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LEGISLATIVE DIRECTIVE

The Health Care Consumer Advisory Board was assembled according to the following man-
date of the 1997 Legislature:

The Patent Protection Act of 1997
The Consumer Advisory Board “shall advise the commissioners of health and commerce on
the following: (1) the needs of health care consumers and how to better serve and educate the
consumers on health care concerns and recommend sclutions to identified problems; and (2)
consumer protection issues in the self-insured market, including, but not limited to, public
education needs. The board also may make recommendations to the legislature on these
issues . . . The commissioners of heaith and commerce, in consultation with the consumer
advisory board and other affected parties, shall make recommendations to the legislature by
January 15, 1998, on developing a complaint resolution process for health plan companies to
make available for enrollees . . . The Consumer Advisory Board shall consider the use of
physicians by utilization review organizations, including whether only Minnesota licensed
physicians should be used for utilization review, whether appropriate types of medical practi-
tioners are being used for utilization review, and whether Minnesota’s utilization review
statutes afford adequate consumer protection. The Consumer Advisory Board may report
findings to the legislature prior to the 1998 legislative session.”

Members of the board “must be public, consumer members who: (1) do not have and never
had a material interest in either the provision of health care services or in an activity directly
reiated to the provision of healith care services, such as health insurarce sales or heaith plan
administration; (2) are not registered lobbyists; and (3) are not currently responsible for or
directly involved in the purchasing of health insurance for a business or organization.”

Hegith Care Consumer Advisory Boord
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BACKGROUND

The board began meeting in October 1997, and set their first priority according to the timeline required by the
Legsslature for developing a complaint resolutior: process. The Department of Health, in consultation with the
Board and other parties, 15 required to make recommendations to the Legislature by January 1998 on a complaint
resolution process. The board, therefore, decided their first and only task between October and the end of the year
1997 was to develop their recommendations.

Two processes were used to develop the recommendations contained herein: one was facilitated by the Department
of Health, mdmwacuﬂmhdndepmdmdy?mbmbmofﬂuboudpmpndmdnmmtof
Health's “facilitated process” which included several four-hour meetings with consumer advocates, health plan
and insurance company representatives, other business and professional representatives, and representatives from
state agencies. Board members were appoirited to be lLiaisons for relaying information between the board and the
group, and to bring back decisions under consideration by the group for board recommendations.

Secondly, the board conducted their own process, beginning with education on existing complaint resolution
processes and legislation that the Legislature considered last year Thereafter, it focused primarily on consumer tes-
timony about how the complaint process was working. The board heard testicxony from:

s roughly 30 consumers through approximately 5 hours of hearings and several written testimonies,

e health plans representatives - including Medica, the Minnesota Council of Health Plans, BHCAG. and
Federated Insurance - many of whom also participated in the Department of Heaith's meetings,

e exgerienced ombudsmen about the role of an ombudsmen program in assisting heaith care consumers, and

* representatives from the Departments of Health and Commerce presented information at the beginning and
near the end of this process, and were present throughout the process to answer questions.

There were some limitations to this process:

* The timeline was very tight. The board had little time to become established before digging into the issue of
a complaint resolution process. As a result, six, four-hour long meetings, without breaks were held.

¢ The board is aiso operating with no budget. The lack of money has made it difficult to fully administer our
work. The Consumer Protection Alliance provided help in establishing the board. After discussion, the
Department of Health agreed to provide minimal administrative support. The Alliance and the Department
of Health's assistance have been essential to its ability to carry out its responsibilities. The board thanks
them for their assistance. Additional support, however, would have improved the board'’s ability to accom-
plish its tasks.

¢ In addition, the board has not yet been able to have a real presence outside the Twin Cities metropolitan
area. Only a small number of consumers from greater Minnesota contacted the board, and as a result, the
needs of health care consumers in greater Minnesota are not well known. Members of the board who live in
greater Minnesota agreed to take responsibility for publishing information about the board in their area.

® Also, there has been no representation from communities of color. Board members have taken responsibility
for working with appomnting agencies who represent communities of color to enceurage the making of those
appcintments.

Hecaith Core Consumer Advisory Board
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OVERVIEW

Health plans currently have processés for handling consumer complaiats. There 1s some debate between heaith
plans and some consumers as to how many consumers’ needs are going unmet through existing processes. The
Minnesota Councul of Health Plans, for instance, stated that a fraction of a percent of its enrollees register com-
piaints. The board also noted the overwhelming numbers of consumers who testified that they had complaints,
many involving serious and life-threatening concemns, that they never formally registered. The board believes
that it is likely that the number of complaints registered is just the “tip of the iceberg” of the actual complaints
that exist but never come to light. Regardiess of how many consumers fall through the cracks of existing com-
plaint processes, the board heard general agreement among health plans, state regulators, and consumers that
the process should be improved in order to meet the reeds of those who are poorly served by existing practices.

A good deal of information provided by consumers was instructive as to the problems with existing processes.
Some of the problems appear to resuit from the process and others appear to be caused by other problems con-
sumers face, such as the difficuity of dealing with an illness itself. Some of the common threads noted as the
board heard from consumers included:

* consumers were not told of their rights to appeal decisions, including their rights to appeal directly to state
regulatory agencies,

* the complaint process was too lengthy and too burdensome,

* consumers are ill. in some cases seriously, which makes i* difficult for them to deal with anything other
than their illness, including engaging in a formal complaint precess,

o cohsumers were dissatisfied with the response from state regulatory agencies, and

* consumers have lost trust in their health plans, providers, as well as regulators.

