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Survey method: Invitations were sent via email to several online discussion groups. Over 50 people responded, including citizens who attended a November Obama-sponsored house meeting, medical writers, physicians and parents. Most participants hold advanced degrees. As a discussion topic, health care evoked passionate, respectful yet vigorous debate!

Summary method: Individual responses were summarized in Excel, then reviewed for common themes. A graph of survey answers from Sermo, an online doctor’s network, is attached separately. 

Words of wisdom to guide the process: “Be glad that many people disagree with you. I never learned anything from someone who agreed with me. I have learned a lot from those who did not.” “Consensus building is an art with few masters. We must glean from the many opinions those which bring people together.” “When you have doctors saying they won’t encourage their own kids to go into the medical profession, because it’s more about business than medicine, you’ve got a serious problem.” “Nothing will change unless there’s serious overhaul of the system from the ground up. That base is strong, maintainable, financially viable primary care.”

“We all live on this beautiful lifeboat together: Planet Earth. … When we each do a little better, it raises quality of life for everyone.” “People engage in self-destructive behavior when they are unhappy.” “Current system doesn’t foster responsibility for health…it offers much intervention and there’s a pervasive magic bullet mindset. System-wide investments are needed.” “Other countries have guaranteed health care, not guaranteed health insurance.” “Coverage does not necessarily mean access to care. Unless Mr. Daschle & others get this message, it will be a fruitless effort.” “People in need should have access to care, and a civilized society should care for its citizens, especially the most vulnerable.” Compared to other countries, “we’re paying too much for too little.” “The basic argument for socialized vs. unsocialized medicine is ‘WITT’ vs. ‘YOYO’: ‘We’re In This Together’ or ‘You’re On Your Own.’” “It’s an odd artifact, not God’s law, that health care is provided by employers.”

A. Biggest problems in current healthcare “system”: Several put “system” in quotes. 

Cost is the major factor: overall cost of care, and cost of health insurance. These are two separate factors. Costs affect the economy as a whole; small businesses in particular. 

1. Cost of care is hard to determine or to anticipate. Many stakeholders have a profit motive. There is lack of communication. First, doctors don’t have time to listen to patients. Second, the system is complex, with many new innovations in health care in the last decade. Consumers have difficulty judging necessity, safety, risks, benefits & costs in tests, procedures & medications. It’s hard to find quality providers & facilities. One doctor feels “patients and physicians have become strangers to the honest financial transaction of purchasing and providing healthcare services.” Health care must be properly valued by consumers & payers so it can be properly used. Consumers, providers & payers must be on the same page to establish a successful system.

a. “System errors.” Inefficiency & bureaucracy: lack of universal access to records, complex billing and coding mandates for doctors (which will get worse with ICD-10), Defensive medicine & need for liability/tort reform. It’s not just doctors who cite this as a concern. 

b. Examine individual components that contribute to the cost of care. These can be categorized by type and site of care (preventive, office-based, hospital, emergency, ancillary, long-term care, radiology/lab, drugs). Some cost components shouldn’t be cut: healthcare worker salary/benefits, facility costs (more facilities may reduce wait times). 

c. Drug prices are a major difficulty. “The pharmaceutical industry has spent billions lobbying government officials. They need to realize the party is over.”  

2. Insurance coverage: “When the cost of health insurance & benefits outweighs the cost of the components in production of a car, there’s a huge problem.” There is no safety net, and often no healthcare affordable/available for those who most need it: the poor, seniors, children, and the sick. Insurance companies are too involved in choice of doctors & the doctors’ choice of treatment. Some people are locked into jobs or marriages for the healthcare benefits. COBRA is too expensive after job loss. Pre-existing conditions need to be covered. 

3. Primary care compensation for primary care providers is a major concern among primary care and specialty practitioners alike. Two instances were cited of doctors making less than hairdressers or auto workers. Continuity of care is important.

4. Prevention is underutilized. It costs much more to treat advanced, preventable diseases.
B. How are doctors or hospitals chosen?

1. “This is an infuriating question.” Insurer or geography often limits choices, and forced referrals may result in poorer outcomes. Referral from a trusted source is often better received. Most people choose based on word of mouth, insurance networks, family/friends/neighbors, or recommendations of one’s own doctor or acquaintances who work in healthcare. One person points out that neighbors’ recommendations may be a poor guideline. Another asked a dentist for a gynecology recommendation.

2. A few people have used online resources for information. These include: jointcommission.org and hospitalcompare.us.gov for hospital choice, vitals.com for physician choice (although this was criticized for inaccuracy). GLMA.org for providers comfortable with GLBT issues. 

