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Possible Discussion Points (See Pages 8-10 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
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Directions



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



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

10This project was funded by a grant from the David and Lura Lovell Foundation.


	Case Title:   Pharmacy: 13-Year-Old White Boy Living with Cystic Fibrosis — Scenario 1
	Scenario 1: The Hospital informed the parents that they should obtain a consent to list their son on transplant list ASAP to avoid severe complications. The team discussed with the family advance care planning and its importance before surgery; however, the family is overwhelmed and not ready to make decisions about the transplant surgery or the advance care planning.
 
How can you help the family?
       It is very important to explain in detail what is the benefit of advance care planning for their child, and the difference from end-of-life care. Involve chaplain in the discussion to maximize their understanding from all aspects. Most importantly, breakdown the surgery into three phases (pre-transplant, surgery day, and post transplant) and explain each phase in details to make it easier for the family to digest. Finally, assist in advance care planning documents completion and be supportive during that process. 
         
 
	Scenario 2: It is day ten after the surgery, the child is ready for discharge to a pediatrics pulmonary rehabilitation center and the family wants to make sure that prescribed medications are available in Skull Valley community pharmacy before they leave the hospital. 
 
As a pharmacist, how can you assist with that?
First, solid organ transplant (SOT) pharmacist should explain in detail the prescribed medications including reason for the medication, name (generic & brand), route, dosage form (liquid or tablet), dose, frequency, special considerations such as food interactions, medication interactions, possible side effects, complications, signs and symptoms of rejection and superinfections. 
 
Second, to prevent any missing doses, the pharmacist should communicate with Skull Valley community pharmacy to make sure that they receive the prescription, and all prescribed medications are available in stock. If some medications need to be ordered, pharmacist should inform the parents and treating provider to supply the patient enough medication to cover any delays in obtaining medications. 
 
As a community pharmacist in rural community, after receiving the prescription orders, establish a relationship by calling the family and discussing next steps in their child's medical plan and address their concerns regarding the medications. Additionally, make regular visits or calls with the family and child to ask about the medication adherence and medical progress and answer all their questions and address concerns. 
 
Finally, communicate in advance any medication shortage affecting their child's health and provide solutions to this shortage.  
 
	Resources: Discussed above
 
	Questions: The Road to Readiness: Guiding Families of Children and Adolescents with Serious Illness Toward Meaningful Advance Care Planning Discussions. https://nam.edu/the-road-to-readiness/ Accessed April 7, 2022
 
1.   How pharmacists in rural communities can provide support to critically ill pediatrics and improve their access to care?
Community pharmacists in all settings, including rural pharmacies, should educate the parents and provide them with all information needed about current therapeutic regimen and ensure that they are aware of all potential side effects and complications. 
Additionally, community pharmacists should provide financial support to the family when needed such as providing medications coupons or fill lower price generics if possible.
Finally, in rural areas, pharmacists should notify parents in advance if a certain medication is expected to be on a back-order or can't be supplied for any reason to give them time to arrange appointment with their PCP to discuss best alternatives.  
 
2.   What possible resources are suitable for transplantation patients and parents to help improving the survival?
Transplant families. This program established in 2012 as a resource for families dealing with
transplant, then turned to a non-profit organization to help families with transplants. The
program provides education materials for all three stages of transplant pre-transplant, during
transplant, and post-transplant. 
https://www.transplantfamilies.org/
 
Children's Organ Transplant Association. This is also a non-profit organization that provides
support to parents with transplant children. The association provides web-based resources for
communication and fundraising. One unique service offered by the organization is special
program for cystic fibrosis children and adolescents. This program has assisted hundreds of
patients many of whom have lung, kidney, or liver transplant. The program help meeting the
financial obligations that each CF patient faces that includes fundraising for the transplant
procedure and care. 
https://cota.org/
 
 
	Questions 2: Methods to assess patient/parents readiness to discuss advanced care planning (ACP):
1.   Why assessing readiness to discuss ACP is important before starting the discussion?
Assessing readiness is vital to developing a plan for the ACP discussion and preventing any miscommunication with the patient/parents during the ACP discussion. Additionally, assessing readiness help in identifying the main factors that might influence patient/parents' decisions, such as religious beliefs. 
 
2.   How to assess the readiness of the patient/family to discuss advance care planning?
Before starting a challenging discussion about ACP, healthcare providers should first assess the patient readiness to discuss these issues. Patient readiness is a multidimensional term consisting of awareness, acceptance, and willingness to discuss ACP. Five main domains are used to assess the family's readiness, including knowledge about the current condition, how much information the patient/parents would like to hear, culture and family support, religious values and expectations after death, emotions, future hopes, and current quality of life. These domains can be assessed by asking the patient or parents general questions. 
 


