Vignettes 
People with Disabilities

The CDC recently reported, "Current data indicate that health disparities between people with and without disabilities are as pervasive as those recognized between ethnic minority groups." The following Kansas and national statistics for people with disabilities and vignettes based on individual experiences in the state are provided to illustrate the nature and degree of health disparities for this group and the need to include them in any of the action steps submitted by the Workgroup.
1)  Jeannie is a woman with paraplegia who recently became pregnant. Friends recommended an obstetrician whom she immediately liked and she looked forward to getting the prenatal care she needed. Unfortunately, the obstetrician did not have accessible scales, so Jeannie's weight gain during her pregnancy could not be tracked.

2)  Callie is a deaf woman who found a lump in her breast. She is very frightened, but was told by the staff at the local clinic that she would have to wait 2 weeks to have an interpreter present during her appointment with a doctor. 

3)  Bill has been blind since birth. He was recently diagnosed with high cholesterol and a nurse gave him some printed information to read about diet and medication options. When he asked for the materials in Braille, he was told they were unavailable.

4)  Nancy is an employee who uses a wheelchair. She is very health-conscious and wanted to take part in the health-risk assessment for employees. When she arrived at the test center, she found that it was housed in a semi-truck accessible only by stairs. 

5)  Nathan is a young man with cerebral palsy. He would like to learn more about sexuality issues, but his family doctor refuses to discuss birth control with him because he thinks Nathan won't understand and that Nathan won't physically be able to participate in sex.

6)  Phyllis is a woman with systemic lupus. She gets health insurance through her husband's employer. Lately, her husband has become abusive but Phyllis feels trapped in the marriage because of her pre-existing condition and the difficulty it would create in obtaining individual health coverage.

7) Jonathon has spina bifida but wants to remain as physically active as possible. When he starting getting muscle contractures, he hoped that his health insurance would cover physical therapy to maintain flexibility in his legs. He found his policy only covers physical therapy when it restores function, something that is impossible for him.
Special Olympics athletes have unmet health needs
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By Charnicia E. Huggins

NEW YORK (Reuters Health) - Many people with Down Syndrome and other intellectual disabilities have vision, hearing, dental and other health problems, but most doctors and dentists are not trained to deliver services to this population, according to the findings of two studies conducted by Special Olympics.

These adults have the same health care needs as those in the general population, but their needs are not being addressed in a "competent, comprehensive fashion," Dr. Stephen Corbin, dean of Special Olympics University and director of Health & Research Initiatives, told Reuters Health.

As a result, said Corbin, who led the first study, many are living with preventable, manageable conditions and are "falling through the cracks" of the public health system.

For his study, information was collected from 4,700 athletes from 146 countries who participated in 15,000 different Special Olympics Healthy Athletes health screenings during the 2003 Special Olympics World Summer Games in Ireland and the 2005 Special Olympics World Winter Games in Japan.

Based on those screenings, more than one in four athletes -- including 33 percent of those aged 8 to 17 years -- had never had an eye exam, and many needed eyeglasses to correct their farsightedness or nearsightedness. Many adults also failed basic hearing tests and many showed obvious signs of tooth decay, with 14 percent requiring urgent dental care.

Athletes also underwent foot screenings, and more than a quarter were found to have corns/calluses or ingrown toenails, respectively, and 16 percent had athlete's foot. Some athletes also showed signs of reduced bone mass and a few were found to have osteoporosis. What's more, nearly 40 percent of the athletes were overweight or obese.

Despite these widespread and numerable health concerns, "this population is not on the public health radar screen," Corbin said, explaining that the public health community views it as a "disability and rehabilitation issue more than a public health issue."

Yet, people with intellectual disabilities have higher needs than those in the general population coupled, in many cases, with a lower level of understanding, and intellectual stigma against their presence in some providers' offices, Corbin said.

In a second study, Dr. Matthew Holder, global medical advisor for Special Olympics, surveyed more than 2,500 individuals, including medical and dental school deans and residency directors, medical students and representatives of advocacy and patient care groups. He found that more than half of medical school deans and dental school deans, respectively, said that their graduates were "not competent" to treat patients with intellectual disabilities.

In fact, their responses revealed that an adult with an intellectual disability who lived in the general community would have to call at least 50 primary care physicians before he or she found one that had received a minimum amount of clinical training in treating people with such disabilities.

"People with intellectual disabilities in the United States cannot find good quality health care," Holder, also the executive director of the American Academy of Developmental Medicine and Dentistry, told Reuters Health. He said the reason for this is because "our health care professionals, mainly physicians and dentists, are not adequately trained."