3. Volunteer clinics for uninsured; a musician-artist couple uses a musician’s clinic & an Artdocs clinic funded by annual art sale of donated work. 

C. How can public policy promote quality? Most people, both practitioners & citizens, feel care is generally of high quality in our country. Most healthcare workers (HCWs) are hardworking, knowledgeable and sincere. Don’t exaggerate problems that aren’t there. Quality is less of an issue than access to care.

1. Coordinate care. Develop a universal medical record. Create uniform, computerized record-keeping. Ensure doctors & facilities have accurate, complete information to ensure proper diagnosis & treatment, as well as patient identification, address, phone numbers, contact persons, power of attorney, insurance information, health history. This requires standards, attention to detail in care & reporting, uniformity of execution. 

2. Develop a citizen number that is separate from social security number for data reporting, billing & record-sharing, and to reduce identity theft:. 

3. For payment processing: Barcode insurance cards with policy details. “We can do this in retail; why not make it easier for patients, hospitals, clinics?” Require electronic reimbursement for hospital or provider costs: ACH, not check

4. Use Electronic Medical Records (EMRs) to document what’s actually done, instead of enslaving doctors to the corporate coding/billing scheme. EMRs are NOT ready for primetime & will NOT result in great savings soon. Few EMRs can communicate with each other. 

5. For hospital/provider data reporting: who will pay to develop, install, train & implement the systems that collect & supply data?  For small practices, the investment to document efficiency will outweigh gains in payment, thus information technology (IT) upgrades must be aided financially for primary care providers to ensure the practices’ survival. 

6. Promote consumer advocacy, involving general public, providers, professional associations, corporations. “We need a more adversarial structure in healthcare.” Examples: boards to oversee physician prescribing practices, regulate drug costs, provide information about doctor success & failure. “It’s harder to judge a doctor’s success than a mechanic’s.” Weed out bad practitioners.

7. Open competition among drug & equipment market, physicians, hospitals.

8. Provide more standardized measures, explain the limits & meanings of the standards, and transparency of those measures for consumers, e.g. what is quality care, who provides it. Define parameters of quality: not just cost per drug, frequency of emergency visits or cost of outpatient care. Develop policies that promote citizens’ rights to access quality care. 

9. Educate consumers on how to locate & use existing info—there are too many government departments & other websites to navigate! Promote resources that rank quality of long-term care & hospitals. Use info technology & market mechanisms.

10. Overregulation can stifle innovation. Underregulation breeds dishonesty, poor quality & quackery. The devil’s in the details. 

11. Don’t increase the onerous burden of “quality” certifications for providers. They already have board certification and licensure. (This is expressed by both patients & providers)

12. Regulate how insurance is structured. 

13. Biomedical & drug research should be done by disinterested, unbiased parties. Scientists, not marketers, need to design drug trials. Many trials that needed to be done, weren’t.

14. A nationalized healthcare system could negotiate bulk drug prices with Pharma companies and determines which meds need to be offered, and regulate drug testing. This should not prohibit use of brand-name meds.

15. Promote evidence-based medicine, “which is in its infancy.”

D. Problems paying bills and insurance premiums.

1. Anecdotes:

a. One doctor’s “most recent episode of preventable disease and waste of human life:” A woman in her early 40s presented with 2 months of weight loss and severe fatigue, had many abnormal blood tests and was found to have advanced metastatic cervical cancer. Due to self-employment, lack of affordable health insurance, she went without annual checkups.

b. Another uninsured person developed complicated appendicitis a week before they would have been eligible for insurance. They required a drain to be left in place for 4-6 weeks and the patient still face surgery to remove the appendix. So far, bills total $30,000. How will this person ever get out of this hole?

c. One respondent felt lucky to be insured when spouse had a heart attack several years ago. It would have devastated them financially & emotionally if they were not covered. Another’s 80 y/o relative has had chemo, monoclonal antibodies, CT scans, blood tests & other procedures that saved life: but were expensive and fortunately covered.

2. “Premiums are outrageous.” Insurance premiums at one point left respondent with no money for copays. One person is “a paycheck away” from trouble, self-employed with a spouse in a vulnerable employment sector. There are often large amounts due over the copay amount, and people pay a lot for the “privilege” of “good” insurance plans. People quoted $500 to 1400 monthly premiums for individual or family coverage. Employer may pay half to 2/3 of the cost of plans, some individuals are paying the whole amount. State health insurance pools for high-risk may be too expensive. 

