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Madge Kaplan, IHI’s Director of
Communications, is responsible for developing
new and innovative means for IHI to communicate
the stories, leading examples of change, and
policy implications emerging from the world of
quality improvement — both in the U.S. and
internationally. Prior to joining IHI in July 2004,
Ms. Kaplan spent 20 years as a broadcast
journalist for public radio — most recently working
as a health correspondent for National Public
Radio. Ms. Kaplan was the creator and Senior
Editor of Marketplace Radio's Health Desk at
WGBH in Boston, and was a 1989/99 Kaiser
Media Fellow in Health. She has produced
numerous documentaries, and her reporting has
been recognized by American Women in Radio
and Television, Pew Charitable Trusts, American
Academy of Nursing and Massachusetts
Broadcasters Association.

For resources & slides, visit IHl.org/WIHI
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Martha Donovan Hayward, Institute for Healthcare
Improvement (IHI) Faculty and Patient Advisor, is focused
on bringing patients and families into the design of all work
to accelerate improvement of health care delivery. She has
served as the Lead for Public and Patient Engagement at
IHI since March 2011 . A cancer survivor herself, she is a
founding board member of the nonprofit Women’s Health
Exchange and served on the Patient and Family Advisory
Council of Dana-Farber Cancer Institute in Boston. Prior to
joining the health care world Martha enjoyed a 20 year
career communications, marketing and fundraising in the
areas of health, politics, and education. In her faculty role
with IHI, she speaks and teaches programs including Patient
Safety Officer Training, Executive Development, Strategic
Partners and Patient Experience Seminars. Martha has
offered keynote addresses on the subjects of Patient and
Family Centered Care, Patient Engagement, and End of Life
Care to local, regional and national audiences.

You can reach Martha at Mhayward@|Ihi.org

For resources & slides, visit IHl.org/WIHI

Dial In: 877.668.4493
Code: 668 207 242
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Cody Mullen, PhD(c), is the network development
coordinator for the Indiana Rural Health Association (IRHA)
facilitating the development of chronic care management
program supporting citizens within rural Indiana to help
lower the cost and improve quality of care for individuals. In
addition, Cody supports the research activities of

IRHA. Cody earned his BS from Purdue University in
Interdisciplinary Science with a focus on healthcare
engineering and statistics. Cody is currently a doctoral
candidate in Health Policy and Management at the Richard
M. Fairbanks School of Public Health with research interests
in quality of care and access to care for vulnerable
populations, especially citizens of rural America and
individuals with an intellectual/developmental disability.

You can reach Cody at Cmullen@indianarha.org

For resources & slides, visit IHl.org/WIHI
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Code: 668 207 242
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For resources & slides, visit IHl.org/WIHI
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Robert B. Doherty is Senior Vice President of
Governmental Affairs and Public Policy for the American
College of Physicians (ACP), the largest physician specialty
society and second largest medical organization in the
United States. ACP represents 148,000 internal medicine
physicians and medical student members. Mr. Doherty has
more than 37 years of health policy experience and is an
accomplished presenter at health conferences. From 1979
to 1998, Mr. Doherty worked in the governmental affairs
department of the American Society of Internal Medicine,
and with the merger of ASIM and ACP in June, 1998, joined
the ACP as Senior Vice President for Governmental Affairs
and Public Policy. He has senior staff management
responsibilities for ACP’s Division of Governmental Affairs
and Public Policy, located in Washington, D.C. Mr. Doherty
has authored or co-authored many policy-related papers for
the Annals of Internal Medicine, ACP’s flagship peer-
reviewed journal, and writes and hosts The ACP Advocate
Blog with Bob Doherty, the winner of the 2009 Best Health
Policy/Ethics Blog in an award program sponsored by
Epocrates. He writes a monthly “Washington Perspectives”
column in The ACP Internist. He also is a guest blogger for
the Philadelphia Inquirers’ Health Cents blog.

You can reach Robert at rdoherty@mail.acponline.org
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Jess Jacobs, upbeat empowered patient and Aetna innovator, dies
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Posted by: jessjacobs | Catego

The Person

OnWasting My Time - The Numbers

=5 The Patienf The Posfs 118 Comments

If youtve wondered why I've been under the radar latsly, lock no further than my cdyssey of

medical maladies; in addition to my engoing struggle with POTS, this year I've had: a kidney

infection, shingles, pneumenia, a pulmenary embelism, and four bleod transfusions. Since I'ma

numbers persen, | downloaded my claims data from my insurer to get a better idea of how much

time I've wasted in the healthcare system since January 2014.