Eighty-one percent of medical school deans said there was not enough curriculum time to include such training and 60 percent of dental school deans said there was both a "lack of curriculum time" and a lack of faculty members with expertise in treating people with intellectual disabilities. Yet, nearly 75 percent of medical students -- and a similar proportion of dentistry students, according to previous research -- are interested in treating people with intellectual disabilities. And, current findings show, more than two-thirds of medical school deans and three quarters of dental school deans agreed that students should receive such clinical training.

To address these health care needs, Special Olympics has recently developed a global vision curriculum that has been released to some optometry schools and has been translated into Mandarin in order to be disseminated in China in September. The organization is also creating a public Internet site whereby adults with intellectual disabilities can more easily access health care providers. On the site, which is also expected to be available by late September, health professionals will be able to identify themselves as willing to treat patients with intellectual disabilities.

The Special Olympics studies were supported by the US Centers for Disease Control and Prevention and Lions Club International.
Ethnic Minorities/New Immigrants
Maria is a 39 year old housewife.  Her husband has been a farmworker in Kansas since 1998.  In a recent home visits with Maria the case manger noticed how dark she kept her house.  When asked about this, she stated that she was sleeping a lot.  In further discussion of her health, she began to reveal how she sleeps all day and was suffering with a toothache, her hair was falling out and she just generally was not feeling well. Maria has a history of lots of physical complaints and a history of missed doctor appointments.

Maria does not have a driver’s license and must rely on others for transportation, which causes her to miss a lot of her appointments.  She is isolated from most of her family who lives in Mexico and she does not get out much.  Her family’s economic status is a major concern for Maria and she feels helpless as she is not able to work.  

The case manager helped Maria get to a doctor’s appointment where Maria was diagnosed with depression. Though Maria’s economic and other family issues continue to be stressful, she is now on medication, sleeping less and coping better. (Other disparities represented:  gender, ethnic/racial minorities, and low socioeconomic status)
Ethnic/Cultural Minorities
Helen is 24 and pregnant with her fourth child.  She is a member of a religious group that believes in an agriculturally based life and discourages formal education.  She does not speak English is not able to read or write in any language.  She has not had much experience with preventive health services.  
A bilingual (English/Plautdietsch) health promoter, whose family originates from the same group, helps Helen find low cost prenatal care, and helps her to understand the importance of spacing children and planning her family, within the context of Helen’s religious and cultural beliefs.  The Health Promoter also gives her an audio CD that has several other health education topics in her own language; developed for her specific cultural/linguistic group.

Senior Population
1)  At age 79, Betty has diabetes and arthritis.  While still fairly mobile, when she goes to her medical appointments, she needs to use a walker.  She often has to go from her doctor’s office to the lab x-ray and back to her doctor’s office.   While most of the offices are accessible, the distances involved are overwhelming and she can't always get a wheelchair or someone to take her to her appointments.  (Other disparities represented:  people with disabilities)
2) When Bill turned 65, he was in very good health so he didn't obtain a supplemental insurance plan to pay for the deductibles and coinsurance on items not covered by Medicare.  Now at age 92, he has a pre-existing condition and can't afford supplemental insurance.  Because of this lack of supplemental insurance, he doesn't go to the doctor as often as he should.  (Other disparities represented: people with disabilities, low socioeconomic status)
3)  Esther is 85 years old and has osteoporosis, arthritis and congestive heart failure.  Her doctor has prescribed several medications, but she doesn't take them regularly due to the cost.  She often has to choose between buying her medicine, buying food or paying her gas bill.  Cost-related medication under use is up to 8 times as frequent in patients with multiple chronic conditions unless they are covered by extensive prescription drug plans. (Other disparities represented: low socioeconomic status)

Low Socioeconomic Status

1) Relates to Recommendation III.1.

Vickie is a 23 year old waitress at the Burger Hut.  She failed to show up and did not cancel her last two dental appointments.  On one occasion, Vicki, who has no car of her own, was unable to get to the Post Office where she has her mail delivered due to having it stolen at the mobile home park where she lives. She did not pick up her appointment reminder card until two days after the actual appointment.   Another time, a friend who had promised to give her a ride to the appointment did not show up. Her neighbors, whose phone she often used, were not at home and since the nearest pay phone was three blocks away and she was late already, she did not notify the office. When she called later to reschedule, she was informed by her dental office that she is being dismissed as a patient because she did not cancel her previous appointments 24 hours in advance. 
2) I have driven several elderly dialysis patients to Wichita for replacement

