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COVID-19: Clinical Practice and Patient Advocacy in the
Eternal 26th Mile
At the end of this session, participants will be able to:

• Objective 1: Describe the evolving nature of COVID-19 clinical guidance and its
impact on clinicians and medical directors in PALTC
• Objective 2: Understand and apply the latest best practice algorithms for

treatment of COVID-19 patients in PALTC
• Objective 3: Think about how to be an effective PALTC patient-centered advocate

at the local and state level using your personal COVID-19 public health
emergency experience
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MMDA 2021 Conference Sessions
Friday November 12, 2021

2:30 – 4:00: Session #1: Updated Nurse Practitioner Regulations, Capacity and Guardianship,
Speakers: Barbara Resnick, PhD, CRNP and Susan Kraus, MSN
4:10 – 5:10: Session #2: Legislative Update, Speaker: Alex Bardakh, MPP, PLC

5:20 – 6:20: Session #3: Literature Year in Review, Speakers: Scott Haswell, MD, Elizabeth Galik,
PhD, CRNP, Thomas Edmondson, MD, CMD
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MMDA 2021 Conference Sessions
Saturday November 13, 2021
8:00 – 9:00: Session #4: Disparities, Diversity, and Inclusion in PALTC, Speaker: Altonia Garrett,
MBA, MHA, RN
9:10 – 10:10: Session #5: Palliative Wound Care and Documentation, Speaker: Victoria Nalls,
PhD,
10:20 – 11:20: Session #6: Palliative Care in PALTC, Speakers: Stefan David, MD and Ravi Passi,
MD, CMD
11:30 – 12:45: Session #7: Regional Approaches to Enhancing Post-Acute and Long-Term
Care, Speakers: Eric Shope, Jamie Rocke, and Ryan Bramble
2:15 – 4:00: Session #8: COVID-19: Clinical Practice and Patient Advocacy in the Eternal
26th Mile, Speaker: Carl Bergman, MD, CMD
4:00 – 5:15: Session #9: Stroke Rehabilitation Workshop, Speaker: Dominique Vinh, MD
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COVID-19 Clinical Guidance
- Evolving nature of clinical guidance
- Ethical dilemmas in early, mid, and
late pandemic
- Impact of COVID-19 on nursing
homes
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February 29, 2020 – March 3, 2020

https://www.statnews.com/2020/02/29/new-covid-19-death-raisesconcerns-about-virus-spread-in-nursing-homes/
https://www.cnn.com/2020/03/03/health/life-care-center-nursing-homecoronavirus/index.html

A State of Shock and Panic

https://www.cnn.com/2020/03/01/health/washington-state-possiblecoronavirus-outbreak/index.html
https://www.npr.org/sections/health-shots/2020/03/03/811690163/9coronavirus-deaths-now-reported-in-washington-state
https://www.seattletimes.com/seattle-news/first-days-at-the-heart-of-anoutbreak-life-care-nursing-home-becomes-national-epicenter-ofcoronavirus/

Building Heat Map – early Pandemic
•
•
•
•
•
•
•
•
•

•

150 bed facility
99% of residents with dementia
March 5 – screening begins
March 10 – no visitation
March 11-13 – facility wide in-service
March 23 – 2 residents triggered screen:
Resident 1: cough
Resident 2: low grade fever
March 24-25: 2 staff members out with
fever/cough
Limited testing available; “sent 6 test kits
from private lab”

Blackman, C, et. al. JAGS 68:2174-2178, 2020. Published October 2020
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Building Heat Map – early Pandemic

Blackman, C, et. al. JAGS 68:2174-2178, 2020. Published October 2020
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Early HHS
Response

Date

https://aspe.hhs.gov/reports/covid-19-intensifies-nursing-home-workforce-challenges-0
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Enter Politics – Policy Differences across US States

https://www.mdpi.com/1660-4601/17/24/9520

Date

13

COVID-19 CURRENT STATUS, 11/3/2020

Case Rate in the US Reported to the CDC - by State/Territory (cases
per 100,000),
https://covid.cdc.gov/covid-data-tracker/#cases_casesper100k
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AMERICA IS REOPENING. BUT HAVE WE FLATTENED THE
CURVE?, HTTPS://CORONAVIRUS.JHU.EDU/DATA/NEW-CASES-50-STATES
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State Actions Vary – Reopening, https://www.kff.org/coronavirus-covid-19/issue-brief/state-data-and-policy-actions-toaddress-coronavirus/
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State Actions Vary – Large Gatherings Ban, https://www.kff.org/coronavirus-covid-19/issue-brief/state-dataand-policy-actions-to-address-coronavirus/
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State Actions Vary – Face Coverings, https://www.kff.org/coronavirus-covid-19/issue-brief/state-data-and-policyactions-to-address-coronavirus/
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National Coordinated Response?
Questions to ponder:
- How did the lack of a
national coordinated
response impact
confidence in doctors?
- …Impact confidence in
state health officials?
- …Impact on science /
medical interventions
right before vaccine roll
out in December 2020?
- Is there a lasting effect
that we need to think
about?