Useful Visits

This last year | had 58 cutpatient doctor visits, 20 emergency room visits, and spent 54 days

inpatient. But how many of these visits were useful? As you £an see in the table below, not many.

Total
Visits
Outpatient
Cardiclogy 7

Endoccrinclogy 1

Gastroenterclogy €

]

Hematology
MNeurclogy 1

Ophthalmelogy 1

Pain Spetialist 8
Primary Care 15
Psychology 11
Rheumatclogy 4
56
Inpatient
Emergency 20
Room

Hospitalizations 5
Hospital Days 54

Ambulance T

| used the following definitions of ‘useful:

Useful

Visits.

Useful

Visits

43%

100%

33%

0%

100%

38%

13%

18%

0%

29%

45%

85%

18%

43%

Useless
Visits

57%

0%

67%

100%

0%

B3%

87%

100%

T1%

55%

1%

81%

57%

The Perfelic The Patient  The Pelicy
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On the Worst Healthcare
Experience of My Life May
31,2015

Cn Wasting My Time — The
Mumbers November 15,
2014

How | stopped worrying
(about my Klout score) and
learned to love The Twitter
July 3, 2014

©On Climbing Mountains April
28,2014

Cn Being Rare February 28,
2014
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Wen Dombrowski MD
(@HealthcareWen) on Cn
Being Rare

@markwwilsonmd on Cn
Being Rare

Jess Jacobs (@jess_jacobs)
on COn Being Rare

Jess.Jacobs (@jess_jacobs)
on On Being Rare

@jrmenulty on Health IT and
the Care Continuum:
Engaged Exchange of
Health Information

The Posts

So yes, | owe the medical system my
life for giving me blood when my
hemoglobin drops deathly low.

But there's no reason a 4 hour
transfusion required 84 hours of
negotiation and frustration.

There's no reason that only 4.75% of
outpatient visits and .08% of my
hospitalizations are spent actively
treating my condition. There's no
reason that | spent two solid months
(1540 hours, 64.2 days) of this year
waiting instead of healing.

So, please, stop wasting my time.
Stop wasting my life.



On the Worst Healthcare Experience of My Life

vy: jessjacobs |

=s: The Hyphyness The Patient The Posfs 87 Comments

I've now spent two consecutive Memorial Day weekends at Hospital X with intractable vomiting.
Last year | checked myself in. This year, | tock the scenic route via three weeks of hard time at
Hospital A followed by a transfer to Hospital X. When the nurse blindsided me with the transfer
order to Hospital X after COB on a Friday night, | assumed it was a clerical error. The plan that'd
been laid cut by my primary hospitalist team was to transfer me to a hospital which specializes in
CVE. When my (new} weekend hospitalist had run by for +/~ 0 seconds Friday morning, he'd
said I'd be transferred Monday as planned.

But here | was, 8 hours later, hysterically erying over the prospect of being sent back to the hell
which is Hospital X. | finally got nursing to call the hospitalist so | could plead with him to change
the crder. | let him know that Hespital X's ‘care” is better characterized as psychelogical and
physical torture. | firmly believe | am better off facedown in a ditch, drowning in an inch of muddy
water, than under the care of Hospital X. The hospitalist attempted to contain his exasperation
while insisting that ditches are a far worse fate than Hospital X and | am lucky he had managed to
secure a transfer to a new cyclic vomiting specialist there. I've now been admitted for 8 days at
Hespital X and haven't seen anyone from the Gl department, let alone a CW'S specialist. | have,
however, been told by hespital police that they would cuff me and take me to jail for taking photos
of them ranzacking my belongings following a syncopal episede. This egregicus treatment doesn't
surprise me - indeed, last month | wrote Hospital X a letter of compilaint, copied below, which
shared how their lack humanity has broken my spirit.

- -
Caughtby Manometry Mistaking Central Line 50 Needle Broken
the Scruffof  w/RSV Hand Infection Sticks Femur
my Meck Sanitizer for
Mouth Wash
Dear Dr. X-

Thank you for your wilingness to contact me, the patient in gquestion, regarding my experience
with Hospital X. Apclogies for the lapse in time, your email disappeared to the bottom of my inbox
whenl was readmitted to Hospital A with a central line infection. My choice to return to the facility
which gave me the infection, instead of coming to Hespital X, is a goed indication of the disdain
with which | hold your hospital with.