of or improvements for their access ports.  The 8 hour round trip is

difficult on a well person of their age.  With the lack of normal

circulation in their extremities and open wounds, their condition only

deteriorates with such trips. (Other disparities represented: age)
3) Some parents with low literacy in English (Anglos too) are so frustrated by the forms/renewals, etc. that they give up on getting the help they need. (Other disparities represented: ethnic/racial minorities)
4) Access to Care:  The change from the CHIP to the HealthWave disenfranchised

all children without documents.  They are a large group of the uninsured, lacking access to health care.  Parents who have both citizen and undocumented children are in the agonizing situation of being able to obtain health care for the former and scraping by for the latter. 
5) Domestic violence is accentuated by our current immigration laws and their

injustice.  The spouses have dreams of providing a better life for their

family.  Lacking any way to enter legally, they come in without status.

When this relegates them to $4./hr. jobs and they are barely getting by,

they become frustrated and some couples turn the anger on each other.  Our

Family Crisis Centers cannot relocate the abused spouse because (s)he has no

documents and therefore cannot qualify for housing subsidy nor obtain

employment. (Other disparities represented: ethnic/racial minorities)
6) Low income families throughout the state need access to low costs clinics

like our Mexican American Clinics in Southwest Kansas. 
7) The after school programs are needed to help lessen obesity, increase physical activity, offer positive alternatives to time spent in substance abuse and sexual acting out.
8) Our Area Mental Health needs persons who are fully bilingual as counselors.

When we finally got Maria to accept going to therapy (it helps her break the cycle of family abuse), she had to use an interpreter.  She says, "It is so hard to tell the things I feel and have experienced.  Then I have to wait until she interprets it to him, he talks to her and she interprets it to me. How do I know if she really said what I said and what he said?" (Other disparities represented: ethnic/racial minorities)
9) Most medical personnel accept that parents know what is and is not normal for their children and act upon their suggestions.  When Mary, a shy 16 year old mother, told the ER doctor that her son was crying more than usual since he fell, (that’s how she knew something was wrong) he did a brief check and then sent them home.  The next morning the primary physician found a broken collar bone.
10) Children’s Mercy Hospital staff have the policy of having a joint conference by all specialties with parents daily.  However when Hank and Kay, parents in their twenties, were reacting like junior high students, they adapted by having one person who spoke slowly give a summary of the day's findings instead.

11) Hispanics have a high percentage of diabetes.  After studying in Mexico (the only country that I have had experience with), I would recommend an educational effort regarding the amount of sugar in our US diet.  In Mexico the diet includes much more fresh fruit.  When the family comes here and the fruit is not in season or the price of fresh fruit is too high, they substitute juice or canned fruit which are much higher in sugar.  The pan dulce (sweet bread) has about as much sugar as cornbread does here.  The pastels (cakes and desserts) have about a third of the sugar we use in our desserts.  Our ketchup is sugar laden whereas their salsa has none.  To me it seems that their bodies have not been accustomed to such a sugar overload and therefore cannot handle all that our US diet includes. (Other disparities represented: ethnic/racial minorities)
12) Sara has 4 diagnosed mental illnesses.  Although in her fifties, she acts and reacts more like a 5 year old at times.  Her medical personnel for her physical disabilities vary in their rating from 0-10 in their abilities to manage her as a patient. (Other disparities represented: people with disabilities, age)
13) Some medical facilities that proclaim to have translators available, have so few that we have waited 4-8 hours, and at times no one ever came.  (Other disparities represented: ethnic/racial minorities)
14) One 22 year old was bilingual so the doctor let him translate for his parents.  He died of his cancer the day after telling his parents yet again that the doctor said that the treatment was working and he would get better.  No one knew until the devastated parents told the interpreter, whether it was denial on his part, or his inability to tell his parents the dreaded truth.  Even at adult ages, the patient ought not to play two roles. (Other disparities represented: ethnic/racial minorities)
Rural/Urban

1) When Don, a 50 year old farmer was admitted to the hospital with emphysema, it was discovered that he had not received an influenza vaccination in the past 10 years. Among urban residents, the percent of high-risk people ages 18 to 64 who had influenza vaccination in the past year is similar across income groups. Among rural residents, higher income people are significantly more likely to have had the vaccination.  (Other disparities represented: socioeconomic, age)

2) The oral surgeon in Wichita has begun a cooperative effort with an orthodontist in Garden City that allows the number of 400+ trips to be cut in half for our cleft palate children when they come to certain stages in their treatment.  Hopefully, telemedicine could also help cut travel for families in the future.  Often the families have no vehicle, or they have one that would self-destruct at highway speeds and/or the family desperately needs the pay check to survive from day to day.
3) Little Arnold needs to go to Wichita for 3 days one week and one day the next week for his leukemia treatments.  Some families in similar circumstances have moved to Wichita.  It is more than most families can sustain.
Leading Health Indicators

People with Disabilities

Physical Activity.

