Canny Consumer Class Script

Title: The Canny Consumer:  Resources for Consumer Health Decision-Making

Introduce self 

The age of consumer-centered health care is here. A bigger share of health care costs and decision-making has shifted to the health care consumer. The public has unprecedented ability to access information and to participate actively in evidence-based health care. New models of health care delivery including consumer-directed health plans and chronic disease management, growth of personal health records and government action is placing greater responsibility on consumers. Technology is also changing consumer expectations and health care institutions capabilities including the storage and exchange of electronic health information, the rise of electronic medical records (EMRs) and personal health records (PHRs), e-prescribing, and computerized physician order entry systems, just to name a few. Ideally, all consumers should be able to access valid and relevant information about their health status. They should be able to judge the advantages and disadvantages of all possible courses of action, according to their values, beliefs, preferences and their personal circumstances. In reality, we are far from this ideal state, but there are glimmers of the future in some of the tools available now. The resources in this course are tools for assisting the consumer to navigate the health care system.

The research suggests important implications for the development of effective information tools for consumers, including the need to: 

· Make information relevant and appropriate to specific decisions; 

· Use creative ways to help consumers simplify their choices; 

· Target information at the right audience; 

· Work through trusted advisors and intermediaries; 

· Cultivate an image as a trusted source; 

· Integrate information to offer the benefit of one-stop service; and 

· Emphasize benefits, not features.

Slide 2:

Go over Educational Objectives 

Slide 3:

Go Over Agenda

*Note: All resources listed in handbook

Slide 4:

ICEBREAKER?    Health IQ Quiz – from Real Simple August 2007: http://www.realsimple.com/healthquiz
Slide 5:

I. Choosing Physicians/Hospital

a) AMA Doctor Finder – demo search for Dr.

b) ABMS – demo dr. lookup. (Requires registration. Register prior to class)

c) Federation of State Medical Boards – demo for state you’re teaching for

d) American Hospital Directory

e) Hospital Compare

f) HospitalLink

g) Joint Commission Quality Check

h) National Association for Home Care (show info on how to choose Home Care Provider and demo HomeCare & Hospice Agency Locator) Mention upcoming (in prototype) Nursing Home Screener from Lister Hill Center NCBI (mashup of Google maps and data from Centers for Medicare and Medicaid Services (CMS))
Slide 6:

Social networking tools: rating physicians

Slide 7:

a) America’s Top Doctors book – peer nomination – demo using Google Books, search title. Mention that more recent editions can be found in most libraries.

b) AHA Guide to the Health Care Field – mention availability in most medical libraries and some larger public libraries. Is complete resource for data on U.S. hospitals, offering a wealth of information per hospital, including:

· contact names - CEO, COO, CIO, CFO & CMO 

· complete addresses 

· phone numbers 

· website addresses 

· certification / accreditation (e.g. JCAHO, critical access hospital designation, cancer program approved by the American College of Surgeons) 

· a list of the facilities and service lines offered in each hospital from 100 possible categories 

· utilization information including staffed beds, admissions, census, outpatient visits, births, etc 

· expenses, including total and breakdowns such as payroll 

· personnel totals 

c) U.S. News and World Report: Best Hospitals Annual Ratings – show section When a Hospital is Bad for You
Slide 8:

Advice:

a) AHRQ: Choosing a Doctor

b) Difference between MD and Osteopath 

Slide 9:

a) MedlinePlus: Talking to Your Doctor
b) Askme3

c) Harvard Med School Family Health Guide When You Visit Your Doctor 

d) NIA: Talking with your Dr: a Guide for Older People

e) American College of Surgeons: Giving Your Informed Consent 

Slide 10: Videos/Audio  (if time, show Questions are the Answer- short video) Click on each though and mention content of each

5 things women should know: persistant cough, social smoker, plan on getting pregnant, any supplement/herbal  you’re taking for potential interactions like st. johns wart and birth control pills, any sexual health issue.

Discuss Health literacy – NY Times, January 30, 2007 – Importance of Knowing What the Doctor is Talking About

Remember less than half of what dr. tries to explain if typical. 90 million Americans unable to adequately understand basic health information and affects people of all ages, races, income and educational levels, especially prevalent among the elderly, results in poor adherence to prescription instructions, infrequent use of preventive medical services, increased hospitalizations and visits to the ER and worse control of chronic diseases. Consequences are poorer health and greater medical costs. Fail to speak to patient s in plain English (or any other language) and fail to make sure patients understood what they are told, what they’re supposed to do and why. Study in the Journal of General Internal Medicine, over 2500 elderly people, those with limited health literacy were nearly twice as likely to die in a five year period as were those with adequate health literacy, held true even when age, race, socioeconomic factors, current health conditions, health care access and health-related behaviors were taken into account. 3X more likely to misunderstand warnings than more literate.