Date
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26.21875
Why not 26 miles even?
At the 1908 Games in London the course was extended, allegedly to accommodate the British royal
family. As the story goes, Queen Alexandra requested that the race start on the lawn of Windsor
Castle (so the littlest royals could watch from the window of their nursery, according to some
accounts) and finish in front of the royal box at the Olympic stadium—a distance that happened to
be 26.2 miles (26 miles and 385 yards). The random boost in mileage ending up sticking, and in
1921 the length for a marathon was formally standardized at 26.2 miles (42.195 kilometers).

https://www.history.com/news/why-is-a-marathon-26-2-miles
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Ethical Dilemmas Faced by PA/LTC Clinicians
▪Facility A is a traditional rehabilitation and healthcare
center in the United States with mixed short stay and long-

term care residents.

▪200 CMS certified beds, average census 150 (38 SNF, 112
LTC), total capacity 280 residents

▪Floor Plan
▪ 3 floors, 2 units of 28 beds on each floor.

▪ 168 total rooms
▪ Floor 1 private rooms, n=56
▪ Floor 2, 3 – semi-private, n=112

▪160 staff members, of which 110 are full-time staff
members
Slide from AMDA #paltcLEAD21, 11/21/20 (J. Wright, R. Zorowitz, C. Bergman)

Case Study
▪At the time of learning about COVID-19 and its impact
on nursing homes, the facility did the following:

▪ Weekly leadership meeting
▪ Designated IP staff member

▪ IPAC Education
▪ Development and Ongoing Review of Emergency
Preparedness Plan for COVID-19

Slide from AMDA #paltcLEAD21, 11/21/20 (J. Wright, R. Zorowitz, C. Bergman)

Case Study
▪Ethical Issue #1: Transparency
▪ Early in pandemic:
▪ Symptoms of COVID-19 uncertain
▪ Testing, PPE, cohorting, isolation procedures are under
development

▪ Supply/Demand issues (PPE, testing, etc.)

▪What is the role of transparency for families, residents,
and staff of nursing homes in the early days of the
pandemic?

Slide from AMDA #paltcLEAD21, 11/21/20 (J. Wright, R. Zorowitz, C. Bergman)

Case Study
▪As the public has gotten to know more about the
disease, has transparency become more important?
What kind of information should be shared?

▪Open comments

Slide from AMDA #paltcLEAD21, 11/21/20 (J. Wright, R. Zorowitz, C. Bergman)

Clinical Situations to Discuss

▪Clinical COVID-19 situations that elicit an ethical dilemma.
▪Depends on… Facility Status.

1. Isolating an individual resident.
2. Isolating an entire building. Outbreak management

3. Offering off-label use of medications, transfers following goals of care conversations,
uncertainty in severe disease, etc?

Slide from AMDA #paltcLEAD21, 11/21/20 (J. Wright, R. Zorowitz, C. Bergman)

Case Study
▪Ethical Issue #2: Do I isolate this resident?
▪ On rounding, you are alerted to a resident who displays
atypical symptoms of COVID-19 (low grade fever,
fatigue, some GI symptoms).

▪ Where in pandemic? Early
▪ PPE availability: low
▪ Testing (TAT, Ag/PCR): PCR only, >7 days TAT
▪ Staff shortages: none
▪ Outbreak status: none

Slide from AMDA #paltcLEAD21, 11/21/20 (J. Wright, R. Zorowitz, C. Bergman)

Case Study
▪Do you isolate the resident with atypical symptoms (low
grade fever, fatigue, some GI symptoms) early in the
disease when knowledge and resources are scarce?

▪Yes?
▪No?
▪Depends?

Slide from AMDA #paltcLEAD21, 11/21/20 (J. Wright, R. Zorowitz, C. Bergman)

Ethical Principles to Consider
▪Ethical Principles:
▪ Autonomy – Does the patient have a say in whether to isolate or not?

