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The Logic

You know you have passed over some invisible line when you begin to take pride in your ability to pour
out the exact number of pills from each bottle that your “Day-Evening-Nite” pill container requires.
Similar accomplishments are only the first chapter of our country’s insinuated goal that we all become
empowered “self-managers” of our health, thereby putting less of a financial burden on healthcare
providers and insurance companies, especially Medicare (Weinstock, M. (January 26, 2015) Burwell: Tie
More Medicare Pay to Quality and Value; Hospitals and Health Networks Daily; retrieved 2/2/15.). For
example, hospitals are currently being penalized reimbursement from Medicare and other payers if
patients and their families do not reach a sufficient level of self-management within 30 days of
discharge, thus requiring additional ED visits and possible readmissions.

Basically following through the logic to its ultimate conclusion is:

e Payers and providers will be able to sustain a profit margin if patients and their families don’t
need a lot of utilization of services—especially those with chronic diseases and conditions
because they can be very expensive;

e In order to keep them from needing those services, they will either require better care
coordination throughout all levels of care by doctors, social workers, and RN case managers, or
they will need to be able to manage their own care and coordination as much as possible;

e Therefore, the patient and their family that are able to reach a level of self-management will
cost payers and providers less money than those that don't.

Expecting that a large majority of the US population will take responsibility for their health and behavior
to achieve self-management, also referred to as self-efficacy, is a huge financial and psychological
gamble, and | for one have deep doubts.
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Chronic ilinesses and conditions are “severe and persistent” and by definition, irreversible, non-curable,
and permanent without miracles or medical discoveries. There may be remissions and exacerbations,
but the underlying pathology (and sometimes the lifestyle that has contributed to it) never goes away.
Almost everyone | know-- of any age-- has something “chronic” going on, whether allergies, migraine
headaches, sleep disturbances, arthritis, dysfunctional families, diabetes, and more severe conditions
like multiple sclerosis. According to the CDC, one third of the US population has at least one chronic
disease and 85% of all healthcare dollars go to treatment of chronic diseases. “Chronic conditions place
the patient at significant risk of death, acute exacerbation/decompensation, or functional decline”. !

Even though not included in that definition, aging all by itself could be considered a chronic condition!

People who reach the self-management level for their own care and the prevention of even worse
maladies didn’t start out that way. Rather, they have been on a journey acquiring both knowledge and
also fundamental skills and values to support that knowledge. What motivates them, after everything is
said and done, is their ultimate fear of an earlier death than they had expected. Even the most self-
disciplined, motivated, health-seeking person can be greatly discouraged by the relentless attacks of
their chronic disease(s).

The Reality

In my experience as a T4-6 paraplegic for the last 7 years, fear is truly the biggest motivator to do the
right (healthy) things for myself. For example, fear of a fractured hip from the osteoporosis that my
spinal cord injury created leads me to force myself to take a daily injection required for two years, even
though | was extremely angry that | had to self-manage yet one more (very expensive) thing. Plus the
particular drug has been shown to produce osteosarcoma in rats, so my choice was a “lose-lose” choice
between possible cancer of the bone vs. a fractured hip. And so it goes for many of us, having to choose
between the better of two evils. Being a self-manager can be exhausting, not to mention what it is like
for friends and family. One of my colleagues accurately characterized chronicity as a “home invasion”.
My friends and family are willing to learn about my condition, try to be supportive, and usually stay
vigilant in case my self-managing self becomes weary of the battle.

The journey toward efficacy begins with shock and disbelief about the diagnosis and condition,
progresses to a level of strict compliance with medical advice, than moves to adherence in which we can
make adjustments for unusual situations, and only finally reaches the a level of self-management
(Hamilton, Glenys A. et al; Health Values: The Journal of Health Behavior, Education & Promotion,
Vol.17(1), Jan-Feb 1993, 3-11) | have noticed that significantly accelerating the journey requires three
things on the patient’s side:

1) At least one someone (if not a whole family) who loves you--even when you don’t love yourself much
and are being obnoxious,

2) A network of professionals tracking and coordinating your condition and healthcare
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3) Antidepressants if needed

Although a cliché, self-managing people take each day as it comes, trying not to get overwhelmed by
the life sentence of chronicity. Otherwise, we wouldn’t ever want to get out of bed! Like surfers on
waves, we are dependent on the good wishes and professional skills of others. They help us love
ourselves a little more on those days when we don’t love ourselves very much.