SCOPE

The board considered both intemnal and external review processes, and looked at how complaints are handled
for denial of claims as well as for quality of care issues. They considered the role of providers and utilization
review in the denial of care, and the role of regulatory agencies and altemadve processes for resolving com-
plaints. The health care issues involved s wide range of problems, including denial of payment for diagnostic
tests, medical equipment, specialist care, and treatment for a variety of iiinesses. Some deniais were formaily
provided in writing by the health pian, others were communicated by health care providers on the basis of their

ing of heaith plan policies as well as cost concerns in general. The board also considered the need to
educate enrollees of federally-regulated plans to help them understand the complaint processes avaiiable to
them.

Heaith Care Consumer Advisory Boord
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ISSUES

Consumer Burdens

People are in a difficult position when they, or their nn.mwnﬁ:coa are ill. People 82&&?»_5« vulnerable
nbnoa.oao:nz drained from dealing with their iliness or that of a loved one. In some cases, they were unable

to question the authority of a Egﬁgggggggg
"égggin&ﬁﬁq nting down their complaints. Some found it difficult to even write a

formal, one-page story for the board.

Lack of Information about Righis

Nearly every consumer who testified said that they oﬂo&ﬁﬂ%&&&;ﬁnaﬁs appeal or were told b:

mcauo:noc tside the health care system - a friend, relativ o—.g&ggnﬁﬁg%ﬁi

dispute with a provider that was handled as a gggﬁgigvgkﬂg&w
laint 5o the faint was never triggered. Nevertheless, the consumer was ith their

aai g?noawai aﬁ_uaonn&uona discuss their problem. uahappy

Fuogng a Board member was the first to teil them about existing internal and external complaint process-
es. In addition, several consumers who had used, and in some cases exhausted, internal appeals processes were
38&3??&%5&33&&5%%;;%

s also unciear as to Kgomgu“ﬂﬁ?gggtgggn to have onnczma
zﬁ loctor’s office or hospital room. The of utilization review and related standards n&gi
re also of concern.

Lengthy and Cumbersome Processes

Some consumers described a bureaucratic process that required filing numerous appeals which took months to
resolve. In some cases, the patient died during the time the family was involved in a complaint process within
theur health plan or with state agencies. Some consumers who used intemnal health plan processes described
leaving messages that went unanswered, having to call back several times to get responses, not being given a
representative’ gggiigﬁigiigégaﬁ
%gﬁgégggs‘ﬂ%Sf%gég

i general, mosy consumers don't realize that they can go to the Departments of Health and Commerce with
complaints. Those who have used regulatory agencies described difficulty because they found the process o be
lengthy and bureaucratic. In addition, there is some guestion as to the extent o which the Departments of
Health and Coinmerce conduct ndependent investigations. Some consumers had the impression that state regu-
lators only reviewed quality assurance files. Consumers also complained that they were not receiving adequate

information about the findings of state regulators. Letters from the Department of Health cited data privacy :

w ggagggfgiggggsg ga&:ﬂﬁn
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the relationships between state regulatory agencies and private industry.

The Department of Conuneice testified that they do independent investigations, will obtain information and
interview whomever is required for an investigation, and will divuige their findings with the complainant. The
Department of Heaith handles disputes about complaints involving HMO coverage of a service and has a right
to inspect quality, appropriateness, and timeliness of services performed. They testified that they do not, howev-
2r, have the resources to investigate complaints to the extent that is needed.

Loss of Trust
A common sentiment expressed by consumers was that they don’t know who to tumn to because they have lost
trust. Some said they no longer trust their providers, their health plans, as well as regulatory agencies.

Hecith Care Consurner Advisory Board
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RECOMMENDATIONS

Consumer Advocacy Program

The board’s recommendations center around an advocacy program which will address several of the issues raised.
First, it will help consumers while they are experiencing problems rather than waiting until aiter the problem devel-
ops into a complaint. It will help consumers through complaint resolution processes, including helping them write
romplaints. The program will give consumers a place to go that is independent from health plans and state agencies.
thus providing them with an advocate in the stnctest sense. The advocates’ first responsibility will be to the con-
sumer. The program’s independence will foster a greater sense of frust &om rotisumers. The program will:

* be staffed by trained, experienced, independent advocates to help solw.. . ~blems in a timely way,

o have a phone number that is given to all consumers and clearly posted whes. - nsumers can find it,

* be visible through outreach, education, and communication,

* be publicly accountable to the Consumer Advisory Board or another independent entity,

* be responsible for data collection, policy analysis, and advocating for health care system wide change ,

* be accessible statewide,

* be fully funded through either an appropriation from the general fund or consumer funding through heaith
ph‘:;sﬂeumﬂy For example, one doliar per enroliee per year, or an amount to be determined by bud-
get

L
Consumer Education

There is some question as o how much responsibility consumers should bear for pursuing complaints, as well as for
communicating their concerns in order to prevent the need for a formal complaint. Consumers »10uid be encouraged
to learn as much as they can about their coverage and to leam who to call when they have complaints. In adcition,
consumers need more help thar is currently available, and health plans, regulatory agencies, the Consumer Advisory
Board, the madical profession, and an advocacy program should all educate consumers about their rights.

independent Appeais Process
Consumers need an appeais process that is neutral and is independent from state agencies ard private industry. Such
uwiependence would increase consuser trust in the process. It should also be:

o easily accessible to consuners,

* publicly accountabie to the Consumer Advisory Board or another independent enitiy,

¢ rescive complaints in a timely manner,

¢ and be fully funded.

