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Possible Discussion Points (See Pages 9-11 for Example Questions): 

Develop a series of questions and answers that address 
specific discussion points.1

Develop a list of needed community/healthcare resources 
and support services.3

Develop 1-2 di�erent scenarios (with questions
and answers)  that change or add discussion points.2

• Di�cult Conversations

• Ethical / Legal Considerations

• Patient Goals, Preferences
and Values

• Medical Decision-Making Capacity

• Social Determinants of Health

• Advance Care Planning

• Community Resources/Access
to Care

• Cognitive Impairment

• Health Literacy

• Sensory Deficits

• Ageism, Gender or Other Bias

• Cultural Humility / Diversity /
Spiritual Considerations

• Family / Caregiver Concerns

• Limited English Proficiency

• Public Policy

Case Title
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Directions



Develop a series of questions and answers that address specific discussion points.

3

Questions



Scenario 1 and Questions

Develop 1-2 di�erent scenarios (with questions and answers)  
that change or add discussion points. 
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Develop 1-2 di�erent scenarios (with questions and answers) 
that change or add discussion points. 

Scenario 2 and Questions
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Develop a list of needed community/healthcare resources and support services.

Resources and Support Services
for the Patient / Family
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Develop a list of needed community/healthcare resources and support services.

Resources and Support Services
for the Patient / Family
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Develop a list of needed community/healthcare resources and support services.

Resources and Support Services
for the Patient / Family
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Example Questions for Discussion Points

DIFFICULT CONVERSATIONS
• What is the specific communication/conversation skill(s) that is needed for this

case? (e.g., Best Case/Worse Case framework; Serious Illness Conversation)
• How would you begin the conversation?

ETHICAL / LEGAL CONSIDERATIONS
• Are there any ethical/legal considerations that need our attention?
• Do they have a medical power of attorney?

PATIENT GOALS, PREFERENCES AND VALUES
• How do you ensure you know/understand the patient’s care preferences and values?
• What strategies would you use to assess the patient’s goals, preferences, and values?

MEDICAL DECISION-MAKING CAPACITY
• Decision-Making capacity is always related to a specific medical decision. Capable

patients have the legal and ethical right to make their own treatment decisions.
• Does the patient have decisional capacity?  What more would you need to know?

COMMUNITY RESOURCES / ACCESS TO CARE
• What community or healthcare resources or services would help the patient

and/or family?
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SOCIAL DETERMINANTS OF HEALTH
• How would you address any known SDH issues? (food, housing or transportation

insecurities; childcare, utility, legal, or education needs; financial resources;
employment instability).

HEALTH LITERACY
• Can the patient understand and navigate health-related issues? Note: health literacy

is di�erent from general literacy.

ADVANCE CARE PLANNING 
• What do you see as the important decisions that the patient/family are facing?
• What specific knowledge is needed to provide the best of care? (e.g., definition of

palliative care vs. hospice benefits).

COGNITIVE IMPAIRMENT
• Does the patient have any cognitive impairment?

SENSORY DEFICITS
• Does the patient have any sensory impairment (hearing, vision)?

AGEISM, GENDER OR OTHER BIAS
• Can you identify any overarching bias?

• Can you identify any possible assumptions one might make about this patient?
Note: Ageism occurs for people of ALL ages.
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CULTURAL HUMILITY / DIVERSITY / SPIRITUAL CONSIDERATIONS     
• How does the patient’s culture influence our approach to care?

• What terms may be misunderstood because of cultural definitions?

FAMILY / CAREGIVER CONCERNS

• Does the patient have a caregiver?

• What is their relationship?

• Does the patient live with the caregiver?

• If not, does the caregiver live close-by or are they a long-distance caregiver?

• How is caregiver handling the stress of being a caregiver?

• Do they need support/resources?

PUBLIC POLICY

• What information about this case might inform public policy or regulatory action?

LIMITED ENGLISH PROFICIENCY

• How do you identify if someone has limited English proficiency?

• When do you know you should bring a translator into the conversation?