Slide 11:

Warning label = Do Not Chew or Crush, Swallow Whole

Misinterpretations = Chew it up, so it will dissolve

Don’t swallow whole or you might choke

Warning label = For External Use Only

Misinterpretations = Medicine will make you feel dizzy

Use extreme caution in how you take it

Warning label = Medication should be taken with plenty of water

Misinterpretations = Don’t take when wet

Don’t drink hot water

Factors: decreased time with dr., embarrassment by patient with limited health literacy experience and having to ask for clarification

Discuss issue of Medical mistakes occurring in hospitals account for an estimated 44,000 to 98,000 deaths each year or a minimum of 120 deaths/day according to the Institute of Medicine. That means that these mistakes lead to more deaths per year than motor vehicle accidents, breast cancer or AIDS. Research shows that consumers who get more involved with their health care can greatly improve the safety of their care, but patients are generally unaware of what to do to help prevent medical mistakes. According to recent study conducted by AHRQ and Kaiser Family Foundation, 57% of Americans do not believe that preventable medical errors occur often. New campaign (Questions are the Answer) encourages to become more active by asking questions. Toll free number 800-931-AHRQ or website to obtain tips on how to prevent errors and become a partner in their health care. Site also features interactive “question builder” that allows consumers to generate a customized list of questions for their health care providers they can bring to each medical appointment. 

Slide 12:

Health Insurance
a) Health Insurance Resource Center – terms and glossary

b) Questions and Answers about health insurance from AHRQ

c) Georgetown Guide to getting and keeping health insurance

d) AAFP:  Health insurance: understanding what it covers

Slide 13:

Health Insurance cont.

a) U.S. Dept. of Labor: Consumer health plan info

b) National Assoc. of health underwriters: health options database – demo Individual Insurance section and click on state you’re teaching in and demo assistance database

c) Medicare info

d) Medicaid and Uninsured: Medicare part D

The number of underinsured U.S. adults—that is, people who have health coverage that does not adequately protect them from high medical expenses—has risen dramatically, a Commonwealth Fund study finds. As of 2007, there were an estimated 25 million underinsured adults in the United States, up 60 percent from 2003.Much of this growth comes from the ranks of the middle class. While low-income people remain vulnerable, middle-income families have been hit hardest. For adults with incomes above 200 percent of the federal poverty level (about $40,000 per year for a family), the underinsured rates nearly tripled since 2003.

In USA Today article, sept. 2010: More than 50 million people were uninsured last year, almost one in six U.S. residents, the Census Bureau reported Thursday. The percentage with private insurance was the lowest since the government began keeping data in 1987. The reasons for the rise to 50.7 million, or 16.7%, from 46.3 million uninsured, or 15.4%, were many: workers losing their jobs in the recession, companies dropping employee health insurance benefits, families going without coverage to cut costs. Driving much of the increase, however, was the rising cost of medical care; a Kaiser Family Foundation report shows workers now pay 47% more than they did in 2005 for family health coverage, while employers pay 20% more.

Slide 14:

a) Patient Advocate Foundation (show sample letter under step 3: write the appeals letter)
b) Kaiser Family Foundation: Handling Health Plan Disputes (click on state you’re teaching in)
Slide 15 and 16:

MLA/NLM Task Force

Personal health records are becoming more prevalent. The Medical Library Association and National Library of Medicine have been working with PHR vendors to include an assistance statement in PHRs that will lead consumers to quality health information resources, such as MedlinePlus, and to medical librarians who can assist them by providing resources appropriate to their needs.

Slide 17:

The Networked PHR

The push toward electronic medical records has made storing personal health information in a locked filing cabinet in your doctor's office an outmoded guarantee of confidentiality. Today, patients can gather their jumbled health information—hospital visits, drug prescriptions and health insurance plans—and manage them through a number of different online services, including Google Health, Microsoft's 

HYPERLINK "http://www.healthvault.com/"HealthVault

HYPERLINK "http://www.healthvault.com/" and AOL co-founder Steve Case's Revolution Health.

