The Canny Consumer: Resources for Consumer Health Decision-Making

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 institution’s capabilities including the storage and exchange of electronic health information, the rise of electronic medical records (EMRs) and personal health records (PHRs), e-prescribing, 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 following are resources to assist consumers to navigate the health care system:

· Choosing a Physician, Hospital

· Talking to Your Doctor

· Health Insurance

· Electronic Medical Records (EMRs) and Personal Health Records (PHRs)

· Wellness and Nutrition

· Patient Safety

· Health 2.0

· Evaluation of Health Information on the Web

· Finding Evidence/Research

· General Knowledge and FYI

Choosing a Physician, Hospital
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Choosing a doctor based on superficial criteria is not a good idea. Social networking sites like Yelp, which has a section where users can post their experiences with physicians, are increasingly popping up on the web. Insurance companies will often provide directories of their physicians, but patient reviews are often skewed because those most likely to post either love their doctor or hate their doctor. A full picture of a physician’s background would include where they went to school, how many years they’ve been in practice and any Board-certified specialties. Ideally, a patient searching for a particular specialty or procedure would be able to find information on how many times a particular procedure had been done by the physician. This often is a better indicator of quality as bad doctors often have many healthy patients and good doctors have patients that didn’t make it.  
According to MedlinePlus, We all want high-quality health care, but it's hard to know how to choose. There are many things to consider, including

· What your insurance covers 

· Whether a healthcare provider or service is accredited 

· The location of a service 

· Hours that the service is available 

· Whether you like a healthcare provider's personality 

Resources:
Directories:

· American Medical Association Doctor Finder: https://extapps.ama-assn.org/doctorfinder/recaptcha.jsp 
· American Board of Medical Specialties: http://www.abms.org/
· Federation of State Medical Boards: http://www.fsmb.org/directory_smb.html 

· American Hospital Directory: http://www.ahd.com/
· U.S. Department of Health and Human Services: Hospital Compare: www.hospitalcompare.hhs.gov
· HospitalLink: http://www.hospitallink.com/index.php 

· Joint Commission Quality Check: http://www.qualitycheck.org/consumer/searchQCR.aspx
· National Association for Home Care: How to Choose a Home Care Provider and Home Care and Hospice Agency Locator: http://www.nahc.org/Consumer/coninfo.html

Social Networking Tools: Rating Physicians:
· RateMDs.com: http://ratemds.com 
· Vitals.com: http://vitals.com 
· DrScore.com: http://drscore.com 
· HealthGrades: http://www.healthgrades.com 

Choosing a Physician/Hospital:

· Book: America’s Top Doctors – peer-nominated. 2004 edition available on Google Books. Newer editions available in larger public libraries and some health sciences libraries.
· Book: AHA Guide to the Health Care Field - Content includes hospitals, health care systems, networks, group purchasing organizations, ambulatory surgery centers, and other health related organizations. Available at health sciences libraries and some larger public libraries.
· U.S. News and World Report: Best Hospitals Annual Ratings: http://health.usnews.com/best-hospitals 

Advice:

· Agency for Healthcare Research and Quality (AHRQ): Choosing a Doctor: http://archive.ahrq.gov/consumer/qnt/qntdr.htm 
· Wikipedia Document Difference Between MD and Osteopath: http://en.wikipedia.org/wiki/Comparison_of_allopathic_and_osteopathic_medicine 
Recognizing High-Quality Health Care (from Dr. Clancy’s web column AHRQ) 
To achieve the best possible results, health care quality is:

· Doing the right thing (getting the medicines, tests and counseling you need)

