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Basic Science Resear ch at  the Ful ton 
Center  

Bi ke for  MS

      Basic science and tr anslational r esearch are an impor tant component 
of the Fulton ALS Center , providing new  insights into disease 
mechanisms, new  targets for  drug development, and new  ways to tr eat 
and monitor  the effectiveness of drugs in cl inical tr ials. Our  r esearch 
team includes senior  faculty, junior  faculty, fel lows, PhD students, 
undergraduate students, high school students and staff  members. Our  
senior  scientists, Dr. Bowser  and Dr. Sattler , are r ecognized leaders in 
ALS research. 

     Within our  laborator ies, the use of patient der ived stem cells provides 
ways to study motor  neurons from patients, learning about the disease 
process and providing the oppor tuni ty to per form drug screens w ith 
motor  neurons generated from sporadic or  fami l ial ALS patients.  We use 
animal models of ALS to test new  methods to deliver  drugs into the 
ner vous system and i f  these drugs slow  disease progression pr ior  to 
moving these drugs to human cl inical tr ials. We also completed and 
published one of the f i r st studies in ALS using ar ti f icial intel l igence 
programs to gain new  insights into disease mechanisms. 

     The Fulton ALS Center  is also home to a national bioreposi tor y for  
biof luid and tissue samples col lected from ALS patients. Scientists from 
around the wor ld use these samples to advance ALS research. We have 
also used these biof luid samples to discover  biomarkers of ALS that are 
being used to create new  diagnostic tests for  ALS and ways to monitor  
disease progression. 

      I f  you are interested in learning more or  would l ike to schedule a tour  
of the labs, please emai l Rober t.Bowser@DignityHealth.org.

     On May 30, Dr. Jeremy 
Shefner , Chair  of Neurology,  
star ted his 4,295-mi le long 
bike r ide from Bar  Harbor , 
Maine to Seattle, Washington. 
Whi le he is biking from coast 
to coast, Dr. Shefner  is 
r aising funds for  Bike the US 
for  MS and Bar row 's MS 
program. Cur rently, 
Dr.Shefner  has completed a 
l i ttle over  half  of his journey!

      You can fol low  along 
Dr.Shefner 's r ide at 
jeremybikes.blog/. 

     On June 15, the Ar izona Chapter  of the ALS Association held their  
10th annual Bi te Nite at the Ar izona Bi l tmore. This year , the event 
r aised over  $408,000! 

     Bi te Nite is a fundraising event that br ings together  the ALS 
community including patients, caregiver s, health professionals, 
fami l ies, and fr iends-- al l  people who want to see a future fr ee of ALS. 
Local r estaurants ser ve mini  dishes for  ever yone whi le guests enjoy 
l ive enter tainment. The event also includes a l ive auction, si lent 
auction, and plenty of fun activi ties for  ever yone to par ticipate in 
whi le r aising funds for  an impor tant cause.        Dr.Bowser  and Dr.Ladha were both honored at 

Bi te Nite.

 Bi te Ni te
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ALS Advocacy DayPat ient  High l i ght  

     Nancy Byler  was diagnosed 
w ith ALS in 2004. She has 
l ived w ith the disease for  15 
years, which is ver y atypical, 
as the average l i fe expectancy 
is 2-5 years after  diagnosis. 
Nancy and her  husband, 
Chuck, make the tr ip to 
Phoenix from Tw in Falls, 
Idaho ever y month to attend 
ALS cl inic and research 
appointments at the Fulton 
Center. 

     She is cur rently enrol led in 
one of Bar row 's r esearch 
tr ials that targets her  speci f ic 
gene mutation, SOD-1, which 
is l inked to fami l ial ALS. 
Despite her  ALS diagnosis, she 
has a ver y posi tive atti tude 
and considers herself  "one of 
the lucky ones" because of her  
slow  progression. 

     Nancy has seen the ALS 
community come a long way 
in the past 15 years and 
continues to par ticipate in 
effor ts for  fur ther ing ALS 
advocacy and research. 

    Thank you for  being such a 
wonder ful advocate in the 
ALS community, Nancy!