▪ Non-maleficence – Shouldn’t we consider if this patient is contagious?
▪ Justice, Privacy, Confidentiality – Does this play a role?
▪Is there uncertainty in your decision making? How to communicate?
▪How about staff exposure? PPE?
▪What is the impact of confining a person to isolation in a room for extended period of time?

▪ Psychosocial well-being? Baseline pt understanding (dementia)? Family understanding?

Slide from AMDA #paltcLEAD21, 11/21/20 (J. Wright, R. Zorowitz, C. Bergman)

Case Study
▪Ethical Issue #2: Do I isolate this resident?
▪ On rounding, you are alerted to a resident who displays
atypical symptoms of COVID-19 (low grade fever,
fatigue, some GI symptoms).

▪ Where in pandemic? Middle
▪ PPE availability: high
▪ Testing (TAT, Ag/PCR): PCR only, 48 hours

▪ Staff shortages: none
▪ Outbreak status: none
▪Do you isolate now? Did your clinical decisions
judgement change?
Slide from AMDA #paltcLEAD21, 11/21/20 (J. Wright, R. Zorowitz, C. Bergman)

Case Study
▪Ethical Issue #3: Outbreak Management
▪ You now have 3 residents with confirmed COVID-19 and another
4 residents on different units that are PUIs. What do you do?

▪ Where in pandemic? Early
▪ PPE availability: low

▪ Testing (TAT, Ag/PCR): PCR only, >7 days TAT
▪ Staff shortages: none
▪ Outbreak status: none

▪Outbreak management
▪ Cohorting? Known positive with PUI/negative?
▪ Disclosure of outbreak status?

▪ Closing the facility?
Slide from AMDA #paltcLEAD21, 11/21/20 (J. Wright, R. Zorowitz, C. Bergman)

Case Study
▪What do you do?
▪ Cohort? Known positive with PUI/negative?
▪ Disclosure of outbreak status to public?
▪ Close the facility?
▪Comments?

Slide from AMDA #paltcLEAD21, 11/21/20 (J. Wright, R. Zorowitz, C. Bergman)

Ethical Principles to Consider
▪Ethical Principles:
▪ Autonomy – When in an outbreak, does the health of the collective outweigh rights of
individual?

▪ Non-maleficence – Need to protect community and staff
▪ Justice, Privacy, Confidentiality – Role of facility outbreak disclosure, communication with
media, local health department.

▪Uncertainty?

▪Staff exposure?
▪Impact on residents?

Slide from AMDA #paltcLEAD21, 11/21/20 (J. Wright, R. Zorowitz, C. Bergman)

Case Study
▪Ethical Issue #3: Outbreak Management
▪ You now have 3 residents with confirmed COVID-19 and another 4
residents on different units that are PUIs. What do you do?

▪ Where in pandemic? Late
▪ PPE availability: high

▪ Testing (TAT, Ag/PCR): PCR and Antigen testing, <48 TAT
▪ Staff shortages: yes
▪ Outbreak status: yes, 2nd outbreak

▪Outbreak management
▪ Cohorting? Known positive with PUI/negative?
▪ Disclosure of outbreak status?
▪ Closing the facility?
Slide from AMDA #paltcLEAD21, 11/21/20 (J. Wright, R. Zorowitz, C. Bergman)

Case Study
▪Ethical Issue #3: ACP and Uncertainty of Prognosis
▪Case 1
▪ You are caring for Mr. Smith, a very sick COVID-19 confirmed patient in your facility. He
is about 3 days into his clinical course and has typical resp symptoms with fever. He
has now developed tachypnea and hypoxia. Mr. Smith has been a LTC resident for 2
years and is 82 years old. He has a complicated medical history with (mild dementia, 2

prior strokes, DM, HTN, sHF) but otherwise gets around in the facility well.

▪ He is full code and has had 4 hospitalizations in the last year.
▪ 3 days ago when diagnosis was made, him and family were on agreement to transfer to
hospital if his condition deteriorated.

▪ You have heard reports of >50% mortality in hospital despite aggressive ICU level of
care.

▪How do you handle ethical dilemma with “offering” him transfer to
hospital while balancing managing expectations?
Slide from AMDA #paltcLEAD21, 11/21/20 (J. Wright, R. Zorowitz, C. Bergman)

Case Study
▪Ethical Issue #3: ACP and Uncertainty of Prognosis
▪Case 2
▪ You are caring for Mrs. Jones, who is a chronically ill 47 year old female with a history
of meningitis as a child, intellectual disability, epilepsy, and multiple prior strokes who
has been dependent in ADL function for the last 20+ years. She has been a LTC patient
of yours for >10 years and the family knows you well.