· Doing it at the right time (when you need them) and 

· Doing it in the right way (with your health care providers using the appropriate test or procedure)
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Resources
· MedlinePlus Health Topic: Talking with Your Doctor: http://www.nlm.nih.gov/medlineplus/talkingwithyourdoctor.html
· Partnership for Clear Health Communication and National Patient Safety Foundation AskMe3: http://www.npsf.org/askme3 
· Harvard Med School Family Health Guide When You Visit Your Doctor: http://www.health.harvard.edu/fhg/doctor/doctor.shtml 
· National Institute on Aging: Talking with your Doctor: A Guide for Older People: http://www.nia.nih.gov/HealthInformation/Publications/TalkingWithYourDoctor/ 
· American College of Surgeons: Giving Your Informed Consent: http://www.facs.org/public_info/operation/consent.html 
· Following the Clues: A Visit to the Doctor and Library – University of Nebraska McGoogan Library of Medicine: http://www.unmc.edu/library/clues 
· CBS News: 5 Things Women Must Share with Their Doctor: http://www.cbsnews.com/video/watch/?id=1868119n 

· AHRQ: Getting Involved for Better Health Care: http://www.ahrq.gov/audio/21stCentury/21st_century.mp3 

· Questions are the Answer: http://www.ahrq.gov/questionsaretheanswer/level2col_1.asp?nav=2colNav00&content=09_0_videos 
· American College of Physicians: Issue of Health Literacy: http://foundation.acponline.org/hl/hlvideo.htm 
· Medical mistakes occurring in hospitals account for an estimated 44,000 to 98,000 deaths each year or a minimum of 120 deaths per 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. A new campaign encourages people to become more active by asking questions. There is a 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. 
· Issue of Health Literacy and the Importance of Knowing What the Doctor is Talking About:

Most people remember less than half of what the doctor tries to explain if typical. It is estimated that 90 million Americans are unable to adequately understand basic health information and it affects people of all ages, races, income and educational levels. Health illiteracy is especially prevalent among the elderly and 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. Compounding the problem, doctors fail to speak to patients 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. A study in the Journal of General Internal Medicine of over 2500 elderly people, found that those with limited health literacy were nearly twice as likely to die in a five year period as were those with adequate health literacy. This held true even when age, race, socioeconomic factors, current health conditions, health care access and health-related behaviors were taken into account. Health illiterates were three times more likely to misunderstand warnings than the more literate.
Medication Examples from the Study:
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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

Health Insurance
From Wikipedia: The term health insurance is generally used to describe a form of insurance that pays for medical expenses. It is sometimes used more broadly to include insurance covering disability or long-term nursing or custodial care needs. It may be provided through a government-sponsored social insurance program, or from private insurance companies. It may be purchased on a group basis (e.g., by a firm to cover its employees) or purchased by individual consumers. In each case, the covered groups or individuals pay premiums or taxes to help protect themselves from high or unexpected healthcare expenses. Similar benefits paying for medical expenses may also be provided through social welfare programs funded by the government.

Health insurance works by estimating the overall risk of healthcare expenses and developing a routine finance structure (such as a monthly premium or annual tax) that will ensure that money is available to pay for the healthcare benefits specified in the insurance agreement. The benefit is administered by a central organization, most often either a government agency or a private or not-for-profit entity operating a health plan.

Resources
· Health Insurance Resource Center (insurance terms/glossary): http://www.healthinsurance.org/glossary/default.lasso 
· Questions and Answers About Health Insurance: AHRQ: http://archive.ahrq.gov/consumer/insuranceqa/ 
· Georgetown Univ. Health Policy Institute – Consumer Guide for Getting and Keeping Health Insurance (for each state) – http://www.healthinsuranceinfo.net/ 
· American Academy of Family Physicians – Health Insurance: Understanding what it covers: understanding your health plan’s rules: http://familydoctor.org/online/famdocen/home/pat-advocacy/insurance/688.html  
· U.S. Dept of Labor – Consumer Health Plan Info – http://www.dol.gov/ebsa/consumer_info_health.html 
· Foundation for Health Coverage Education – Health Care Options Matrix Guide and State by State Application and Enrollment Database: http://www.coverageforall.org  
· Medicare: http://www.mymedicarematters.org
· Medicaid and Uninsured: Medicare Part D: http://www.kff.org/about/kcmu.cfm 
· Appeals and Disputes

· Appeals process – Patient Advocate Foundation – http://www.patientadvocate.org/index.php?p=13 
· Handling Health Plan Disputes Kaiser Family Foundation: http://www.kff.org/consumerguide/7350.cfm 
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Electronic Medical Records and Personal Health Records (EMRs and PHRs)
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 HealthVault 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.

