
PATIENT & FAMILY 

ENGAGEMENT: THE VOICE OF 

THE SEPSIS PATIENT AND 

CAREGIVER

March 16, 2022



Ohio Hospital Association   |   ohiohospitals.org   |  

SEPSIS WEBSITE

March 16, 2022 2

ohiohospitals.org/sepsis



Ohio Hospital Association   |   ohiohospitals.org   |  

CONTINUING EDUCATION

• The link for the evaluation of today’s program is: 
https://www.surveymonkey.com/r/Sepsis-March2022

• Please be sure to access the link, complete the evaluation 
form, and request your certificate. The evaluation process will 
remain open two weeks following the webcast. Your 
certificate will be emailed to you when the evaluation process 
closes after the 2-week process.

• If you have any questions, please contact Dorothy Aldridge 
(Dorothy.Aldridge@ohiohospitals.org)

March 16, 2022 3

https://www.surveymonkey.com/r/Sepsis-March2022


Ohio Hospital Association   |   ohiohospitals.org   |  

SUBMITTING QUESTIONS

March 16, 2022 4



Ohio Hospital Association   |   ohiohospitals.org   |  March 16, 2022 5

PRESENTER

Rebecca Hancock, Ph.D., RN, CNS, CCRC

Quality & Patient Safety Advisor

Indiana Hospital Association

Indianapolis, IN



w

Patient & Family Engagement:  
The Voices of Sepsis Patients & Caregivers

Ohio Hospital Association
March 16, 2022

Rebecca Hancock, PhD, RN, CNS, CCRC
Quality & Patient Safety Advisor

Indiana Hospital Association



7

©Rebecca Hancock



Sepsis Victim: ML

8

Because our mum had been a sufferer of rheumatoid arthritis for 24 
years the GPs who visited her assumed mum was suffering a flare up.  This 
was not the case. Unfortunately, mum was not assessed by any of the 
GPs and was left in severe pain for a week before bring admitted as a 999 
call. Mum had all the signs of sepsis but sadly these were missed.

The paramedics who attended her however knew instinctively what the 

problem was and admitted her to hospital. 

If the health professionals had educated themselves in the symptoms of 
sepsis and better still educated our mother and her family of the risks she 
faced with infection we might have saved her. 



Objectives

• Describe differences in SIRS criteria and patients’ and caregivers’ descriptors of sepsis 
symptoms

• State patient sepsis self-management strategies and characteristics that may mask 
symptoms

• Identify domains of sepsis patient and family education

• Describe importance of education in pre- and post-acute care for sepsis 

• Describe applications of patient and family engagement strategies for sepsis patients and 
caregivers
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How did this happen?
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History: Sepsis Inpatient Guidelines

 2001 drotrecogin alfa (Xigris) Eli Lilly approved by FDA

 2004: Sepsis Guidelines 1st edition

 2007:  Sepsis Alliance founded

 2008:  Sepsis Guidelines 2nd Edition

 2011: drotrecogin alfa (Xigris) FDA approval withdrawn due to bleeding side effects and unable 
to duplicate results

 2012: Sepsis Guidelines 3rd Edition (Dellinger et al., 2013)

 2015:  Inpatient compliance monitored by Centers for Medicare & Medicaid

 2016: Sepsis Guidelines 4th Edition (Rhodes et al., 2017)

 2017:  Hospital guideline compliance nationwide, 47%

 2018:  Hospital compliance published on publicly available Hospital Compare website

 2021:  Sep-3 Sepsis Guidelines, 5th Edition
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Population and systems based 
approaches for sepsis prevention

12
(Kempker et al, 2018) 

Primary Prevention of Infections and Sepsis Onset

Immunization

Hygiene

Public Awareness

Antibiotic Prophylaxis

Manage Risk Factors

Dialysis Center participation in NHSN, CDC database for tracking 
infections?