▪ She has a DNR in place.
▪ She is diagnosed with severe COVID-19 but family does not wish for her to be
transferred to the hospital

▪ Family says “Doc, we trust you, do whatever it takes”

▪How do you handle uncertainty of “treat in place” protocol and the
responsibility to “do whatever it takes”? How about hospital only tx

(Remdesivir, intubation, etc.)? Steroids? Magnesium? Abx?

Slide from AMDA #paltcLEAD21, 11/21/20 (J. Wright, R. Zorowitz, C. Bergman)

Ethical Principles to Consider
▪Ethical Principles:
▪ Autonomy

▪ Beneficence
▪ Non-maleficence
▪ Justice, Privacy, Confidentiality
▪Uncertainty?
▪Disclosure of truth to patients and families?

Slide from AMDA #paltcLEAD21, 11/21/20 (J. Wright, R. Zorowitz, C. Bergman)

Doctor – Patient Relationship & Patient Satisfaction
▪Trust
▪ Bennett et al found that, among patients with systemic lupus erythematosus, those who
trust and “like” their physician had higher levels of satisfaction. In another study,13 patients’
perceptions of their physician’s trustworthiness were the drivers of patient satisfaction.

▪Knowledge
▪ When doctors discovered patient concerns and addressed patient expectations, patient
satisfaction increased as it did when doctors allowed a patient to give information.

Chipidza FE, Wallwork RS, Stern TA. Impact of the Doctor-Patient Relationship. Prim Care Companion CNS Disord.
2015;17(5):10.4088/PCC.15f01840. Published 2015 Oct 22. doi:10.4088/PCC.15f01840
Slide from AMDA #paltcLEAD21, 11/21/20 (J. Wright, R. Zorowitz, C. Bergman)

Doctor – Patient Relationship & Patient Satisfaction
▪Regard
▪ Ratings of a physician’s friendliness, warmth, emotional support, and caring have been
associated with patient satisfaction.

▪Loyalty
▪ Patients feel more satisfied when doctors offer continued support; continuity of care
improves patient satisfaction.

Chipidza FE, Wallwork RS, Stern TA. Impact of the Doctor-Patient Relationship. Prim Care Companion CNS Disord.
2015;17(5):10.4088/PCC.15f01840. Published 2015 Oct 22. doi:10.4088/PCC.15f01840

Slide from AMDA #paltcLEAD21, 11/21/20 (J. Wright, R. Zorowitz, C. Bergman)

Professionalism & Honesty

▪Professionalism and self-reflection
▪Openly sharing data with colleagues, honesty

▪Use of professional networks, advocacy efforts
▪Peer network, best practices, professionalisms, the concept of a guild, origin of “profession”

Slide from AMDA #paltcLEAD21, 11/21/20 (J. Wright, R. Zorowitz, C. Bergman)

Take-Home Messages
▪Communicating the truth may be uncomfortable.

▪Truth must be delivered objectively and openly, but with empathy and
curiosity—solicit questions, ask what the individual or the group is thinking.

▪Transparency should be the default mode.
▪Truth telling is the foundation of all advocacy.
▪Truth telling is a standard of care.
▪The doctor-patient (family) relationship is built on trust, knowledge, honesty,
and loyalty; thus the importance of truth telling.
Slide from AMDA #paltcLEAD21, 11/21/20 (J. Wright, R. Zorowitz, C. Bergman)
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Impact of COVID-19 on Nursing Home Residents
Several reports have been published:
• HHS "COVID-19 Intensifies Nursing Home Workforce Challenges", October 2020
• CMS "Coronavirus Commission on Safety and Quality in Nursing Homes", September 2020
• GAO-20-576r, "COVID-19 in Nursing Homes: Most Homes Had Multiple Outbreaks and Weeks of Sustained
Transmission from May 2020 through January 2021", May 2021
• GAO-21-367, "Infection Control Deficiencies Were Widespread and Persistent in Nursing Homes Prior to
COVID-19 Pandemic", May 2020

Have we learned our lesson?

Is this over yet?

