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Psychological needs and 
interventions in ALS 

•  The enhancement of the quality of life (QoL) is one of 
the primary goals in ALS care  

•  Several psychological issues, including depression, 
hopelessness, distress, anxiety, and fear of death, have 
been reported to be serious challenges to the QoL  

•  Absence of controlled studies concerning psychological 
interventions 
•  Contributions warranted! 

Simmons (2005). Neurologist 
Gould et al. (2015). ALS/FTD 
Pagnini et al. (2012). Amyotrophic Lateral Sclerosis  
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Mindfulness 

A trendy concept in research… 

…And in the society 

Pagnini & Phillips (2015) The Lancet Psychiatry (updated) 

Time Magazine, February 4, 2014 
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Mindfulness Meditation 

Langerian  Mindfulness  

Two main 
approaches 
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Mindfulness and 
Meditation 

  Rooted in Theravada Buddhism and westernized by Jon 
Kabat-Zinn, mindfulness meditation is a practice that focuses 
on the development of introspective consciousness.  

  It can be defined as remembering to pay attention in a 
certain way: 

  on purpose 
  in the present moment 
  non-judgmentally 

Kabat-Zinn (1999) Full catastrophe living 

  In general, MBIs proved to 
be powerful treatments to 
improve well-being of 
people from both general 
and clinical populations. 

� Mindfulness-Based Interventions (MBIs) incorporate 
meditation practices that promote the acceptance and the 
awareness. 

Grossman et al (2004) Journal of psychosomatic research 
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Mindfulness-Based Stress Reduction (MBSR)  

§  Most common MBI. 

§  The goal of this training programme is to bring the attention to the 
present moment (‘What I am doing now; how I feel now’) and accept 
feelings, sensations and emotions, without judgment.  
§  This allows people to better manage their feelings and emotions, and 

improving their ability to accept their illnesses  

§  The practice of meditation leads to an awareness of what is 
happening in the body and the achievement of a more balanced 
emotional state.  

§  It also increases the ability to remain physically passive (i.e., without 
movement) for long periods of time and maintain a positive 
experience.  

Kabat-Zinn (1999) Full catastrophe living 

Why an MBI could be useful with ALS? 

  Importance of the acceptance 

  Focus on the present moment 
  Attention directed to what “I do” not to what “I can not do anymore”. 

  Mental rumination 
  Prevention of depressive loops 

  Self-dialogue and chance of “training” with the “locked-in” 
condition.  

•  “Acceptance” and the focus 
on the present moment 
may be very important for 
ALS caregivers too.  
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MBI-ALS: a modified MBSR protocol 

  The classic MBSR protocol have been changed, according to ALS clinical 
peculiarities. 

  The protocol has been created for ALS patients, but is also open to their 
caregivers.  

  Formal structure: eight weekly sessions, with an average duration of 1 
hour and a half.  

  The protocol is conducted by two experienced MBSR trainers, that had 
personally met every participant before the begin of the protocol, 
explaining purposes and methods. 

  Physical tasks, such as Mindfulness Yoga, have been substituted by 
cognitive exercises or minimal movements. 

  The discussed themes are the same of the MBSR protocol, with different 
emphasis on the physical impact of the stress and with particular 
attention to the rage expression. 

Pagnini et al. (2014) The Journal of Alternative and Complementary Medicine  

MBI-ALS exercises 

  Sitting meditations and awareness 
  Mindful eating  

  Lamp of sugar 
  Body-scan 
  Mindful breathing 

  Gradually introduced 
  Awareness of minimal movements  

  E.g., eyes 
  Mindful listening to the music 
  Logs of pleasant and unpleasant events 
  Visualizations  

  physical movements, safe places  
  Loving kindness 

Metta 
  Unconditional love for all beings 

Pagnini et al. (2014) The Journal of Alternative and Complementary Medicine  
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Study aims and sample 

•  Aim: to test the efficacy of a specific ALS meditation 
training on the promotion of QoL and reduction of 
psychological issues  

•  Sample: 100 participants with ALS 
•  probable or definite ALS diagnosis (El Escorial crit.)  
•  aged 18 years or older  
•  ALSFRS-R > 24 
•  ALS diagnosis within 18 months 
•  ability of the patient to speak and understand  
•  no secondary severe comorbidity  
•  no cognitive impairments 

Pagnini et al. (2017) European Journal of Neurology 

Procedures 

  Randomized, open-label, controlled trial  
•  ALS-MBI 

•  Usual care 

  Participants from both conditions were assessed 4 times:  
  Baseline 

  Post-intervention (i.e., 2 months)  

