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REVIEW OF SURVEY METHODOLOGY
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REVIEW OF GOALS OF IMPACT ALS Europe

R E V I E W  O F  S U R V E Y  M E T H O D O L O G Y

Quantify and improve understanding of the functional burden of disease in ALS
to ensure that the patient and caregiver voice is included in the development 

and evaluation of new therapies

Delivering a robust evidence base for the burden of ALS from the 
perspective of the patient and caregiver 

Ensuring a scientifically rigorous approach to facilitate publication 
and overall impact in the context of regulatory review of 

new therapeutic options

BY

WHILE
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SURVEY DEVELOPMENT PROCESS
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SURVEY QUESTION DEVELOPMENT PROCESS
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• Module 1: ALS Diagnosis and Care

• Module 2: Living with ALS
• Module 3: Approaches to Treating ALS
• Module 4: Background Demographics

Patient Survey 
(36 main questions, plus follow-up questions 

depending on answers given)

• Module 1: ALS Diagnosis and Care

• Module 2: Living with ALS
• Module 3: Approaches to Treating ALS

• Module 4: Background Demographics

• Module 5: Background and Burden as a Caregiver

Caregiver Survey
(55 main questions, plus follow-up 

questions depending on answers given)

• Module 1: ALS Diagnosis and Care

• Module 2: Living with ALS
• Module 3: Approaches to Treating ALS
• Module 4: Background Demographics
• Module 5: Background and Burden as a Caregiver

Bereaved caregiver survey
(59 main questions, plus follow-up 

questions depending on answers given)
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• Recruitment materials developed for IMPACT ALS Europe

• Channels for recruiting included voluntary ALS 

organisation websites, including: 

• Irish Motor Neurone Disease Association (IMNDA)

• Motor Neurone Disease Association (MNDA)

• ALS Centrum Nederland

• Filière Nationale de Santé SLA et autres Maladies rares du Neurone Moteur

(FILSLAN)

• ALS Liga

• Deutsche Gesellschaft für Muskelkranke e.V. (DGM)

• Associazione Italiana Sclerosi Laterale Amiotrofica (AISLA ONLUS)

• Fundación Luzón

• Fundación Miquel Valls

• Karolinska ALS Center

• ENCALS (European Network for the Cure of ALS)

• European Organisation for Professionals and Patients with ALS (EUpALS)

• Survey was launched online on 15th October 2020 and 

closed 31st December 2020.

SURVEY RECRUITMENT
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SURVEY RESULTS
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DEMOGRAPHICS & DISEASE 
CHARACTERISTICS 

IMPACT ALS Modules 1 & 4

9



The ALS Association

SURVEY RESPONDENTS

D E M O G R A P H I C S  &  D I S E A S E  C H A R A C T E R I S T I C S 10

n=668

n=738

n=132

0

100

200

300

400

500

600

700

800

A caregiver of a
person with
ALS/MND

A person with
ALS/MND

On behalf of a
person with
ALS/MND

N
u

m
b

e
r 

o
f 
re

s
p

o
n

d
e

n
ts

PARTICIPANT GROUP TOTAL

Patients 870
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Bereaved Caregivers 218

Overall Total 1538
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Pa r t ic ipa t ing  
E ur opea n 
C ount r ie s
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RESPONDENT DEMOGRAPHICS BY SUBGROUPS
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Patient 
(n=870)

Caregiver 
(n=450)

Bereaved 
caregivers (n=218)

Respondent age groups, n (%)

25-34 5 (0.6) 3 (0.7) 0 (0.0)

35-44 41 (4.7) 14 (3.1) 6 (2.8)

45-54 92 (10.6) 50 (11.1) 20 (9.2)

55-64 189 (21.7) 79 (17.6) 42 (19.2)

65-74 147 (16.9) 92 (20.4) 52 (23.9)

75 and older 45 (5.2) 37 (8.2) 24 (11.0)

Not answered 351 (40.3) 175 (38.9) 74 (33.9)

Sex, n (%)

Male 298 (34.3) 145 (32.2) 71 (32.6)

Female 221 (25.4) 130 (28.9) 73 (33.5)

Not answered 351 (40.3) 175 (38.9) 74 (33.9)

Patient 
(n=870)

Caregiver 
(n=450)

Bereaved 
caregivers (n=218)

Current country of residence, n (%)

Belgium 16 (1.8) 2 (0.4) 2 (0.9)

France 75 (8.6) 21 (4.7) 26 (11.9)

Germany 11 (1.3) 9 (2.0) 5 (2.3)

Ireland 24 (2.8) 20 (4.4) 14 (6.4)

Italy 254 (29.2) 158 (35.1) 15 (6.9)

Netherlands 63 (7.2) 14 (3.1) 4 (1.8)

Spain 30 (3.4) 32 (7.1) 63 (28.9)

Sweden 11 (1.3) 6 (1.3) 8 (3.7)

United Kingdom 22 (2.5) 9 (2.0) 3 (1.4)

Other 13(14) 4(.08) 4(1.9)

Not answered 351 (40.3) 175 (38.9) 74 (33.9)

D E M O G R A P H I C S  &  D I S E A S E  C H A R A C T E R I S T I C S
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INDIVIDUAL COUNTRY DEMOGRAPHICS
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Demographics OVERALL
(n=1538)

Belgium 
(n=20)

France 
(n=122)

Germany 
(n=25)

Ireland 
(n=58)

Italy 
(n=427)

Netherlands 
(n=81)