42

https://oig.hhs.gov/oei/reports/OEI-02-20-00490.pdf
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Dual-eligible beneficiaries also
disproportionately impacted

Race was a factor in both mortality and
infection rates

COVID-19 Infection Rate
56

60

50

Age was not a factor in rates of
COVID-19 infection, it remained
around 2 out of 5 (40%) across all
age groups
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https://oig.hhs.gov/oei/reports/OEI-02-20-00490.pdf
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“Official” CMS Nursing Home Deaths likely underreported
CMS started tracking and reporting data
5/24/2020 – not all facilities reported prior cases
and with limited testing, many cases were
“presumed” positive but may or may not have
been reported

Nursing home outbreaks started being reported
February 29, 2020.
“Missing 3 months of data”

Sanchez, MMWR, July 10, 2020, 69:27
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COVID-19 Impact on Nursing Homes
•
•
•
•
•

US Nursing Homes
SNF/LTC
15,600 nursing homes
1.3 million residents
Approximately 1.2-1.5
million LTCF staff

50% - percentage of LTCF
residents infected with
COVID-19

20% - mortality among
LTCF residents
CMS Data: https://data.cms.gov/stories/s/COVID-19-Nursing-HomeData/bkwz-xpvg/, last updated 11/4/21
https://www.cdc.gov/nchs/fastats/nursing-home-care.htm CDC
FastStats

How could this have happened?
Still being determined, factors being examined:
-

Staffing adequacy
Staffing workload
Staff training in Infection Prevention and Control (IPAC)
COVID-19 prevalence in community
Ownership status
Financial transparency
Higher risk patient population
Larger facilities
Urban areas

47

Current COVID-19 Nursing Home
Care
- Infection Prevention & Control
Practice
- Disease Severity
- COVID-19 Treatment Options

COVID-19 Infection Prevention and Control Practices
• At time of diagnosis, have to think about:
➢ Isolation
➢ PPE
➢ Cohorting
➢ Setting up a hot zone

➢ Nursing monitoring protocols
➢ Outbreak management
➢ Testing
➢ Facility “lock down”
➢ Impact on other residents/staff/visitors

Date
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COVID-19 Disease Category
•

•

•

•

•

Asymptomatic or Presymptomatic Infection
o Individuals who test positive for SARS-CoV-2 by virologic testing using a molecular diagnostic (e.g., polymerase
chain reaction) or antigen test, but have no symptoms.
Mild Illness:
o Individuals who have any of the various signs and symptoms of COVID 19 (e.g., fever, cough, sore throat,
malaise, headache, muscle pain) without shortness of breath, dyspnea, or abnormal chest imaging.
Moderate Illness:
o Individuals who have evidence of lower respiratory disease by clinical assessment or imaging and a saturation
of oxygen (SpO2) ≥94% on room air at sea level.
Severe Illness:
o Individuals who have respiratory frequency >30 breaths per minute, SpO2 <94% on room air at sea level, ratio
of arterial partial pressure of oxygen to fraction of inspired oxygen (PaO2/FiO2) <300 mmHg, or lung infiltrates
>50%.
Critical Illness:
o Individuals who have respiratory failure, septic shock, and/or multiple organ dysfunction.

https://www.covid19treatmentguidelines.nih.gov/therapeuticmanagement/

Date
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COVID-19 Treatment Algorithm
Non-hospitalized

Modify with Insert > Header & Footer

vs.

Hospitalized
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Date

COVID-19 Medical Management – Need to be familiar with inpatient
and outpatient treatment
Most nursing home cases are
asymptomatic or mild, focus on
disease severity, monitoring, and
supportive treatment
• PO hydration
• Baseline labs (CBC, BMP)
• Close monitoring of vitals
• Frequent repositioning
• Early ambulation
• Consider IV fluids
• Early goals of care
conversations

Disease Severity
based on NIH

Vitamin C/zinc
(optional)

Dexamethasone** Anticoagulation

Monoclonal
Antibody

Negative but in
NH outbreak

1000 mg / 100 mg
daily

Not indicated

Not Indicated

Asymptomatic

1000 mg / 100 mg
daily

Not indicated

Not indicated

Indicated

1000 mg / 100 mg
daily

Not indicated

Not indicated

Indicated

1000 mg / 100 mg
daily

Consider use

VTE ppx (SQH or
lovenox)

Indicated

1000 mg / 100 mg
daily

Dexamethasone 6
mg daily for 10
days

VTE treatment
dose (lovenox or
OAC)

Not indicated

1000 mg / 100 mg
daily

Dexamethasone 6
mg daily for 10
days

VTE treatment
dose (lovenox or
OAC)

Not indicated

(no sxs)
Mild
(no resp sxs)
Moderate*
(resp sxs, O2>94
on RA)
Severe*
(resp sx, O2<94 or
RR >30)
Critical*