In Kansas, 90% of people with a disability report an activity limitation, compared to only 12% of Kansans without disabilities. Based on national data from 1997, the number of adults with disabilities age 18+ who engage in vigorous activity at least 20 minutes, 3 days per week was about half that of people without disabilities, 13% versus 25%. Further, more than half (56%) of adults with disabilities engage in no leisure-time physical activity versus 36% of non-disabled adults.

Many older public and school playground facilities in Kansas are not accessible to people with disabilities. Further, recreational sport opportunities are limited for people with mobility or sensory impairments; kids with disabilities are often relegated to keeping score or watching from the sidelines.

Overweight and Obesity.
Not surprisingly given their physical activity levels, men and women with disabilities experience obesity at a higher rate than able-bodied adults, about 30% versus 23%. 

Tobacco Use.

Among adults with disabilities in 1997, 33% smoked versus 23% of adults without disabilities.

Substance Abuse (http://www.bcm.edu/crowd/?pmid=1422)
Substance abuse is both a cause and complication of many disabilities. For example, alcohol consumption is a strong predisposing factor in traumatic brain injury and has been well documented with high pre-injury prevalence rates for people with spinal cord injuries. Conversely, substance abuse after spinal injury has been found to increase vulnerability for secondary conditions such as pressure sores and bladder infections. Finally, treatment for chronic pain puts people with certain disabilities (e.g., arthritis) at risk for abuse of prescription pain medications.

Responsible Sexual Behavior

The prevalence of STDs among people with disabilities is about the same as for the non-disabled, but screening can be complicated by inaccessible examining tables for women. In Kansas, 29% of women with disabilities lacked a recent pap smear, as compared to 18% of women without disabilities.
Mental Health

Kansans with disabilities report feeling sad, blue or depressed at a rate 4 times that of those without disabilities (16% versus 4%) and worried, tense or anxious 3 times as much (27% versus 9%).

Injury and Violence

Numerous studies have demonstrated that violence and abuse are serious problems for persons with disabilities and that they are at greater risk than are non-disabled persons (Brown, Stein, & Turk, 1995; Hassouneh-Phillips & Curry, 2002; Hughes, Swedlund, Petersen,& Nosek, 2001;. Powers, Curry, Oschwald, Maley, Saxton, Eckels, 2002; Sobsey & Doe, 1991; Turk & Brown; 1993; Young, Nosek, Howland, & Chanpong, 1997). 
Environmental Quality

The physical environment is a fundamental source of disparity and barriers to participation for people with disabilities. Lack of accessible buildings and equipment, alternate formats, and the opportunity to engage in community activities, including education and employment, all present roadblocks to the health and wellness of people with disabilities (see vignettes). Less than half (45%) of all children with disabilities have the opportunity to participate in regular education programs and unemployment rates among adults with disabilities hover around 70%.

Access to Health Care

The National Organization on Disability (2001; http://www.nod.org/index.cfm?fuseaction=page.viewPage&pageID=1430&nodeID=1&FeatureID=111&redirected=1&CFID=3085839&CFTOKEN=96615808) found that people with disabilities are four times more likely than people without disabilities are to have special needs that are not covered by their health insurance (28% versus 7% respectively). Access to facilities, access to specialists, access to durable medical equipment, adequate coverage of mental health treatment, and access to personal assistance services are especially important to many people with disabilities and are among the services least likely to be covered by private or public insurance. 

Children from low-income families have a higher frequency and severity of asthma compared to their more advantaged peers. Studies indicate this disparity is partly due to under-use of anti-inflammatory controller medications especially among racial and ethnic minorities. In fact, underuse of recommended antiinflammatory controller medications is widespread among poor children including those insured by Medicaid managed care plans
,
Studies have shown that up to one third of chronically ill adults who underuse prescription medication because of the cost never talk with their health care provider about the problem and one third say they do not talk about this issue because they are embarrassed
.
�Finkelstein, J.A., Lozano, P., Farber, H.J., and others. (2002, June). "Underuse of controller medications among Medicaid-insured children with asthma." Archives of Pediatric and Adolescent Medicine 156, pp. 562-567. 
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