(Scientific American News, August 19, 2008)
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.
(AMIA website GotEHR?: https://www.amia.org/content/got-ehr)
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MLA/NLM Taskforce:
Assistance Statement:
    For quality health information, connect to National Library of Medicine’s MedlinePlus for patients, families, and the public http://medlineplus.gov/, Resources for Health Consumers http://www.mlanet.org/resources/consumr_index.html or a Top 100 List ranked by medical librarians http://caphis.mlanet.org/consumer/.
     Medical librarians can help you find other health information. To find a medical librarian near you, call 1-800-338-7657 or view http://www.nlm.nih.gov/medlineplus/libraries.html. Librarians will not provide personal medical advice, but they will find trusted information about drugs, conditions, procedures, lab tests and other health topics.
Resources
· MedlinePlus Health Topic: Personal Medical Records: http://www.nlm.nih.gov/medlineplus/personalmedicalrecords.html
· American Health Information Management Association: AHIMA research PHR tools and services: http://www.myphr.com/ 
AHIMA is producing standards for PHRs and maintains a website that provides information on more than 60 PHR products, both commercial and freeware. 
· American Medical Informatics Association: AMIA EMR national initiative: https://www.amia.org/content/got-ehr 
Getting a Copy of Your Medical Records

· HIPAA, the Health Insurance Portability and Accountability Act requires health care providers, health plans and health care clearinghouses to allow you access to your medical records. Notices you receive from them must include information about how you can obtain copies of your medical records. It is advised that you make the request in writing. For sample letter, see http://www.privacyrights.org/Letters/medical2.htm  
· Medical records privacy: Privacy Rights Clearinghouse (federal privacy act of 1974): http://www.privacyrights.org/fs/fs8-med.htm 
· If you are denied access, you can file a complaint with U.S. Department of Health and Human Services Office of Civil Rights, http://www.hhs.gov/ocr 
Some Prominent EHRs/PHRs
· iHealthRecord: http://www.ihealthrecord.org/ 
· Google Health: http://www.google.com/health
· Microsoft’s HealthVault: http://www.healthvault.com
· MyHealthFolders.com: https://myhealthfolders.com/
· MedlinePlus Connect: http://www.nlm.nih.gov/medlineplus/connect/overview.html 
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Chronic diseases accounted for 5 of the leading 6 causes of death in 2002 in the United States. The prolonged illness and disability associated with many chronic diseases also decreases the quality of life for millions of Americans. Much of the chronic disease burden is preventable. Physical inactivity and unhealthy eating contribute to obesity and a number of chronic diseases, including some cancers, cardiovascular disease, and diabetes.

People who are obese are at increased risk for heart disease, high blood pressure, diabetes, arthritis-related disabilities, and some cancers. The estimated total cost of obesity in the United States in 2000 was about $117 billion. Promoting regular physical activity and healthy eating and creating an environment that supports these behaviors are essential to addressing the problem.

