
 

Jenn’s Balancing Act 
By Tara L. Campbell 

 

rom the outside, the Clark College 

administrative building appears to 

have a simple t-shape. Once inside, 

however, it’s an impossible maze. The 

hallways double back and the numbers 

printed on tiny blue placards go in a 

mysterious order of their own. Thirty-two-

year-old Jennifer Purinton is in suite 201. I 

text Jenn to tell her that I need help; a 

minute later she whips around a corner, then 

another, until she finds me. “Don’t worry, 

everyone gets lost in here,” she says, then 

spins around and heads off down a passage 

that wasn’t there earlier.  

Jenn presses the metal disc on the wall. 

The blue outline of a wheelchair doesn’t 

much resemble the high-tech motorized 

chair that she sits in. With the tips of her 

fingers and the wheelchair’s small control 

stick, Jenn deftly navigates her chair through 

the opened doorway, greets reception, and 

makes a quick stop for introductions with 

her boss before leading me to her office. 

The office is small but functional—there 

is plenty of room for her to turn from the 

piles of paperwork on the table to the dual 

monitors on the desk. She says she’ll never 

go back to working with a single monitor 

again as she copies information from a 

database over to reporting spreadsheets for 

the students her department assists. As a 

Workforce Program Assistant, Jenn’s job is 

to help students on state assistance fulfill 

and report the weekly hours of work and 

education requirements that the state of 

Washington mandates in order for them to 

continue receiving food, housing, and 

childcare assistance. 

I’ve known Jenn for 16 years; she’s 

basically 

family, so 

I’ve 

witnessed 

firsthand 

that Jenn 

maintains 

a tough 

balance 

between dependence and independence in 

her career and life. She requires assistance 

for the most basic functions—eating, 

sleeping, toileting—yet she fights to live 

independently. She has done everything 

we're told to do to get ahead: go to college, 

specialize in a high-demand field, and get a 

job to build experience. But she’s limited in 

how much she can earn because of 

restrictive criteria for federal and state 
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disability services, which she receives, and 

absurd low-income housing requirements. 

Jenn’s fingers are bent at odd angles, 

which makes it difficult for her to grasp. 

Movement for her is severely limited, the 

result of type 2 Spinal Muscular Atrophy 

(SMA), a neuromuscular degenerative 

disease that affects about 1 out of every 

10,000 people worldwide. For Jenn and 

others with SMA, the connection between 

the part of the nervous system in the spinal 

cord that controls voluntary muscle 

movement is lost over time, like a dwindling 

network connection that slowly degrades 

until it finally disconnects. Without those 

signals from the nerve cells—motor 

neurons—to stimulate the muscles, the 

muscles atrophy. 

Jenn was 18 months old when she was 

diagnosed with type 2 SMA and has relied 

on a wheelchair since early childhood, and a 

motorized chair when she lost the muscle 

control in her arms.  

Pausing for a moment from processing 

forms, Jenn says it’s such a challenge for the 

students to manage college courses and 

fulfill the work requirements for state 

assistance. The irony is not lost when Jenn 

explains her own predicament of struggling 

to get ahead. Jenn relies on Supplemental 

Security Income (SSI) to pay for the 

exorbitant medical and caregiver costs 

associated with SMA. A study published in 

the August 2016 Journal of Medical 

Economics concluded that the median 

medical cost for people with SMA is more 

than $83,000 a year. Not included in the 

study is the annual cost of a licensed 

caregiver, an essential for Jenn to survive 

outside a nursing home or assisted living 

facilities. 

Even if Jenn did land an $80,000+ per 

year job, there is no way she could support 

herself independently with the combined 

cost of medical expenses and in-home 

caregivers. What frustrates Jenn is that state 

programs and federal disability support for 

medical care and caregivers restricts a 

disabled person from earning more than 

$25,000 per year. A few dollars more than 

that and the system cuts off all aid, even for 

people like Jenn whose healthcare costs 

alone far exceed income levels afforded to 

most.  