3. “Do we really want to get into punishing people because they are not perfect?” It’s punitive to raise rates after an illness, to not cover pre-existing conditions, to review applications with a microscope to find an error and deny a large claim. Even for smoking or overeating, it’s punitive to make people pay more because they lack willpower to change behavior.

4. Uninsured, unemployed family members, or underinsurance for kids with chronic illnesses have necessitated borrowing from family or going without care. College kids’ health plans leave much unpaid, but are all one single mother can afford. She struggles to afford $200/month for a child’s medicine. One person’s relative with chronic asthma ends up in the ER when uninsured. Stress from lack of insurance aggravates condition.

5. Over half of doctors’ families have had trouble paying bills…they try to negotiate discounts and pay over time.

E. How should we address trouble with paying bills? Many suggestions:
1. Establish a safety net. Health care is needed by all, and basic preventive care, chronic illness maintenance care, and catastrophic care should be fairly covered. Pooled risk: eliminate or adjust underwriting for the highest-risk people. Those who most need care can’t get it.

2. Universal healthcare with fees linked to income. Government-sponsored with low or no copay.

3. Cover preexisting conditions, preventive care, autism, addictions & mental illness, evidence-based complementary & alternative/integrative medicine. But limit pay for non-evidence-based services. “Stop covering unessential medical care: cosmetic surgery, excessive end-of-life care.”

4. Reduce “layers of profit” from docs/pharmacy/therapy/nurse/lab/rehab/drug & device manufacturers/billing & administrative companies/hospitals.

5. Change the current system which works on the premise everyone gets the care they need regardless of cost. There is little up-front attention to cost. Incentivize providers to provide most cost-effective, appropriate care. Global pay per visit so docs aren’t incentivized to add services for greater profit. Reduce malpractice premiums when providers follow guidelines.

6. We are capable of determining what’s sound, reasonable & best for populations, making compassionate or rational exceptions for individuals based on circumstances.

One person asserts, “System shouldn’t be required to pay for IVF, open heart surgery on octogenarians, or total body scans.” 

7. Allow emergency rooms to triage non-acute patients without seeing them. 

8. Increase consumer responsibility. “I can remember when people were responsible for their own health care, whether through preventive/active measures or paying for his/her own healthcare. When did it become government’s or other people’s responsibility to pay for my failure to care for myself or my bad luck?”

F. Do people want employer-based care AND a private/public option? Cost of coverage must come down: neither employers nor individuals can afford it. Many question why employers need to be involved at all (See G). This started after WWII as a way to attract skilled workers. Some feel it has evolved to be too burdensome to employers, although it might be fair for employers to pay into a risk pool. To answer the “added option:”

1. Yes, some public or private option would help, but costs must come down. “Everyone needs insurance. Being uninsured shouldn’t be a choice.” A person’s career decisions may be limited due to insurance issues. An affordable public or private plan could free entrepreneurs to start their own business. Public/private insurance may not be best for all components of care. Some favor changing health insurance to resemble home or auto insurance, where coverage only kicks in for major damage, plus an HSA for routine care. “Car care doesn’t cover oil change and tire change.” Others favor coverage for preventive care. (See H).

2. Some prefer private insurance: The more government gets involved, the harder it is to act as one’s own health advocate. Individuals must manage their own care decisions. Suggestion: allow self-employed & small businesses access to group rates of large corporations. Tighter regulation would be needed, and such insurance should be portable. State high-risk pools are too costly.

3. Some prefer greater public involvement, and see a public, affordable plan as popular for self-employed & small business. “I see the state as having a larger role in ensuring provision, supported by some form of taxation or public insurance.” Many voices favor single payer, universal health care, “where primary docs would get more & specialists less.” “Expand Medicare or develop another public plan.” Should adopt universal insurance at same time as maintaining employer-based care. We would need to manage demand for services under nationalized health care, with negative incentive for people seeking unneeded care. We don’t have the resources to provide universal coverage to all citizens (Massachussetts is an example). This needs to be implemented in stages. 

4. Some prefer abolishing insurers. “Health insurers should go away, save for those who cater to the ultra-wealthy for care above & beyond what every human requires to maintain optimal health. Why should…sick people pay for corporate jets, obscene CEO salaries, advertising, and swank headquarters buildings?” Free market to decide what to buy, what to charge, & use HSAs for outpatient care. Government could provide catastrophic care, & doctors could figure out a fair direct doc-to-patient model. Eliminate coding & billing for some outpatient services, this would lower costs and facilitate transparency between doctor & patient. 