Research shows that good nutrition can help to lower people’s risk for many chronic diseases, including heart disease, stroke, some cancers, diabetes, and osteoporosis. However, a large gap remains between healthy dietary patterns and what Americans actually eat. In 2005, only one-fourth of U.S. adults ate five or more servings of fruits and vegetables each day.
Resources
· MedlinePlus Health Check-up Checklist: http://www.nlm.nih.gov/medlineplus/healthcheckup.html
· Screenings: Healthfinder: http://beta.healthfinder.gov/prevention/ViewTopic.aspx?topicID=20&areaID=1 
· Screening Tests from AHRQ: for Men: http://www.ahrq.gov/ppip/healthymen.htm 
· Screening Tests from AHRQ: for Women: http://www.ahrq.gov/ppip/healthywom.htm 
· U.S. Department of Agriculture: MyPyramid: http://www.mypyramid.gov
· National Agricultural Library: Nutrition: http://www.nutrition.gov
· American Dietetic Association: Eat Right: http://www.eatright.org (with evidence and analysis)
· Department of Health and Human Services: Dietary Guidelines: http://www.health.gov/DietaryGuidelines/ 
· Wellness Information Zone: Libraries for the Future and the Humana Foundation: http://www.wellzone.org/ 
· “Real Men Wear Gowns” : http://www.ahrq.gov/healthymen/videos/MenInGowns_30_captions.wmv 
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Are You Body Literate?
Dr. Neil Shulman, real life “Doc Hollywood”, coined the term, body illiterate – respecting the doctor inside our own body. He believes 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. For more information, see http://redlightwarningsignals.com
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. Health literacy 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. A 2003 survey of health literacy 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. Data from National Assessment of Adult Literacy, 2007 National Healthcare Disparities Report can be found here: http://www.ahrq.gov/qual/nhdr07/nhdr07.pdf 
To learn more about the survey, look here: http://nces.ed.gov/pubs2006/2006483_2.pdf 
· Another Fantastic Resource Alert!!
Dr. Clancy Guides from AHRQ: http://www.ahrq.gov/consumer/cc.htm 
AHRQ Director Carolyn Clancy, M.D., has prepared brief, easy-to-understand advice columns for consumers to help navigate the health care system. These advice columns will address important issues such as how to recognize high-quality health care, how to be an informed health care consumer, and how to choose a hospital, doctor, and health plan.  Check back regularly for new columns. New columns are also available as RSS feed.
Dr. Clancy, a general internist and researcher, is an expert in engaging consumers in their health care.
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Remember, Medical Studies Indicate Most 
People Suffer a 68%Hearing Loss When Naked
Patient Safety
· What are Medical Errors?

Medical errors happen when something that was planned as a part of medical care doesn't work out, or when the wrong plan was used in the first place. Medical errors can occur anywhere in the health care system: 

· Hospitals
· Clinics 

· Outpatient Surgery Centers
· Doctors' Offices 

· Nursing Homes
· Pharmacies 

· Patients' Homes
Errors can involve:

· Medicines
· Surgery 

· Diagnosis 

· Equipment
· Lab reports
They can happen during even the most routine tasks, such as when a hospital patient on a salt-free diet is given a high-salt meal.

Most errors result from problems created by today's complex health care system. But errors also happen when doctors and their patients have problems communicating. For example, a recent study supported by the Agency for Healthcare Research and Quality (AHRQ) found that doctors often do not do enough to help their patients make informed decisions. Uninvolved and uninformed patients are less likely to accept the doctor's choice of treatment and less likely to do what they need to do to make the treatment work. 
Resources
· 20 Tips to Prevent Medical Errors: http://www.health.state.ny.us/nysdoh/healthinfo/20tips.htm 
· Patient Safety Primers and Patient Safety Network from AHRQ: http://psnet.ahrq.gov/ 
· Patient Safety Tools – 17 Toolkits: http://www.ahrq.gov/qual/pips 
· Virginia Commonwealth University Patient Safety Resources: http://www.library.vcu.edu/tml/bibs/safety.html 
Informed Health Care Decisions
Resources
· Center for Information Therapy – their vision is to make sure every health care decision is informed. Foundation for Informed Medical Decision Making: http://www.informedmedicaldecisions.org/ 
· Shared Decision-Making/Decision Aids – special issue of journal: Medical Decision Making, September/October 2007: http://mdm.sagepub.com/cgi/rapidpdf/0272989X07307272v1 
· Healthcare 411 podcasts: http://www.healthcare411.ahrq.gov/ 
· PatientInform: http://www.patientinform.org
· PubMed Health: Comparative Effectiveness: http://www.ncbi.nlm.nih.gov/pubmedhealth 
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Health 2.0
Two very visible personal health care records platforms have debuted. Below is a comparison of the features of Google Health and Microsoft Health Vault from the e-CareManagement blog: http://e-caremanagement.com/a-first-comparison-of-google-health-and-ms-healthvault/
A High Level Comparison
Google Health and Microsoft HealthVault Personal Health Information (PHI) Platforms
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Some Common Challenges
Gaining consumer trust — avoiding a fatal mistake of a PR disaster through a security breach or violation of confidentiality (real or perceived)

Using carrots and/or sticks in working with complementors?