) Heaith Care Consumer Advisory Boarg
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Strengthen the Consumer Advisory Board

The beard is mandated to provide information about the needs of health care consumers and to help educate con-
sumers about the health care system. It is also mandated by the Patient Protection Act of 1997 to consider the use of
utilization review practices and consumer protection needs in the self-insured market and report its findings to the
legislature. The board will alsc work on the issue of the lack of patient trust of the medical profession and state agen-
cies. [n order to carry out its responsibilities, the board must:

¢ conduct research and analysis,

¢ hold public hearings,

* be able to communicate with the public across the state,

» and produce reports as well as educational materials.

* The board should also heip develop and provide oversight for an independent appeals process and a consumer
advocacy program and help to demystify the health care industry.

To carry out tiis work, the board must have full funding which would be used for office space, staff, mailings, copy-
mmw!mdpudmﬁwhoudmwm

improving Health Pians’ internal Complaint Processes
The heaith pians’ customer representatives need to be adequately trained so they can educate their enrollees
about their appeal/complaint options.

M

::g‘hm including internal and external offered by state reguiators or other independent enti-
m&mpc@hmd\dmnmmpeopko{dwmmkum and to people who live in all

Wammmmwmuwuwmmmu

improving Depoartments of Health and Commerce Responses 10 Consumers
The Departments of Health and Commerce should conduct independent investigations whenever necessary and
should report its findings to the greatest extent allowable by law to the complainant.

Hedcith Care Consumer Advisory Boord
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APPENDIX - CONSUMER TESTIMONY

The followng sumumaries are taken from stories presented to the board through written and oral testimony. The
consumers’ experiences are important to understanding how the current system is working. The board thanks
ail those who shared their experiences.

Several quality of care issues were represented through these stories, including: doctors or other staff persons
igroring symptoms described by patients or their relatives, discharging patients from the hospital before they
felt ready, discharging patients without giving them adequate information on their physical status and care that
wouid be needed at home, lack of adequate and accessible follow-up care, and limited access to care in rural
Minnesota.

Testimony 1 i .
This woman was diagnosed with bladder cancer in December 1996. She received 12 chemotherapy treatments
but the cancer spread and her health plan’s docter said she should see a particular doctor at the Mayo Clinic.
She brought her x-rays and had four days of tests on May 20-23. The doctor wanted to remove her bladder
immediately but she said she needed a few days to get things in order. She assumed her health pian doctor had
checked the coverage before reomumending the doctor at Mayo. At the last minute she found out that the Mayo
doctor was not a network provider and her health plan would not cover the bill. She went ahead with the
surgery anyway because of the urgency and now owes close to $11,000. She appealed to her health plan in
November 1997 and is awaiting a decision.

'

Testimony 2

This woman is a retired nurse who has had insulin dependent diabetes for 43 years. Her health plans’primary
care physician ordered an EKG for baseline purposes. After the test he told her she had had a heart attack in the
past. She replied, “not to my knowledge.” Later she had a treadmill test and echogram. A cardiologist said she
was just fine but her primary care doctor insisted she had had a heart attack. She chose to believe the cardiolo-
gist and asked for 2 new primary care physician. Her new doctor seemed confused about her diabetes so she left
the pian and went to a community clinic.

In August, 1997 her new physician at the community clinic ordered an EKG and found evidence of a previous
heart attack. An echogram and treadmill test found a damaged right ventricle with 40% blood flow to the heart.
She speculates that the health plan’s cardiologist didn’t think she was worth treating since she is 64 years old
and has had diabetes for many years. She had experienced extreme tiredness for some time but never knew the
reason for it.

Testimony 3

A woman told the story of a friend who was 92 years old in 1995 when she fell on a rake in her garden and
developed a painful upper leg. The elderly woman called 911 and was taken to a hospital. After several hours
she was discharged without being x-rayed. Ten days later she asked to be taken back to the hospital due to pain
in her upper leg. Again she was discharged without being x-rayed. About a week later she called 911 again
because of severe pain in her leg and was taken again to the same hospital. They kept her for eight hours with-
out x-raying her and then decided she should be transferred to a nursing home. The nursing home discovered a
hip fracture and returned her to the hospital for surgery.

Her friend asked the doctor how this woman couid have come to the emergency room three times without being
x-rayed. She said the doctor looked at her coldly and stated, “Well, it doesn’t matter now does it?” The elderly
woman, who had been independent, is now permanently disabled and living in a nursing home.

Health Care Consumer Advisory Board
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Testimony 4

A woman told about her daughter who spent three months in a hospital that claimed to be treating her for
anorexia. She received no bills for her daughter’s care and kept questioning the hospital as she was worried
about her insurance. The doctor kept telling her that she had very good coverage. After her daughter was
released from the hospital this woman was told that she owed $5,000. She was shocked and refused to pay.

One day at church choir practice she told a friend about her dilemma and her friend suggested that she look into
the Hennepin County Mediation Project. She did this and the insurance company ended up paying. No one else
informed her of the mediation option.

Furthermore, she says, “our daughter to this day thinks the treatment at this hospital was a joke.” Subsequent to
her daughter’s treatment at that hospital, she took her to the University of Minnesota hospital “who finally
cured her of her anorexia. Our large boned, 5'8” daughter at 87 pounds was a week away from death when she
entered the University of Minnesota hospital.”