Life after Sepsis

• Impairments:
– Average 1-2 new functional 

limitations (e.g. inability to 
bathe)

– 3 fold increase in mod-severe 
cognitive impairment

– High prevalence of anxiety 
(32%), depression (29%), 
PTSD (44%) (Prescott, 2018)
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Connect to Purpose: Sepsis Recovery

• THE REALITY OF THE SEPSIS EXPERIENCE 
& HEALTHCARE OPPORTUNITIES IN 
RECOVERY-Suzanne’s Story

14



Patient & Family Engagement Opportunities
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Symptom 

Appraisal

Interpersonal 

Interactions

Self-Management 

Strategies

Barriers to Care

Diagnosis
Inpatient 

Sepsis 

Treatment

TIME TO TREATMENT

Post-Sepsis 

Care & 

Prevention

Patient & Family Engagement for Equity Touchpoints



Review of Qualitative Literature:  Barriers 

 Pre-Acute neutropenic patients & delays-qualitative interviews (Clarke et al. 
2015)

 Patients not taken seriously by medical staff

 Patient denial

 Poor provider-patient communication

 Patient fear of hospital & wishing symptoms would pass

 Mis-attribution of symptoms

 Post-acute interviews (Gallop et al., 2015)

 Lack of appropriate education and healthcare providers/services

 Awareness: Muliti-national German Sepsis Helpline (Rubulotta et al. 2009)

 Lack of knowledge of sepsis and symptoms

16



Most Common Sources of Sepsis

17

Skin or soft tissue (7%)

Abdominal (16%)

Respiratory (33%)

Urinary (44%)

Up to 22% 
sources 

unknown 
(Kumar et al, 2006)

Device (9.3%)

Abdominal (8.4%)

Wound / soft tissue (2.9%)

Genitourinary (21.6%)

Respiratory (57.2%)

Skin (6%); Wound (4%); Catheter (4%)

Abdominal (21%)

Genitourinary (21%)

Respiratory (44%)

(Ruth et al, 2014; Kumar et al, 2006; Levy 2010; 
ElSohl et al, 2008 )

Pediatric
All Adult Older Adult
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Risk Factors for Sepsis

• Recent UTI, pneumonia or operative event
• Diabetes 
• Immunosuppressive therapy 
• Elective surgery
• Chronic renal failure
• Alcohol abuse 
• Functional status change
• Non-modifiable factors: age (very old or young), gender (M>F), race 

(B>W) (Kumar et al, 2006; Torres et al, 
2004; Englert & Ross, 2015)
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Sepsis Signs & Symptoms

 Suspected or worsened infection with

 Low blood pressure

 Fever

 Hypothermia

 Heart rate over 90 bpm

 Respiratory rate over 20 bpm

 Significant edema

 Hyperglycemia in absence of diabetes

 Altered mental status? 

(Dellinger et al., 2013)
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Research Goals

Describe the processes and barriers for 

older adults when seeking care for sepsis.

Determine interventions to shorten time to 

treatment (duration from first symptom to 

treatment)
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Specific Aims of the Research

Describe:

1) Signs and symptoms that older adults with sepsis and their CGs consider 
bothersome enough to seek care;

2) Self-management strategies that are attempted before care is sought in the 
ED;

3) Interactions between older adults, their CGs, and health care providers from 
the time of symptom identification at home to when emergency care is 
sought; and

4) Barriers encountered by older adults with sepsis and their CGs in seeking care 
in the ED.
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Interview Questions-

Community Acquired Sepsis

22

Please tell me about your loved one’s underlying health condition.

Tell me about the first time when you noticed something might be wrong before the 

hospitalization for sepsis 

Tell me about the time when you first thought your loved one might need medical care. 

Tell me about when you thought you might need to go the ER 

Tell me about your decision to go to the ER (Additional probes as needed).

Tell me about anyone you talked to about how he was feeling or your decision to go the ER?

Based on your experiences, what advice would you give others about seeking healthcare for 

symptoms of sepsis?

Is there anything else you would like me to know so I can better understand how to work with 

those who are experiencing the early symptoms of sepsis at home?