We self-managing people have a lot on our minds, including ordering equipment and medications, as
well as many appointments to both make and keep. We generally don’t want to be seen as “patients”,
or heroes, or resilient. This is NOT the “new normal” because we can still remember what real normal
was. Instead, we want to be connected and accepted despite our specific chronic ailment(s). | have
observed that we are often busy managing other people’s reactions and expectations. In fact, we may
sometimes lie about ourselves and how we are feeling physically and/or emotionally in order to control
what we see as the bigger picture—such as an evening out with good friends or a special event, or
maintaining a positive relationship with our physicians. At times, pride and self-esteem play a larger
than life role in the lives of self-managing people. We definitely don’t want to be known as “the bad
patient”.

| acknowledge daily that | have a huge advantage in reaching the level of self-management, being a
nurse for over 40 years. | know what newly-diagnosed patients and families might not know—not just
because | understand basic anatomy and physiology, but | have also learned the importance of
consistency, self-advocacy, and the ability to set up reliable clinical systems and responsive networks. |
also know there are many people who will never get to self-management expertise because of zero to
minimal resources, health literacy barriers, issues with cognition, disabilities, mental health and
substance abuse problems, and/or worse: having no one in their lives that loves or cares for them.
Some people have actually burned all their bridges for receiving help.

For those people engaged in getting help but only beginning the journey to self-management, the good
news is that Medicare and other payers are beginning to reimburse for care coordination and case
management services. This is a positive innovation, and many will arrive somewhere on the self-
management spectrum. However, every healthcare professional can give you names of people from
their caseloads who will never achieve self-management and will constantly require multiple, expensive
interventions.

| know, because it takes every ounce of self-management skill not to need those interventions myself.
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QUIZ: How Much Do You Know about Chronic lliness/Conditions?

True or False?

10.

11.

12.

13.

14.

15.

16.

17.

A “trajectory” is defined as the course of an iliness over time, plus the actions of clients, families, and
healthcare professionals to manage that course.’

Patients that have the same exact illness (same diagnosis based on pathophysiology) have the same
illness trajectory.

To be effective, the case manager for a person with chronic illness should learn how to create an
“insider—expert” relationship with the patient.”

The goal of coaching people with chronic illness is to help them be totally compliant with physician
orders and directions.”

According to CMSA’ s (Case Management Society of America) Case Management Standards, people
receiving case management from private case managers and payers must give permission for that
service.

Warfarin is the medication that is the cause of the most Emergency Room visits."

DRGs that are coded and billed as MCCs (such as DRG 435 “Disorders of Hepatobiliary System or
Pancreas W MCC”) are more highly reimbursed by Medicare than DRGs that have no MCCs (such as
DRG 440: “Disorders of Hepatobiliary System or Pancreas W/O CC/MCGC” .)¥

Chronic conditions are almost always terminal, which is why they must be managed as aggressively as
possible.

A person’ s family is the best judge of their loved one’ s change in the quality of life caused by chronic
illness because they are more objective than the patient his/herself.

Diabetics diagnosed with even minor depression have higher HBA1c levels than diabetics without
depression, even when the population is adjusted for demographics, co—morbidity, severity, diabetes
type and duration, treatment type, and clinic."!

Depression has no effect on the amount of cardiac risk factors in diabetic patients""

The top 5% of complexly ill patients use 50% of the US health resources™

According to Milliman Healthcare (2006), patients with cancer have the highest prevalence of mental
conditions when compared with other patients, such as those with COPD, neurological disorders, and
heart disease.

People who rate their own health as “Fair to Poor” are more likely to be high healthcare service users
than those that rate their health as better than Fair.®

The main challenge of training COPD patients how to care for themselves is that the prolonged and
persistent hypoxia have deteriorated their lung function and reduced their cognitive performance.”
Community Lifecare Planning (CLP) is the process of creating a medical plan of care with a
chronically—ill and/or handicapped person and their family "

Because patients with high complexity are often uninsured or underinsured, receiving comprehensive
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care is not as likely to occur as for patients with high quality insurance coverage.




18. In 2007, the nonprofit Center for Studying Health System Change found that 25 million adult Americans
sought new primary care doctors, and more than 60 million sought new specialists.*"

19. Various expert medical committees usually agree on guidelines, evidence, and “Best practice for the
treatment of chronic illness™™

20. The most helpful advice that can be given to a burned—out family caregiver is to remind him or her to

get enough rest.
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The material appearing in this website is for informational purposes only and is not legal advice.
Transmission of this information is not intended to create, and receipt does not constitute, an
attorney-client relationship. The information provided herein is intended only as general information
which may or may not reflect the most current developments. Although these materials may be
prepared by professionals, they should not be used as a substitute for professional services. If legal or
other professional advice is required, the services of a professional should be sought.

The opinions or viewpoints expressed herein do not necessarily reflect those of Lorman Education
Services. All materials and content were prepared by persons and/or entities other than Lorman
Education Services, and said other persons and/or entities are solely responsible for their content.

Any links to other websites are not intended to be referrals or endorsements of these sites. The links

provided are maintained by the respective organizations, and they are solely responsible for the
content of their own sites.