Testimony 5

This woman was seriously and extensively injured in a car accident when a driver ran a red light: She needed a
lot of surgery and medication, She had a lot of hassles throughout this ordeal and paid some medical bills out of
pocket. Her auto insurance coverage ran out but her health plan wouldn’t pay because her injuries were auto
related. She was sending some bills to her attorney when her health premium bill got mixed in and sent to his
office by mistake. She didn’t realize this until the plan cancelled her insurance. She can’t work, has no insurance
and no energy to fight. She gets anxiety attacks trying to write about her problem. An Advisory Board member
told her about appeals options available to her, option she was unaware of. .

Testimony &

A woman testified that in August 1997 her father was diagnosed with prostate cancer. He was insured in
Minnesqta but was referred to a hospital in Fargo for a pellet procedure in which radioactive pellets are inserted
into the prostate to kill the cancer cells. The daughter and her mother accompanied her father. They were told
that he would stay in the hospital overnight because of his age. He is in his 70’s. His clinic called and said that
instead of staying in the hospital they would send him to a hotel across the street. He was given anesthesia and
a spinal and 58 radioactive pellets were inserted in his prostate.

He was in recovery from 1lam to 3:30pm. At 4:40 pm the daughter and her mother were told to get him dressed
and take him to the hotel. He was still numb from the waist down, couldn’t walk and had a catheter in piace.
The daughter and her mother were told to remove the catheter the next day and take the radioactive pellets out
of the catheter bag and wrap them in foil. They received no detailed instructions on how to remove the catheter
or how to handle the radioactive pellets. The daughter had to remove her father’s catheter which was difficult to
do, embaressing, and painful for her father. Not having instructions as to what to do with the radioactive pellets,
they put them in the wastebasket. In addition, the hospital had given her father codeine when his chart clearly
stated “No codeine.”

She says she feels there should be a board, not related to the medical field, to intervene in situations like this.

Testimony 7

A woman testified that in December 1996 her father, an active man in his 80’s, went out to feed the birds and
slipped on the ice. The next day he had a lot of pain. Family members brought him to a clinic where a leg
wound was dressed and he was sent home. He began vomitting and had diarrhea. He couldn’t get in and out of
bed by himself so they had to get outside help. The next day he had an appointment with his regular doctor. It
was cold outside but he refused to wear a coat because he was feeling very hot. The doctor said he had only a
cracked rib and needed rest.

They got him home and into a chair where they had to leave him all night because they couldn’t move him.

Health Care Consumer Advisory Board
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They began looking for a nursing home and they found one., but he died in the chair before they could get him
there. The autopsy revealed six broken ribs and internal bleeding.

The famuly filed a complaint with the Department of Health. The Department thanked them for writing, said
that they would look into the matter and that they would not be able to tell the family anything. The daughter
asked, “What kind of complaint process is this? What is the purpose of filing a ccmplaint?”

Testimony 8

This woman had major surgery at on a Wednesday in 1995 and was discharged on Friday even though she had
pain, nausea, anemia, and a catheter that had malfunctioned in the hospital. At home on Saturday moming the
catheter malfurictioned again and health plan sert her to an urgent care clinic across town. She spent over two
hours shivering in an examining room that was freezing cold from air conditioning. Finally, a different catheter
was inserted but, unknown to her, it had been taped incorrectly. When she got home she began having pain and
spasms that made it impossible for her to sit or lie down. She had to travel back across town that evening to
have the catheter repositioned.

On Monday she was nauseated, dehydrated, had a fever and vision problems. She called the clinic but the doc-
tor who had done the surgery was not available. She waited for a prearranged call from a visiting nurse but no
one called. Later she called her clinic but was not told to come in. She had to call again before being told to go
back to Urgent Care where she was readmitted to the hospital for three days.

The day after she was discharged she phoned in a complaint to her health pian. They failed to send her a com-
plaint form and over the next four months she said they stalled, ignored her, confused her and charged her a
$400 copayment for the second hospital admission. She complained again, in writing, protesting the copayment.
They saig she had received appropriate care and must pay the $400. She appealed to the Department of Heaith
and got the same answer. When she contacted a grassroots advocacy organization the case was re-investigated
and her $400 copayment was refunded, one and a half years after the incident.

Testimony 9

A woman told about a five year battle with her HMO to get her complaint heard and difficulty filing a com-
plaint with the Department of Health. Recently, she had to sign a release of information form on two occassions
because her case involved psychiatric records. She found this intimidating and was given no explanation. She
had no contact person to talk to. Her HMO called her at work and said the release was not specific enough.
They wanted to fax something to her at work. She told them it must be mailed to her at home.

She had some meetings with the Department of Health and began tc feel good about this experience. Then she
started getting calls at work from an HMO attomney and a paralegai came to her desk to have her sign a paper.
She experienced anxiety, fear and was afraid to answer her phone. Recently she found out that the Department
of Health had not begun investigating. The Department of Health couldn’t work out anything with her HMO.
Her complaint is at a dead halt because of questions regarding jurisdiction. She feels abandoned, that she is not
receiving medically necessary services, that her health is deteriorating and she has feelings of hopelessness.

Testimony 10

This woman'’s husband received the initial diagnosis of a cancerous mass on his lung by his primary care doctor
in a brief telephone conversation. When the family called back to ask more questions they were not aliowed to
speak to the doctor again, and the nurse incorrectly told them that there were two tumors. The patient began
radiation treatments and was assigned a doctor who went on vacation after three days and was gone for three
weeks. He had no assigned doctor during this time and had many problems with the radiation treatments.
Another doctor, who filled in, suggested a change in the treatment plan but when the first doctor returned she
would not change the treatment plan. The patient was not allowed to keep the second doctor.