  First follow-up (6 months) 

  Second follow-up (12 months) 
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Outcomes 
§  Primary outcome:  

§  Quality of life 
§  ALS-Specific Quality of Life - Revised (ALSSQoL-R)  

§  Secondary outcomes:  
§  Depression and Anxiety 

§  Hospital Anxiety and Depression Scale (HADS)  
§  Negative emotion, interaction with people and the 

environment, intimacy, religiosity, physical symptoms and 
bulbar symptoms  
§  ALSQOL-R subscales 

§  Qualitative data 
§  Semi-structured interviews, post intervention only 

Simmonset al. (2006) Neurology 
Zigmond & Snaith (1983) Acta Psychiatrica Scandinavia  

100 ALS patients 
enrolled 

100 randomised 

50 assigned  
to mindfulness 
group (T0) 

50 assigned to usual 
care group (t=) 

6 withdrew for 
disease progression 
4 died 

40 with data after 
the intervention (T1, 
2 months) 

35 with data after 
the intervention (T1, 
2 months) 

20 with data at first 
follow-up (T2, 6 
months) 

10 withdrew before 
the first session 
5 died 

11 withdrew for 
disease progression 
4 died 

15 with data at 
second follow-up 
(T2, 12 months) 

4 withdrew for 
disease progression 
1 died 

23 with data at first 
follow-up (T2, 6 
months) 

15 withdrew for 
disease progression 
2 died 

14 with data at 
second follow-up 
(T2, 12 months) 

6 withdrew for 
disease progression 
3 died 

Meditation for 
people with 

Amyotrophic Lateral 
Sclerosis 
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Main qualitative results 

Pagnini & Simmons. (2017). Optimizing QOL in ALS. Oxford University Press 

  The general evaluation of people who have attended the 
training is very positive:   
  I can laugh again! 

  Patients have described a reframing of their illness 
perceptions: 
  It was a very helpful course, which made me reflect about illness, but 

also about myself. I have learned that I am not my illness, it’s just me. 

  Accepting the illness had a profound impact on the 
patient’s well-being: 
  I have stopped fighting against myself, deceivingly saying that I was 

fighting my illness. I started accepting things the way they are, 
accepting myself as I am. That has changed everything. 

Marconi et al. (2015). Psychology, Health and Medicine 
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  The intervention also provided some coping strategies, 
appreciated by the participants: 
  Before sleeping, after the diagnosis, I used to experience anxiety. Now I listen 

to my breath, I accept my fears, and I fall asleep more easily 

  One limit deals with the difficulties of maintaining and 
renewing the home practice. Exercises require time and may 
be emotionally demanding: 
  It is hard to practice at home. There are certain exercises that I do not want to 

practice alone, but only in the group. But I have learned how to accept this 
limit!  

  The intervention seems to have positive effects on the patient-
caregiver relationship: 
  The relationship with my partner has improved. We fight much less now! 

Marconi et al. (2015). Psychology, Health and Medicine 
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Meditation training was effective in positively changing the trend of 
ALSSQoL total score (β=0.24, p=0.015, d=0.89) 
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Meditation training was effective in changing the increasing trend of 
depression (β=-0.93, p=0.013, d=1.06)  
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Meditation training was effective in changing the increasing trend of 
anxiety (β=-0.96, p=0.038, d=0.78)  
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Test Outcome β p ES (d) 

ALSSQOL-R Total score Quality of Life .24 .015 .89 

HADS Anxiety .96 .038 .78 

HADS Depression .93 .013 1.06 

ALSSQOL-R subscale Quality of Life (Single Item Scale) .49 .01 1.17 

ALSSQOL-R subscale Negative Emotion .38 .017 .91 

ALSSQOL-R subscale Interaction with People and the Environment .43 .009 1.49 

ALSSQOL-R subscale Intimacy .04 .837 NS 

ALSSQOL-R subscale Religiosity .29 .496 NS 

ALSSQOL-R subscale Physical Symptoms .06 .676 NS 

ALSSQOL-R subscale Bulbar Symptoms .25 .301 NS 

So…  

§  An ALS-specific meditation training can improve 
quality of life of people with ALS 

§  Protective effect towards anxiety and depression 

§  The interviewed participants reported more functional 
coping strategies and an improvement in resilience 
§  Reduction in a judgmental attitude 

§  Higher acceptance 
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Limitations 

  The control group did not receive any additional treatment 
to the usual care  

  High dropout rate (about 30% each step) 
  Only a minority of potential participants agreed to attend 

the course and successfully completed it 
  According to “non-participants”, there are two main 

explanations: 
  Practical reasons (logistics, time, physical difficulties)  
  Psychological resistances, which deal in particular with 

practicing meditation. 
  Other mindfulness-based interventions more scalable? 