Spain 
(n=125)

Sweden 
(n=25)

UK 
(n=34)

Respondent age 
groups, n (%)

25-34 8 (0.5) 2 (10.0) 1 (0.8) 1 (4.0) 1 (1.7) 1 (0.2) 1 (1.2) 1 (0.8) 0 (0.0) 0 (0.0)

35-44 61 (4.0) 1 (5.0) 10 (8.2) 3 (12.0) 4 (6.9) 28 (6.6) 1 (1.2) 10 (8.0) 3 (12.0) 1 (2.9)

45-54 162 (10.5) 2 (10.0) 16 (13.1) 8 (32.0) 6 (10.3) 76 (17.8) 11 (13.6) 25 (20.0) 7 (28.0) 6 (17.6)

55-64 310 (20.2) 8 (40.0) 40 (32.8) 8 (32.0) 14 (24.1) 144 (33.7) 31 (38.3) 40 (32.0) 5 (20.0) 11 (32.4)

65-74 291 (18.9) 7 (35.0) 42 (34.4) 3 (12.0) 23 (39.7) 130 (30.4) 27 (33.3) 34 (27.2) 8 (32.0) 11 (32.4)

75 and older 106 (6.9) 0 (0.0) 13 (10.7) 2 (8.0) 10 (17.2) 48 (11.2) 10 (12.3) 15 (12.0) 2 (8.0) 5 (14.7)

Sex, n (%)

Male 514 (54.8) 16 (80.0) 68 (55.7) 11 (44.0) 35 (60.3) 234 (54.8) 47 (58.0) 58 (46.4) 10 (40.0) 22 (64.7)

Female 424 (45.2) 4 (20.0) 54 (44.3) 14 (56.0) 23 (39.7) 193 (45.2) 34 (42.0) 67 (53.6) 15 (60.0) 12 (35.3)

Employment status

Full-time 89 (11.2) 1 (6.3) 8 (10.7) 4 (20) 10 (22.7) 41 (16.1) 1 (1.3) 1 (3.3) 2 (18.2) 5 (22.7)

Part-time 110 (13.8) 0 (0) 4 (5.3) 1 (5) 7 (15.9) 17 (6.7) 10 (13) 1 (3.3) 1 (9.1) 0 (0)

On disability 148 (18.6) 3 (18.8) 11 (14.7) 3 (15) 4 (9.1) 61 (24) 17 (22.1) 17 (56.7) 4 (36.4) 3 (13.6)

Retired 235 (29.6) 6 (37.5) 45 (60) 7 (35) 12 (27.3) 104 (40.9) 25 (32.5) 8 (26.7) 4 (36.4) 14 (63.6)

Unemployed 141 (17.8) 0 (0) 0 (0) 3 (15) 7 (15.9) 10 (3.9) 6 (7.8) 1 (3.3) 0 (0) 0 (0)

Other 71 (8.9) 6 (37.5) 7 (9.3) 2 (10) 4 (9.1) 21 (8.3) 18 (23.4) 2 (6.7) 0 (0) 0 (0)

D E M O G R A P H I C S  &  D I S E A S E  C H A R A C T E R I S T I C S
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LIVING WITH ALS

IMPACT ALS Module 2
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SYMPTOMS OF ALS IN THE PAST 2 WEEKS

L I V I N G W I T H  A L S 15
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PREFERRED SYMPTOMS FOR TREATMENT TO IMPACT

A P P R O A C H E S  TO  T R E AT I N G  A L S 16
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PREFERRED SYMPTOMS FOR TREATMENT TO IMPACT
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Impairment Mean rank

Disease progression 1.57

Respiratory function 1.79

Mobility 2.51

Communication 2.90

Muscle weakness 3.02

Overall physical function 3.07

Ease the overall burden 3.20

Daily self-care 3.29

Swallowing 3.45

Fatigue 3.52

Pain 3.78
Ability to express feelings 
physically 3.79

Cognitive ability 3.82

Muscle spasticity 3.82

Overall mental health 3.85

Laughing/crying uncontrollably 3.90

Apathy 3.91

Sleeping 3.92

Other 3.92

Sexual function 3.95
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FUTURE FEARS OF ALS PATIENTS
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FUTURE FEARS: OTHER
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Patients

Caregivers
Bereaved caregivers

Losing independence/autonomy

Being a burden on family

Death/Pain

Uncertainty of disease course

Partner leaving

Exclusion from social activities

Not being allowed to drive

Feelings of burden to others

Losing independence 

Death
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Disease affecting children
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The future
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CAREGIVER STRESS LEVELS IN THE LAST 2 WEEKS
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CAREGIVERS’ CURRENT HEALTH STATUS

M O D U L E  2 :  L I V I N G  W I T H  A L S 21
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C AR EGIV ER  HEALTH S TATU S ;  C U R R ENT V ER S U S  P R EV IO U S
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ANALYSIS PLAN 
IN PLACE FOR 

TARGETTED 
DATA MINING

RICH SOURCE OF 
DATA FOR 
DETAILED 

INTERNATIONAL 
COMPARISON

USEFUL FOR 
TREATMENT 
AND DRUG 

DEVELOPMENT

DISEASE 
EXPERIENCE 

INFORMATION ON 
>1500 

RESPONDENTS

CONCLUSIONS AND NEXT STEPS

C O N C L U S I O N S  A N D  N E X T  S T E P S



The ALS Association

THANKS FOR YOUR 
ATTENTION

Questions and discussion


