
 

NDSS Senior Advisor of Aging and Caregiving Initiatives, Jadene 
Ransdell, shares her caregiving journey. Her story will inspire 
and challenge you to make a difference for families like hers. 

  

 "It’s been more than 46 years since I learned my baby boy was born with a life-
long disability. It was a time when that diagnosis was met with sadness, not 
celebration. How much we have learned in the four decades I have shared life with 
my son Matt! 

Caregiving was a big part of my parenting responsibilities from the time Matt was 
an infant. Sure, all parents do a lot of caregiving, but there have been many times 
when my role as a parent was overshadowed by the specific care needs that Matt 
had. I’ve served the role of an occupational therapist in helping with feeding 
issues, added the role of physical therapist as I exercised Matt daily to increase 
his muscle tone and there were times I had to provide medical care far beyond 
your typical scraped knee or upset tummy. 

    
  

Now I am a caregiver from a distance as Matt has grown into an adult, living in his 
own home with staff who support and care for him. I still monitor his medical 
appointments and work with his staff to ensure they know what Matt likes, what can 
set off a troubling behavior, how he likes his milkshakes made at night and the way 
he wants his goodnight hug and kiss. 

It has been my honor to share my life with this man who stole my heart the moment 
he was born. He set my course as an advocate and we’ve been on quite a journey 
together. But for a lot of years, that journey took place outside of the Down 
syndrome community. 

You see, when he was younger, Matt faced many challenges – the result of a missed 
diagnosis of Autism. As he grew and life became more difficult, I felt isolated from 
other families of teens with Down syndrome. We didn’t seem to fit in. So, I left. I 
found a greater connection with a cross-disability world, but in recent years that has 
changed. 

 

About five years ago, Matt was diagnosed with Alzheimer’s; I was scared. I found 
my way to a national group that focuses on intellectual disabilities and dementia. 



Landing with them led me to NDSS when I had the idea for a conference that would 
focus solely on the needs of adults with Down syndrome. 

From our first Adult Summit in 2018 to now, NDSS has embraced my ideas and 
encouraged me to help lead the way in addressing the changes parents and 
caregivers like me face when our loved ones become adults and are aging with 
Down syndrome. I have been so moved by this caring group of people that, earlier 
this year, I donated to NDSS to help launch our Aging and Caregiving Initiatives. I 
am thrilled to say that I’m working closely with staff on how those funds can best 
support our self-advocates and families. 

 
 

    
  

                      


