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About Us

Leader in 
comprehensive 
ALS care and 
research.

L E S  T U R N E R  A L S  F O U N D A T I O N

Founded in 1977, the Les Turner ALS 
Foundation is one of the longest-
serving independent ALS groups in 
the country.

We are committed to providing the 
most comprehensive care and 
support to people living with ALS and 
their families in Chicagoland so they 
can confidently navigate the disease, 
and advance scientific research for 
the prevention, treatment and cure of 
ALS.
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Support Services for people 
with ALS, families and 
caregivers

L E S  T U R N E R  A L S  F O U N D A T I O N

Care visits by ALS support services 
coordinators

Support Group Meetings

Education materials and programs

Access to medical equipment and 
communication devices

Need-based grant programs and 
community resources

In-service education for community 
care
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Lois Insolia ALS Clinic
We Offer

• Access to enrollment in clinical trials and 
dedicated clinical trial coordinators

• Chicagoland’s first and largest multidisciplinary 
ALS Clinic, with the highest number of 
neurologists and dedicated pulmonologists

• Multidisciplinary care that brings together an 
experienced team of neuromuscular specialists 
in one clinic to provide comprehensive support



lesturnerals.org

https://lesturnerals.org/my-als-decision-tool/


lesturnerals.org

https://lesturnerals.org/als-decision-tools-guides-and-webinars/
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Agenda
1.  The Beginning of the Journey
2.  A New Normal
3.  Challenges
4.  Caregiver Burnout
5.  Caregiver Self-Care/Communication
6.  Learning to Ask For Help
7.  Changing Dynamics and Love
8.  Questions and Answers
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The Beginning of the Journey

L E S  T U R N E R  A L S  F O U N D A T I O N
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Caregiver Burnout

• Burnout occurs when you are 
physically, emotionally, and 
mentally exhausted.

• Stress related to caregiving 
can compromise your 
physical and psychological 
health if not managed 
appropriately.

L E S  T U R N E R  A L S  F O U N D A T I O N
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New Worries in a New Normal
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Understanding Caregiver Burnout
BE KIND TO YOURSELF

Multiple Roles Heavy Workload 

Financial Pressure Time Lack of Alone Time

L E S  T U R N E R  A L S  F O U N D A T I O N
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ALS & Caregiver Self-Care Within
a New Normal

• Caregivers can live fulfilling lives with the right support. Making 
sure you meet your own physical and emotional needs will help 
both you and your loved one with ALS.  

L E S  T U R N E R  A L S  F O U N D A T I O N
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How to Effectively Ask for Help
Asking for and accepting outside help can be hard for both the person with 
ALS and yourself.

1. It is not feasible for you to take on all the responsibilities of caregiving by 
yourself.

2. Being honest about when you need help will not only prevent burnout but 
will also allow you to continue to provide the best quality of care to your 
loved one. 

3. People want to help, but they don’t know how!

L E S  T U R N E R  A L S  F O U N D A T I O N
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Self-Care Strategies 
• Participate in mind-body practices like meditation and deep breathing exercises.  Stop, 

Breathe, Focus.

• Try to get some daily exercise; walk around the block. 

• Stay connected with friends and family

• Plan something to look forward to

• Pay attention to your own eating habits. 

• Talk to someone about what you are going through—support groups are great for this!

L E S  T U R N E R  A L S  F O U N D A T I O N
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Social Media Groups

• Caregivers have told us that social media community groups 
have helped them tremendously. Check out some of the most 
well-liked Facebook groups.

L E S  T U R N E R  A L S  F O U N D A T I O N
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Explore Home Health, Respite,
and Hospice Care

• It is so important to plan for hiring outside caregivers and 
ACCEPT respite and hospice care when you come to that point 
in the ALS journey.

• Hiring a caregiver
• Pr i o r  to  c o nta c t i ng  c a r e g i v e r  a ge nc i e s  o r  i nd e p e nd e nt  

c a r e g i v e r s ,  we  e nc o ur a ge  y o u  to  th i nk  a bo ut  a  l i s t  o f  
y o ur  ne e d s ,  p r e fe r e nc e s ,  a nd  e xpe c ta t i o ns  fo r  c a r e .  

L E S  T U R N E R  A L S  F O U N D A T I O N
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Les Turner ALS Foundation’s 
Caregivers Only Group

• Offers a time to talk about issues caregivers face in a 
non-judgmental, accepting atmosphere without their 
loved one living with ALS being present.

• To find out more, visit: lesturnerals.org/support-groups

L E S  T U R N E R  A L S  F O U N D A T I O N

https://lesturnerals.org/support-groups
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Remember…

• Many caregivers feel like they are failing their loved one by not 
doing “enough” each day, and this is normal.

• Everyone has different capabilities, and much depends on the 
needs and the personality of the person with ALS.

