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In the beginning there was a patient who died.

Millie Niss, Poet, Web Artist, Daughter
May 6, 1973 – November 29, 2009

 She entered the hospital November 1, 2009.

Further Information on mother-daughter collaboration: 
http://www.poemeleon.org/martha-deed-on-collaboration/

Martha Deed, PhD
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A Vague H1N1 Epidemic 

Martha Deed, PhD

Source: The Buffalo News
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Martha Deed, PhD

Source: The Buffalo News, 12/02/2009



 5

Engagement of Hospitals
on Patient Safety

Advocacy During Hospitalization

Martha Deed, PhD
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Advocacy During Hospitalization

Martha Deed, PhD

Source: Millie Niss, Hospital Notebook,11/12/2009
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Martha Deed, PhD

Source: Millie Niss, Email to Father, cc to Mother, 11/15/2009 0939

I am still not confident that I will survive this (in the most literal 
sense of not dying) & [Mother's] advocacy has probably 
saved my life at least once last week. I don't think I am sick 
enough to die if the care were good, but there were life 
threatening errors.  I have also gotten a lot of good care, but 
once you die or are terribly damaged it is too late to say “most 
of the care was ok.”

Advocacy During Hospitalization



 8

Engagement of Hospitals
on Patient Safety

Marching Orders

Martha Deed, PhD

But now they are making dangerous medical mistakes 
and also being nasty and lying about me so as to 
discredit anything I say. Fortunately my mother has 
actually witnessed some of the events & we are media 
techies & have documented everything. 

Source: Millie Niss, Hospital Notebook, 11/19/2009 & Email to Behcet's List, 11/16/2009



 9

Engagement of Hospitals
on Patient Safety

Advocacy During Hospitalization

Martha Deed, PhD

Source: Medical Record, 11/28/2009  1415

Source: Mother's Log, 11/28/2009
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Pre-Death Advocacy

●Public Health: Public not fully informed of H1N1 presence in the region 

●Patient and designated Family Advocate related concerns to front-line   
staff, supervisors, and administrators ‒ persistently and politely going up 
the ladder.

●Patient's handoffs of advocacy issues to Mother misunderstood as 
“Mother is upsetting Patient.”

Martha Deed, PhD

Oct '09/
Dec '09
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Next Steps:
●Order Autopsy

●Order full Hospital Record

●Obtain Death Certificate

Martha Deed, PhD

Oct '09/
Dec '09
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Healthcare Response

[This space intentionally left blank.]
 

Martha Deed, PhD

Oct '09/
Dec '09
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Autopsy Findings

 

Martha Deed, PhD

Oct '09/
Dec '09

Jan '10/
Mar '10

Report received Feb 12, 2010
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Autopsy Findings

 

Martha Deed, PhD

Oct '09/
Dec '09

Jan '10/
Mar '10

Rheumatologist's Explanation
Source: Mother's Log, 2/19/2010
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Medical Record

 

Martha Deed, PhD

Oct '09/
Dec '09

Jan '10/
Mar '10

No infection                     Sepsis 10 minutes later
Source: Medical Record, 11/19/2009 
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Department of Health

 

Martha Deed, PhD

Oct '09/
Dec '09

Jan '10/
Mar '10

Investigation Report, August 5, 2010
Source: NYS Department of Health 

Apr '10/
Aug '10

Source: Hospital Profiles, NYS Department of Health, August 20, 2011
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 Know the Hospital's Culture

 

Martha Deed, PhD

Oct '09/
Dec '09

Jan '10/
Mar '10

Source: NYS Department of Health

Apr '10/
Aug '10
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 Identify Hospital Biases (if any)

 

Martha Deed, PhD

Oct '09/
Dec '09

Jan '10/
Mar '10

Apr '10/
Aug '10

Source: Top: NYS Department of Health, Case Summary, 4/8/ 2010, p.1
              Bottom: CT Torso Study, 11/25/2009 (9 days post paralysis)
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Martha Deed, PhD

Oct '09/
Dec '09

Jan '10/
Mar '10

Apr '10/
Aug '10

Source: Top: NYS Department of Health, Case Summary, 4/8/ 2010, pp 6, 7
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Martha Deed, PhD

Oct '09/
Dec '09

Jan '10/
Mar '10

Apr '10/
Aug '10

Source: Medical Record, 11/01/2009
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 Climbing a Stone Wall
●  DOH permits 2nd complaint because of discrepancy between medical records 
   and DOH staff interviews ‒ 2nd complaint submitted Oct 31, 2010

●  Hospital announces raised HAIs in 2009-10 are now down ‒ Jun 2011 
     Source: The Buffalo News, June 20, 2011

●  Citation issued for medication administered without a doctor's order ‒
   2nd complaint report received Nov 1, 2011

●  DOH nurse apologizes for the meager results in debrief conference ‒ Nov 2011

 

Martha Deed, PhD

Oct '09/
Dec '09

Jan '10/
Mar '10

Apr '10/
Aug '10

Sep '10/Nov '11
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Tools ‒ Government Studies

 

Martha Deed, PhD

Oct '09/
Dec '09

Jan '10/
Mar '10

Apr '10/
Aug '10 Sep '10/Nov '11

Adapted from Global Trigger Worksheet 
Source: Adverse Events in Hospitals
OEI-06-08-00221, p 35

