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What does ALS look like?



Symptoms commonly seen in ALS
Pain

Dyspnea

Anxiety

Pseudobulbar effect

Sialorrhea

Weakness

Edema

Itching

Skin breakdown/decubitus ulcers

Infections

Confusion about disease modifying therapy

PEG and total ventilation

Muscle spasm

Headache

Depression

Fatigue

Dysphagia

Weight loss

Dysarthria

Constipation

Financial issues

Family stress and burnout

Caregiving needs



QUESTION

Do ALS patients/families need palliative 

care?



Yes!



US



The Emerging American Style of 

Incorporating Palliative Care into 

ALS/NMD



The                 American Style of 

Incorporating Palliative Care into 

ALS/NMD



Why  “emerging” in the U.S.?

Hospice & Palliative Medicine is a 

young field



Why  “emerging” in the U.S?

Lack of knowledge about H&P 

Medicine: 

healthcare professionals

patients and families



Why  “emerging” in the U.S?

Myths



Why  “emerging” in the U.S?

Outright Lies



Palliative Care    & ALS



“Emerging”   “Merged”

Step #1

Find a champion within your 

ALS team or department



“Emerging”   “Merged”

Step # 2

Partner with a local hospice & 

palliative care organization



National Hospice & Palliative Care Organization

Do ALS patients need palliative care ?

www.nhpco.org



American Academy of Hospice & Palliative Medicine

www.aahpm.org



American Academy of Hospice & Palliative Medicine

www.aahpm.org



“Emerging”   “Merged”

Step # 3

Invite the Palliative Medicine 

provider to join your 

interdisciplinary team



“Emerging”   “Merged”

Step # 4               

Have Patience





“Emerging”   “Merged”

Step # 5

Give the palliative care 

professional the really hard 

cases
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My  Contact Information

Karen.cross@hospicecarecenter.org



Questions?


