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Case Study

Public Health: 14-Year-Old Latina Girl Living with Bone Cancer




Encounter Setting

Community Health Fair

Context / Reason for Encounter

Emma and her parents attend an American Cancer Society sponsored Community Health Fair
to visit table exhibitors who provide information related to cancer, including community and
health resources, caregiving resources, insurance benefits, and policy/advocacy. They
approach a College of Public Health table that is manned with 2 public health students.



Demographics
Gender

Female

Age or Date of Birth

14-years-old

Ethnicity

Latina — Mexican-American or Central American

Living Situation

Emma lives at home (apartment) with her parents and grandfather. Spanish is primary language
at home.

Patient Occupation

Insurance Coverage Status



Family / Caregiver Issues

Caregiver respite information is needed for the family.

Social History

Social Economic Status

Both parents work - father in construction/mother cleaning houses; Emma goes to public school.
Are there resources that can help with finances: living expense, medical bills, time off work? Are
there legal resources or community advocates that the family already has relationships with to
offer support? What other networks for support are Emma and her family already engaged with

that could provide mutual aid (neighbors, community cultural associations, grassroots organizers,
churches)?

Social Determinants of Health

Emma and her family have suffered trauma as an intergenerational immigrant family with limited
economic resources.

Social / Mental Health Wellbeing

Emma does well at school, interested in math and science, loves soccer. Is she maintaining
contact with friends? Continued socialization is important. What coming of age celebrations or
rights of passage may Emma be missing out because of diagnosis or treatment (driving license,
guinceanera) and how can her medical team respect those traditions and empower her to find
adaptive ways to honor her youth while facing her potential end-of-life?

Religious / Spiritual Considerations

Are Emma’s wishes or the family’s religious/spiritual considerations included in a living will or
advance care directives?

Cultural Beliefs / Perspectives

Are there any religious or cultural practices important to the parents and/or Emma? Who else
needs to be consulted about Emma’s care or health? Is there a need for a Spanish interpreter or
interpretation equipment for her parents. Who in the family makes the decisions.



Patient Health Information

History of Present lliness

Emma has recently been diagnosed with Stage Il metastatic osteosarcoma (bone cancer that
has spread to other parts of the body). She has significant left leg pain. She struggles to walk so
the family recently got her a wheelchair to use. She has anxiety and depression related to her

diagnosis.

lliness Course / Treatment Information

Diagnosis, discussion of treatment and prognosis and finally discussing failure of treatment and
palliative medicine/hospice. Sometimes when parents are undocumented there is fear/anger that
options being presented are being limited because of parents’ status. Provide access to bi-lingual
community based social service organizations with trained social workers or promatoras who can
assist in the discussion of treatment and prognosis or diagnosis.



Physical Exam

Underweight, but otherwise normal exam

Medications / Treatments

No medications other than acetaminophen and ibuprofen for pain first visit, potentially on
chemotherapy during second visit. Foodways are also an important part of the family’s wellness
practices. Access to fresh foods and traditional Mexican caldos (soups), traditional medicinal
teas and tinctures are made at home from family recipes and an important part of physical and

emotional comfort.

Allergies / Intolerances

None

Tobacco, Alcohol, or Substance Abuse



Review of Systems
Does the family need information on housing modifications that can help Emma be safe at home?
Trauma associated with migration status can impact the readiness or resistance to signing forms
presented in English only or presented without opportunity for discussion. Navigation of any
public service and assistance may have been negotiated by Emma previously, ensure that she is

also engaged in conversations that may normally have been had with only guardians. Be mindful
of trust building before sharing information.

Past Medical History

No significant past medical history

Family History

Diabetes and heart disease runs in family



Health & Community Services

Is the Patient Currently Receiving or Will They Need Any New Home and/or
Community-Based Services?

Healthcare Services:
Eligibility / Enrollment / Contact Information

(We need more Public Health Information here from the resources page in facilitator's note)

Community Services:
Eligibility / Enrollment / Contact Information

(We need to include more information from the facilitator's note to be added here)



Overall Assessment

Advance Care Planning

It is unlikely that Emma has completed Advance Care Directives for herself at her age.