Not indicated

Depends

OAC: Oral anticoagulation
* Transfer if rapid progression of disease symptoms with respiratory symptoms (moderate severity) or with
severe/critical disease.
** dexamethasone 6 mg PO/IV = 32 mg methylprednisolone = 40 mg prednisone
52

Monoclonal Antibodies
• Available, use them
• Protocols/Training Needed but should not be

a limiting factor
• IV not ideal in outbreak as already shortstaffed but SC injections seem to work well
• Need careful planning and an engaged
medical director and director of nursing

• If you aren’t using it, start now!
• https://combatcovid.hhs.gov/hcp
Source of picture: https://www.cnn.com/2021/08/18/health/covid-19-antibodytreatments-wellness/index.html
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Future Models of Long-Term Care

55

Medicaid’s Role in Nursing Home Care – Can’t Ignore

https://www.kff.org/wp-content/uploads/2017/06/infographic-medicaid_s-role-innursing-home-care-thumbnail.png
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Medicaid’s Role in Nursing Home Care

https://www.kff.org/wp-content/uploads/2017/06/infographic-medicaid_s-role-innursing-home-care-thumbnail.png
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Future Strategies for Long-Term Care Residents
• Physical design, operating model, staff training/development
• Able to accommodate patient isolation, social distancing, reduction in cycling
staff/residents in/out of “community”
• Unpacking strategies, patient sub-populations
• Hospice patients in dedicated in-patient hospice houses
• Dementia patients in memory care units
• Younger patients with chronic conditions in smaller communities with like-minded patients

•
•
•
•

Green House Project (next slide)
Program for the All-Inclusive Care of the Elderly (PACE)
Home-Based Primary Care
Payment models (ACO, AHCO, Bundles, etc.)
58

Nursing Home Re-design Post-COVID
1.
2.
3.
4.
5.
6.
7.

Headwall w/ hidden devices
Circadian lighting
Individualized HVAC
Air and Light
Motion Sensor Technology
Seamless Transitions
Prefabricated modular and
moveable walls
8. Copper coating
9. Private rooms with bathing
10. Built-in PPE supplies
11. Touchless controls
12. Adjustable air pressure
13. Hands free doors
14. Robot doctor / tele-medicine
capabilities
https://amentaemma.com/nursing-home-room-design-for-post-covid-19-world/
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The Green House Project
The Green House® Project (GHP) is a not-for-profit organization
founded on the belief that everyone has the right to age with
dignity. GHP seeks to protect this right through the creation of
radically noninstitutional eldercare environments—known as
Green House homes—that empower the lives of people who live
and work in them. 359 Green House homes in 32 states.

https://thegreenhouseproject.org/
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PACE (Program for All-Inclusive Care of Elders)
The Program of All-Inclusive Care for the Elderly (PACE®) is a comprehensive, fully integrated, provider-based health
plan for the frailest and costliest members of our society – those who require a nursing home level of care. The PACE
philosophy is centered on the belief that it is better for frail individuals and their families to be served in the community
whenever possible. Although all PACE participants are eligible for nursing home care, 95 percent continue to live at
home.

https://www.npaonline.org/sites/default/files/PDFs/5033_pace_infographic_update_july2021.pdf
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Home-Based Primary Care (HBPC)
HBPC programs provide appropriate care (primary, urgent, or palliative) to high-risk, medically vulnerable
patients, often suffering multiple chronic conditions, when and where they need it. This patient-centric,
continuous care model delivers clinical, economic, and human benefits.

https://www.aahcm.org/what_is_hbpc
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Patient Advocacy
- Advocacy 101
- How to use your experience
effectively?
- It’s a marathon
- Guided reflection

Why Advocate?
Industry
(AHCA,
Leading Age,
…)
Industry (AHCA, Leading Age, …)

LTC
Ombudsman
Office

State
Regulatory
Bodies
(DOH/OLC,
DSS)

Academic
Institutions

PA/LTC

Resident
State Health
Department

LTC Ombudsman
Office

Medical
Directors
(AMDA, State
organization)

Academic
Institutions

PA/LTC
Resident
Medical
Directors
(AMDA, State
organization)

State Regulatory Bodies (DOH/OLC, DSS)

State Health
Department

How?