©Rebecca Hancock



Symptom Appraisal

23

† Symptom triggering help-seeking in ED

I started feeling 

generalized discomfort, 

wouldn’t call it pain…. I 

got to feeling really bad 

and couldn’t get out of 

bed



Conceptual 

Model from 

Interviews

Interactions:  

Nurses 

Negotiating 

Sepsis Care
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Faces of SepsisTM Sample

 Inclusion Criteria

 Posted after October 2015

 Older adults identified by stated age or contextual clues

 Patient residing at home prior to diagnosis

25



Sources of Sepsis

26

Agonizing, 

crippling pain



Rebecca Hancock’s  findings-Faces of Sepsis TM
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Self-Management Strategies: 

interventions when reacting to decline

 Self-medication for fever, pain, nausea

 Wound vac maintenance

 Ingesting fluids

 Information seeking--googling septicemia

 Medical attention seeking

28

I got sicker, but I was 
trying to think, “If I lie 

real still and drink 
plenty of fluids and 

take the ibuprofen, I’ll 
get to feeling better”

©Rebecca Hancock

“Treated the 

pain with the 

usual antacids 

and Tylenol 

and tried to go 

back to sleep”



Patient-Caregiver-Healthcare Provider 

Vacillating Locus of Control

29

“Quite frankly, he saved my 
life, because with my blood 
pressure going down even 
more, it could have been a 
bad scene if I hadn't gotten 
adequate care, but he did 

a fabulous job.”

“I was appalled with that 

‘pneumonia is Parkinson’s 

friend’ because I wasn’t going 

to buy that…we don’t have to 

have him die of sepsis or be in 

that much pain and suffering”

“I had to request that 

and almost demand 

wound cultures and 

then I had to almost 

demand they put him on 

antibiotics”



Emergent Themes

 Transitions (avg 3.3; range 1-7)

 Grief & Anger

 Gratitude

 Quality of Life
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“We are truly Blessed that she is still alive 

and will take whatever struggles GOD 

gives us and we thank GOD every day for 

Blessing us with our beautiful mother and 

grandmother”

“I realize how fortunate I have been after 

reading about so many losses and what other 

survivors experienced. Thank all of you for 

sharing. I hope I can help someone through 

recuperation.”



55% Americans aware 
of sepsis

2001 2004 2007 2008 2009 2011 2012 2015 2016 2017 2018 2019 2020 2021

19% Americans aware 
of sepsis

58% Americans aware 
of sepsis

65% Americans aware 
of sepsis

Sepsis Guidelines 1st 
edition

Sepsis Guidelines 2nd 
Edition

Sepsis Guidelines 3rd 
Edition (Dellinger et al., 
2013)

Sepsis Guidelines 4th 
Edition (Rhodes et al., 
2017)

Hospital Compare 
publishes Sep-1 
compliance-July 2018; 
SCCM published Sep-3

drotrecogin alfa (Xigris) 
Eli Lilly approved by 
FDA for sepsis

Sepsis Alliance 
founded

drotrecogin alfa (Xigris) 
FDA approval 
withdrawn

Inpatient sepsis bundle 
compliance monitored 
by Centers for 
Medicare & Medicaid

Hospital guideline Sep-
1 compliance 
nationwide, 50%/ 
Indiana 44%

ISDH Sepsis Task Force 
formed—state survey

Nationwide Sepsis 
Guideline 
Compliance 59%/ 
Indiana 55%

IHA Starts Sepsis 
Reporting

IHA PS Council makes 
high sepsis priority

IHA & HEN Start Sepsis 
Monitoring & 

Improvements

IHA hosts PS Sepsis 
Summit 6/16 & 

launches annual  Sepsis 
Awareness Month-
ongoing 2016-2019

IHA Hospital Sepsis 
Survey 11/2017, 

1/2020

6 regional sepsis transitions 
in care events with IHA, 

Qsource & Purdue 
Healthcare for hosps, ECFs, 
Home Health 11-12/2018

IHA hosts Sepsis Summit 6/16 & launches annual  
Sepsis Awareness Month & Toolkit-ongoing 2016-2019IHA

Industry/Legislative

CMS & Society of 
Critical Care Medicine

Sepsis Alliance

History: 
Sepsis Inpatient Guidelines & IHA Work

Key

Datalink added for 
sepsis reporting

31

IHA Continuum of Care 
Webinar Series 2019-20



Patient & Family Engagement
1. Admission Checklist process is in place for planned admissions
2. Shift Change huddles and bedside reporting engages the family and caregivers
3. Discharge Planning Checklist process in place
4. Hospital has a designated PFE lead or department
5. There is an active PFE Committee or other Committees where patients are represented 

and report to the 

*Patient & Family Engagement for Equity: 
Representative ethnic diversity for quality assessment and improvement is essential (e.g. 
patient family advisors, data collection/validation/analysis)