Ensure that both parents are able to review and read with interpreters Advance Care Directives
as her signators.

Engage an intermediary such as "Beads of Courage" or TuNidito to support the discussion
around what Emma's wishes are versus what her parents wishes are.



What Matters Most to the Patient Now?

Emma: She hopes to get better and get back to school, soccer and her friends. Emma is fluent in English
and Spanish.

Her parents: Primarily speak Spanish but do have some limited English proficiency. They are both
employed, but uninsured. And while they have lived in the U.S. for 10 years, the family is undocumented.
They know Emma’s diagnosis is serious and she may not survive. They are interested in learning more
about how they might access health care for their daughter. They want to learn more about the cancer,
possible treatment plans and what to do if the treatment doesn’t work.

Important to know the difference: Palliative care should be offered throughout the entire treatment
course - it is NOT an option of last resort, it is woven throughout, to address symptoms caused by
treatment, i.e., pain, nausea from chemo/radiation, constipation from opioids, etc. Hospice care is offered
at the end-of-life, usually the last 6 months of life and all other treatment care is stopped. The goal is to

keep the community member comfortable and pain free until they die. However, in Pediatric cases - a
community member can be on hospice at the same time as receiving curative care/therapy.

What Do They Want Their Health For?

What

matters
most?
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Next Steps / Outcomes

What Happens Next?

Shared decision making for treatment: surgery/chemo/radiation and eventually decision on palliative
care and hospice.

Details About Family Conversations

Parents concerned about finances and insurance coverage also fearful about their immigration status.

What Happens at, or Near, Death of Patient?

What Support Does Family Need Before and After Death of Patient?
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Challenging Conversations

Best / Worst Case

Risk / Benefit of Intervention
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Interprofessional Focus

What Role Do Other Disciplines Play in This Patient’s End-of-Life Care?

Pharmacy
Nursing
Social work

Who Can Help You Provide the Best Care and Honor the Patient’s Wishes?

Truth-telling to community member / family may refuse telling community member that treatment is not
effective anymore.

How Will You Approach Utilizing a Team Approach to Providing Care?

Beyond Referrals, How Will You Become Comfortable with Going Outside
Your Comfort Zone?

Are there any Integrative, Traditional, or Complementary Therapies that will
Help the Patient at this Stage or Later?
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Questions to Consider

Can You Identify Any Overarching Bias?

Can You Identify Any Possible Assumptions One Might Make About This Patient?

What Information About This Patient Might Inform Public Policy or
Regulatory Action?
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Teaching Points
Indicate 3-5 Teaching Points in this Case

ADVANCE CARE DIRECTIVE
Teaching point: Each health science student should be
¢ knowledgeable about advance care directives; and
¢ be able to communicate and engage patients/families in advance care
planning across settings and across the lifespan.

PALLIATIVE CARE AND HOSPICE
Teaching point: Each health science student should be
e knowledgeable about palliative care and hospice and
¢ be able to effectively communicate this information to patients/families.

CULTURAL HUMILITY

Teaching point: Each health science student should be
e knowledgeable about knowledgeable about cultural considerations in
the care of patients and families, and
¢ be able to effectively communicate with humility, curiosity, care, respect,
& dignity.

COMMUNITY RESOURCES

Teaching point: Each health science student should be
e knowledgeable about community resources to support serious illness
and end of life care, and
¢ be able to effectively connect patients/families with these resources.

CHALLENGING CONVERSATIONS

Teaching point: Each health science student should be
e knowledgeable about how to deliver “best case/worse case” and
¢ be able to effectively conduct challenging conversations with patients/
families (including how to discuss risk/benefits of interventions).

INTERPROFESSIONAL CARE

Teaching point: Each health science student should be
¢ knowledgeable about the role of team members & benefits of team-based
care and
e be able to effectively work with team members in the care of patients/
families with serious illness or at the end of life.

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