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Directions

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

a Develop 1-2 different scenarios (with questions
and answers) that change or add discussion points.

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

Possible Discussion Points (See Pages 11-13 for Example Questions):

. Difficult Conversations - Cognitive Impairment
. Ethical / Legal Considerations - Health Literacy
« Patient Goals, Preferences - Sensory Deficits

and Values

« Ageism, Gender or Other Bias
- Medical Decision-Making Capacity « Cultural Humility / Diversity /
- Social Determinants of Health Spiritual Considerations

. Advance Care Planning - Family / Caregiver Concerns

- Community Resources/Access - Limited English Proficiency

to Care « Public Policy




Questions

Advance Care Planning [by parents for their child with complex medical needs]

1. What are the ways for advance planning in kids and adolescents?

Acronym Meaning Order/Form What It Is
DNR Do Not Resuscitate s:g:;“a" No CPR and typically no intubation
ONI D Not Inubale physician Nn_llnltubaﬂcn: may include no CPR at some

order facilities

o [

AND Allow Natural Death g'r"j’:;m" Usually no CPR or intubation
POLST Physician (Medical) Order for Life- physician Varies depending on the contents from full CPR
(MOLST) Sustaining Treatment order to full DNR
ACP Advance Care Flan varies Varies depending on the contents
AD Advance Directive legal form Varies depending on content; 18 and up only

Advance directive is a legal document but is not available for those <18 years old.
https://complexchild.org/articles/2013-articles/september/dnr-advance-planning/ (Accessed
4.2.2022).

2. What is the issue with a basic Do Not Resuscitate (DNR) or Do Not Intubate (DNI) for children with
complex health issues?

- Those do not address various conditions other than the patient’s health issues, in which CPR and
intubation may be life saving (e.g., a car accident leading to broken bones in head and neck when a
brief intubation may be needed while the bones set)
https://complexchild.org/articles/2013-articles/september/dnr-advance-planning/ (Accessed
4.2.2022).

3. Which was of advance planning is the best to be used for children and adolescents? What kind of
document that is and what can be included in it? Where would the document be effective and the
content would be followed?

- The best possible option for children with complex medical issues is to develop a comprehensive
Advance Care Plan, which may include both legal forms and physician’s orders, as well as other more
informal planning.




Questions

For children with chronic and stable issues, the Plan may only include general information about
future wishes. Typically, these instructions parallel adult Advance Directives (though they cannot be
legally defined as such), and are not physician orders. If the child becomes ill in the future, these
future wishes can be put in place in the hospital setting, or converted to a physician order.

When a child is declining and expected to eventually pass away, however, the Plan will often include
a POLST form or similar other physician order, which may be hospital or state specific.

In some cases, an Advance Care Plan may actually simplify a standard DNR, such as restricting it to
no chest compressions if the patient has no pulse.

In other cases, the Advance Care Plan may address specific scenarios that may occur, such as the
need for a patient with a trach to be placed on an oscillating ventilator, and create specific plans for
each scenario. Some institutions and programs allow families to be extremely specific about which
interventions they wish to use, and which they wish to withhold.

Examples of specific scenarios might include some of the following:

Do not initiate chest compressions or defibrillate. Medications may be given to increase blood
pressure.

If the child (with a preexisting trach) suffers a respiratory decline and stops breathing on his
own, he may be placed on a standardized ventilator for a period of up to 4 weeks. He may not be
placed on an oscillating or other specialized ventilator, receive medications to sedate/paralyze, or
receive ECMO.

Intubation only in the case of a self-limited illness or accident.

Depending on how the Plan is created, it may or may not include an official medical order. If any
component of the Plan is not an official pre-hospital medical order, emergency personnel will not be
able to follow it, and will initiate CPR.

Most palliative care programs and programs for children with complex or special needs can help you
develop an Advance Care Plan. Other general pediatricians and specialists may also be able to help
you create one.”

https://complexchild.org/articles/2013-articles/september/dnr-advance-planning/ (Accessed
4.2.2022).




Questions

Ageism, or Other Bias

1. Can you identify any overarching bias? Can you identify any possible assumptions one might make
about this patient?

- The assumption of patient having type 2 diabetes could have been made based on patient’s
ethnicity. This could have made to not ordering the laboratory testing needed; ;hence misdiagnosis.
Laboratory testing determined that patient has type 1 diabetes. The misdiagnosis would lead to
mistreatment and potentially diabetic ketoacidosis (DKA) in this case in the absence of insulin
treatment.