• How do you access a translator?

11This project was funded by a grant from the David and Lura Lovell Foundation.


	Case Title:                 Public Health: 30-Year-Old White Male Living with ALS
	Scenario 1: Stephen has health insurance.
 
1.         What does Stephen's health insurance cover? 
2.         Does he qualify for Medicare? Social Security Disability?  
3.         Who will help him, and his parents, navigate these health benefits?
 
	Scenario 2: Stephen plans to move into his parent's home as his condition declines. 
 
1.         Are his parents eligible for home and community services? 
2.         Are they required to assume his student loan debt? 
 
	Questions: 1.    Community Resources: What resources and services does this family need?  Does the family need information on housing modifications that can help Stephen be safe at home? What home health services might Stephen be eligible for? 
2.    Advance Care Planning: What more do you need to know about his current directives, and how can he modify them? Does he need more than a living will? Who does he need to inform about what he wants?
3.    Family/Caregiver Concerns: What caregiving support services are needed for Stephen's parents? What caregiving support groups and/or resources are available to help them?  Does anyone in the family need to see a counselor to help support their mental health? 
         
 
	Resources: ALS Resources
I am ALS  https://iamals.org/ 
ALS Association  https://www.als.org/   
CDC: Organizations that support ALS patients and caregivers
https://www.cdc.gov/als/OrganizationsthatSupportPALS.html 
 
Advance Care Planning
Advanced Care Planning for ALS https://iamals.org/get-help/advanced-care-planning-for-als/
ALS Association: End of Life Planning https://www.als.org/navigating-als/end-of-life-plans 
Family Caregiving
ALS Association: Find a support group near you
https://www.als.org/local-support/support-groups?f%5B0%5D=support_group_chapter%3A3 
ALS Association: Caregiver Support Group Tucson
https://www.als.org/arizona/local-care-services/support-groups/caregiver-support-group-tucson 
Arizona Caregiving Coalition (support groups and respite resource)
https://azcaregiver.org/
 
Community Resources for Respite              
https://des.az.gov/services/disabilities/developmental-disabilities/community-resources/respite
 
National Alliance for Caregiving: Caregiving in Rural America  - A Report from Easter Seals and the National Alliance for Caregiving  https://www.caregiving.org/research/special-populations/ 
 
	Resources 2: Health Insurance
How to enroll in Medicare if you have ALS
https://www.medicareinteractive.org/get-answers/medicare-health-coverage-options/original-medicare-enrollment/how-to-enroll-in-medicare-if-you-have-als 
Social Security: Benefits for people with disabilities
https://www.ssa.gov/disability/index.htm 
SS: Compassionate Allowances Information: ALS
https://secure.ssa.gov/apps10/poms.nsf/lnx/0423022660 
 
Older Adult Resources
USAging  - Leaders in aging well at home
https://www.usaging.org/
Eldercare Locator  - find resources in your community for older adults
https://eldercare.acl.gov/Public/Index.aspx 
Arizona Area Agencies on Aging (AZ4A) https://az4a.org/ 
Pima Council on Aging (Area Agency on Aging for Pima County) https://pcoa.org/  
 
 
	Resources 3: Federal Student Loans
Federal Student Aid  https://studentaid.gov/manage-loans/forgiveness-cancellation/death 
What Happens to Your Student Loans When You Die?
https://www.thebalance.com/student-loans-after-death-4777625 
 
ALS Policy/Legislation
ALS Public Policy Priorities  https://www.als.org/advocacy/our-priorities 
ALS Legislation https://iamals.org/legislation/ 
 
Rural Health Resources
Center for Rural Health Resources  www.crh.arizona.edu
List of Arizona's Critical Access Hospitals https://crh.arizona.edu/programs/flex/cahs
List of Arizona's Rural Health Clinics https://crh.arizona.edu/programs/flex/rhcs-list
Arizona Rural Safety Net Map https://crh.arizona.edu/map-room
List of all Federally Qualified Community Health Centers  https://www.aachc.org/communityhealthcenters/map/
 