32

Pre-admission Inpatient Discharge Post-Acute



Indiana IHA Sepsis 
Survey

digital copy in excel or 
word

33



Process vs Outcomes

Process Outcomes

Sepsis Bundle Compliance Sepsis Mortality

See IHA State Survey Domains of 
Processes & Outcomes 

Hospital Onset Sepsis Mortality

Driver Diagrams Sepsis Readmissions

AHRQ PSI 13: Post –Op Sepsis Rate 
(PSI-13)

AHRQ PSI 04-D: Death rate among 
surgical patients with serious 
treatable conditions-sepsis 

Sepsis Bundle Compliance
34



Sep-1 Bundle Average Compliance Trend-
Indiana vs Nation:  Oct 19-Sep 20

35

• Indiana ranked 49/56 states and 
principalities—ahead of VT, RI, and PR

• Range for Indiana hospitals 21-89% 
Compliance

• Range for National hospitals 21-94%



Indiana Septicemia Mortality

36



Hospital Workgroup Goals / Objectives

Goals Hospitals’ Specific Goals?
Oral Hygiene?

Hydration?
Bundle 

Compliance?
Mortality?

• Goal of ≥ 81% sepsis bundle compliance or 10% 
increase for Indiana hospitals by Sept 2021.

✓ Focused work with low bundle compliance / high 
sepsis mortality hospitals through June 2021

✓ Sharing of state sepsis survey innovations for PI 
with state and hospital specific PI through June 
2021

✓ Develop state sepsis toolkit library for education, 
screening & interventions by Dec 2020

✓ Expand metrics in IHA Datalink reporting platform 
September 2020

37

Resume LTC & Community 
Education Goals



Hospital Sepsis Resources

• See It. Stop It. Survive It 
Annual Sepsis Toolkit

– 100 First Aid Kits

– 50 table tents

– 250 magnets

– Mouthwash

– Toothbrushes

38
www.survivesepsis.com

http://www.survivesepsis.com/
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New Sepsis Patient Discharge Education 2021

40 www.survivesepsis.com

http://www.survivesepsis.com/


Sepsis Awareness Month

• Show us what you’re doing to celebrate!

• Tag Indiana Hospital Association in your social media posts and send your 
pictures to chutchens@IHAConnect.org so we can post on our website 

41

Kings Daughter’s 
Sepsis Team is having 
a superhero poster 
challenge, billboard, 
and a walk to raise 
awareness of sepsis 
in their community.

Clark Memorial is using material 
from the Rory Staunton 
Foundation to create a children’s 
coloring book. Putnam County educates & 

proclaims Sepsis Awareness Day!

Franciscan 
Munster!

mailto:chutchens@IHAConnect.org


St. Catherine’s

Community Munster
St. Mary’s Medical Center

Franciscan Health Indianapolis

Sepsis Awareness Month



Sepsis Across the Continuum

Sepsis Topical Conversations & Best Practice Sharing
Monthly IHA Office Hour 
2nd Tuesday, 11a.m. -12p.m. EST

November 12:  Sepsis Bundle Compliance
https://zoom.us/j/467670260
Phone +1 646 558 8656 
Meeting ID: 467 670 260

December 10:  Screening
https://zoom.us/j/762464469
Phone +1 646 558 8656  
Meeting ID: 762 464 469

January 14:  Post-Sepsis Syndrome & Readmissions
https://zoom.us/j/577595555
Phone +1 646 558 8656

Meeting ID: 577 595 555F
February 11:  Prevention

https://zoom.us/j/227228146
Phone +1 646 558 8656 

Meeting ID: 227 228 14643

www.survivesepsis.com
2019 IHA Sepsis Toolkit & webinar 
recordings & podcasts

2018 Preventing Hospital Acquired Non-
Vent Pneumonia – Dr. JoAnn Brooks

https://youtu.be/liNY6BJPBz0
https://zoom.us/j/467670260
https://zoom.us/j/762464469
https://zoom.us/j/577595555
https://zoom.us/j/227228146
http://www.survivesepsis.com/