     On June 8, The ALS Association began their  annual ALS Advocacy 
Conference in Washington DC. 650 attendees from ALS Association 
chapter s around the US came to connect, learn, and advocate. On June 11, 
conference attendees went to Capital Hi l l  and met w ith their  local 
legislator s to share their  stor ies and legislative asks including:

1. Waiving the 5-month waiting per iod for  people w ith ALS to r eceive their  
Social Secur i ty Disabi l i ty Insurance benefi ts

2. Opposing the Center s for  Medicare and Medicaid Ser vices decision to 
include noninvasive venti lator s in the Competi tive Bidding Program

3. Providing $10 mi l l ion in appropr iations to continue the National ALS 
Registr y and Bioreposi tor y at the CDC

4. Providing $20 mi l l ion in appropr iations to continue the ALS Research 
program at the Depar tment of Defense

5. Providing $41.6 bi l l ion in appropr iations for  the National Insti tutes of 
Health to continue funding ALS research, along w ith many other  diseases

If you would like more information on becoming an advocate, please visit 
http://www.alsa.or g/advocacy/  to learn more about ways to get involved. 

The Ar izona Chapter  of the ALS Association

ALS Cl in i c Team : Social  Wor ker  
     The role of the social worker  in the ALS Clinic is to guide and suppor t 
ALS patients and caregiver s through the di f ferent phases of the i l lness. 
The ini tial meeting al lows the social worker  to establish a r elationship 
w ith the patient and family and together  they pr ior i tize the immediate 
concerns and challenges that need to be addressed. The meeting w i l l  also 
involve a comprehensive psychosocial assessment. The fol low ing areas 
are included in the social worker?s assessment: medical histor y leading to 
f i r st ALS cl inic appointment, patient and family emotional status, home 
care needs and ar rangements, patient and caregiver  suppor t, f inancial 
concerns, work status and accommodations, el igibi l i ty for  Social Secur i ty 
Disabi l i ty, shor t term and long term disabi l i ty, advance dir ectives, status 
of health insurance, spir i tual bel iefs and suppor t, el igibi l i ty for  
community suppor ts and Veteran?s Administr ation benefi ts.   

      The social worker  maintains contact w ith the patient and family 
between appointments as concerns ar ise and need to be addressed. 
Refer rals to community agencies and programs are offered as needed. 
Shor t term counseling is provided and refer ral to community mental 
health provider s for  long term counseling is also faci l i tated.  

     Daw n Magid is the social worker  for  the ALS Clinic at the Fulton 
Center. She provides so much suppor t to those l iving w ith ALS and those 
touched by the disease. The Fulton Center  is ver y thankful to have her  as 
par t of the wonder ful ALS Clinic team! 
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Fol low  the Ful ton Center  on Social  Media!

Diam ondbacks ALS 
Awar eness Night

The Gregor y W. Fulton ALS and Neuromuscular  Disease 

Center  is now  on Facebook!

Find us at:

f acebook .com /gr egor yw fu l tonalscenter    

     On July 19, ALS Awareness Night 
w i l l  be held at Chase Field for  the 
Ar izona Diamondbacks and 
Mi lwaukee Brewers game! The 
Ar izona Chapter  of the ALS 
Association, the Ar izona Chapter  of 
the Muscular  Dystrophy Association, 
and the ALS Therapy Development 
Insti tute have al l  teamed up w ith the 
Ar izona Diamondbacks to put 
together  this awesome night. ALS 
Awareness Night r ecognizes the 
braver y and str ength of ALS patients 
and their  fami les, whi le honor ing 
those who have passed. The 
pre-game activi ties, which include 
the r eading of Lou Gehr ig's Speech 
and Ceremonial Fir st Pi tch, w i l l  
begin at 6:00pm.  

Ticket  In for m at ion

To purchase tickets, please go to 
w w w.dbacks.com/bar row.

Promo Code: Bar row  

A por tion of ever y ticket pur chased 
through this offer  w i l l  be donated to 

Bar row  Neurological Insti tute.

Please contact Joanna Imper ial for  
any special seating needs at 

602-462-4113 or  emai l 
j imper ial@dbacks.com. 

   

Cl in i cal  Resear ch Updates 

Biogen 261AS101 

Biogen 261AS101 is a Phase 1 study to evaluate the safety and 
tolerabi l i ty of BIIB100 in ALS patients. The Fulton Center  w i l l  be 
enrol l ing patients soon. 

