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What is  
Spinal Muscular Atrophy? 

According to the research and support 
organization, Families of SMA, “Spinal 
Muscular Atrophy is a motor neuron disease … 

[which] affects the voluntary muscles that are 
used for activities such as crawling, walking, 
head and neck control, and swallowing … SMA 
affects muscles throughout the body. In the 
most common types, weakness in the legs is 
generally greater than in the arms. Sometimes 
feeding, swallowing, and respiratory function 
(e.g., breathing, coughing, and clearing 
secretions) can be affected. When the muscles 
used for breathing and coughing are affected 
and weakened, this can lead to an increased risk 
for pneumonia and other respiratory infections, 
as well as breathing difficulty during sleep. 
The brain’s cognitive functions and the ability 
to feel objects and pain are not affected. SMA 
is a rare disorder occurring in approximately 8 
out of every 100,000 live births and affecting 
approximately 1 out of every 6,000 to 10,000 
individuals worldwide.” SMA is transmitted by 
a recessive gene carried by one of the parents 
and has no treatment or cure.

For more information, visit www.fsma.org or 
www.fightsma.org.

All in the Family
There is very little the Jarvis family doesn’t do together. Parents 

Sy and Rachael, along with daughters Selene (16), Phoebe (13), Josie (9), Nora 

(4), and son Avyn (9 months), live on a small farm near Fredericksburg where 

they grow flowers, vegetables, and herbs; cultivate bees for honey and beeswax 

(for soapmaking); raise chickens for eggs; and weave and crochet blankets, 

shawls, and more. Father Sy is a skilled craftsman who carves stunning pieces 

of furniture, bowls, and art from local wood in his shop out back. Together, 

the family spends each weekend at area farmers’ markets and festivals selling 

these homegrown and homemade goods. “It may seem like a very simple way 

of life for a lot of people,” mother Rachael says, but it works for us. We try to do 

everything as a family. From homeschooling the kids to working the markets 

each weekend, we believe in sticking together.”

 That philosophy holds true for the Jarvis family in both good times and 

bad. When Avyn was about 3 months old, Rachael noticed that he didn’t 

kick or move as strongly as other children his age and was unable to lift or 

turn his head by himself. Rachael and Sy sought out the assistance of early 

childhood development specialists, who told the worried parents that their son 

was on track in terms of growth but that his muscle tone just needed more 

development through special exercises. That December, all five of the children 

came down with the RSV virus. The others recovered quickly, but Avyn did 

not, so the family took him to the pediatrician. 

 Unable to explain the baby’s slow recovery and breathing difficulties, the 

pediatrician sent Avyn to the emergency room in Fredericksburg, which then 

sent him to the ICU at Chippenham Hospital in Richmond. He recovered 



from the virus within 

five days, but in the 

meantime, doctors 

were so concerned 

about Avyn’s lack of 

muscle tone that they 

ran multiple tests and 

referred the family 

to a neurologist. A 

few weeks later, the 

results came back: Avyn had Spinal Muscle Atrophy (SMA). 

“The diagnosis was like a punch in the gut,” Rachael said. “We 

thought he just had a bad virus and poor muscle tone. We were 

completely unprepared to hear that our child had a terminal 

illness. I couldn’t understand why we would be given this perfect 

gift only to have it taken away too soon, especially since we were 

seeing Avyn progress, albeit slowly. We wanted to believe the 

diagnosis was a mistake.”

 The hospital introduced the Jarvis family to Noah’s Children, 

which stepped in to help with education about SMA, medical 

decisions and equipment, nursing care, emotional support, 

future planning, and more. “Noah’s Children has been the best 

part of this entire process,” Rachael said. “We are so thankful for 

their presence and guidance. Because of that, our stress levels 

are much lower. Noah’s Children is a perfect fit for our family, 

including our other children who really look forward to their 

visits! They are professionals with a heart. It takes extra special 

people to do what they do, and I have so much respect for them.” 

 Aside from this horrible disease, Avyn is a happy baby who 

smiles constantly, loves his big sisters, and being outside looking 

up at the trees and the birds. He also enjoys baths because in 

them he is weightless and can more easily move his fingers, feet, 

and sometimes his legs. 

 Tragically, there is no treatment or cure for SMA, although a 

few small clinical trials are in progress. Patients with the disease 

eventually lose all muscle control to the point where they are 

no longer able to breathe or swallow. But Noah’s has helped 

the family learn to cope. Said Rachael, “They’ve given us the 

peace of mind to handle 

the situation now, as well as 

what’s to come. We know we 

only have a short time with 

Avyn, so we are making the 

most out of every single 

moment.” 

 Rachael’s advice for 

families of both healthy and 

ill children is a simple one: 

“Take each day to love and 

appreciate one another.” 

Friends of Noah’s Children
Kids love animals, especially horses, so it was a special 

treat for 20 Noah’s Children families and patients on April 27 

when the Richmond City Mounted Officers Unit opened up 

their barn on Brook Road for rides and 

demonstrations. Guests enjoyed playing 

with, petting and feeding their new four-

legged friends, and even got to sit astride 

the horses for pictures. Another exciting 

activity was a demonstration by the 

Richmond K-9 Unit’s police dogs. 

 According to Sgt. John Barkley, Officer in Charge of the 

Unit, “As part of our mission, we were looking for new ways to 

reach out to children about what we do here. Leslie Buck, who 

is a board member of our nonprofit organization, Friends of 

the Richmond Mounted Squad, suggested we work with Noah’s 

Children. It was a great recommendation because the patients 

and their siblings were really enthusiastic about the whole 

experience. It was something different and very beneficial for 

these kids, and we were happy to play a role.”

