. The shattering reality of these illnesses never fails to remind me that I am very far off from being able to pursue the dream of something as simple as being able to drive my car. I can recognize now, however, the significance of the mundane and being able to carry out everyday tasks.

[image: A before-and-after snapshot of Sean's life. On the left, Sean beams proudly with a writing competition medal. On the right, he lies in a hospital bed, wearing a sleep mask. Sean's quote: "ME/CFS robbed me of my dreams, shattered my independence, leaving me bed-bound and reliant on others."]
While I’ve lost contact with my old friends, I’ve made a new one online who shows me patience and understanding, which has been the foundation of our lasting friendship.
Being bed-bound means relying on my parents for nearly everything, which continuously challenges my sense of dignity and autonomy. I have to use a urinal and bedpan to go to the toilet, which continuously attacks my sense of dignity. Not being able to do anything independently and have a sense of autonomy has been a severe detriment to my overall mental well-being, with regular episodes of intense depression, extreme anxiety, and stress.
Despite this, my love for stop-motion animation, a hobby I’ve had since I was 11, provides me with an escape and a sense of achievement. I animate from my bed, hoping to hone my skills for future freelance opportunities.
Music is another passion of mine, offering therapeutic respite. My creativity endures, though now with more grounded expectations.
I wish for a day when ME/CFS is understood as clearly as more widely recognized conditions, eliminating the need to explain its severity to those around me, including medical professionals.
Thank you for reading my story, 
Sean
 


 
Our Commitment to Change
Sean’s story is not just a narrative; it’s a call to action—a plea for understanding, research, and treatment. It’s a reflection of the challenges that so many in our community face and an embodiment of the hope that sustains them. Open Medicine Foundation is more committed than ever to changing the narrative for individuals like Sean. 
To empower patients and their families, we’ve compiled a collection of resources for patients, parents, and healthcare professionals. These materials provide valuable information and support to navigate the complexities of ME/CFS & Long COVID. You can access them here.
 


 
Warm Welcome to Our New Hope Builders
We are delighted to announce that in March we welcomed 27 compassionate individuals to our Hope Builders community. We extend our warmest gratitude and welcome to our new monthly donors. Thank you for standing with us, for being a part of our journey, and
for believing in a brighter future for Sean and all affected by ME/CFS and Long COVID. 
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(EIN# 26-4712664). All donations are tax-deductible to the extent allowed by law.
						

				

					

		

				
			
						
				
					
			
			
				[image: alt]


[image: ]

			

			
				[image: alt]


[image: ]

			

			
				[image: alt]


[image: ]

			

		

		

				

				

					

		

				
			
						
				
							Open Medicine Foundation®
29302 Laro Drive,  Agoura Hills, CA 91301 USA
Phone: 650-242-8669
info@omf.ngo
						

				

				
				
			Contact Us
		

				

					

		

					

		
				
						
					
			
						
				
							PRIVACY  |  COOKIE   |   CONSENT   |  MEDICAL & OTHER DISCLAIMERS
						

				

				
				
							Copyright © 2023 Open Medicine Foundation. All Rights Reserved.
						

				

					

		

				
			
						
				
					
			
												
					Search

					
					
					
											
															
								Search
													
					
									

			

		
				

				

					

		

					

		
				

		


		
					
						
					
			
						
				
					
			
			
			

			
			
								
												
								Name							
														
											

								
												
								Subject							
														
											

								
												
								Email							
														
											

								
												
								Message							
										

								
					

				

								
					
						
															
																										
																						Send
													
					
				

			

		

				

				

					

		

					

		
				

				
					
						
					
			
						
				
					
			
						
		

				

				

				
				
			Consent management
		

				

				
				
			Consent Preferences		

				

				
				
							Data Subject Access Request (DSAR) Form 
						

				

					

		

					

		
				

				
					
						
					
			
						
				
													[image: Myalgic Encephalomyelitis / Chronic Fatigue Syndrome (ME / CFS) Post Treatment Lyme Disease Syndrome (PTLDS), Fibromyalgia Leading Research. Delivering Hope.Open Medicine Foundation®]


[image: Myalgic Encephalomyelitis / Chronic Fatigue Syndrome (ME / CFS) Post Treatment Lyme Disease Syndrome (PTLDS), Fibromyalgia Leading Research. Delivering Hope.Open Medicine Foundation®]
													

				

				
				
							What are the advantages of giving from your Donor Advised Fund (DAF)?
	Your gifts to your donor advised fund entitle you to an immediate income tax deduction at the time of contribution.
	You avoid capital gains tax on appreciated assets you place in your donor advised fund.
	Your fund’s investment gains accumulate tax free.
	Funds are distributed to Open Medicine Foundation in your name and immediately put to use to support our worldwide research efforts.


How do I make a donation through my DAF?
Just click on the DAF widget below. It is simple and convenient to find your fund among the over 900 funds in our system.
Still can’t find your fund? 
	Request a grant distribution through your Donor Advised Fund sponsor
	Be sure to use OMF’s EIN #26-4712664
	You can also designate OMF as a beneficiary for your Donor Advised Fund
	Questions? Give us a call at 650-242-8669 
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Donate your appreciated stock directly to OMF and you can receive an immediate income-tax deduction for the fair market value of the securities on the date of transfer (even if you originally paid much less for them).
 
OMF sells your securities and uses the proceeds to support our mission. You also do not pay capital gains tax on the transfer when the stock is sold. Giving appreciated stock can be more beneficial than giving cash. The “cost” of your gift is often less than the deduction you gain by making it. In advance, thank you for making this generous gift.
 
Gifting of Stock
Broker: Schwab
DTC #: 0164
Account #: 47083887
Account Registered as:
Open Medicine Foundation
29302 Laro Drive
Agoura Hills, CA 91301
Please speak to your personal tax advisor and then email or call OMF at 650-242-8669 to notify us of your donation or with any questions.
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