- Ageism is another possible bias that can lead to assuming that patient would be non-adherent and
does not follow instructions or not understand the instructions.



Questions

Community Resources/Access to Care

1. What health insurance access patient is eligible for?

- Based on the income limit, people under the age of 18 are eligible for AHCCCS health insurance
through Kids Care KidsCare - Arizona's Children's Health Insurance Program (CHIP). Based of income,
there may or may not be a premium.
https://www.azahcccs.gov/Members/GetCovered/Categories/KidsCare.html Accessed.

- Health insurance coverage may be obtained from Health Insurance Market Place. There are
premiums associated with those.

https://www.healthcare.gov
https://www.diabetes.org/tools-support/health-insurance/health-insurance-marketplace-people-dia
betes

- Prescription Assistance: Drug manufacturers’ medication assistant programs (e.q., Lily Cares) that
can assist with patient receiving their insulin and diabetes supplies. The paperwork needs to be
signed by providers.

- Patient resources via American Diabetes Association (ADA) regarding health insurance protection
and more.

http://main.diabetes.org/dorg/PDFs/Advocacy/Health _Insurance_Protections_Final.pdf

and learningaboutdiabetes.org for patient handouts.

2. Explain how pharmacists in the community provide support and optimize access to care for this
patient and her family?

- Community pharmacists provide counseling on insulin administration (timing, technique, storage),
hypoglycemia treatment options, and answering questions regarding the disease state and therapies
for management.

- Furthermore, community pharmacists can provide information and assist with use of
manufacturer’s coupons, store coupons, and other ways to save on medications.

Community pharmacists are highly accessible heath care professionals and are of great value to
patients and family members.

3. How can access to care be optimized for patients with ALS?

- The resources noted in the previous response provide information on eligibility of the patient and
family members for health insurances including Medicare and Medicaid. Drug assistance programs
by drug manufacturers may offer assistance with the cost of the drugs or cost of copays.




Questions

Family/Caregiver Concerns

1. Explain how pharmacists can assist patients with diabetes and their family members in difficult
conversations about advance planning?

- Pharmacists, especially those specialized in endocrinology/diabetes care and/or are CDCESs, can
assist by helping patients and their families understand the etiology of the disease, management,
insulin being essential/live saving in those with insulin deficiency, management of diabetes and its
short-term and long-term complications. Therefore, they assist by clarifying that the diabetes is
manageable, and that diagnosis of diabetes does not mean end of life is near; however, advance
planning is important to make sure their wishes are conveyed, and their child would receive the
interventions that wish in case they become critically ill.

2. What family concerns may worry the patient and family members and what resources and support
can assist in relieving those stressors?

- Family stress and concerns over their child’s medical condition and needs, ability to be able to
provide the needs of their child and access to care, adjusting to those needs, financial concerns,
family health insurance, advance planning, and worrying about the future of their child with the new
diagnosis. See answer to question 1 under this ‘Family/Caregiver Concerns’ section and answer to
question 2 of ‘Community Resources/Access to Care’ section.

- In addition, Diabetes Self-management Education and Support (DSMES) can assist by providing
education and provide patient with problem solving tools in their diabetes self-management.




Scenario 1 and Questions

Patient’s family does not want to complete an Advance Care Planning and is extremely
overwhelmed at this time.

1. What would you recommend?

- It is reasonable to explain to the patient why Advance Care Planning is important, it does not mean
their child is near death, and ensures that their wishes are conveyed in case a decision is needed to
be made. Speak with the Social Worker and ask for their assistance to call the parents in about a
week after hospitalization to discuss this further and complete the Advance Care Planning.



Scenario 2 and Questions

The parents and the patient are ready for Advance Care Planning and want to learn more
about the potential complications of the disease and what can be included in Advance Care
Planning before completing such document.