 

Jenn considers herself lucky to have 

landed the job at Clark College in 

Vancouver, Washington. She graduated 

from Washington State University with a 

BA in Personnel Psychology and Human 

Resource Management but struggled to find 

work. Like others with SMA, Jenn is 

physically disabled but not mentally—she’s 

smart and surpasses most with her wit and 

determination. Though it is illegal to 

discriminate on the basis of disability, 

something the Americans with Disabilities 

Act (ADA) has ensured, the reality is that it 

still happens. Jenn explains that when a 

company hires someone with a physical 

disability, the business will lose money 

because retrofitting older buildings to 

accommodate is expensive.  

Accommodating Jenn’s needs is done 

without a second thought by Gayle Lee, 

Jenn’s boss. I asked Gayle what it’s like 

having Jenn as an employee. “Jenn is 

amazing at coming up with new and 

improved ways to track our students, create 

new forms, and learn new ways of helping 

the students,” she says. “She is the first to 

offer her talents to other departments, from 

entering data to proctoring exams.” Jenn’s 

coworker Janette Clay echoes the same 

sentiment: “Jenn has a very strong work 

ethic. She comes to work even when she is 

sick, or when she has to travel on C-Van 

[public transit] for a long time. She is 

dependable, does good work, and has a 

really good attitude.”  

Scattered throughout Jenn’s office are 

pictures and figurines of penguins—Clark 

College’s mascot—and photos of cute 

babies and toddlers, the children of friends 

and family members. The one regret Jenn 

confesses is that she won’t have any 

children of her own. SMA is a genetic 

disease that is passed on through autosomal 

recessive inheritance, which means both 

parents must be carriers of the mutated gene 

SMN1. In the U.S., 1 out of every 50 people 

is a carrier of the gene. SMA is also the 

leading genetic cause of infant death. While 

genetic screening is a possibility, it’s 

expensive and not a guarantee—passing on 

SMA is a risk that Jenn won’t take. 
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“I’m glad, in a way, to have [SMA] 

simply because of the people it has brought 

into my life,” Jenn says. She glances at the 

time, the third glance in the past ten minutes. 

She’s waiting for a caregiver to arrive so 

that she can go to the bathroom. Jenn has no 

choice but to wait because she cannot lift 

herself from chair to toilet and back. A 

caregiver must use a Hoyer—a hydraulic lift 

that attaches to a sling that Jenn sits on, 

allowing the caregiver to lift her out of the 

chair and over to the toilet. 

Before meeting with Jenn, I had 

interviewed Becky Syfrett, Jenn’s former 

caretaker turned maternal figure and best 

friend. Becky told me about the vacations 

she had gone on with Jenn that have taken 

the pair from Disneyland to Vegas. No one 

else goes with Jenn on trips so Becky is 

there to make them happen as often as time 

and money allow. “The one thing I really 

want to do is to get Jenn on a plane and 

travel across the states,” she says. 

At times it’s difficult to help Jenn 

navigate the world, Becky admits. Toileting, 

something for most people that is only as 

frustrating as having to wait in line, becomes 

a much bigger issue for Jenn. Not every stall 

designated as accessible can accommodate 

her motorized chair, a Hoyer, and a 

caregiver all in the same space. There have 

been times when Becky had to pull off to the 

side of the road somewhere, wheel the 

Hoyer and Jenn out some ways, and use a 

sheet to give her privacy. 

The caregiver finally arrives along with 

a new trainee. Both are young and neither 

seems too into their jobs. Becky is adamant 

that people who are not passionate about 

caring for disabled individuals shouldn’t be 

in the business of caregiving. As a Certified 

Nursing Assistant (CNA), Becky met Jenn 

through the previous agency she worked for 

when Jenn lived at home with her mother. 

Jenn was young and looking for 

independence; she wanted to live on her 

own while she attended university. When I 

asked Becky what she thought makes people 

consider Jenn an inspiration, she said it’s the 

fact that Jenn is driven to do and not simply 

exist. 



 

Jenn attributes a lot of her stubbornness 

and tenacity to her mother’s detached, if not 

effective, strategies for living. And her 

mother’s warning: No one is going to give 

you handouts, you have to go out there and 

get it for yourself.  

Jenn is done working for the day, so we 

drive to her apartment. She shares a three-

bedroom, low-income apartment with two 

other disabled roommates. One of her 

roommates is a chronic cigarette smoker. 