  No information about a possible impact of the training on 
the physical function 
  Relationship between mindfulness and changes in the course 

progression still to be verified  

Ellen Langer 

Langer (1989) Mindfulness 
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Mindlessness 
Mindlessness occurs when one 
considers only a single perspective 
about an event or a situation and 
reflects a reliance on automatic or 
repetitive thought processes, 
judgments and behavior.  

 
Mindlessness is akin to 
being trapped in a rigid  
mindset and unaware  
of individual and  
contextual changes.  
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Mindfulness 

When mindful, people:  
•  are sensitive to the context and 

the environment,  
•  welcome novelties,  
•  create new categories for 

structuring perception 
•  present multiple perspectives in 

problem solving  

Mindfulness is the process of actively making new distinctions 
about a situation and its environment, rather than relying on  
previous categories. 

Characteristics of Langerian 
mindfulness 
  Openness 

  Creativity 

  Cognitive flexibility 

  Curiosity 

  Awareness 

Pagnini & Langer (2015) Psychological Inquiry 
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  The awareness of multiple perspectives helps 
reducing the need for previously established 
categories, promoting mind-openness. 
  Some of those categories deal with judgment, for example 

“bad” and “good”. A mindful perspective allows to realize 
that an event is not “good” or “bad” in itself. It always 
depends on the individual’s point of view. 

  It denotes the ability to assume multiple views in 
the present context. 

Langer (1989) Mindfulness 
Langer & Moldoveanu (2000) Journal of Social Issues  

Being mindful about ALS 

What if mindsets could 
influence the course of 
ALS? 
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Mindfulness and Amyotrophic Lateral Sclerosis 

  We designed an exploratory longitudinal study (n=192) to 
test the influence of mindfulness on psychological well-being, 
but also on the physical course of ALS. 
  So far, the ALS course has been considered influenced by 

biology and genetics only. 

  We expected that mindfulness would predict differences in 
psychological well-being: better quality of life and lower levels 
of depression and anxiety corresponding to higher 
mindfulness scores, in both ALS patients and their caregivers  

  We also expected that people with high mindfulness would 
exhibit slower disease progression than people with low 
mindfulness.  Pagnini et al (2015) Psychology & Health 

Pagnini et al (2016) Journal of Clinical Psychology 
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Mindfulness and  
Psychological Well-Being 

in ALS patients 

Mindfulness predicted a decrease in anxiety,   b = -0.11, 
t(187) = -6.92, p = < .0001.  

  Mindfulness predicted a decrease in depression, b 
= -0.14, t(187), p = < .0001.  

Mindfulness predicted an improvement in QOL over time, 
b = 0.057, t(187) = 4.93 p < .0001 
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Caregiver Burden (ZBI) 

Higher mindfulness predicted a decrease in caregiver 
burden (slope = -0.4, p = .04, 95% CI = -.8, -.01) 

Higher mindfulness scores were related to a 
decrease in caregivers’ level of depression (slope = 
-0.13, p < .01, 95% CI = -.22, -.04) 

Higher mindfulness indicated a significant 
degrease in anxiety (slope = -0.13, p < .01. 95% 
CI, -.22, -.04) 

Higher mindfulness scores predict increased 
MQOL-SIS scores (slope = 0.1, p < .001, 95% CI 
= .05, .15) 

High mindfulness Low mindfulness Medium mindfulness 

Mindfulness and ALS physical functions 
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Physical functions (ALSFRS) When mindfulness was set as a 
predictor, patients’ functioning 
significantly increased between 
baseline and the 4-month follow-
up, b = 0.13, t(187) = 7.75, p = < .
0001, with differences in 
functioning associated with time 
since diagnosis, b = -.083, t(187) 
= -6.63, p = < .0001 (negative 
slope). 

Mindfulness had a positive influence  
on patients’ functioning over time 
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Work in progress… 
An online non-meditative mindfulness intervention for 

people with ALS 

francesco.pagnini@unicatt.it 
pagnini@fas.harvard.edu 

Thank you for 
your mindful 

attention! 