- Student pharmacists need to discuss short-term and long-term complications of
uncontrolled diabetes and associated risks. Student pharmacists need to provide information
that should be considered to include in such planning. Also, the student pharmacists need
to provide the Advance Directive information in Spanish
https://caringcommunity.org/wp-content/uploads/2012/04/ADForm_and_Instr_Span-SHD-05.
pdf as a reference for Advance Care Planning, which is similar to Advance Directive and
serves the same purpose, but it is not a legal document like Advance Directive. Advance
Care Planning can be informal, comprehensive, and provide various scenarios.




Resources and Support Services
for the Patient / Family

As noted above
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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 lliness 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 (SDH)

- How would you address any known SDH issues? (food, housing or transportation
insecurities; childcare, utility, legal, or education needs; financial resources;
employment instability).

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?

HEALTH LITERACY

- Can the patient understand and navigate health-related issues? Note: health literacy
is different from general literacy.

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?

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?

PuBLIC PoLICY

- What information about this patient might inform public policy or regulatory action?

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




	Case Title:    Pharmacy: 17-Year-Old Latina Girl Living with Diabetes — Scenario 2 
	Scenario 1: Patient’s family does not want to complete an Advance Care Planning and is extremely overwhelmed at this time. 
 
1. What would you recommend?
 
- It is reasonable to explain to the patient why Advance Care Planning is important, it does not mean their child is near death, and ensures that their wishes are conveyed in case a decision is needed to be made. Speak with the Social Worker and ask for their assistance to call the parents in about a week after hospitalization to discuss this further and complete the Advance Care Planning.
 
 
	Scenario 2: The parents and the patient are ready for Advance Care Planning and want to learn more about the potential complications of the disease and what can be included in Advance Care Planning before completing such document. 
 
- Student pharmacists need to discuss short-term and long-term complications of uncontrolled diabetes and associated risks. Student pharmacists need to provide information that should be  considered to include in such planning. Also, the student pharmacists need to provide the Advance Directive information in Spanish 
https://caringcommunity.org/wp-content/uploads/2012/04/ADForm_and_Instr_Span-SHD-05.pdf as a reference for Advance Care Planning, which is similar to Advance Directive and serves the same purpose, but it is not a legal document like Advance Directive. Advance Care Planning can be informal, comprehensive, and provide various scenarios.
 
 
 
 
	Resources: As noted above
 
	Questions : 
	1:  Advance Care Planning [by parents for their child with complex medical needs]
 
1. What are the ways for advance planning in kids and adolescents? 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 Advance directive is a legal document but is not available for those <18 years old.
https://complexchild.org/articles/2013-articles/september/dnr-advance-planning/ (Accessed 4.2.2022).
 
2. What is the issue with a basic Do Not Resuscitate (DNR) or Do Not Intubate (DNI) for children with complex health issues?
- Those do not address various conditions other than the patient’s health issues, in which CPR and intubation may be life saving (e.g., a car accident leading to broken bones in head and neck when a brief intubation may be needed while the bones set)
https://complexchild.org/articles/2013-articles/september/dnr-advance-planning/ (Accessed 4.2.2022).
 
 3. Which was of advance planning is the best to be used for children and adolescents? What kind of document that is and what can be included in it? Where would the document be effective and the content would be followed?
 
- The best possible option for children with complex medical issues is to develop a comprehensive Advance Care Plan, which may include both legal forms and physician’s orders, as well as other more informal planning.
	2:   For children with chronic and stable issues, the Plan may only include general information about future wishes. Typically, these instructions parallel adult Advance Directives (though they cannot be legally defined as such), and are not physician orders. If the child becomes ill in the future, these future wishes can be put in place in the hospital setting, or converted to a physician order.
When a child is declining and expected to eventually pass away, however, the Plan will often include a POLST form or similar other physician order, which may be hospital or state specific.
In some cases, an Advance Care Plan may actually simplify a standard DNR, such as restricting it to no chest compressions if the patient has no pulse.
In other cases, the Advance Care Plan may address specific scenarios that may occur, such as the need for a patient with a trach to be placed on an oscillating ventilator, and create specific plans for each scenario. Some institutions and programs allow families to be extremely specific about which interventions they wish to use, and which they wish to withhold.
 
Examples of specific scenarios might include some of the following:
•             Do not initiate chest compressions or defibrillate. Medications may be given to increase blood pressure.
•         If the child (with a preexisting trach) suffers a respiratory decline and stops breathing on his own, he may be placed on a standardized ventilator for a period of up to 4 weeks. He may not be placed on an oscillating or other specialized ventilator, receive medications to sedate/paralyze, or receive ECMO.
•         Intubation only in the case of a self-limited illness or accident.
 