Health Care Consumer Advisory Board
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After ten months of radiation and chemotherapy the oncologist mentioned that he had been treating this man
for bladder cancer. This caused great fear, confusion and a trip to the Mayo Clinic where lung cancer was con-
firmed. He entered the hospital where he had been getting radiation treatinent again on May 8 for I.V. medica-
tions. He received no attention for nausea and an inability to eat, was left in painful positions for hours and a
bowel obstruction went undiagnesed until after he had been in unbearable pain for some hours. After an x-ray
revealed the obstruction, treattnent was delayed for three hours. He died one and a half hours later.

Eight days before his death his oncologist had said that he was stable and did not see him passing away any-
where 1n the near future. The man’s wife commented, “ We always kept a positive attitude. What happened?
The system failed.” As for complaining, she says, “we could have complained to our health care provider but
unfortunately we did not have the 10-30 days needed [to go through the process] ... [he] died just ten days after
he entered the hospital.”

Testimony 11

This womym has a degree in public health nursing. In 1991, she developed dizziness, loss of appetite, abnormal
blood pressure and pulse and had abnormal reurolegical findings. Her headache was so severe that no pain
killer helped. A doctor in her health plan told her to take two Advil. Later, she saw a specialist but parts of her
medical record were missing. She suspected she might have an infection and thought she should take an antibi-
otic. A neurologist kept her on aspirin for one year.

In 1992 they still had not figured out what was wrong with her and said it must be psychosomatic. Finally, she
found out that her brain had been attacked by an infection. She believes the doctors protected each other when
mistakes were made. She paid for her own care outside her plan and got the treatment she needed which was
antibiotics, but she has permanent brain impairment, pain and grand mal seizures. She takes 12 different med-
ications. She said, “I'm not the person I used to be.”

.
She says that although nothing will h=lp her now, she wants to prevent damage to others and feels that going
public will be more effective than going to the Board of Medical Practice.

Testimony 12

This woman has to use health care regularly because of multiple chemical sensitivity and she ran into problems
when she went to the emergency room. She had developed a severe migraine, her head was exploding with
pain, she had double vision and vomiting. Her son called an ambulance. Her blood pressure was 186/130 and
the paramedics thought she was having a stroke. At ER they gave her anti-nausea medicine and sent her home.

She had been assigned to UCare and was supposed to get approval for the ambulance. But in the confusion of
the moment she didn’t think about reading the information packet. She got a bill for the ambulance which she
was unable to pay and had been taken to a hospital she was not assigned to. It tock eight months to straighten
this all out. She had to explain everything over and over. She doesn’t know how the bill got paid. She said that is
is hard to understand the information packet. She had gone on medical assistarice and said that she didn’t know
that she had lost the power to make decisions about her health care.

Testimony 13

A health insurer denied this woman’s claim in 1995 for breast cancer surgery and rescinded her contract because
of she did not understand that she had a fibrocystic condition at the time she applied for coverage. It subse-
quently developed into a growing lump. Even though it was recognized that this was not intentional misrepre-
sentation, the Department of Commerce claims it has no statute upon which to overrule the insurer. She is now
insured by MCHA, but has $30,000 to $40,000 of unpaid bills for her cancer treatment.

Heaith Care Consumer Advisory Board
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Testimony 14

This woman's daughter, age 15, has cerebral paisey and uses a wheeichaur. She had had ongoing problems get-
ting medical services for her daughter. Her son, 17, is healthy and has no problems getting health care.
Although she knows the system well, she still has a hard time getting her daughter's needs met. Recently, she
needed a lift to get her daughter into the bathtub and onto the toilet. The only lift that fits into their home costs -
$6.000 and her health plan would only pay for a $900 lift. She lost repeated appeals. After 15 months she got the
hift, but not through her heauth plan.

She spends hours and days working to get care for her daughter’s needs. She has had to change health pians
several times and is currently in the process of choosing a new plan. She says that it takes a lot of work to
research which plan will best cover her daughter’s needs. She is looking for a more responsive health care Sys-
tem. She says, "I can’t handle eighteen more appeals.”

Testimony 15

This woman has multiple sclerosis. In 1987 her provider, who is with a different health plan than hers, pre-
scribed a scooter. Her legs and the right side of her body are weak. Last year her scooter broke down. Repair 1s
too expensive to consider and her HMO denied a new one.

A therapist came to her home, evaluated her and recommended that she continue to use a scooter. Her HMO
claimed the therapist had not recommended a scooter. She said, “All | could think of is, if the place burned up |
would go with it.”

She asked her pian for the criteria for denial. When she kept after them they finally agreed to pay $2.000 toward
the cost of a scooter. She has training in conflict resolution but says it is difficult to fight when you have chronic
iliness. Spe feels that people shouldn’t have to fight like this. Her final comment was, “We need a fairer system.” -

Testimony 16
This woman has had multiple scierosis for many years and has had many problems getting needed care. She :
had to fight to get 2 motonzed wheel chair and now it needs new batteries. Her HMO will not pay for them
because she doesn’t use the chair all of the time. The exercise she gets walking around her house is good for her,
but she needs the wheelchair to go other places because she tires easily. She cannot afford to pay for the battenes
herself.

She went through an appeals process and has waited 75 days with no answer. Now she has to change health
plans and will have to start over with the new plan. She is tired, frustrated and wom out by the system.

