
As Penelope's strength has improved, so too has her 
health. She no longer requires the ventilator during 
the day while she is awake. She receives monthly 
infusions of antibodies to boost her immune system. 
In April, Lea was able to begin working with Penelope 
in her home safely with the use of proper personal 
protective equipment. Penelope continues to see 
Michelle via Zoom due to the geographical distance 
between them. Michelle has been lucky enough to 
see Penelope in person on occasion when Penelope 
was visiting her medical team in San Francisco. 

Penelope is a shining example of 

what the California-Hawaii Elks 

Major Project serves to accomplish! 

The therapists who are part of this 

project are honored to offer their 

skills and expertise to help children, 

like Penelope, develop skills, 

obtain equipment, and learn 

strategies so that they 

can walk, talk, see and play! 
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Introducing Penelope, this year's California-Hawaii Elks 
Major Project Theme Child. Penelope was born 8 
weeks premature in September 2019, with under
developed lungs and a diagnosis of Trisomy 21, which 
is a chromosomal anomaly commonly known as 
Down Syndrome. Penelope faced many challenges 
after birth. Before she was able to come home in 
November 2019 she remained hospitalized for two 
months while her lungs continued to develop. Not 
long after being discharged from the NICU she began 
to exhibit signs of a cold. Just two days before 
Christmas she was admitted to a local hospital and 
was diagnosed with respiratory syncytial virus (RSV). 
Her condition worsened and on New Year's Eve 
2019, Penelope was airlifted to the UC San Francisco 
Benioff Children's Hospital. She was diagnosed with 
Pulmonary hypertension and a cardiac malformation 
and was admitted for nearly a year. While in San 
Francisco, Penelope was intubated and had a G-tube 
placed for non-oral feeding. Her family secured an 
apartment in San Francisco allowing them to stay 
close and spend as much time with her as possible. 
Penelope was unable to return to breathing without 
assistance therefore a tracheostomy was performed. 
In December of 2020 she was finally released to go 
home. 

Back at home with her parents and older sister Jena, 
Penelope required full time care. She was on a 
ventilator twenty four hours a day and continued to 
be fed solely via her G-tube. Her immune system was 

not kicking in which left her extremely susceptible to 
any illness she was exposed to. Her family had to be 
very diligent with regards to preventing exposure to 
community borne illness. Even visits with other family 
members, including her sister and brother-in-law, 
Devin and Kyle, who live out of town, were kept to a 
minimum to protect Penelope as her health remained 
fragile. When Penelope was first referred to the 
California-Hawaii Elks Major Project for Occupational 
and Physical Therapy, the services were being provid
ed via Telehealth on the Zoom platform due to Covid. 
This was an ideal model of service for Penelope, 
allowing her to begin Physical and Occupational 
Therapy services without any unnecessary added 
exposure. 

Occupational Therapist, Michelle Allen, and Physical 
Therapist, Lea Nibur, began working with Penelope and 
her family in January of 2021. Michelle's primary focus 
points were on fine motor skills and feeding. Lea's focus 
was on gross motor skills. At this time, Penelope at 16 
months of age, was just beginning to sit on her own. 
She required assistance to get up to a sitting position 
from her tummy or her back. She could lie on her 
tummy, but couldn't push up onto her hands and knees. 
Penelope played with toys in one hand, but did not 
pass the toy between her hands and she didn't use her 
two hands to bang her toys together as toddlers often 
do. She was being fed primarily via her G-tube, and 
although she accepted small amounts of purees by 
mouth and minimal liquids with an open cut out cup, 
most spilled out of her mouth. Despite these limitations 

she was quick to smile, loved to play peek-a-boo, and 
reach for her Mom's face, and always had a sparkle in 
her eye. 

Over time, with guidance from Michelle and Lea, 
Penelope's family learned techniques and exercises to 
help Penelope gain strength and skills. Penelope has 
learned to get herself up from the floor to sit with 
perfect balance. She can now play and crawl on her 
hands and knees, and pull herself up to her knees using 
the living room furniture. Penelope has even started 
stepping up to stand with a little help! Penelope loves 
her toys, and will seek out her favorites with deter
mination. She likes to pick up her toys and put them 
into a container, stack her blocks, and play with her doll. 
She enjoys turning the pages and pressing the buttons 
of her musical board books, especially her "Frozen" 
story! Penelope plays with toys using both hands now, 
and brings those toys together in each hand with a 
beautiful clap-clack-clatter to make music of her own. 

Penelope has begun eating much more by mouth. She 
still receives homemade whole food blends through her 
G-tube, however under Michelle's guidance, Penelope
has substantially increased her oral feedings and is
replacing whole and partial meals daily by mouth
instead of through her G-tube. Penelope eats a variety
of foods by mouth from yogurt to sausages, but
especially loves popcorn!