BIO 3

BIO 3 is a biomarker  study which aims to look at di f ferent 
features of ALS by using standard outcomes measures, but also 
uti l izing cognitive assessment and biof luid col lection dur ing an 
18-month per iod.  This study w i l l  also help expand our  
bioreposi tor y. The Fulton Center  w i l l  continue enrol l ing patients 
through December  2019. 

Biogen 233AS101 Par t  C

Biogen 233AS101 Par t C is the 3rd par t of this study, which w i l l  
be the f ixed dose of BIIB067. To be el igible to screen for  this 
study, you must have famil ial ALS w ith an SOD-1 mutation.  This 
study is cur rently enrol l ing patients at the Fulton Center. 

Speech Analysi s

Speech Analysis is an obser vational study that w i l l  be looking at 
the use of speech and language measures to detect cognitive 
changes in patients w ith ALS. This study is cur rently enrol l ing at 
the Fulton Center. 

ALS Post-Mor tem  Tissue Bank

The ALS Post-Mor tem Tissue Bank col lects post-mor tem tissue 
(spinal cord, muscle, and brain tissue) from both people w ith 
ALS and people w ithout ALS. This tissue bank w i l l  suppor t ALS 
research effor ts by str engthening col laborations in the r esearch 
community and providing information to better  understand the 
disease. The Fulton Center  is cur rently enrol l ing patients in this 
program. 

If you have any questions about participating in clinical research at the 
Fulton Center, please visit our website at:  

www.bar r owneur o.or g/patients-families/find-a-clinical-tr ia l
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Upcom ing Events 

Satur day, Ju ly 13- Tuscon Caregiver  Ski l ls Training w ith the ALS Association

Fr iday, Ju ly 19 6:00pm -  ALS Awareness Night at Chase Field

Fr iday, August  16- Satur day, August  17- Weekend to Remember  Family Staycation w ith the ALS Association's 
Youth Program

Satur day, August  24- Phoenix Caregiver  Ski l ls Training  w ith the ALS Association

Fr iday, August  30- Fi l l  the Boot Nor thern AZ w ith the Muscular  Dystrophy Association

Satur day, Septem ber  7- Teen Adventure Day w ith the ALS Association's Youth Program 

Satur day, Septem ber  28- Tuscon Muscle Walk w ith the Muscular  Dystrophy Association

ALS Associat i on Suppor t  Gr oups

Call 602-297-3800 or email info@alsaz.org to confirm schedule and location .

West  Val l ey Pat ients, Car egiver s, Fam i ly and Fr iends  

When : 2nd Thursday of each month from 1:00pm-3:00pm

Wher e: Church of Ar rowhead 7902 W Union Hi l ls Dr. Glendale, AZ 85308

East  Val l ey Pat ients, Car egiver s, Fam i ly and Fr iends 

When : 2nd Tuesday of each month from 1:00pm-3:00pm

Wher e: Mesa Baptist Church (Room B-3), 2425 S. Alma School Rd. Mesa, AZ 85210

Phoenix  Car egiver s 

When: 3rd Tuesday of each month from 5:30pm-7:30pm

Wher e: Contact ALSA for  location. 

Phoenix  Sur v ivor s 

When: 3rd Wednesday of each month from 5:30pm-7:30pm

Wher e: 360 E. Coronado Rd. Suite 140 Phoenix, AZ 85004

Tuscon Pat ients, Car egiver s, Fam i ly and Fr iends 

When : 1st Thursday of each month from 12:00pm-2:00pm

Wher e: Our  Savior 's Lutheran Church 1200 N Campell. Tuscon, AZ 85719

Tuscon Car egiver s

When : 3rd Thursday of each month from 1:00pm-3:00pm

Wher e: Our  Savior 's Lutheran Church 1200 N Campell. Tuscon, AZ 85719

Nor ther n Ar i zona Pat ients, Car egiver s, Fam i ly and Fr iends 

When : 4th Monday each month from 12:30pm-2:30pm

Wher e: VA Hospital Bui lding 161 (room 145) 500 Highway 90. Prescott, AZ 86313

 Cl ick here  for  more detai ls on suppor t groups. 
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