Police Officers Sean Hammett and 
Dawn Nunnally with Kevin Gomez-
Barrera, a happy Noah’s Children 

bereavement sibling. 

 “We are so grateful that 

the Mounted Squad took the 

time to share their passion 

with these children and 

families,” said Leslie Buck, 

board member and a nurse at 

St. Mary’s Hospital’s Pediatric 

Critical Care Unit. “It meant a 

great deal to all of us because 

for two hours, these kids got 

to forget their circumstances 

and have a great time. It was 

also a great opportunity for me 

to be a part of the Mounted Squad succeeding in their goal of 

reaching out to more area children. The event incorporated my 

love for special needs children and being able to give a sense 

of normalcy to their lives. We hope to host this event again and 

make it bigger and better.”

 Noah’s Children is grateful to the Richmond City Mounted 

Officers Unit and delighted to call you our friends!
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Avyn is a happy child who loves being outside 
looking up at the trees and the birds.

“Noah’s has been a blessing to us with 
their presence and guidance,” says 

Avyn’s mother, Rachael Jarvis.



Believe it or not, summer will 
be over before we know it, and we are 
currently gathering basic supplies and 

backpacks for our Noah’s Children 
patients and families.

Please consider donating some of the 
supplies listed here by August 1:

For a complete list and to schedule a donation, please contact  

Lee Ailstock (by August 1) at Carolyn_Ailstock@bshsi.org 

or (804) 287-7686. Thank you!

• #2 Pencils

• Pencil Cases or Bags

• Ball Point Pens (blue or black)

• Glue Sticks

• Highlighters

• Large Erasers

• Wide-Ruled Spiral Notebooks

• Marbled Composition Books

• Loose-Leaf Paper

• 3-ring Binders (3 inches)

• Tabbed Dividers (8-10 per pack)

• Book Covers

• Scissors

• Rulers

• Staplers

• Pocket Dictionaries

• Scientific Calculators

• Ear Buds (for computers)

• Clipboards (9x12½)

• Crayons (16 or 24 colors)

• USB Flash Drives

• Kleenex

• Hand Sanitizer

• Baby Wipes

needs

Physician Perspectives
Since its inception, Noah’s Children’s interdisciplinary 

approach to caring for children with life-threatening and life-limiting 

illnesses has included collaborative partnerships with healthcare 

providers across Central Virginia. One such partner is Dr. Gita Massey, 

MD, who specializes in Pediatric Hematology and Oncology at VCU 

Children’s Hospital. “Noah’s Children is important because they play 

an enormous role, not only in working with the child’s many healthcare 

providers, but also in really listening to the needs of the family, and 

addressing the spiritual, social, and other aspects that are required. 

It’s a holistic look at comfort for families and what life in illness really 

means.

 “I can’t say enough good things about my working relationship 

with Noah’s Children,” Massey added. “Before their existence, it was 

very difficult to find a place that would care for an ill child at home. 

Adult hospices weren’t prepared to take care of children.” 

 Dr. Jean Teasley, associate professor of neurology in neuromuscular 

disease, and VCU’s Medical Director for Pediatric Palliative Care, 

agreed and added, “Outpatient palliative care services are relatively 

rare, so this community is very fortunate to have Noah’s Children.” 

Children who are chronically ill spend a lot of time in and out of 

hospitals, and one of the difficulties they encounter is the multiple 

follow-up appointments they must coordinate after discharge. “Having 

a group like Noah’s Children,” Dr. Teasley said, “helps keep all of those 

things organized as the family maneuvers through difficult periods.” 

 Equally as important is Noah’s collaboration with the child’s many 

participating medical providers to strengthen communications. “In 

these scenarios,” said Dr. Teasley, “the family needs to hear the same 

consistent messages, not different ones from different providers.”

 Both doctors agree that another important role for 

Noah’s Children is planning for how the child will receive 

care. Families may be offered therapies that are in conflict 

with what they want for their child, but Noah’s Children 

can help them think through some of the difficult 

decisions that must be made. According to Dr. Teasley, 

“To have Noah’s Children talk through the process and 

work toward a decision that is best for their child and 

their family is a like finding a pot of gold. It’s a wonderful 

resource and support system.”

 Noah’s Children accepts referrals from pediatricians, 

specialists, intensive care units, and health departments 

from all of the major health systems in Central Virginia, 

including Bon Secours Richmond Health System, 

Virginia Commonwealth University (MCV), Hospital 

Corporation of America (HCA) and Southside Regional 

Medical Center. For more information, please call us at 

804-287-7686 or visit us at www.noahschildren.org. 

“I can’t say enough good things about 

my working relationship with Noah’s 

Children. Before their existence, 

it was difficult to find a place that 

would care for an ill child at home.”

Dr. Gita Massey, M.D.
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Family Fun! 
A great time was had by all at the Noah’s Children 

Annual Summer Family Fun event on June 7. 

More than 60 participants attended the party at 

Weinstein JCC’s Camp Hilbert in Goochland County, 

where they enjoyed swimming in the pool, paddle 

boating and canoeing on the lake, and a catered 

lunch! Thanks to all those who donated their time  

to ensure the success of this event. 

Noah’s Children has accomplished so much over 

the years because of friends like you. Whether it’s 

making a donation or volunteering your time, 

your support helps us provide quality care and 

services to families. On behalf of the staff and 

families we serve, Noah’s Children thanks you!

thank you  
Donors anD Volunteers