X7
X3

3+
3+

Y

Y
Y

Y

Y
Y
Y No Bipap

Y  VAP, MRSA
Y
Y
Y



 23

Engagement of Hospitals
on Patient Safety

Tools ‒ Connections

●   Public Health Information to community ‒ Failed
●   Family Advocacy in the hospital with staff and administrators ‒ Failed
●   Obtain Medical record/Autopsy ‒ Treating Doctor ‒ Family ‒ Helpful
●   Family research treatment/medical system issues ‒ Major step forward
●   Family ‒ State Health Department ‒ Qualified Success
●   Family Advocate ‒ Other Organized Advocates ‒ Major step forward
       Consumers Union Safe Patient Project Advocates Network 

(http://safepatientproject.org/)

 

Martha Deed, PhD

Oct '09/
Dec '09

Jan '10/
Mar '10

Apr '10/
Aug '10 Sep '10/Nov '11
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Lethal Lag Time
Dr. Tom Ferguson via E-Patient Dave Bronkart

http://epatientdave.com/2013/10/01/hey-watson-let-patients-help/

 

 

Martha Deed, PhD

Oct '09/
Dec '09

Jan '10/
Mar '10

Apr '10/
Aug '10 Sep '10/Nov '11

Carl Meyers
2nd Extended Family Member

July 20, 1938 ‒ November 27, 2011
Same Hospital

Similar Problem
No MRI
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Use What You Know
 
●  Compile Case History & Writing ‒ The Last Collaboration, KevinMD etc.
●  Obtain CMS Compliance Surveys ‒ Discover 

Hospital has no patient complaint policy or response plan
MRSA contamination on computer keyboard in ICU
(Accreditation agency issued Deficiencies and approved Plans of Correction
I.e. you don't have to do everything.)

●   Learn additional skills to enhance communication
       Clinical Problem Solving (UC San Francisco School of Medicine)

Science of Patient Safety (Johns Hopkins)
.  

 

 Martha Deed, PhD

Oct '09/
Dec '09

Jan '10/
Mar '10

Apr '10/
Aug '10 Sep '10/Nov '11 Dec '11/Nov '13



 26

Engagement of Hospitals
on Patient Safety

The Challenge ‒ July 2013 
Consumer Reports Hospital Ratings Released by State

●  Everywhere we can we are trying to eliminate mistakes.
   WNY hospital in 3-way tie for 6th safest hospital in the State

●  When there are incidents . . . we do research so it doesn't happen again. 
   WNY hospital ranked above average in the State 

.  

 

 

Martha Deed, PhD

Oct '09/
Dec '09

Jan '10/
Mar '10

Apr '10/
Aug '10 Sep '10/Nov '11 Dec '11/Nov '13
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The Challenge ‒ July 2012 
Consumer Reports Hospital Ranked in the bottom quartile in NYS

.  

 

 

Martha Deed, PhD

Oct '09/
Dec '09

Jan '10/
Mar '10

Apr '10/
Aug '10 Sep '10/Nov '11 Dec '11/Nov '13

Source: http://www.wivb.com/news/health/how-do-wny-hospitals-rank-in-new-list
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  Moving Forward
  
●  Build local coalitions between civilians and health care professionals
●  Identify improvements in specific hospitals, e.g. notable websites:

Strong Memorial publishes CMS surveys online (simplified, but
          acknowledging citations)
●  Identify barriers to care, e.g. access to imaging for obese patients
●  Examine staff organization and culture to make certain communication and
   action are efficient and complete, e.g. team consultations, checklists, time outs
●  Strengthen connections among the branches: Admin & Bd of Directors ‒ Staff ‒
   Patients, e.g. consider placing at-large patient member on key committees
          

   

.  

 

 

Martha Deed, PhD

Oct '09/
Dec '09

Jan '10/
Mar '10

Apr '10/
Aug '10 Sep '10/Nov '11 Dec '11/Nov '13
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Further Reading
●Adverse Events in Hospitals: National Incidence Among Medicare Beneficiaries. 
http://oig.hhs.gov/oei/reports/oei-06-09-00090.pdf

●Adverse Events in Hospitals: Medicare's Response to Alleged Serious Events.  
http://oig.hhs.gov/oei/reports/oei-01-08-00590.pdf

●Memorandum Report: Adverse Reports in Hospitals: Public Disclosure of Information about Events.   
http://oig.hhs.gov/oei/reports/oei-06-09-00360.pdf

●Events in Hospitals: Methods for Identifying Events. http://oig.hhs.gov/oei/reports/oei-06-08-00221.pdf

●John T. James, PhD. (2013). A New, Evidence-based Estimate of Patient Harms Associated with 
Hospital Care. Journal of Patient Safety. 
http://journals.lww.com/journalpatientsafety/Fulltext/2013/09000/A_New,_Evidence_based_Estimate_of_
Patient_Harms.2.aspx

          

   

.  

 

 

Martha Deed, PhD

Nov '09/Nov '13

http://oig.hhs.gov/oei/reports/oei-06-09-00090.pdf
http://oig.hhs.gov/oei/reports/oei-01-08-00590.pdf
http://oig.hhs.gov/oei/reports/oei-06-09-00360.pdf
http://oig.hhs.gov/oei/reports/oei-06-08-00221.pdf
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 Martha L Deed, PhD

mldeed@verizon.net

http://www.sporkworld.org/
http://sporkworld.tumblr.com/

Publications: www.sporkworld.org/Deed/writing.html

   

.  

 

 

Martha Deed, PhD
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mailto:mldeed@verizon.net
http://www.sporkworld.org/
http://sporkworld.tumblr.com/
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