5. Citizen needs “some skin in the game.” “If you want people responsible for their own health, they need to be responsible for some of cost.” Consumers would need help learning how to read a policy.

6. Address rising costs for employers sooner rather than later. Also, billing is costly & complicated for doctors.

7. Morality/ethics issues: Should people pay consequences of decisions and lifestyle that affects their health? Most feel coverage shouldn’t be denied to those with health problems or genetics beyond their control. We are all susceptible to diseases, including some exacerbated by lifestyle choices--but many lifestyle choices are influenced by genes (obesity, addiction). Shared risk: “We are all in this together.” 

8. A dose of cynicism: “It doesn’t make a hill of beans. It’s a disaster waiting to happen to mandate coverage without a clue how to pay for it.”

G. What should employers’ role be in a reformed system? Opinions varied.
1. Employers shouldn’t pay for insurance, in the view of half of respondents. “Employer-sponsored insurance is a drag on productivity & the economy,” “detriment to our global competitiveness in industry.” With employer-based insurance, employers have an incentive not to hire high-cost workers; moreover, loss of a job is double jeopardy: no income, no health coverage. As an alternative, employers could increase wages so individuals can buy their own plans, deducting the cost of the plan from paychecks. At least one primary care doctor can’t afford to provide insurance for employees, & hires part-time employees with other coverage. 
2. Employers could pay a “goodly” sum into the pot, but not the “obscene” amount currently paid. Contribution based on wages to support universal catastrophic coverage. Small businesses should be able to join together to get the large-business discounts; they are vulnerable. Contribution by self-employed based on taxable income, and HSA-based system with high deductible for routine care. Self-employed shouldn’t be penalized with unfair costs because they choose to have own business. Premium increases should be limited. Consider voucher-based system for individual choice of insurance. Employees shouldn’t be forced to choose from the employer’s health plan. 
3. National competitive pool of private health insurance companies would reduce monopolies in states where only one or two payers (e.g. “Blues Brothers”) available to independently employed individuals, and those can raise premiums without justification.
4. Employers could deliver wellness programs. Monetary reward for compliance or penalty for non-participation.
5. Employers could be mandated to provide time off for preventive care, and mandated to provide insurance coverage of effective or useful prevention near 100%.
6. Promote healthier workplace environment & a living wage. Many people work excessive hours, at an excessive pace, trying to do the work of 4 people after mass layoffs. We need standards for salaried workers, too. Work stress from internal/external customer demands, anxiety from lack of job security, and repetitive motion injuries are draining the economy.

H.  Is preventive care up to date? Suggested policy to promote prevention:

1. Most respondents are up to date on prevention.
2. Public policy roles:
a. Communication to ensure people are well-informed about recommended screening.

b. Providers need to streamline screenings.

c.  Expand accessibility of preventive services in rural and underserved urban areas. Provide grants to community-based programs. Publicize such programs.

d. Cover prevention at 100% to increase compliance, since screenings are unpleasant. Mandate employer coverage and/or time off from work.

e. Public health could take over vaccines, mammogram, Pap, prenatal care. The cost to the public for these is much less than the cost to society for late-stage or preventable diseases in those without insurance. Proven public health initiatives should be removed from insurance and publicly financed for all.

f. Public policy without an educated public & proper primary care reimbursement is WORTHLESS.

I. How can public policy promote healthier lifestyle?
1. This is a rhetorical question, akin to: “How can public policy promote morality?” One person felt not all obese have “chosen” their circumstances. “We’re a car-dependent culture, with inadequate access to fresh, healthful food lack of honest non-corporate nutritional training for most of the population, lack of safe outdoor space for many, especially lower-income.”

a. Incentives: reimburse health care expenses at higher rates for patients who are doing their best to manage health and adhere to recommended care; higher taxes on products that promote unhealthy habits; tax deductions to people who meet certain criteria, e.g. maintain healthy weight, don’t smoke, test negative for illicit substances, no DUIs, get all preventive tests/care). 

b. Media: Stop advertising & publicizing unhealthful things! Cigarettes, fast food, junk food, beef, milk, unhealthy lifestyles, celebrity degradation with partying & high-flying lifestyles, DTC (direct-to-consumer) drug ads. Advertise healthful things: good lifestyle habits.

2. Improve quality of life for Americans. “People engage in self-destructive behavior when they are unhappy.” Reduce poverty. Indulgences offer some sense of control: you can’t control your boss, educational level, credit debt or right to marry same-sex partner, but can choose to smoke, eat junk food or have unsafe sex. 