When Dr. ¥ visited me during a two-week stay in July, | thought Hospital X had hit rock bettom.
During this stay my reommate's bloody vomit sat clogged in the sink for three days before
somecne came to plunge it. Sanitary conditicns pale in comparisen to the ferced separation from
my friend and advocate who is a Medical Student with your facility. While | fully understand the
need to keep relationships between students and patients professional to protect patient
privacy/health and their education... Over the years my friend has come to know my health likehy
better than | do... and long age | legally gave them permission to access my medical infermation
[so any professional'educational distance is null].
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I've experienced many horrible things
during my healthcare journey. | have
experienced pain — | broke my femur in
a remote location and spent hours in
transit before receiving pain
medication. | have experienced
makeshift environments - last
September | spent 27 hours in a hallway
waiting for a bed to open while being
treated for a pulmonary embolism. But
this experience of complete
powerlessness in the face of another’s
pain is, bar none, the most profoundly
heartbreaking experience of my life.

During this situation, | contacted the
patient advocate several times via
email/phone and complained in person
post discharge. While | am appreciative
of Dr. Y for bringing these issues to your
attention and find your immediate
response very encouraging, it saddens
me that as a simple patient my voice
wasn't heard.



ACP Advocacy Blog

The ACP Advocacy Blog is
written by Bob Doherty and
maintained by the American
Caollege of Physicians. Refer to
the blog articles for the latest in
issues important to Internists.

About the Author

Bob Doherty is Senicr Vice
President, American College of
Physicians Government Affairs
and Public Policy; Author of the
ACP Advocate Blog

Email Bob Doherty:
TheACPAdwocateblog@acponline arg.
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Wednesday, August 17, 2016

Patient-centered care? Not for this patient . . . and not for how many more?

Although I didn't know [ess [acobs, a young woman who tragically died on Monday after suffering for years from two rare diseazes, [ have learnad much about her from

herhblogs detailing her encounters with the healtheare system,

I have learned that she suffered greatly from her conditions, postural erthostatic tachyeardia syndrome (POTS), an autonomic disorder; and from Ehlers-Danlos
Syndrome (EDS), a rare hereditary diseaze of connective tizsue.

I learned that her suffering was unneceszarily compounded by a health care system that, by her own detailed reports, failed her at every point.

On February 14, 2014, she wrote of her frustrations over receiving the following lecter from her primary care physician:
Hi Jess,
POTS iz arare diagnosis, and [ am by no means a specialist in the treatment of it, I cannot comment on whether treatment with opioids is the best route or not.
My only suggestion was that it might be prudent to see another POTS specialist for an opinion, It might also turn out to be helpful to see the Rheumatologist and

Neurclogist to sea if they have any thoughts orideas.

I know this is bevond frustrating for youw, feeling poorly and not having any therapies pan-ocut with respect to making you feel betten There are no clear answers
when it comes to POTS.

Bast wishes,
Primary Care Physician
Jess's reply, excerptad below; takes the doctor on for "surrendering” rather than trying to coordinate her care:

The majority of my friends ave allied with the healtheare field - doctors, health lawyers, nurses, health administrators - and all ask “who's coordinating all of
this?" to which [ say [ am and then they all stress abeut who is going to take over when I start puking and can't get off the floor en my own,

I'm not sure where they got the notion that my primary care physician should ecordinate my care, maybe they were looking at MCQ&'s patient centered med:ical
homes model, or found a copy of the Accountable Care Organization regulations from CMS, or listened to people discuss Chamacare on Late Night with Jimmy
Fallon. All I know is that they all say that a PCP is the person to coordinate care,

I may search to figure out what this actually means, a physician friend turned me onto Vernon Wilson's 1969 article entitled "Prototype of a Doctor” Wilson
postulates that as a continuing medical advocate for their patent, a PCP's job is to evaluate and coordinare patient care and “accept responsibility not merely

pass it along — wtiliz[ing] specialists rather than surrendering to them."

By telling me that my condition is complex and stating that [ sheuld just see additional specialists, you are surrendering, .. So, this leads me to ask: If you are not
willing and able to help me, who in your practice is?

Beszt,

Jess



Health — Health Cents

Patient-centered care is all the
rage. But why are so few patients
receiving it?

Updated: AUGUST 30, 2016 — 4:00 AM EDT

by Robert B. Doherty, Senior Vice President of Governmental Affairs & Public Policy American College of

Physicians

You would think that healtheare shonld be all about the patient, right? But in faet, it's
long been recognized that patients often are treated like an after-thought by our health
care system. Whether it is overly complex billing systems, lack of transparency in
guality and cost, fragmented and uncoordinated care, or hurried, harried and
inattentive clinicians, our healtheare system seems to be more about meeting the
needs of evervone but the patient.

