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The study focused on surveying the ALS community (patients, family
members to patients, and caregivers) on their thoughts about the possible
placement of a comprehensive ALS center in central Ohio. The study de-
sign created an original survey that was distributed online through the ALS
Association Central & Southern Ohio chapter's monthly newsletter (April)
and in-person at two Columbus support group meetings and one Dayton
support group meeting. Data from the survey was complied and analyzed
in pie charts to determine various trends in the responses. Overall, the ALS
community supported the creation of an ALS center and felt it would be ben-
eficial to them. It is recommended that a fiscally responsible, lightly staffed
ALS center be created to meet the needs of the ALS patients of central Ohio.

Introduction

ALS, amyotrophic lateral sclerosis (also
known as Lou Gehrig’s disease), is a progres-
sive neurodegenerative disease that affects the
nerve cells (neurons) in the spinal cord and
into the brain (What Is ALS?, 2010). The motor
neurons (nerve cells that control movement in
the body) that connect the brain to the spinal
cord to muscles throughout the body progres-
sively degenerate, waste away, and die (What
Is ALS?, 2010). As the neurons die, they are
no longer able to send signals from the brain
to move muscles in the body and the patient
loses voluntary control over muscle movement
(Dugdale, Hoch, & Zieve, 2010). Patients with
ALS slowly experience weakening of the mus-
cles, twitching, atrophy, and eventually paralysis
(What Is ALS?, 2010). Early symptoms include:

weakness, speech issues, troubles breathing,

and troubles swallowing (What Is ALS?, 2010).

There is no known cure for ALS although
some medications (such as riluzloe) can be pre-
scribed to slow the progression of the disease
and prolong the patient’s life (Dugdale, Hoch,
& Zieve, 2010). As the muscles throughout
the body become paralyzed and stop work-
ing, many complications ensue for the ALS
patient (Mayo Clinic staff, 2010). Complica-
tions include: trouble breathing, eating prob-
lems, issues when moving around, and de-
veloping dementia (Mayo Clinic staff, 2010).

As ALS eventually paralyzes the muscles in
the chest area, it becomes extremely difficult
or impossible for the patient to breathe on
their own (Dugdale, Hoch, & Zieve, 2010).
Breathing devices, such as the CPAP mask
(continuous positive airway pressure mask,

used by many sleep apnea patients), may be
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used by ALS patient’s to assist breathing (Mayo Clinic staff,
2010). In latter stages of ALS, some patients choose to un-
dergo a procedure called a “tracheostomy” (Mayo Clinic
staff, 2010). A tracheostomy is a surgical procedure where a
tube is inserted through an incision in the front of the neck
into the trachea (windpipe) so that a respirator can inflate
and deflate the patient’s lungs (Lindman & Morgan, 2011).
Respiratory failure is one of the most common causes of
death in ALS patients, often occurring within three to five
years after onset of symptoms (Mayo Clinic staff, 2010).

When ALS causes muscles in the throat that control
swallowing to become paralyzed, many patients develop
ecating problems, including poor nutrition and dehydra-
tion (Mayo Clinic staff, 2010). ALS patients are also at a
greater risk of accidentally inhaling foods or liquids into
their lungs, which can easily cause pneumonia (Mayo Clinic
staff, 2010). If desired, patients can use feeding tubes to re-
duce these aforementioned risks (Mayo Clinic staff, 2010).

Due to all these various complications associated with
amyotrophic lateral sclerosis, ALS patients have to visit many
different types of physicians. ALS patients may need to visit
a wide range of doctors, including but not limited to: neu-
rologists, speech-language therapists, nutritionists, occupa-
tional therapists, physical therapists, respiratory therapists,
pulmonologists, and gastroenterologists (ALS Team, n.d.).
Often, there is no one ALS center where patients can go and
meet with all of their physicians in the same place on the

same day. This is the case in central Ohio where there is no

comprehensive ALS center for central Ohio patients to visit.
This study aims to determine if ALS patients, family mem-
bers, and caregivers would support the placement of a com-
prehensive ALS center at an OhioHealth hospital in central
Ohio and whether they feel it would benefit them. These
hypothetical benefits would not purely be based on extend-
ing the patient’s life expectancy with the disease, but im-
proving the patient’s outlook on life and lessening the stress

on the patient and his or her family, friends, and caregivers.