Using carrots and/or sticks in trying to extract data from health care incumbents?

Growing the overall size of the network
Adding useful applications, whether from GH or HV themselves, or with 3rd party complementors. 

Bottom line: more similarities than differences.  It’s early. The platforms are flexible and will evolve…stay tuned.
· More analysis is available on the above website.
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Resources
· Microsoft HealthVault: http://www.healthvault.com
· Google Health: http://www.google.com/health
· MySpace: http://www.myspace.com 

· Flickr: http://www.flickr.com  
· YouTube: http://www.youtube.com 

· Sixuntilme Vlog: http://www.sixuntilme.com/ 

· DailyStrength.org: http://www.dailystrength.org 

· OrganizedWisdom.com: http://www.organizedwisdom.com  
· Medpedia: http://www.medpedia.com
· Wikipedia health topic example: Asthma: http://en.wikipedia.org/wiki/Asthma
· eHealth Initiative: http://www.ehealthinitiative.org/ 

· Patients Like Me: Patients Like Me: http://www.Patientslikeme.com
· David Rothman’s list of medical wikis: http://davidrothman.net/list-of-medical-wikis/ 

· Report: Expanding the Reach and Impact of Consumer e-Health Tools, June 2006: http://www.health.gov/communication/ehealth/ehealthTools/default.htm 

· LibGuide on EMR/PHR from NN/LM SE/A: http://seaguides.hshsl.umaryland.edu/emr 

Evaluation of Health Websites




Resources

· MedlinePlus Guide to Healthy Web Surfing: http://www.nlm.nih.gov/medlineplus/healthywebsurfing.html
· Evaluating Internet Health Information: Tutorial from National Library of Medicine: http://www.nlm.nih.gov/medlineplus/webeval/webeval.html
· National Cancer Institute: Is This News Story True?: http://understandingrisk.cancer.gov
· Federal Trade Commission/Food and Drug Administration: How to Spot False Claims Section: http://www.ftc.gov/bcp/edu/pubs/consumer/health/hea07.shtm 
· DISCERN Instrument: Evaluating Consumer Health Information: http://www.discern.org.uk/discern_instrument.php 
· Full Frontal Scrutiny: http://www.frontgroups.org
· Center for Medicine in the Public Interest: http://www.cmpi.org/ 
· Center Report on Insta-Americans: http://www.cmpi.org/PDFs/Reports/insta-americans.pdf 
Finding Evidence and Research

                                                    


Critical appraisal is a process used by various healthcare professionals (and others) to ascertain the level of evidence available in the professional literature on a particular health topic. A good working definition of critical appraisal is:
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	The process of assessing and interpreting evidence by systematically considering its validity, results and relevance.
http://www.sahealthinfo.org/evidence/c.htm
Resources


· University of North Carolina: Critical Appraisal: http://www.hsl.unc.edu/Services/Tutorials/EBM/Supplements/QuestionSupplement.htm 
· National Institutes of Health: Research Timelines Fact Sheets: http://report.nih.gov/NIHfactsheets/  
· NIH Office of Portfolio Analysis and Strategic Initiatives (OPASI) – The Research, Condition and Disease Categorization (RCDC): http://rcdc.nih.gov/ – what NIH is funding, progress of diseases, conditions, etc.

· Consumer Reports Webwatch Guidelines: http://www.consumerwebwatch.org/consumer-reports-webwatch-guidelines.cfm - Joint Project of Consumer Reports Webwatch and the Health Improvement Institute – unbiased ratings: http://www.HealthRatings.org
· Healthy People Library Project: http://healthlit.org
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· Kosmix: Right Health: http://www.kosmix.com/health 
· Healthline: http://www.healthline.com
· Comparison Shopping for Health Insurance: Vimo: http://www.vimo.com
· Hakia: http://www.hakia.com 

· Healia: http://www.healia.com/                                                                                                                              
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