My Journey
The “Friday Calls”
• April 2020 – establishment of Virginia COVID-19 LTC Task Force

• May 1, 2020 – establishment of AMDA State Task Force Collaboration:
Goal: “To help foster a collaborative effort within AMDA to quickly share best practices in PA/LTC (including ALF,
SNF, LTC) with key stakeholders focusing on public policy, advocacy, strategic planning, and communication around
COVID-19 in PA/LTC.”
- Public policy/advocacy: SWOT analysis, where can “we” amplify our voice, “missing pieces”, is this the
opportunity to highlight the long-standing disparities in NH compared to other sectors of healthcare? If not now,
when is the right time?
- Strategic planning: PPE, testing, staffing, what is the key message?
- Communication: Strategies? Success stories? COVID status disclosure? Etc.

My Journey, continued
The “Friday Calls”
• May – June 2020: Public Policy Playbook

• June – August 2020: Visitation Guidance, Phased Reopening
• August – November 2020: Testing, Antigen Use
• November 2020 – January 2021: Vaccine Education
• January 2021 – now: mAb, Vaccine Strategies, Strike Teams

My Journey, continued
AMDA State Task Force Collaboration (58 members, 28 states, weekly
calls May 2020 – now)

AMDA State Task Force Collaboration
Accomplishments
•

Public Policy Playbook (statistics, talking points, interacting with media, writing op-eds, sample letters,
samples cases, positive stories)

•

Joint Statement on COVID-19 Priorities in PA/LTC

•

Position Statement on Antigen Testing in Asymptomatic Post-Acute and Long-Term Care Healthcare Staff

•

Statement on the Fair and Equitable Distribution of a Safe and Effective COVID-19 Vaccine to Post-Acute and

Long-Term Care Staff and Residents
•

State Resource Tracker

•

Forum for Discussion of Active Issues (PPE, isolation/cohorting, testing options, vaccine, etc.)

•

Professional Networking

•

Fostering Local, Regional, State, and National Relationships Between Key Stakeholders

Public Policy Playbook
1. Descriptive Statistics for PA/LTC
2. Talking Points

3. Tips on Interacting with Media and Writing Op-Ed Pieces
4. Letter to State Agency or Governor Template
5. Tips on Working with State Government
6. Case Examples
7. Nursing Home Heroes, Positive Stories

Best Practice for Public Policy / Advocacy
• Know the state (history of regulations, prior relationships with
industry/associations)

• Don’t make assumptions
• Ask open ended questions
• Refrain from negative comments
• Keep track of key contacts
• Ask to be on key committees / workgroups

• Always include resident and clinician perspectives

Advocacy vs. Lobbying
“Without advocacy, we wouldn’t
have seatbelt laws, safe drinking

water, and nutrition labeling.”

“All lobbying contains some form
of advocacy but not all advocacy
is lobbying”

From National Association of County and City Health Officials, https://www.naccho.org/uploads/downloadable-resources/flyer_advocacy-na16-002.pdf

Advocacy Terminology
Health Advocacy: “The processes by which the actions of individuals or
groups attempt to bring about social and/or organizational change on

behalf of a particular health goal, program, interest, or population.”1
Lobbying: “Any attempt to influence specific legislation.”2
Grassroots Lobbying: “Any attempt to influence the public or segment of
the public to take action on specific legislation.”2
Electioneering: “Any attempt to influence an election.”2

1) 2000 Joint Committee on Health Education and Promotion Terminology, 2002, p. 3
2) Vernick, J. S. (1999). Lobbying and advocacy for the public’s health: What are the limits for nonprofit organizations? American Journal of Public Health, 89, 1425-1429.

Advocacy 101

Perceived Barriers:
•

lack of time, other priorities, frustration with the process, lack of money/other resources, policy
makers’ attitudes/values, lack of access to key individuals, can’t be involved due to employment,
confronting others with opposing viewpoints/large funds/influence, lack of support, takes too
long to see a difference, and probably won’t make a difference.

Galer-Unti, R. (2004). Advocacy 101: Getting Started in Health Education Advocacy. Health Promotion Practice, 5, p. 280. DOI: 10.1177/1524839903257697

Advocacy 101
Fear of Employment-Related Repercussions
“An individual, acting as a private citizen, may engage in health advocacy, including lobbying,
grassroots lobbying, and/or electioneering. It is your right as a citizen to vote and advocate based on
your own political paradigms, however, some employers may be displeased if you publicly advocate

for a position antithetical to the interests of the agency, organization, or business.”

What to do:

-

Government employees: prohibited from engaging in advocacy efforts during work time or using
government resources.