• It is hard to be a caregiver, and YOU are doing the BEST you can.

L E S  T U R N E R  A L S  F O U N D A T I O N
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Changes in Thinking and Behavior
Changing Dynamics

• Every relationship is different; much depends the previous 
relationship dynamics to the speed that the disease 
progresses. 

• The person living with ALS may experience a change in 
personality, increased irritability or decreased insight, all of 
which can change the dynamics of your relationship.

L E S  T U R N E R  A L S  F O U N D A T I O N
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Remember to…
• COMMUNICATE

• Cr uc i a l  to  l i s te n  w i th  c o mpa ss i o n  a nd  to  a d v o c a te  fo r  
y o ur se l f .  

• HAVE PATIENCE
• Wi th  the  pe r so n  l i v i ng  w i th  AL S  a nd  y o ur se l f

• ENJOY TIME TOGETHER

• BE LOVING
L E S  T U R N E R  A L S  F O U N D A T I O N



L E S T U R N E R A L S . O R G

Tips to Creating a Fulfilling Life
• LIVE IN THE PRESENT

• F o c us  o n  l i v i ng  i n  the  p r e se nt  w i tho ut  p l a c i ng  to o  muc h  
e mpha s i s  o n  wha t  the  fu tu r e  ho l d s .

• DON’T TRY TO ACCOMPLISH EVERYTHING AT ONCE
• Ta ke  th i ngs  o ne  d a y  a t  a  t i me  a nd  kno w tha t  y o u  d o  no t  

ha v e  to  a c c o mpl i sh  e v e r y th i ng  a t  o nc e .  

• FOCUS ON WHAT YOU CAN DO
• Do n ’ t  d we l l  o n  wha t  y o u  c a n  no  l o nge r  d o .  A  d i a gno s i s  

o f  AL S  d o e s  no t  me a n  y o ur  l i fe  i s  o v e r .  F o c u s  o n  ma k i ng  
po s i t i v e  me mo r i e s  w i th  the  pe r so n  l i v i ng  w i th  AL S .

L E S  T U R N E R  A L S  F O U N D A T I O N
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Intimacy 

• Intimacy is an important aspect of your well-being and is 
necessary for a healthy relationship.   

• Yo u  ma y  ha v e  to  r e d e f i ne  wha t  phy s i c a l  i n t i ma c y  me a ns  
i n  y o ur  r e l a t i o nsh i p ,  bu t  i t  d o e s  no t  ha v e  to  c o me  to  a n  
e nd .

• Be loving
• H o l d  ha nd s ,  ge nt l y  to uc h  h i s/he r  c he e k ;  c a r e ss  a  

sho u l d e r ,  o f fe r  a  swe e t  k i ss ;  r e me mbe r  why  y o u  l o v e  
th i s  pe r so n .  

L E S  T U R N E R  A L S  F O U N D A T I O N
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Q&A
Please type your questions 

in the Q&A box
www.lesturnerals.org
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alslearningseries.org

Upcoming Webinar: 

ALS and Exercise

December 8th, 2022,12:00 CT Hannah Redd PT, DPT
Senior Physical Therapist

Shirley Ryan AbilityLab



Thank you for your participation in 
today’s webinar!

lesturnerals.org/resources
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Resources
• For information on caregiving, self-care, finances, etc.:  https://lesturnerals.org/caregiver
• For tips on hiring a caregiver:  https://lesturnerals.org/wp-content/uploads/2022/09/Tips-

for-Hiring-a-Caregiver.pdf

• For information about our virtual support groups: https://lesturnerals.org/support-
services/support-groups-education/

• For more information on caregiving:  https://iamals.org/get-help/

• For information on respite coverage:  
• F o r  a  v e t e r a n :   h t t p s : / / w w w. c a r e g i v e r. v a . g o v /
• F o r  p e o p l e  l i v i n g  i n  I l l i n o i s :   h t t p s : / / a r c h r e s p i t e . o r g / r e s p i t e -

l o c a t o r - s e r v i c e - s t a t e - i n f o r m a t i o n / 1 4 5 - i l l i n o i s - i n f o
• F o r  p e o p l e  l i v i n g  i n  I o w a ,  M i c h i g a n ,  N e b r a s k a ,  o r  S o u t h  D a k o t a :   

h t t p s : / / t e a m g l e a s o n . o r g / p a l s - r e s o u r c e / s u p p o r t - s e r v i c e s /

https://lesturnerals.org/caregiver
https://lesturnerals.org/wp-content/uploads/2022/09/Tips-for-Hiring-a-Caregiver.pdf
https://lesturnerals.org/support-services/support-groups-education/
https://iamals.org/get-help/
https://www.caregiver.va.gov/
https://archrespite.org/respite-locator-service-state-information/145-illinois-info
https://teamgleason.org/pals-resource/support-services/
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