Methods

A survey was created using the program Google Docs and
was administered online (through a link in the ALS Associ-
ation Central & Southern Ohio Chapter’s monthly newslet-
ter) and in person at ALS support group meetings in Colum-
bus and Dayton. The survey contained questions regarding
whether or not the ALS patients, caregivers, and family mem-
bers felt they would use a comprehensive ALS center in an
OhioHealth hospital, how often they would use it, and how
far they would be willing to travel to get to a comprehen-
sive center. To determine what questions to ask in the sur-
vey, a series of possible questions was proposed to Mrs. Hal-
pin, director of operations at OhioHealth Westerville, for
review. The best questions were selected after the review.

The survey consisted of six multiple choice questions
(five of which had an open-ended “additional comments”
section) and one open-response question (located in ap-
pendix, Fig. 1). The survey also included an incentive in an
attempt to gain more respondents. At the end of the sur-

vey, there was an optional section to write in contact in-
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formation if the survey-taker wished to be entered into
a raffle to win one of three available $25.00 BP gas cards.
After undergoing an approval process through the ALS
Association Central & Southern Ohio Chapter, a link
to the survey was placed in the April newsletter. I at-
tended two support group meetings in Columbus and
one meeting in Dayton to hand out surveys in—person.
Six surveys were completed and returned through Google
Docs online and twenty-six surveys were collected through the
support group meetings, thirty-two surveys were collected in
total. Of the thirty-two surveys collected, sixteen were com-
pleted by patients and sixteen were completed by ALS caregiv-
ers/family members to ALS patients, making the distribution
exactly 50-50. The data gathered from the surveys was syn-
thesized into tables and then analyzed. The data was analyzed
with all respondents together and was also broken up into two
subgroups; ALS patients and ALS caregivers/family members
to ALS patients. When the data was analyzed within the sub-
groups, there were no significant points to be found. The data

was made into pie charts based on all respondent’s results.

Results

Fig. 2 (located on the following page) is a compilation of
the data collected from all respondents without being bro-
ken into subgroups. The question, “How often do you find
yourself secking advice, support, tools, and resources be-
yond what is offered/available in your doctor’s office?” had
six multiple choice options along with an “additional com-
ments” section. 44% of the total respondents to the survey

question selected that they frequently find themselves seeking
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Figure 5: Survey question no. 6: How far would you be
willing to travel to visit a comprehensive ALS center? (All
respondents data)

services beyond what is provided by their own doctor, 31%
of the total respondents selected that they occassionally find
themselves seeking additional services, and 16% responded
very frequently. The options of never and very rarely each
received 3%, as did a neglected response. In the “addition-
al comments” section following this question, some notable
responses included; “We were lucky that we were in a city
where we had an ALS clinic and it was invaluable. It would
be great for all patients and caregivers to have that advan-
tage” and “[I] got tired of teaching doctors and paying them
for it... I get more information online and from [my] support
group.” Many respondents also stated that they supplement
the lack of resources from their doctors through the infor-
mation they receive from their respective support groups.

Fig. 3 (located on the following page) is a compilation of
the data collected from all respondents without being bro-
ken into subgroups. The question, “Would you utilize a com-
prehensive ALS center if one was located in the central Ohio
area?” had five multiple choice options along with an “addi-
tional comments” section. 44% of the total respondents to
the survey question selected that they strongly agree that they
would use a comprehensive ALS center, 28% responded that
they agree they would use a center, and 22% were undecided
if they would use a comprehensive ALS center. The option of
disagree received 3%, as did a neglected response. It is im-
portant to note that the ALS patient that responded that they
would not use a ALS center stated under the “additional com-
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ments” that it would be too late to benefit them and that they
would be starting hospice soon. Many of the respondents who
selected undecided stated under the “additional comments”
that it would depend what the center offered and how far they
would have to travel in order to utilize the services provided.