Testimony 17

This man, who has multiple scierosis, was in a car accident and was taken to an emergency hospital that had no
experience treatin.g people with MS. He received three weeks of MS medication in one dose and nearly went
into a coma.

He didn’t know where to go to compiain. He thought of legal action but fear~d consequences from his employer.
He says he is nervous about possible future hospitalization and has no energy to keep fighting. Even though he
is an empioyment manager he struggies with the systesn tc get the care he needs.

Testimony 18

This woman'’s husband needed surgery. He is diabetic and this was noted in the chart, but no one addressed the
fact and she saiu he did not receive proper treatment. Later, his blood sugar was very hugh and everyone at the
clinic was “all exaited” that he is diabetic. She has complamed over the phone but has not filed a formal com-
plaint because it concerns her husband’s primary care doctor and he fears he may end up with a worse doctor.
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Testimony 19

This man sustained a back mjury at work i May 1993 and was treated by an orthopedist. A few months after
receiving cortico-steroid injections he developed ternbie pain in his left hip. He had no medicai coverage at the
t:me s0 he hived with the paun until he became eligible for medical assistance. He then went to a different clinic
Through his own research and a doctor at the clinic, he leamned that his hip pain and deterioration was probably
due 1o 2 bad reaction to the cortico-steroids. But this was not made clear to him until after the statute of limita-
tions had expired for legal recourse. He was not told of the possibie side effects of this drug before receiving the
wnjections.

He characrenzed his current life as filled with pain and poverty, “a cripple™ at age 36. He notified the Minnesota
Board of Medical Practice last year They replied that they reviewed his case and found no basis to take action.
He is looking for someone to intervene in what he says is a “David and Goliath” situation.

Testimony 20

While driving his car, this man hit an open manhole in October 1997. He developed severe pain in his neck and
throat where he has scar tlissue from previous surgery. He made an appointment to go to his HMO three days
later. By then he had swelling: difficulty swallowing, a hesdache and earache. He was seen by a nurse practi-
tioner and told her about the previous surgery and how it was infected and treated with an antibiotic called
ceftin. She said she thought he had a bug that was going around and prescribed erythromyan.

Three days thereafter. he was much worse and asked for a referral to the doctor who did the throat surgery three
years prior. This was denied. His HMO said that he had to wait for the antibiotic to work. He waited another
three days to see a doctor at his clinic for a referral. While waiting for this appointment he was in unbearable
pain and couldn’t swallow anything, including his own saliva. Finally, he was given a referrai.

The nexf day he saw the doctor who performed his previous surgery and was admitted to the hospital with a
was prescribed. He commented. “They act like you're just 3 number or a pain in the ass when ali you want s to
be listened to and your iliness treated properly.”

Testimony 21

In 1979, this man had a tumos. called fibrous dysplasia, removed from the sinus above the right eye. It was caus-
ing headaches and sinus infections. The surgery was performed at Mayo Clinic and the disappeared.
In 1994-1995 he again had headaches and sinus infections. In 1996 he hit his head in the shower and was taken
to a hospital affiliated with his HMO.

A radiologist took a cat scan and determined that the tumor had grown back, almost obliterating his sinus and
was entering his nose. His heaith plan refused to authorize surgery and refused to state the denial in writing. He
said they kept making excuses for not authornzing surgery. Finally, after five months, he leamned about an advo-
cacy organization from & friend. After they demanded an expianation, his HMO authorized a visit tc the Mayo
Clinic and surgery was scheduled immediately. But his HMO continued to resist, Jorcing a cancellation of the
surgery at the last minute.

When surgery finally took place, the sinus was found 10 contain pus equal to the volume of half a leson and the
tumor was at that point inoperable. The susgery took three hours and involved an incision over the top of his
head from one ear to the other and puliing the skin down over his face. When he came out of the anesthesia he
was told he must go home that afternoon. He believed his HMO made that decision. His doctor let him stay
another day because he didnt feel up to traveling back to the Twin Cities on the bus. This man does not believe
the five month delay caused the tumor to be inoperable but his HMO did refuse needed surgery and did not
provide a written explanation of denial as required by iaw. He says his HMO did everyhting they could to make
and appeal difficuit.
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Testimony 22

This woman had laproscopic surgery to remove her gall bladder in March 1997. Her surgeon had said she could
stay overnught if she wanted. Six hours after the surgery the nurse asked her to get.out of bed to sit in a chair
but she was having a lot of pain and nausea and told the nurse she didn’t want to. A shortwhile later, she got up
to go to the bathroom and when she returned her bed was gone. She asked the nurse where her bed was and the -
nurse said they had a chair for her to sit in. The nurse then walked away, leaving her standing in the middle of
the room in pain, tired, drugged, with an L.V. in her arm. Sitting down in the chair was very painful. A few min-
utes later the nurse told her that there was nothing more they needed to do for her.

Seven hours after surgery, at 2:30pm, she didn’t think the nurses would do anything more for her and so decid-
ed to go home. She got into a wheelchair to leave the hospital and when it began to move she became nauseous
and wanted them to stop but could not speak. The nurse asked if she was nauseous and she nodded yes. She
said the nurse then “shoved” a bucket and paper towel in her hands and toid her to use them if she needed and
they wheeled her out.