This is not a new problem. About 10 yvears ago, recognition that healtheare was failing
5o many patients led to a movement, called patient-centered care, to institute reforms
to put patients in the driver’s seat. A 2008 research paper describes the following six
core elements of patient-centered care:



To learn more:

* Jess’ blog: http://jessjacobs.me/

My ACP Advocate blog:
http://advocacyblog.acponline.org/2016/08/p
atient-centered-care-not-for-this 17.html

My Philadelphia Inquirer Health Cents blog:
http://www.philly.com/philly/blogs/health-
cents/Patient-centered-care-is-all-the-rage--
So-why-are-so-few-patients-receiving-it.html



http://jessjacobs.me/
http://advocacyblog.acponline.org/2016/08/patient-centered-care-not-for-this_17.html
http://www.philly.com/philly/blogs/health-cents/Patient-centered-care-is-all-the-rage--So-why-are-so-few-patients-receiving-it.html
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Cheri C. Wilson, MA, MHS, CPHQ is a nationally
recognized diversity and inclusion, cultural and linguistic
competence, and health equity subject matter expert, who is
also a highly regarded public speaker and trainer. She
served as the Director, Corporate Office of Diversity and
Inclusion at RWJ Barnabas Health, the largest health
system in New Jersey. In May 2010, Ms. Wilson was
appointed a Faculty Research Associate in the Department
of Health Policy and Management in the Johns Hopkins
Bloomberg School of Public Health, Hopkins Center for
Health Disparities Solutions and was promoted to Assistant
Scientist in February 2014. Previously, she was an Acting
Assistant Director of the Quality Improvement Department at
The Johns Hopkins Hospital. Ms. Wilson is a Certified
Professional in Healthcare Quality (CPHQ), a Past President
of the Maryland Association for Healthcare Quality (MAHQ)
(2009), and a Lean Six Sigma Green Belt. She is particularly
interested in health and healthcare disparities and health
equity as they relate to racial/ethnic, language, and gender
and sexual minorities and the provision of culturally
competent patient-centered care in language
understandable to all patients.

For resources & slides, visit IH1.org/WIHI You can reach Cheri at cwilson366@comcast.net
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How do we measure the patient
experience?

* Almost sole reliance upon patient experience
surveys:

— HCAHPS (Hospital Consumer Assessment of
Healthcare Providers and Systems)

— CAHPS (Consumer Assessment of Healthcare
Providers and Systems)

 American Indian, Clinician & Group, Dental Plan,
Experience of Care & Health Outcomes, Health Plan,
Home Health Care, In-Center Hemodialysis, Nursing
home, Outpatient and Ambulatory Surgery, Surgical
Care



Who responds to your patient experience
surveys?

* Review response rates not only in the
aggregate, but by group:
— Racial/ethnic
— Language
— Age

— Socioeconomic status (insurance status or zip
code as a proxy)

— LGBT
— Level of education



Are patients receiving surveys in their
preferred language?

e HCAHPS
— Mail
* English, Spanish, Russian, Chinese, Viethamese, Portuguese

— Telephone
* English and Spanish

— Interactive Voice Response
* English and Spanish

* CAHPS

— English and Spanish

— AHRQ recommendations for translating into other
languages



Stratify patient experience data

* |n addition to reviewing response rates, stratify
guestion responses by group and review for
differences/disparities:

— Racial/ethnic
— Language
— Age

— Socioeconomic status (insurance status or zip code as
a proxy)

— LGBT
— Level of education



Enhancing Survey Instruments:
Supplemental Items (Customized Surveys)

e HCAHPS (Adult)

— Health literacy
* Information about medications
 Communication between nurses and patients
 Communication between doctors and patients
 Communication about tests
 Communication about forms
* Information about how to care for yourself at home

— Interpreter services



Enhancing Survey Instruments:
Supplemental Items (Customized Surveys)

 CAHPS Clinician & Group (Adult)

— Access
— Patient-Centered Medical Home

 CAHPS Clinician & Group (Child)

— Access
— Patient-Centered Medical Home



Take Home Points

Review Response rates

Administer surveys in the patient’s preferred
language
Stratify data by demographic characteristics

ldentify differences/disparities and
opportunities for improvement

Enhance survey instruments with
supplemental items = customized surveys
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A not-for-profit organization founded in 1991 and based in Cambridge, Massachusetts, the Institute for Healthcare Improvement (IHI) is
areliable source of energy, knowledge, and support for a never-ending campaign to improve health care worldwide. IHI works with
health care providers and others to accelerate the measurable and continual progress of health care systems toward safety,
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Coming up on WIHI:

Engaging and Supporting Family Caregivers
October 20, 2016

The System of Safety Health Care Needs
November 3, 2016



