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Outline

• How I came to specialize in ALS and first recognize the potential 
importance of hope in this field

• What I have learned in my career about hope across health and 
chronic illnesses

• How I am trying to employ these lessons to cultivate hope in my 
practice 



Early Years-Cromwell CT
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1998

• My first encounter with ALS was 26 years ago 
(resident at Duke)

• Amazed by the person’s story, physical 
findings

• Horrified when attending said “we know what 
this is called, but we don’t know why it 
happens and there is nothing we can do 
about it.  Go home and get your affairs in 
order”

• Decided to stay at Duke and build a new 
clinic to offer options



How I Came to 
Appreciate the 
Importance of Hope in 
ALS

https://www.facebook.com/OftenAwesomeTh
eSeries/



Literature Review
• “Hope & health”: 36,000 publications

• https://pubmed.ncbi.nlm.nih.gov/?term=hope+%26+health&sort=date

• “Hope & disease”: 34,000 publications
• https://pubmed.ncbi.nlm.nih.gov/?term=hope+%26+disease&sort=date

• “Hope & ALS”: 279 publications
• https://pubmed.ncbi.nlm.nih.gov/?term=hope+%26+als&sort=date

https://pubmed.ncbi.nlm.nih.gov/?term=hope+%26+disease&sort=date


Defining Hope

• “Optimism combined with a belief that one has the 
agency to make things better”

• https://www.brookings.edu/articles/hope -despair-and-long-term-outcomes/

• A state of positive motivation based on:
• Objectives/goals
• Routes for achieving these goals
• Motivation toward achieving these goals

• J Pers Soc Psychol 1991;60:570-585



Measuring Hope
• More than 30 reliable, validated instruments in use

• Ex. Herth Hope Index (HHI)
• 12 questions, scored from 0-4 

• J Adv Nurs 1992:17:1251-1259

• Individualized hopes
• Quality of life, preservation of function, achieve a 

milestone, stabilization, cure
• J Pain Symptom Manage 2019;57:57-63

• Axon 2007;28:27-35

• True (grounded in reality) vs. False (distorts reality)
• J Med Philos 2019;44:423-441

• “The Anatomy of Hope” by Jerome Groopman



Importance of Hope: Association Studies

• In healthy young people, higher hope scores 
predict lower future incidence of chronic diseases, 
longer life-span

• Global Epidemiology 2020;2:10018

• Pers Indiv Differ 2012;52:401-405

• J Person 2007;75:43-64

• Health Psych 2005;4:422-429

• Global Epidemiology 2020;2:10018



Importance of Hope: Association Studies

• In patients with a wide-variety of chronic 
diseases, higher hope scores correlate with 
better quality of life, lower symptom burden, 
longer survival

• Cancer Nursing 2010;33:258-267
• J Adv Nurs 2020;76:1520-1537
• J Heart Lung Transplant 2003;22:681-686
• J Int Assoc Provid AIDS Care 2017;16:140-148
• Arch Dermatol Res 2014;306:661-666

• J Rehab 2009;75:50
• Int J Behav Med 2014;21:877-890
• Rehab Psychol 2010;55:40-47
• Cancer 2021;128:401-409
• Psychosomatic Medicine 1996;58:113-121



Importance of Hope in ALS: Association 
Studies
• I found only one study that correlated hope score with quality of 

life/satisfaction with life measure.  Galin and colleagues studied 67 
consecutive people living with ALS (not cognitively impaired), found 
significant correlation between hope score and quality of 
life/satisfaction

• Amyotroph Lateral Scler and Frontotemp Degen 2018;19:611-618

• I found one study that asked 12 people living with ALS about their 
perceived benefits of hope

• “Strength and power”
• “Enables me to retain my spirit…withstand difficulties…depression… crises”
• “There are frustrations, and you fill yourself with negative energies.  You are 

constantly angry.  Once you see hope and light, you let positive energy enter
• Death Studies 2021;45:238-247



Possible 
Mechanisms 
Behind the 
Benefits of 
Hope

• Biological
• Healthy volunteers with higher hope scores have 

different brain activation patterns 
• Neuroimage 2017;157:439-447

• In healthy volunteers, more optimistic and 
hopeful patients have different DNA methylation 
patterns; identified genes are involved in 
psychiatric disorders, cardiovascular disease, 
cognitive impairment and cancer