Depending on how the Plan is created, it may or may not include an official medical order. If any component of the Plan is not an official pre-hospital medical order, emergency personnel will not be able to follow it, and will initiate CPR.
Most palliative care programs and programs for children with complex or special needs can help you develop an Advance Care Plan. Other general pediatricians and specialists may also be able to help you create one.”
 https://complexchild.org/articles/2013-articles/september/dnr-advance-planning/ (Accessed 4.2.2022).
 
	4: Family/Caregiver Concerns
1. Explain how pharmacists can assist patients with diabetes and their family members in difficult conversations about advance planning? 
- Pharmacists, especially those specialized in endocrinology/diabetes care and/or are CDCESs, can assist by helping patients and their families understand the etiology of the disease, management, insulin being essential/live saving in those with insulin deficiency, management of diabetes and its short-term and long-term complications. Therefore, they assist by clarifying that the diabetes is manageable, and that diagnosis of diabetes does not mean end of life is near; however, advance planning is important to make sure their wishes are conveyed, and their child would receive the interventions that wish in case they become critically ill. 
 
2. What family concerns may worry the patient and family members and what resources and support can assist in relieving those stressors? 
- Family stress and concerns over their child’s medical condition and needs, ability to be able to provide the needs of their child and access to care, adjusting to those needs, financial concerns, family health insurance, advance planning, and worrying about the future of their child with the new diagnosis.  See answer to question 1 under this ‘Family/Caregiver Concerns’ section and answer to question 2 of ‘Community Resources/Access to Care’ section. 
- In addition, Diabetes Self-management Education and Support (DSMES) can assist by providing education and provide patient with problem solving tools in their diabetes self-management. 
	3: Ageism, or Other Bias 
1. Can you identify any overarching bias? Can you identify any possible assumptions one might make about this patient?
- The assumption of patient having type 2 diabetes could have been made based on patient’s ethnicity. This could have made to not ordering the laboratory testing needed; ;hence misdiagnosis. Laboratory testing determined that patient has type 1 diabetes. The misdiagnosis would lead to mistreatment and potentially diabetic ketoacidosis (DKA) in this case in the absence of insulin treatment.
- Ageism is another possible bias that can lead to assuming that patient would be non-adherent and does not follow instructions or not understand the instructions.
  
	3a:  
Community Resources/Access to Care 
1. What health insurance access patient is eligible for?
- Based on the income limit, people under the age of 18 are eligible for AHCCCS health insurance through Kids Care KidsCare - Arizona's Children's Health Insurance Program (CHIP).  Based of income, there may or may not be a premium.  https://www.azahcccs.gov/Members/GetCovered/Categories/KidsCare.html Accessed. - Health insurance coverage may be obtained from Health Insurance Market Place. There are premiums associated with those. 
https://www.healthcare.gov 
https://www.diabetes.org/tools-support/health-insurance/health-insurance-marketplace-people-diabetes 
- Prescription Assistance: Drug manufacturers’ medication assistant programs (e.g., Lily Cares) that can assist with patient receiving their insulin and diabetes supplies. The paperwork needs to be signed by providers.
- Patient resources via American Diabetes Association (ADA) regarding health insurance protection and more. 
http://main.diabetes.org/dorg/PDFs/Advocacy/Health_Insurance_Protections_Final.pdf
and learningaboutdiabetes.org for patient handouts.
 
2. Explain how pharmacists in the community provide support and optimize access to care for this patient and her family?
- Community pharmacists provide counseling on insulin administration (timing, technique, storage), hypoglycemia treatment options, and answering questions regarding the disease state and therapies for management. 
- Furthermore, community pharmacists can provide information and assist with use of manufacturer’s coupons, store coupons, and other ways to save on medications. 
Community pharmacists are highly accessible heath care professionals and are of great value to patients and family members. 
 
3. How can access to care be optimized for patients with ALS?
- The resources noted in the previous response provide information on eligibility of the patient and family members for health insurances including Medicare and Medicaid. Drug assistance programs by drug manufacturers may offer assistance with the cost of the drugs or cost of copays.