Privacy advocates, however, point out that even though these companies are storing sensitive medical information, they are not bound by the strict data sharing and protection laws that govern the health care industry. The 1996 Health Insurance Portability and Accountability Act (HIPAA) regulates how health care entities, such as insurance companies and hospitals, exchange an individual's health information, but the law does not apply to personal health record storage services, according to the U.S. Department of Health and Human Services.
Mention LibGuides EMR/PHR from SE/A: http://seaguides.hshsl.umaryland.edu/emr 
Slide 18:


(from Scientific American News, August 19, 2008)

a) MedlinePlus Health Topic: Personal Medical Records

b) AHIMA: PHR Tools and Services

c) AMIA: EMR National Initiative

AHIMA is producing standards for PHRs and maintains website that provides information on more than 60 PHR products, both commercial and freeware. 

The American Medical Informatics Association (AMIA) believes that widespread use of information technology in general, and electronic health records (EHRs) in particular, are critical to successful transformation of health care in the United States. Towards that end, AMIA and its partners have been exploring ways to expand understanding about, support for, and use of EHRs through the GotEHR? initiative. This initiative’s premise is that EHRs enable high quality, safe, and cost-effective health care services and EHRs can strengthen the relationship between patients and clinicians.

Slide 19:

HIPAA requires health care providers, health plans and health care clearinghouse to allow you access to your medical records. Notices you receive from them must include info about how you can obtain copies of your medical records. Advise make request in writing.

a) Show sample request letter

If you receive care in a federal med facility, you have right to obtain your records under federal privacy act of 1974.

b) Show Federal right to records link

 If denied access, you can file complaint with U.S. Dept. of health and human services Office of Civil Rights.

c) Show site to file a complaint

Slide 20:

Explain that we’ll be exploring and comparing these as possible exercise at the end of the class.

a) iHealthRecord

b) Google Health

c) Microsoft’s HealthVault

d) MyHealthFolders.com

e) MedlinePlus Connect – show demo and technical info pages

Slide 21:

Wellness and Nutrition
a) MedlinePlus Health Check-up Checklist

b) Screenings: healthfinder.gov

c) AHRQ Screening Tests for Men

d) AHRQ Screening Tests for Women

e) USDA: MyPyramid

f) Nutrition.gov

g) ADA: Eat Right

Slide 22:

Wellness and Nutrition cont.

a) DHHS: Dietary Guidelines

b) Wellness Information Zone

c) Real Men Wear Gowns (if time, show video 15 or 30 seconds)

Slide 23:

a) Red Light Warning Signals

Dr. Neil Shulman, real life “Doc Hollywood” books and web site:
Terms Body literacy as respecting the doctor inside our own body, no other preventive measure would allow us to save more lives and prevent more disability than if people knew what their individual red light warning signals were. From AHRQ, just 12% of America’s 228 million adults have the skills to manage their own health care proficiently according to the latest News and Numbers from AHRQ. These skills, collectively known as health literacy, describe people’s ability to obtain and use health information to make appropriate health care decisions. Includes weighing the risks and benefits of different treatments, knowing how to calculate health insurance costs, and being able to fill out complex medical forms. A person with poor health literacy may not get good results from their health care and increase the risk of medical errors. 

b) National Assessment of Adult Literacy National Healthcare Disparities Report

A 2003 survey of health lit skills classified adults into four categories: proficient, intermediate, basic and below basic. In addition to the 12% deemed proficient, the survey found that: 53% had intermediate skills, such as being able to read instructions on a prescription label and determine the right time to take medication

22% had basic skills, such as being able to read a pamphlet and understand two reasons why a disease test might be appropriate despite a lack of symptoms

14% had below basic skills, meaning they could accomplish only simple tasks such as understanding a set of short instructions or identifying what is permissible to drink before a medical test. Of these, 7 million were non-literate in English. 

c) Survey info

Slide 24:

a) Dr. Clancy Guides

Dr. Clancy is Director of AHRQ. Site has podcasts, RSS feeds or emails to keep you updated, etc. Columns on navigating the health care system.

Slide 25:

Medical errors can occur anywhere in health care system. 

Slide 26:

Patient Safety – reiterate 120 deaths/day estimate due to medical errors. Resources to assist consumers to prevent and help be aware.

a) 20 Tips to Prevent medical errors 

b) Patient Safety Primers and Patient Safety Network from AHRQ
c) Patient Safety Tools – 17 toolkits
d) VCU (Virginia Commonwealth University in Richmond) Patient Safety Resources
Slide 27:

a) Center for Information Therapy – their vision is to make sure every health care decision is informed. 