While she is required to smoke outside, the 

permeating smoke residue from the four 

packs a day has caused Jenn to suffer further 

reduced lung functionality; she now requires 

daily asthma treatment when before it was 

only needed occasionally. Compounding the 

issue is the fact that SMA affects all muscles 

in the body, including the heart and lungs. 

For her health, Jenn says she must find a 

place of her own. But to stay below the 

maximum income requirements for a one-

bedroom apartment, Jenn would have to 

reduce her already low-income to near 

poverty level. So for now she works 12 

hours per week, an arrangement she 

negotiated with Gayle’s help. To qualify for 

a one-bedroom, low-income apartment 

she’ll need to maintain this low-income 

status for a year. After that, the income can 

increase without affecting eligibility.  

At the apartment, I watch as the smoker 

comes in from outside, a noticeable plume 

following her as she walks down the 

hallway to her room. A few minutes later 

she walks back out into the living room to 

retrieve a dish that she takes to the kitchen 

and puts into the dishwasher. The roommate 

disappears once more down the hallway, all 

while Jenn waits for a caregiver to help her 

go to the toilet. 

The three disabled roommates are 

required to share caregivers, people who 

provide 24-hour, in-home assistance on 

rotating shifts. One caregiver must be onsite 

at the apartment at all times while the 

residents are present, and during daytime 

hours there are generally two caregivers 

available. Caregivers are low-wage, 

underappreciated workers in an emotionally 

and physically taxing field. The unfortunate 

reality is that not every caregiver is there for 

altruistic reasons. Conflicts between 

caregiver and client make it difficult to 

receive timely care. The one caregiver Jenn 

is waiting for is busy; the other caregiver 

Jenn avoids because of her demeaning 

comments and irritated tone.  

After Jenn has had time to go to the 

bathroom at home, we leave to go have 

lunch. I have driven Jenn’s van before, since 

she is physically unable to, but parking in 



 

front of Applebee’s today feels like a stroke 

of luck. There are two disabled parking 

spots but only one of which has enough 

room for the ramp on Jenn’s van to extend 

down and out. “Would you stay on my left 

and hold my shoulder?” Jenn asks me as she 

prepares to descend the ramp. Last year she 

toppled off the side of a ramp and was 

pinned under her motorized chair. Unable to 

protect the fragile face and head area, Jenn 

suffered the brutal impact and the 

experience has left her traumatized. 

Inside the restaurant, Jenn scoots in at a 

two-person table that easily accommodates 

both of us. Straws and drinks are brought by 

and when our lunches arrive, she asks for 

plastic utensils. A metal fork is too heavy 

for her. The waitress drops off the plastic-

wrapped cutlery and continues on to the next 

table. Jenn cannot tear open the cellophane 

so I open the package and put the utensils 

within her reach. 

 When I had asked Becky how she 

thought Jenn’s condition was progressing, 

she acknowledged that, “It continues to get 

worse and she has a harder time with things 

than she used to before.” There are opposing 

lines of thought about the degeneration, Jenn 

points out. On the one hand, science shows 

that the muscles atrophy because they are 

not used, so the inclination is to use the 

muscles as much as possible to keep them 

strong. Another theory suggests that the 

breakdown in connection between the 

neurons and the muscles irreversibly 

weakens the system the same way as 

bending a piece of metal back and forth until 

it eventually breaks at the stress point. Jenn, 

like many others with SMA, ponders what to 

do. Exercise and keep the muscles strong? 

Or treat every movement as precious and 

watch the muscle deteriorate from a lack of 

use?  

Problems like this are just another part 

of the complicated balancing act that is 

Jenn’s everyday existence. SMA is a cruel 

disease, and yet it’s not the most difficult 

aspect for Jenn. She strives to live 

independently, to give back and take care of 

others, but the frustration of having to work 

within a system that is so clearly set against 

her, is evident. Jenn will continue as she 

always has, though: shouldering on with her 

stubborn persistence to do whatever she sets 

her mind to, regardless of how convoluted 

the path may be. When asked about her 

prognosis as someone with type 2 SMA, she 

laughs and says, “Oh I’ll live to be an old 

lady.” 
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