She complained to her doctor who said he should have been called if she was having that much trouble and that
the nurse should have done a “u-tum” with the wheelchair. She has filed a complaint with the Departments of
Health and Commerce and is awaiting a reply. She wants to know if there are rules about patients being dis-
charged against their will and why her doctor was not involved in the decision. (Since giving this testimony, this
woman has received a reply and is dissatisfied with the response. The Deparment of Health did not provide her
with any details and when she called to ask what happened, they told her ofthe hospitai’s response which, she
said, did not address the questions she asked.) ’

Testimony 23

A father testified about his son who was born with speech apraxia, a soft neurological disorder. After two years
of school speech therapy his speech was still 85% unintelligible. His parents brought him to the University of
Minnesota and he began receiving intensive therapy. Their HMO refused to pay for their son’s treatment even
though their policy read: speech therapy provided for “treatment to correct effects of illness, injury, or a medical
condition.” The father said that apraxia is a neuroloical disorder and deemed a medical condition.

They battled their HMO for two years, exhausting all internal appeals and the Department of Health said their
HMO doesn’t have to cover apraxia because it is not mandated by law. They learned that the HMO covered
some apraxia cases and not others. The father described an intimidating appeal meeting at which their final
appeal was denied. "My wife and I sat opposing the HMO board members accupying three long tables. This
appeal was only a five minute courtesy.” He also commented, “Today there is not help for those of us attempt-
ing to fight for health care for our family members. The appeals process is unclear. There is no place to go for
advice. Your only hope is networking with others who have previously stumbled through the process.”

Testminoy 24

This woman has an 11 year old child who needs speech services for a neurologicai processing disorder. The child
hears something different than what is said. Their health plan denied the services because the child was born
with the condition. If it had occurred because of an accident the same problem would be covered. This policy
conflicted with other information from the health plan.

She found it difficuit to file an appeal because the process was ambiguous and she was given no guidance or
guidelines. At the internal appeal she and one support person sat at a large table with 11 plan representatives
who did not identify themselves and made no eye contact. They answered no questions and asked her no ques-
tions. After she made some statements she was told to leave. Her appeal was denied. She said she found this
experience emotionally draining. She is an advocate in the field of education but those skills did not help her.
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Testimony 25

This woman’s mother had been seen for malnutrition, weight loss, dehydration from diarrhea and exteremely
low blood pressure. She said her HMO doctors saw her mother when those symptoms were not as severe as
theyv eventually became, but they never looked for their cause.

As her mother’s condition deteriorated rapidly she called the clinic in December 1996 but the triage nurse would
not let her talk to her mother’s doctor. She tried again six days later but the triage nurse would not let her
through. She called the Department of Health and someone suggested they go to urgent care, which they did at
10:30am that day. At that time they did get to talk to a doctor but he did not examine her mother and said there
was nothing he could do even though he realized she was very iil. He rejected the daughter’s request that her
mother receive TPN (nurtrition that goes right into the blood stream).

The daughter said she would not leave the clinic until someone treated her mother. A security person was sent
in and told her there was no need for her mother to receive treatment., Around 2:30pm they were allowed to see
a doctor and arournd 4:30 they got an OK for her mother to be admitted to the hospital. Her blood pressure was
so low they couldn’t get a reading. It turned out that she was suffering from a rare disease called amyloidosis
and would have died without special care. The daughter filed a complaint with the Department of Health and
received a response that she calls a “joke.” The Department said they had to keep all findings secret.

Testimony 26

This woman'’s mother had a breast lump for four years and she said her HMO told her mother not to worry
about it, but it tumed out to be cancerous. The family fought every step of the way to get care for their mother
covered. After a mastectomy the cancer came back. She had three brain tumors and seizures. Her father stayed
with her mother in the hospital 24 hours a day and intervened when overworked nurses made mistakes with
medication.

[
After time, her mother developed pneumonia. The hospital said there was nothing more they could do and dis-
charged her with an LV. and feeding tube. She couldn’t get out of bed and needed complete care. The family
could not take care of her. No help was provided. There was no coverage for a hospice or home care or nursing
home. Her dad said, “If we have to we'll sell the house.” They brought her to a nursing home and it was a con-
stant battle to get care covered. She said they were in an “emontionally awful” situation and needed an advo-
cate. Their mother was delirious from all the medication. She didn’t want to be so drugged but the doctor said it
was up to each nurse to decide the dosage. Throughout this time the family felt they had no control.

Testimony 27

An advocate for multiple sclerosis patients told this story about a woman who is deceased. Her MS specialist
recommended that she have an electric wheelchair because of the shoulder pain she experienced from using a
manual chair. Her HMO denied the electric wheelchair and left the message on her answering machine. From
continued use of her manual chair she developed a tomn rotator cuff which required surgery and rehabilitation
costing $40,000. Still she did not get the motorized chair. She was able to go to work because her colleagues
pushed her back and forth from the bus stop. But because she was working she no longer received rehabilitation
center payments. After Doug Growe feature her story in a newspaper article her HMO said they would pay
$2,000 to $10,000 for a chair. The community rallied and coliected the rest of the money so she could get her
chair.

Testimony 28

The patient wrote to the board about suffering a breast injury during a mammogram. The technician was new at
the job and was in orientation but was allowed to work with her without supervision. She wrote that the techni-
cian continued to pull on her breast even after she told her it was painful. Her injury was so severe that it inter-
rupted her normal life and required daily pain medication for over a year. It was uncomfortable to walk, sit, and
lay down. A doctor she saw for the injury said she had a possible muscle tear and torn or damaged tissue.
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She zontacted an attorney who told her to go to the hospital to pick up a patients’ bill of rights. She also com-
plained to the hospital but they denied that her injury was caused by the procedure, though when she talked to
a technician and asked if she was the one who injured her, the technician said she probably was and apologized
several times.