3. Lifestyle problems occur in a community context. We must address context first: health of community, not just individuals. Both individual & community must take responsibility for health, and the current system doesn’t foster that; it offers a lot of medical intervention and “magic-bullet mindset.” We need system-wide change: access to affordable, nutritious food, encourage physical movement e.g. bike paths, community-based prevention, mental health support, and better workplace conditions. Promote community garden & cleanup projects near healthcare facilities.

4. Provide education. Intelligent education/information campaigns, using the marketing strategies for-profits use.  Smoking cessation & assistance, reduce obesity, social norms campaigns around alcohol & drugs. In Germany, the socialized health program reimburses for gym membership if “stamps” by the receptionist confirm exercise a given number of times per week. Health education in schools.

5. Better urban infrastructure: public transportation & city design to reduce environmental irritants. Get affordable produce into inner cities. 

6. Wellness programs for public aid recipients, in partnership with providers. Should pay for health services “in-kind” by using them to staff clinics or for other duties, to extend limited health care dollars and give them a sense of value to their benefits.

7. Regulate pharma industry to decrease direct access to patient. Focus on reliable products, not profits. Ban DTC ads; too many meds are promoted for things that aren’t problems or can be treated without drugs. Also eliminate door-to-door advertising by reps, which seems “so ineffeicient & 19th century.”

8. Preventive care. (see H). 

9. Cover complementary & alternative therapies with proven effectiveness. 

J. Other anecdotes & food for thought

1. Health care in America, in other countries, and for immigrants

a. Most Americans don’t like the system but are happy with their own insurer, about 80%. Milbank.org/quarterly/8404feat.html. Americans are generous in times of crisis but lack compassion in everyday situations. We react strongly to rationing, which happens with nationalized insurance. Currently, we do have rationing--based on “ability to pay.”

b. Canada: A number of Canadians are satisfied with system, but some come south for care in US. A Canadian states: “Why should healthcare be a commodity? Is it not a human right?” Canadian primary care docs reportedly not happy. Book citation: “Canadian Medicare: A Road to Serfdom” by William E. Goodman, MD. 

c. United Kingdom.: Most British are satisfied with NHS, as cited in “Social  Trends”. UK healthcare funded by employee contributions, but free at point of care. 

d. Germany: someone who lived there a year was happy with system, 11% of paycheck was deducted for health insurance from all people, care was excellent. It works when all people, healthy & sick pay into system.

e. Other European: having “crunches,” not disasters.”  Not perfect, not awful.

f. Some have bribe-based systems superimposed on national health insurance. To reduce waits or get a desired procedure or test, you pay under the table. 

g. Immigrant care: immigrants who come here to have babies drain our system but also bring diseases to which U.S. citizens may not be immune. Bill Mexico or other countries for their citizens who get care here.

h. Anecdotes in U.S. & abroad about overmedication, hospital discharge too soon, not enough attention to prevent bedsores, monitor serious conditions, manage dementia patients.

2. Limitations of surveys: Most population-level surveys report people in our country (Medicare) or elsewhere (e.g. Canada, Britain) are happy with their system; but many individual anecdotes about the bad aspects of systems (long waits, need to bribe HCWs). Can’t determine policy based on anecdotes.

3. Certain risks & costs must be spread over entire population so society can function well.

4. Medical education: 

a. Lower the cost of medical education. Can’t increase primary care workforce with docs 6 figures in debt.

b. Medical education via CME units, podcasts, webinars would give better info to practitioners than door-to-door drug reps. Recommend professional associations of doctors & pharmacists (e.g. AMA, A Ph A) to propose a better way to get info on drugs.

5. Promote equality, 

6. Cynicism due to major obstacles: 

a. Liability reform won’t happen with trial lawyers & democrats in power. 

b. Pharma, insurance & for-profit healthcare sectors are against change; they make too much profit. (Non-profits also accrue profits, one person says “get nonprofits out of healthcare”). Other types of businesses favor change. First step for Congress is to ban all medical lobbying. Pharma will have to face & accept competition from Europe & elsewhere. Need to monitor for unethical business practices.

c. Market forces can trump regulations. In one state, when MRI first came out, a regional board to determine need for expensive equipment, hospital beds, etc. This system fell apart as each hospital demanded MRI for customer service & revenue. Competition didn’t drive cost down, as there was not enough volume to lower unit pricing.

7. Make insurance plan rules uniform, and post rules for prior auth & med/service authorization on insurance website for transparency.

8. One doctor suggests: require patient to see primary care before seeing specialist.

9. Include complementary & alternative medicine in prevention, cost-savings & access discussions, and insurance coverage. 