Additional Resources

• Bi-Monthly Office Hours
• September Webinar Series
• Quarterly sharing of Regional Bundle Compliance from 

Hospital Compare dataset
• IHA Member Datalink Hospital & State Sepsis Mortality 

Trends & Benchmarks
• 2020 State Survey of Sepsis Hospital Needs - Processes & 

Outcomes

44



Implications for PFE in Sepsis Care

 Listen to patient & caregiver & allow advocacy—CGs seek care > patients

 Improve outcomes with sepsis guidelines through earlier diagnosis 

 Warn staff and patients of life after sepsis syndrome with grief

 Beware of mental status changes as risk factor for sepsis

 Early access to ED to identify source of infection

 Consider medications that mask fever, tachycardia, pain during assessment (e.g. CV meds & pain meds)—only 32% had fever

 Listen to patient & caregiver & allow advocacy—CGs seek care > patients

 Improve outcomes with sepsis guidelines through earlier diagnosis 

 Warn staff and patients of life after sepsis syndrome with grief

 Beware of mental status changes as risk factor for sepsis

 Early access to ED to identify source of infection

 Consider medications that mask fever, tachycardia, pain during assessment (e.g. CV meds & pain meds)—only 32% had fever

 Research patient transfer optimization, time to treatment reductions for EMS, qualitative data analysis of narratives

45



Next: Patient & Family Focused Sepsis 
Screening Tool?



Patient Interviews

Community Acquired Sepsis Questions (includes long term care)

1. Please tell me about you or your loved one’s underlying health condition.
2. Tell me about the first time when you noticed something might be wrong before the hospitalization for sepsis 
3. Tell me about the time when you first thought your loved one might need medical care. 
4. Tell me about when you thought you might need to go the ER 
5. Tell me about your decision to go to the ER (Additional probes as needed).
6. Tell me about anyone you talked to about how he was feeling or your decision to go the ER? 
7. Based on your experiences, what advice would you give others about seeking healthcare for symptoms of 

sepsis?
8. Is there anything else you would like me to know so I can better understand how to work with those who are 

experiencing the early symptoms of sepsis at home?



Faces of Sepsis TM Quotes from Survivors: 

Struggle & Gratitude

“Knowing my body, I realized that something was horribly wrong with me.  I called an 

ambulance and asked the EMT’s to transport me to the hospital I go for my medical care.  

By the time I arrived at the Emergency Room, my fever was 103.9.  I don’t remember much 

of what went on in that room in the Emergency Department that night”

“My Infectious Disease Doctor told me that when I had the shakes, coldness and shivering 

that a bacteria was invading my body and if that ever happened again I should go directly 

to the emergency room. Education is every with sepsis. I know that my Doctor saved my 

life.”

48



Quotes from families of victims: Grief

“We can send people to another planet but we can't fix something 
that seems so simple….I miss her terribly Screw you sepsis.” 

“I know my entire family struggles every day with "what ifs" 
- had we only known the signs of Sepsis, this would have 
had a very different outcome.” 

“I share this story in hopes that people realize the 
importance of getting a second opinion when "something 
just doesn't feel right" with your body or medically. …RIP 
Mom and with this story, maybe we can save a life! Peace to 
all!” 

49



Sepsis & PFEE Resources

• AHRQ Guide to Patient and Family Engagement

• IHI Resources in PFEE

• Case Study Sharing (sepsis team, unit or hospital)

• CMS PERSON & FAMILY ENGAGEMENT STRATEGY

• Sepsis Alliance Speaking to Families Resources

50

https://www.ahrq.gov/patient-safety/patients-families/engagingfamilies/guide.html
http://www.ihi.org/Topics/PFCC/Pages/default.aspx
https://www.cms.gov/Medicare/Quality-Initiatives-Patient-Assessment-Instruments/QualityInitiativesGenInfo/Downloads/Person-and-Family-Engagement-Strategy-Summary.pdf
https://www.sepsis.org/education/providers/speaking-to-patients/


Discussion

 What are your PFEE needs related to sepsis?

 What resources?

 What outcomes?

 What processes?

51
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