Only 31% of those 65 and older are online and least likely to have broadband access. 17% of adults with disability that prevents full participation in their health care. Find info, reassurance, confidence to raise health concerns with doctors. 37% start with specific web site…older people bookmark, younger use a search engine

b) Shared Decision-Making/Decision Aids – special issue of journal: Medical Decision Making, September/October 2007 – Note: as many as 25% of patients may not want to be involved in clinical decision-making
c) Healthcare 411 podcasts
d) PubMed Health – comparative effectiveness - PubMed Health and MedlinePlus are meant to be complementary sites; each site contains unique features.  

Slide 28:

Challenges to adoption and use of PHRs

Health 2.0 – (definition from Wikipedia) is term representing the possibilities between health care, eHealth and Web 2.0, and has come into use after a recent spate of articles in newspapers, and by Physicians and Medical Librarians. A concise definition of Health 2.0 is the participatory healthcare characterized by the ability to rapidly share, classify and summarize individual health information with the goals of improving health care systems, experiences and outcomes via integration of patients and stakeholders. A possible explanation for the reason that Health has generated its own "2.0" term are its applications across health care in general, and in particular it potential in public health promotion. One author describes the potential as "limitless.

Health 2.0 refers to a number of related concepts including telemedicine, electronic medical records, and the use of the internet by patients themselves such as through message boards, blogs, and other more advanced systems. A key concept is that patients themselves should have greater insight and control into information generated about them. Traditional models of medicine had patient records (held on paper or a proprietary computer system) that could only be accessed by a physician or other medical professional. Physicians acted as gatekeepers to this information, telling patients test results when and if they deemed necessary.
 Google Health officially unveiled foray into medical records when CEO Eric Schmidt introduced Google Health during a Feb. 2008 healthcare conference in Florida. Google reps said the company signed deals with hospitals and companies, including medical tester Quest Diagnostics, Inc., health insurer Aetna, Inc., Walgreens and Wal-Mart Stores Inc. pharmacies. The web service is password protected, stores health records on Google computers and includes a medical services directory that lets users import doctors’ records, drug history, and test results. Google will begin storing the medical records of a few thousand people as it tests the long-awaited health service. According to the Associated Press, the pilot project will involve 1500-10,000 patients at the Cleveland Clinic who volunteered to an electronic transfer of their personal health records so the records can be retrieved through Google Health. The password that protects an individual’s health profile is also required to use other Google services, such as Gmail and personalized search tools.


Slide 29:

Show examples of User-generated content, personal stories, health concerns. 

Consumers going “underground” when told not to go on the internet. Social networking involves personal aspects of a condition not found in traditional info. Example: E-Patient Dave, “Gimme my Damn Data”
Cyberhypochondria – You may have this affliction and not even know it. It's a form of hypochondria that begins when a person one day, very innocently, decides to Google some physical symptoms that they are having, in an attempt to self-diagnose themselves, or to see what different kinds of ailments they may possibly have. Person with cyberhypochondria will fixate on the worst possible ailment, cancer or AIDS.
a) MySpace: Juvenile Diabetes – search juvenile diabetes in MySpace
b) Flickr: search emergency room
c) YouTube – search health term like knee surgery or Laurenvparrott MS videos (74,000 views, 70+ videos)
d) Sixuntilme.com – search right side 1/3 way down – insulin pumps wedding dresses
e) DailyStrength.org: http://www.dailystrength.org 

f) OrganizedWisdom.com: http://www.organizedwisdom.com
Weblogs written by health professionals - J Gen Intern Med. 2008 Jul 23 – identified 271 medical blogs, over half of blog authors provided sufficient information in text or image to reveal their identities. Patients were described in 42%, with patients portrayed positively in 15.9% and negatively in 17.7%. Of blogs that described interactions with individual patients, 16.6% included sufficient info for patients to identify their doctors or themselves. Healthcare products were promoted in either image or description in 11.4% of blogs. Conclude that risk in revealing confidential info or in their tone or content, risk reflecting poorly on the blog authors or their professions.  On positive side, reason for optimism. Public health communication has been associated with changes in populations’ behavior. Medical blogs provide a new route for communicating substantial evidence-based health information to the public. Most maintain privacy, emphasize positive aspects of care. 
Slide 30:

a) Medpedia

b) Wikipedia example: asthma

c) eHealth Initiative
d) Patients Like Me

e) David Rothman’s List of Medical Wikis

f) Report: Expanding the Reach and Impact of Consumer E-Health Tools

Slide 31:

Evaluation of health web sites
a) M+ Guide to Healthy Web Surfing 

b) Evaluating Internet Health Information: Tutorial from NLM

c) NCI: Is this news story true?

d) Federal Trade Commission/FDA How to Spot False Claims Section

When evaluating health-related claims, be skeptical. If something sounds too good to be true, it usually is. Here are some signs of a fraudulent claim: 

· Statements that the product is a quick and effective cure-all or diagnostic tool for a wide variety of ailments. For example: "Extremely beneficial in the treatment of rheumatism, arthritis, infections, prostate problems, ulcers, cancer, heart trouble, hardening of the arteries and more." 