- Non-profit and individuals representing non-profit organizations: must be aware of state and
federal rules related to direct lobbying, grassroots lobbying, and electioneering.
Galer-Unti, R. (2004). Advocacy 101: Getting Started in Health Education Advocacy. Health Promotion Practice, 5, p. 280. DOI: 10.1177/1524839903257697

Advocacy 101
Importance of employee-employer relationship
• Emphasize your opinions are personal
• Do not use official title
• Be mindful that you are speaking as a citizen/constituent
• Use personal letterhead, personal email account, home computer
• Keep your employer informed of all your activities
Advocacy as member of professional association
• May jeopardize non-profit status of organization if views expressed as if those of
the organization. See IRS and state rules regarding lobbying for non-profit
• Only mention your position in association when acting in an authorized role
• Keep the executive director and/or advocacy committee chair informed and supply
copies of any material used for advocacy

Galer-Unti, R. (2004). Advocacy 101: Getting Started in Health Education Advocacy. Health Promotion Practice, 5, p. 280. DOI: 10.1177/1524839903257697

Galer-Unti, R. (2004). Advocacy 101: Getting Started in Health Education Advocacy. Health Promotion Practice, 5, p. 280. DOI: 10.1177/1524839903257697
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Writing an Op Ed
•

Why are you writing it?
•

•

Who would want to publish it?
•

•

Lots of places! (local newspaper, magazines, blogs, etc.)

What can I write about?
•

•

Passion, education, audience, or change?

Anything! BUT be timely, slightly controversial

How to write?

•

Seek advice. Brief, focus on one topic, have firm opinion

Courtesy of Dan Haimowitz, AMDA Advocacy Presentation, PALTC21

Interacting with Media
•

Single message; don’t stray from message

•

Be capable of “telling” your message in different ways

•

Don’t be afraid to be a little provocative but be CONSISTENT

•

Key sound bites

•

If on television:
•

Thank reporter/interviewer by name

•

Don’t overthink things

•

Be yourself!

Courtesy of Michael Wasserman, AMDA Advocacy Presentation, PALTC21

Advocacy Beyond COVID-19
Next Steps
• Form a coalition within PA/LTC

• Join an AMDA Committee
• Developing relationships with policymakers
• Help to write state and national bills
• Network locally, regionally, and nationally
• Expand outside the walls of the nursing home

• Phone a friend
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Guided Reflection
Question 1: Early Pandemic Reflection (Feb – May 2020)

How did you balance the role of the physician as a leader of medical knowledge in
the early days of the pandemic with uncertainty about COVID-19 symptoms,
management, treatment?

Think about your role in:
- leadership, crisis management, communication, medical care of residents and families.
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Guided Reflection
Question 2: Middle Pandemic Reflection (June – October 2020)

How did you handle the role of the physician as a healthcare advocate when you
heard of visitation restrictions, lack of PPE for frontline staff, and testing/diagnostic
challenges with COVID-19 recognition in nursing homes?

Think about your role in:
- Patient advocacy, collaboration with healthcare systems, supply line challenges, health department
communications
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Guided Reflection
Question 3: Late Pandemic Reflection (November 2020 – March 2021)

As the vaccine was being rolled out and there were uncertainties about the vaccine
safety and efficacy, what was your response?

Think about your role in:
- Training in basic science, ability to digest CDC, FDA and pharma information for patients, families,
and staff.
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Guided Reflection
Question 4: Post-vaccination Pandemic Reflection (April 2021 - current)

As you look at the fourth (or fifth) wave of COVID-19 hitting nursing homes, where
do you think you will have the biggest impact?

Think about your role in:
- Up to date treatment protocols, prompt recognition, timely monitoring
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Guided Reflection
Question 5: Future of nursing home care

When you think of a path forward, think about your role in the following:
- Ethics of caring for a vulnerable population in a resource-low healthcare setting
- Cross-organizational collaborations
- Financial transparency
- Integrated healthcare systems
- Patient advocacy
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COVID-19: Clinical Practice and Patient Advocacy in the
Eternal 26th Mile
At the end of this session, participants will be able to:

• Objective 1: Describe the evolving nature of COVID-19 clinical guidance and its
impact on clinicians and medical directors in PALTC
• Objective 2: Understand and apply the latest best practice algorithms for

treatment of COVID-19 patients in PALTC
• Objective 3: Think about how to be an effective PALTC patient-centered advocate

at the local and state level using your personal COVID-19 public health
emergency experience
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QUESTIONS?

Carl J. “Christian” Bergman, MD, CMD
Assistant Professor, Division of Geriatric Medicine
Medical Director, Nursing Facility Attending Service (NFAS)
Email: Carl.Bergman@vcuhealth.org