• Psychosomatic medicine 2023;85:89-97

• In healthy volunteers and patients with a variety 
of chronic illnesses, positive attitude and hope 
are associated with lower levels of inflammatory 
hormones and small molecules in the blood 

• Psychosomatic Medicine 2012;74:501-508
• Emotion 2015;15:129-133 

• Brain, Behavior and Immunity 2024;116:362-369



Possible Mechanisms Behind the Benefits of 
Hope

• Practical
• In healthy people, higher hope scores are associated with more healthy behaviors 

(exercise, weight control, healthy diet, stress management, smoking  cessation)
• Aging Ment Health 2023;27:1436-1442

• Curr Opin Psychol 2023;49:101549

• Am J Health Behav 2011;35:402-415

• In patients with a wide variety of chronic diseases (heart failure, kidney disease, mental 
illness, SLE) higher hope scores are associated with better adherence to evidence-
based treatments 

• Acta Psychol (Amst) 2024;244:104194

• Annals Med Res 2018;25:416-419

• BMC Nephrol 2020;21:453

• BMC Psychol 2023;11:6

• Rheumatology 2023;62:2147-2153

• J Cardiac Failure 2022;28:S12



Where Does Hope Come 
From? 

• Most studies show a strong association between 
hope scores and social, spiritual, religious 
support

• Most studies show hope scores are lower in 
patients with depression

• Most studies show no relationship between hope 
scores and age, race, sex, level of education, 
marital status, type or stage of illness (including 
ALS)

• J Adv Nurs 2020;76:1520-1537

• Axon 2007;28:27-35

• J Pall Med 2008;11:470

• Amyotroph Lateral Scler and Frontotemp Degen 2018;19:611-618



Role of Physicians

• In a study of 90 patients with chronic 
illnesses (45 with cancer), “sustained and 
meaningful” relationships with health care 
providers reportedly contributed to 
hopefulness

• Oncology Nursing Forum 
1992;10:443-448

• In a study of 32 hospitalized patients with 
cancer, 75% identified doctors as a source of 
their hope

• Oncology Nursing Forum 
1997;9:1507-1513



Role of Physicians-Specific Behaviors 
Influencing Hope
• Hope Boosting

• Taking time
• Caring
• Respectful
• Optimistic
• Being on leading edge
• Sense of humor

• Hope Suppressing
• Cold
• Disrespectful
• Conflicting information
• Discouraging

Oncology Nursing Forum 1997;9:1507-1513



Role of Physicians-Verbiage

• In oncology, truthful prognostic communication does not lower hope 
scores

• J Pain Symptom Manag 2015;49:1088-0196

• Surveys of terminally ill patients show they want a balance of realism 
and hope: “hope for the best, plan for the worst”

• Psycho Oncol: Journal of the Psychological, Social and Behavioral Dimensions of Cancer 17;2008:641-659
• Palliat Med 2009;13:29-39
• Oncol 2019;24:e943-e952
• J Cardiovascular Nurs 2007;3:159-165

• Survey of cancer patients shows that the process of exploration and 
refocusing of goals with physician can promote hope

• Cancer 2005;103:1965-1975



Challenges for Physicians

• Surveys suggest most doctors may not be addressing hope
• https://healingworksfoundation.org/survey-finds-significant-gaps-in-doctor-patient-conversations/

• More than 90% of American physicians are experiencing burnout (robs 
them of optimism, empathy, humor)

• Mhttps://www.athenahealth.com/press -releases/us-physicians-surveyed-feel-burned-out-on-a-regular-basis

• Lack of knowledge on this topic; fears of either taking away hope or 
boosting false hope

• J Clin Oncol 2016;34:3126-3132

• Time pressure 
• J Gen Intern Med 2020;35;465-472



Consequences 
to Not Providing 
Hope

• Patients denied the potential benefits 

• Patients driven to Internet “treatments” and the 
financial, physical and psychiatric harms that 
can accompany these

• Amyotroph Lateral Scler 2010;11:414-416

• Amyotroph Lateral Scler 2010;11:328-330

• Those of us that do provide it are overwhelmed 
with emails, calls, referrals 



How I Am Trying 
to Cultivate 
Hope

• First, I must avoid burnout 
and stay positive

• I have my own “often 
awesome army”-family & 
friends



Avoiding Burnout, 
Staying Positive













“Fashionably 
Fighting ALS”