· Statements that suggest the product can treat or cure diseases. For example: "shrinks tumors" or "cures impotency." 

· Promotions that use words like "scientific breakthrough," "miraculous cure," "exclusive product," "secret ingredient" or "ancient remedy." For example: "A revolutionary innovation formulated by using proven principles of natural health-based medical science." 

· Text that uses impressive-sounding terms like these for a weight-loss product: "hunger stimulation point" and "thermogenesis." 

· Undocumented case histories or personal testimonials by consumers or doctors claiming amazing results. For example: "My husband has Alzheimer's disease. He began eating a teaspoonful of this product each day. And now in just 22 days he mowed the grass, cleaned out the garage, weeded the flower beds and we take our morning walk again." 

· Limited availability and advance payment requirements. For example: "Hurry. This offer will not last. Send us a check now to reserve your supply." 

· Promises of no-risk "money-back guarantees." For example: "If after 30 days you have not lost at least 4 pounds each week, your uncashed check will be returned to you." 

Slide 32:

a) DISCERN instrument

b) Full Frontal Scrutiny


Full frontal scrutiny – Center for Media and Democracy and Consumer Reports WebWatch 
partnered to shine light on front groups – those orgs that state a particular agenda, while hiding 
or  obscuring their identity, membership or sponsorship, or all three. Focuses on front groups in 
health, personal finance, electronics, and Internet, etc.

c) Center for Medicine in the Public Interest: 

d) Report: Insta-Americans

The Empowered (and Imperiled) Health Care Consumer in the Age of Internet Medicine – January 2008 – typical day 8 million American adults search for info on at least one health topic, places health searches at the same level of popularity as paying bills online, reading blogs, or using the internet to look up phone numbers or addresses. Reliance on the internet as health info tool is indicative of the evolving insta-American, which is a fast growing segment of the population that doesn’t want to be slowed down by writing and mailing checks to pay bills, reading an entire newspaper to be informed, or plodding thru the phonebook to find a number. They want their info fast, hassle-free and on their own terms. Scheduling a doctor’s appt. weeks in advance and reading med literature to investigate prescription drugs are tedious and time-consuming. Those seeking medical information most likely to begin with Google. CMPI took a snapshot of the first three pages for a prescription drug search on Google. Users tend to stop by the third page of the search results. 2005 Pew study places average depth at 1.9 pages. Found that info prominently displayed in search engine results were not only misleading and confusing, but dangerous for patients. Results dominated by websites paid for and sponsored by either class action law firms or legal marketing sites searching for plaintiff referrals. Other sites were sponsored by groups or individuals selling “alternatives”, presented in a way that sites appeared legitimate but had no medical authority whatsoever. Important to verify sources! Crestor and Avandia examples. 

Slide 33:

Critical appraisal – explain study types with RCTs being “gold standard”. Evidence pyramid.

Slide 34: 

a) UNC: critical appraisal

b) NIH: Research results for the public

c) NIH RCDC – click on categorical funding
d) WebWatch Guidelines

e) Health Ratings

f) Healthy People Library Project - resources for informing the public about health research, with the ultimate goal of enabling people to make healthier choices from advances that emerge from the research

Slide 35:

Show search example in each using disease or condition:

a) Kosmix

b) Healthline

c) Vimo – health insurance quotes
d) Hakia

e) Healia

Slide 36:

INTERACTIVE SESSION(S) OPTIONS:

1) Enter patient information (either personal or made-up) in Health Vault (Microsoft): http://www.healthvault.com/ - have to sign up for Live ID OR

2) Google: http://www.google.com/health OR iHealthRecord OR MyHealthFolders.com

3) Exercises? Using resources to answer questions

4) Understanding research by comparing papers, studies and levels of evidence
5) Potter Method for Ethical Decision-Making – use of scenarios to analyze
6) Google Health Worst Case Scenarios: group discussions of scenarios: http://in3.org/articles/gh2018worst.html
7) Breach notification scenarios: group discussions of scenarios: http://journal.ahima.org/2010/02/01/breach-notification-scenarios/
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