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AdvancedMS

New guide for family caregivers

Caring for Loved Ones with Advanced 
MS: A Guide for Families is a com-

prehensive look at what families need 
to know when a family member has 
advanced MS that is so severe the person 
cannot be left alone for any extended 
period and has complex clinical issues. 
Edited by Dorothy E. Northrop, MSW, 
ACSW, and Debra Frankel, MS, OTR, with 
input from key Society staff and a mul-
tidisciplinary task force of professional volunteers, the 
112-page book answers tough questions in down-to-earth lan-
guage. Every section ends with a list of valuable resources. Best of 
all, this book is available free from your chapter, with the help of 
a generous grant from the Dr. Matthew and Cynthia Hertz Chari-
table Foundation. Just call 1-800-344-4867 and ask for a copy.

Jonathan Crabtree usually left 
for high school at 6:30 a.m. But 

his day did not end when he came 
home. He would then help his 
mother, Debbie, who has multiple 
sclerosis and is quadriplegic. 

But in September 2007, Jona-
than, an only child, left for col-
lege, helped by a $3,000 college 
scholarship from the National 
MS Society. 

A new reality
Like many families who live with 
MS, Debbie, Jonathan, and his 
father, Daniel, a consultant who 
works from home, had to deal 
with a new reality when Jonathan 
started college. Gone is the extra 
set of hands to help out, and 
more importantly, gone is the 
child’s close understanding of the 
needs of a parent with MS. 

“It’s a major adjustment for 
everyone,” said Jonathan, a 
freshman at Liberty University 
in Lynchburg, Virginia, far away 
from his family in Kingston, 
Washington. “The biggest thing 
in going away is the emotional 
stuff,” he said.

The secondary caregiver
Jonathan had handled his moth-
er’s respiratory machine when 
she had trouble breathing. But 
he also helped out with “a lot of 
the stuff that most people take 
for granted,” he said. “I scratch 

eat without choking, look up the 
restaurant online to review the 
menu—or call ahead to discuss 
a special order. If you eat very 
slowly, or tend to fatigue during 
eating, try having a snack before 
you go. You’ll be less taxed if you 
don’t try to eat a full meal—and 
you might have room for dessert. 

Frenetic, noisy restaurants can 
deplete energy and increase the 
chances of choking when eating. 
Choose venues with drapes, low 
ceilings, and carpeted or vinyl 
floors. As a safeguard, carry ear-
plugs in your purse or pocket. 

Avoid darkened restaurants 
which may make it difficult to 
navigate across the room, read 
the menu, or communicate with 
your companions. 

Call ahead to check on the 
most convenient entrance. Ask if 

there is handicapped parking or 
valet service, where the restrooms 
are, and if they meet your accessi-
bility needs. Be sure to say if you 
use a mobility device—and what 
it is—when making reservations. 
Consider requesting a table near 
the entrance if walking distances 
is a problem. 

At special events like weddings 
or awards dinners, alert your hosts 
when you RSVP. For example: 
Please cut my food into bite-size 
pieces before serving. Or, I use 
a wheelchair; please remove the 
chair where I will be seated.

And above all, enjoy your 
outing!

Shelley Peterman Schwarz shares 
many more things she has learned 
about living with MS at Making 
LifeEasier.com.

When a caregiver 
leaves for college
by Judi Hasson
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The term “empty nest” gains 
an extra dimension when a 
child who leaves for college 
is also a caregiver. When a 
parent has advanced MS, the 
entire family may need to 
adjust to a new reality.

her head when it itches. I give her 
blankets if she gets cold in the 
middle of the night.” 

Now the Crabtrees rely more on 
professional caregivers, especially 
when Daniel is away on business. 
They have three aides a day because 
Debbie needs 24-hour care.  
Jonathan said his family is slowly 
getting used to his absence. 

Treating parents like parents
For her part, Debbie is very 
proud of her son. “The best thing 

the phone once or twice a week. 
“We keep in touch a lot,” he said. 
“I am confident that there are 
people back home taking care of 
her,” he said. “God has blessed 
me with an amazing family.” 

Judi Hasson is a Washington, DC, 
journalist. She was diagnosed with 
MS in September 2007.

The National MS 
Society Scholarship 
Program

The Society strongly 
believes that MS shouldn’t 
stand in the way of an 
education. Our scholar-
ship program exists to help 
highly qualified students 
who have MS or live with MS 
in their families to achieve 
their academic potential. 
Awards range from $1,000 
to $3,000, with selected top 
scholars annually receiv-
ing four-year awards. For 
applications or information 
on supporting the program, 
visit nationalmssociety 
.org/Scholarship.

you can do for a parent with MS 
is to treat them like your par-
ent, and enjoy your college years 
without guilt or resentment,” she 
told Momentum in an e-mail 
created with her voice-activated 
computer. 

And that’s exactly what 
Jonathan is doing. He hopes to 
major in radio broadcasting and 
is involved with the college the-
ater. He uses technology to stay 
in touch, seeing his mom with 
a Webcam or talking to her on 

“My front room is where my hospital bed is and where we play 
games, eat, and live our daily lives with joy.  It is also the office for 
our business. I was an accountant and through the hands of my 
caregivers I make sure bills and taxes are paid and companies that 
owe Dan’s business are paid up. I wanted to mention all this to 
show the crazy contrasts we live and how much Jon is an amazing 
young man. Even though I require 24-hour care, Jon told me it was 
hard to answer ‘what is it like to have a mom with MS?’ because  
he just thinks of living with a loving mom and dad and oh, yeah,  
a mom who needs help with stuff.”—Debbie Crabtree
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