I Must Have Empathy-Patients as People

• I average around 2 hours for a new patients, 45 minutes for a return

• I spend time with patients and families outside of clinic

• Helps them to see that I care

• Helps me to understand them better

• Helps me to see their support system

• Gives me even more positive energy





I Am Careful 
About the 
Words I 
Choose

• “If” not “when”

• Hope for the best, prepare for the worst

• Examples of 2 ways to break the news
• 1. You have 2-3 years to live.  You need to get your 

affairs in order.
• 2. This disease can be disabling and life 

shortening.  But it does not have to define you 
and there is a lot of variability in how people do 
with it.  10% of patients live 10 years or more.  
There are rare examples of people living decades 
and even a very small number who appear to 
recover from it.  Only time will tell how you are 
going to do.  We will be with you the whole way.  
Each visit my team and I will try to slow your 
disease down as much as we can and make your 
life as good as it can be.  And if things change 
from one visit to the next, we will have new things 
we can offer you.



I Remember That Specific Hopes Can Vary

• We have started to ask patients in the Duke ALS Clinic to list 3 things they are hopeful about
• Solutions to increase mobility
• Some measurements will stabilize or improve
• More experimental options to try
• Improve strength
• Options to relieve stress on spouse
• I will continue to have an army of friends 
• Cure
• Dr. B will out-do his last outfit

• This can lead to a personalized approach to treatment



“Some of My 
Measurements Will 
Stabilize or Improve”

• We must measure ALSFRS-
R, FVC, strength

• They help us decide 
when to offer different 
options

• Payors often require 
measurements to 
determine coverage for 
different options

• While these can plateau or 
even improve, most 
commonly they are worse 
each time

Neurology. 2016 Mar 1;86(9):808-12



“Some of My Measurements 
Will Stabilize or Improve”

• I am trying to incorporate measurement(s) that are 
likely to be stable or even improve over time

• Ex. Vibrioception (PA Kelly White)
• Ex. Dr. Plews-Ogan’s ALS Turbocharged Living 

Scale
• https://hummingbirdfundva.com/seeking-wisdom-purpose-and-the-

turbocharged-life/



“Hope To Feel Useful”

• Connect patients to research studies

• Examples of studies almost anyone with ALS can participate in:
• National ALS Registry (https://www.cdc.gov/als/Default.html)
• ALS TDI ALS Research Collaborative (https://www.als.net/arc/)
• CReATe (https://create.rarediseasesnetwork.org/research-study/8002)
• NIH All ALS (https://www.massgeneral.org/neurology/als/news/nih-funds-

all-als-consortium)



“Hope To 
Feel Useful”
• Connect patients to advocacy 

opportunities
• IAMALS 

(https://www.iamals.org/get-
help/#take-action)

• ALS Clinical Research Learning 
Institutes(Amyotroph Lateral 
Scler 2020 May;21:216-221)

• Nominations now being 
accepted at 
https://www.surveymonk
ey.com/r/2024CRLI



“Hope To Try Experimental 
Products”
• Trials 

(https://clinicaltrials.gov/search?cond=ALS&aggFilters=statu
s:rec,studyType:int)

• Expanded Access Programs (https://neals.org/als-
trials/expanded-access)

• Guided self-experimentation with alternative and off-label 
treatments (www.ALSUntangled.org can help)



“Cure”

• I remind them that we don’t 
have this yet, but are working 
hard to find it

• Tell them about the most 
exciting new research

• We can try something new, 
hope for the best, but should 
always have a back up plan in 
case things get worse



Hope Study in Duke ALS Clinic

I am working with a 
patient advocacy group 

to design a trial of a 
hope intervention we 

can employ in our clinic

Will soon study the 
effects of this on hope 
scores, quality of life 
scores, measures of 
disease progression



Spreading 
the Word

Follow progress in Instagram
@stitchingstrength



Hope Givers

• My exact approach is not going to work for 
everyone

• Based on my literature review, I think every 
clinic should identify at least one person on 
the team who is the “Hope Giver”

• Have the right attitude, bedside manner, 
time

• Assess the specific things each person is 
hopeful about, what resources they have

• Alert members of the team that can help
• Refer to Hope Boosting Programs if 

needed



“Carry a light and you 
need not fear the 

darkness”
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