Fig. 4 (located on the following page) is a compilation of
the data collected from all respondents without being bro-
ken into subgroups. The question, “How often would you
use a comprehensive ALS center?” had six multiple choice
options along with an “additional comments” section. 34%
of the total respondents to the survey question selected
that they would frequently use a comprehensive ALS cen-
ter, 28% responded that they would very frequently use
a comprehensive center, and another 28% were undecided on
whether they would use a center or not. Neglected response
received 6% and the option of never using a comprehensive
ALS center received 3%. Once again, it is important to note
that the patient who selected that he or she would never use
a comprehensive ALS center did state that they were too far
along in the disease for a center to be of use to them. Again,
many of the respondents who stated under the “additional
comments” that how often they would use a center would de-
pend what it offered and how far they would have to travel.

Fig. 5 (below) is a compilation of the data collected from
all respondents without being broken into subgroups. The
question, “How far would you be willing to travel to visit a
comprehensive ALS center?” had nine multiple choice op-
tions along with an “additional comments” section. 34% of
the total respondents to the survey question selected they
would be willing to travel 50 miles or less to visit a com-
prehensive ALS center, 22% responded that they would trav-
el 100 miles or less, 19% responded they would travel 25
miles or less, and 13% responded they would travel 15 miles
or less to visit a center. The options of 10 miles or less and
more than 150 each re-
ceived 3% and gained  6%.
Fig. 6 (below) is a compilation of the data collected from all re-

miles  of traveling

a neglected response

spondents without being broken into subgroups. The question,
“Would a comprehensive ALS center be beneficial to you?” had
five multiple choice options along with an “additional com-
ments” section. 47% of the total respondents to the survey
question selected they strongly agree thata comprehensive ALS
center would be beneficial to them, 31% responded that they
agree a center would be beneficial, and 16% of the respondents
were undecided. The option of disagree received 3%, as did
a neglected response. Again, the ALS patient that responded

that they disagree a comprehensive center would be beneficial
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to them stated under the “additional comments” that it would

be too late to benefit them in the progression of the disease.

Discussion

Because of the limited sample size, it is difficult to an-
alyze any of the results in depth, however, suggestions
and recommendations can be made off the data collect-
ed to inform OhioHealth what the ALS patients, care-
givers, and family members in the area think about the
possible placement of a comprehensive ALS center.
Under the open-response question “As a patient with ALS,
what do you feel are the main challenges you face to your on-
going ALS care?” (or “As an ALS caregiver or family member,
what do you feel are the main challenges you face caring for
a patient with ALS?” depending on if the respondent selected
they were a patient or a caregiver/family member), besides
the obvious health problems associated with the disease, many
respondents listed things such as “no central location” and
“not enough resources” as their main challenges. This indicates
an obvious gap in ALS care and treatment in central Ohio.
Results of the data collected from all respondents showed
some clear trends to based recommendations on. As expect-
ed, the results were over-all in favor of the placement of a
comprehensive ALS center. For example, in Fig. 2, the major-
ity of respondents said they frequently or occassionally seek
resources beyond what is available with their doctor’s office.
Fig. 3 shows the majority of respondents strongly agree and
agree that they would utilize a comprehensive ALS center.

In Fig. 4, the majority of those responding would frequent-
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ly or occassionally use a hypothetical center. Fig. 6 shows
the majority of respondents strongly agree or agree that a
comprehensive ALS center would be beneficial to them.
Fig. 5 shows a large variation in how far those surveyed
would be willing to travel in order to visit a comprehen-
sive ALS center. Since the responses were spread across the
board, it is recommended that a center would be placed any-
where from 15 to 100 miles away from these target areas.
It is important to note that oftentimes on questions
where respondents selected undecided or neglected to
answer all together, they stated in the “additional com-
ments” that their answer would depend on where the cen-
ter would be located and what services would be provided.
Based on the data gathered from the survey, we can rec-
ommend to OhioHealth that they should go forward with the
creation of an ALS center, as the ALS community is overall in
favor of it’s creation. Since the population of ALS patients in
central Ohio isn’t extremely high, it is not recommended that

a full-blown comprehensive center be created, as it would not

be fiscally worthwhile. However, it is recommended that a hy-
brid center be created, a center with a light staff to coordinate
patient care that could be supplemented with various online
resources. Perhaps a “virtual care center” could be created to
help patients connect with the needed doctors and answer any

questionsthat the patient or his or her family members may have.
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