She wrote that she feels the hospital is responsible for what happened and that they, therefore, should pay for

her treatment. She has considered getting legal help several times. At no time was she told of . way to file a for-
mal complaint. She also had to negotiate continually with her insurance company to get coverage for the thera- *
py treatments.

Testimony 29 '

This woman wrote to the board about her husband who had radiation treatments for rectal cancer in 199G. A
colostomy was performed in 1994 and a severe infection developed. He had endless problems and severe pain.
A different doctor performed a second colostomy which was then changed to an ileostomy. He requires ongoing
home health care and pain medication.

The patient’s wife wrote this, “Many comments have been made to us by other professionals that (the doctor]
may not have been knowledgeable about the colostomy procedure and this in turn has caused [my husband)
needless pain and suffering and a lesser quality of life.” The family wants an investigation into this doctor’s cre-
dentials to prevent other patients from suffering. The statute of limitations has expired for legal action.

Testimony 30 .

This woman wrote about problems she has had with her health plan resolving a problem with her premium
payments. She is 60 years old, and finds it difficult to get into a plan. Her plan said she missed a payment and
threatened to terminate her. After three months of discussions about the problem, a friend helped her get togeth- -
er copies of all of her checks. They faxed the copies to the health plan and after another month they agreed that
she had payed. She felt she deserved an apology and wrote them a note but received no response. Then, in
September she decided to change to a lower cost deductible plan and did not get a bill for September. She called -
in October and they said they made a mistake and would send her one in December. She wrote that “I suppose
next summer I would get a bill for the whole thing or they would cut me off. I do use the insurance quite a bit,
maybe they wish [ would terminate.”

Testimony 31

A woman writes about complaints she has with “participating provider” networks. She says the health care
providers decide who she can or cannot see and whether she has had enough care or if benefits should be cut
off. But, she says, patients pay such high premiums that they expect to get a good amount of coverage and they
are surprised to find out that when they ask for care there are limitations. She writes, “Once we need to use the
coverage for an illness or accident, it is too late for the truth of being told we are breaking the rules and [being]
cut off from coverage because we aren’t seeing who they think we should. That’s not fair to us either — we pay
twice -- first the premium and then for the continued care we have to pay on our own.”

Testimony 32

A woman writes that the brochure for her insurer’s Medicare plan does not describe the term of a benefit period
in the same way her contract does. She cailed the 1-800 rnumber on her policy but the person answering did not
know if 60 days was a benefit period and whether she would have to pay the deductible again after 61 days. The
consumer has worked for a legal service for ten years and is now “in the volunteer health insurance counseling
program and feels these are things that need to be worked out before one needs to hire a lawyer ... should one
need to collect on our insurance.”
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Testimony 33

Two people wrote on behalf of a health care clinic in rural Minnesota about the problems their clinic has serving
their patients. They say that insurance plans tell consumers that their clinic would be their primary care network
in order to get the consumer to buy the policy but their clinic had not signed a coritracts with the plan. They feel
that “this 15 a tactic that the insurance plans have used ‘o get providers to sign cut-rate contract by putting the
providers at odds with their patients. In smali communities patients are not just patients, but our friends, neigh-
bors, relatives.” Furthermore, they write that patients cannot just switch plans after discovering the problem. In
rural communities there may be only one primary care clinic in a county and one local hospitai with specialty
care. They write, “if the insurance plans continue to try to shove cut-rate contracts down our throat the
inevitable will happen. WE WON'T BE HERE TO PROVIDE HEALTH CARE!'” Consumers will then have to
travel 60-75 miles for routine and emergency care.

They add that their patients have trouble getting access to specialty care. Specialists who come to the local hos-
pital may not participate with the patients’ insurance plan. The clinic is obligated to refer patients to specialists
within the network which may mean the patient will have to travel two and a half to three hours to see a spe-
cialist. In addition, state employees who are selecting health insurance for 1998 find that the least expensive
option did not allow them to use the local heaith care system. They conclude, “access to health care in the rural
communities is shrinking and the uitimate payer in this will be the patient (our friends, neighbors, parents, chil-
dren).”

Testimony 34

A woman writes that her dental plan will not pay for a porcelain crown that she had received this summer. They
say that because she took out new coverage on her husband, who retired from his company and lost his cover-
age, her coverage started over and she had to fulfill her deductible again. She writes, “1I feel this is totally unfair.
Not only am I paying three times the amount of payment for family coverage ... but I am not receiving the bene-
fit of the coverage!” She has requested that this matter be raised with the Attorney General.

Testimony 35

A woman who coordinates a health insurance counseling program in rural Minnesota writes on behalf of her
clients. She writes, “Although I believe {a complaint resolution process] to be a real need throughout Minnesota;
it is just the tip of the iceberg when trying to deal with the myriad of problems facing rural health care delivery.
The problems go much deeper than a complaint process. As an advisory board, you have the opportunity to
impact and facilitate lasting change that needs to take place if consumers are to be assured of reasonable access
to affordable health care in the future.

She gives an example of a woman with three children who had seen her doctor for 25 years and was happy with
her care. In 1997, she was asked to select one of three plans. Because of her low income, she selected the one that
was lowest cost. Later she learned that her doctor is ot a participating provider and there are no physicians at
her community clinic on the participating provider list

The woman also describes having to travel 27 miles to a clinic, and the difficulties doing that in bad weather. She
has had to keep her child at home for three days while waiting for winter weather to improve in order to make
the trip. She writes that “We will have succeeded when what makes sense for the health plan’s pocket book also
makes sense for the consumer.”
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