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Mapping the GBS Journey

Symptoms/Diagnosis/Treatment

A patient experiences
symptoms of GBS

Numbness Tingling

Diagnosed within
3 weeks

87%

None/other IV Steroids 78% are diagno.sed by a
T4 6.2% Neurologist

Oral Steroids

13% Treatment

n=146

2 in 3 GBS patients will need

rehab .
Vig 1in 3 GBS patients will
S0.7% need ventilators n-9¢

3-6 Days
1.5%

1-2 Weeks
16.9%

Plasma Exchange
13.7%

3-4 weeks 3-6 Days

Over two months 8.3% 11.1%

36.9% .
s About 50.7% will use [VIg
Length of to overcome their illness
Sta ’ n=36
’ 3-4 Weeks 2 Months Length of
24.6% 33.3% Stay 1-2 Weeks
27.8%

5-7 Weeks
20%
o 6 6 o o
5-7 Weeks
16.7%
65% of GBS patients will need
to go to the ICU ¢ About 1in 5 GBS patients will be readmitted
into the hospital =95
1-2 days
Over two months , g4, 3-6 Days . )
14.5% ) 19.4% - 6\§§/e s

3-4 weeks
6.3%

n=18

Length of
Stay

5-7 Weeks
11.3%

n=62

Length of
1-2 Weeks Stay

274%

2 months or more
56.3%

1-2 weeks
3-4 Weeks 25%
22.6%
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After the Hospital

€rrrrnnnnnnns

Pain i ¥In this section of the registry, pafients are able to answer each |
d question from a range of not all all, a little bit, somewhat, quite a
bit, to very much. The data presented below includes answers

of GBS patients experience pain ranging from a little bit to very much.
ranging from 1to 10 E e E e R E AR AR R R E AR R AR R AR RN R RN AR RRE R RN R H

(from a scale of 0-10)

n=84

CLLTTT TR TP TP PP TY T Ty

88% have a hard time starting tasks 85% says fatigue interferes 88% have a hard time finishing tasks
because of their fatigue with their physical functioning because of their fatigue
Fatigue 95%

b

of GBS patients experience fatigue
ranging from a little bit to very much

n=84

74% say pain interferes with their 73% say pain interferes with their  67% say pain interferes with their ability to
day-to-day activities ability to do house work participate in social activities
72% say pain interferes with their ability ~ 72% say pain interferes with their 72% say pain interferes with their
to complete chores ability to enjoy social activities enjoyment of life
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Employment

After the Hospital

40% of GBS patients will experience changes in their employment n-83

Switched to New Employment
19.4%

Placed on Limited Duties
13.9%

Given New Duties
5.6%

Annual Out of
Pocket Cost

REEEEEEEEEEEEEEEEEREEEEERREEEER)

Over $5,000

18.9%

Devices Needed after treatment

45% of GBS patients need devices (n=86)

Other Ankle Brace/Foot Ortoses
5%

21.7%

Wheelchair
16.7%

(n=39)

Walker Cane/Walking Stick
26.7%

Lost Employment

61.1%

Preferred not to say
17.6%

Under $1,000
20.3%

$1,000 0 $5,000
43.2%

Out of Pocket Cost can include

. Premiums ($174 per month for Part B
or Higher)

. Home Care Services

. Deductibles

. Co-insurances

. Adaptive Modifications (such as grab
bars, ramps, lifts, and electric wheel
chairs)

. Home Modifications (such as door
knobs)



After the Hospital

Mental Health

Patient diagnosis with Depression -II-(OP 5 R?asons why I:Ftleljts *
After experiencing their condition take non-immune medication

47.6%

n=21
Patient diagnosis with Anxiety After
experiencing their condition

30%

*31% take gabapentin
12% take pregabalin

n=20 (n=89)

. *In this section of the registry, patients are able to answer each :
i question from a range of never, rarely, sometimes, often, to :
Ealways. The data presented below includes answers ranging fromé
: rarely to always. :

EEEEEEEEEER l) Worthless HelpleSS Hopeless

n=86

49% say they feel 59% say they feel 55% say they feel
worthless because of helpless because of hopeless because of
GBS GBS GBS



After the Hospital

. *In this section of the registry, patients are able to answer each :
: question from a range of never, rarely, sometimes, often, to :
Ealways. The data presented below includes answers ranging fromé
: rarely to always. :

Grrrrnnnnnnnnnnnnas

Mobility

74% have difficulty 74% have difficulty going up 60% have difficulty walking
completing chores and down stairs for at least 15 minutes

38% have difficulty driving 82% say their condition limits their 82% have trouble enjoying and
or operating vehicles ability to do physical labor after 2 hours participating in leisure
activities with family and friends

Conclusion

Guillain-Barré Syndrome is a medical emergency that can have long-lasting,
disabling impacts on patients who experience this rare condition. Even when
properly identified and treated according to medical best practices, some patients
live with ongoing physical, emotional, and social effects from their experience with
GBS, including challenges with mobility, chronic pain, and mental health. These
residual effects can significantly alter a patient’s quality of life, underscoring the need
for continued support and innovation in care. More research into this condition is
essential to helping patients recover faster and more completely. The GBS|CIDP
Foundation International hopes to bring awareness to the unmet needs of GBS and
inspire research that improves outcomes and restores hope for patients and their
families.
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