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Introduction


The New Hampshire Statewide Independent Living Council (SILC) is a federally mandated cross-disability council.  The SILC focuses its work on adults with significant disabilities. The mission of the SILC is to provide leadership and advocacy in support of independent living for persons with significant disabilities.  People with disabilities, advocates, family members, and staff from community and state agencies providing services to people with disabilities serve on the SILC. SILC members are volunteers appointed by the Governor.  

According to the 2000 U.S. Census in New Hampshire: 8.4% of individuals between the ages of 5 and 20 years old have a disability, 16.1% of individuals between the ages of 21 and 64 report having a disability, and 38% of adults 65 and older have a disability.  The SILC looks at broad systems’ issues affecting people with significant disabilities in New Hampshire.  One such system issue is health care.

Background

     The SILC hosted two public forums during the spring of 2007.  Members of the public who spoke at the forum reported that health care, specifically access to health care, was an issue for many individuals living with disabilities in New Hampshire.  The SILC incorporated that feedback into its State Plan for Independent Living (SPIL) http://www.silcnh.org/mod.php?mod=userpage&menu=24&page_id=21&PHPSESSID=6cc939beb4e12572da48cd4500275035. The SILC wanted to acquire updated information on what may have changed since the 2007 forums. In order to obtain updated information the SILC held three (3) forums/listening sessions to hear directly from people living with disabilities and agencies serving people with disabilities.  The forums were held in October of 2008 in Concord and Dover. The SILC created a survey to gather feedback from those unable to attend the forums. The survey can be found at http://www.silcnh.org/Health_Care_Survey.doc.  The survey and forum notices were distributed electronically to a wide range of disability agencies, councils, families, organizations, people with disabilities, and providers throughout New Hampshire.  The survey was also posted on the web.  

      A total of 20 people attended the forums.  Staff from government and non-profit agencies, representing a variety of disability groups attended.  Attendees worked with children, families, people with disabilities, older adults, and teenagers.  Eighteen surveys (18) from agencies, family members, people with disabilities, and providers were received.  

Findings

     The results of the forums and surveys indicate that for people with disabilities, good health is critical to independent living. Poor health can diminish a person’s ability to go out into the community, resulting in isolation.  People with disabilities sometimes face barriers and issues related to health care. These barriers impact not only a person’s health, but a person’s ability to work.  These barriers can lead to a decline in health and self care, resulting in nursing home placement for some people with disabilities.  The barriers and issues can be broken down into four broad categories:  access, attitudinal, costs/financial, and educational.  Please note the following is not a complete list but a report of common and key barriers and issues.  

     Access to providers was a commonly reported barrier, specifically access to dentists, mental health providers, and primary care physicians.  People with Medicare or Medicaid reported difficulties in finding dentists, optometrists, and ophthalmologists who would accept Medicare or Medicaid.  Some described “pseudo access” meaning a provider may accept Medicaid but only in a limited manner.  The North Country is experiencing a shortage of providers including specialists.

     Respondents reported difficulty in finding providers to treat people with complex medical issues and a disability, for example, providers who would treat teenagers with major health issues is difficult. Respondents also noted that medical appointments are not long enough to meet the needs of people with disabilities.  Few long-term care options were available for people with complex and multiple health care issues. Respondents spoke of the minimal integration between medical care and mental health care.   

     The lack of transportation is also a barrier to accessing health care for people with disabilities.  This is compounded in rural areas of the state with respondents noting drives taking two hours one way.  Transportation costs results in some people cutting back on care.

     Accessibility of office buildings and equipment is an issue not only for people using wheelchairs but also for people living with other types of disabilities. Examples provided were getting care if you can’t get into the building or on the exam table or into a piece of medical equipment.  Also reported is the lack of access to support groups such as people who are deaf being unable to attend support groups because there is little funding to pay for interpreters. 

     Attitudinal- People reported lack of understanding of disability by some providers. Respondents encountered “paternalistic” attitudes from some providers.   People with disabilities, especially people with mental illness, reported their health care needs were not always met or taken seriously. Health care staff was not always aware of how to accommodate a person with a disability, for example Sign Language interpreters are not always provided. 

     Costs/Financial/Coverage- It was reported that sometimes people with disabilities go without health care services due to the cost; this can be especially true for those without insurance who do not qualify for Medicare or Medicaid. Instances were given of people with disabilities having to choose between food, heat, or medications due to the high costs of health care and medications. The lack of coverage for preventative and wellness services by commercial insurance and Medicare and Medicaid was a common barrier. Limited mental health coverage was another barrier for adults and children. Insurance pre-existing clauses reportedly limited access for people with disabilities. Lack of or limited coverage for durable medical equipment, hearing aids, wheelchairs, and other devices is problematic for people with disabilities. 

     Educational Needs- Respondents reported that people with disabilities, including children and teens, need more education on: communicating with providers, disease prevention, exercise, mental health services, navigating the health care system, nutrition, physical activity, support groups, and wellness information and resources.  Respondents said agencies, caregivers, families, legislators, and providers could all benefit from increased general disability awareness and education.
Meaning of Wellness (per respondents)

     As part of the process of learning more about health care for people with disabilities, the SILC gathered information on what wellness means for people with disabilities.  The responses on this topic ranged from wellness being a luxury to better health and a better quality of life. For many people living with a disability, wellness contributes to them being active, employed, independent, and part of the community. Wellness was described as being able to enjoy a life without limitations.  For some with a disability wellness meant the difference between a life of isolation and a life in the community. Wellness also meant having access to complementary medicine, fitness facilities, preventative healthcare, and rehabilitation.  Respondents again cited the need to get information on nutrition and physical activity in the hands of people with disabilities and families of children with disabilities.  

Role of SILC (per respondents)

      Four suggestions repeatedly emerged: advocacy, collaboration, communication, and education.  The SILC was encouraged to advocate for: Accessible and affordable health care, funding for health programs and services, more health care services, resources for unmet needs and service gaps, and transportation solutions for people with disabilities.  It was suggested the SILC provide basic health and wellness resources to caregivers, families of children with disabilities, and people with disabilities. 

     The SILC can do this by connecting with other organizations including GSIL and the New Hampshire Chapter of the National Federation of the Blind to distribute wellness information.  The SILC was encouraged to create linkages between the disability community and the health care community.  The SILC was strongly encouraged to collaborate with other entities and initiatives on health care. Lastly it was suggested that SILC should select one small focus area, identify partners, and work collaboratively on the focus area.

Conclusion

     The SILC thanks all who participated in the forums and returned the surveys. The SILC thanks Granite State Independent Living for hosting two of the forums.  The SILC thanks the people who provided information on: commissions, collaborators, health care initiatives, resources, taskforces, etc. Some of this information is already being used. 

     No single agency, council, entity, group, individual, or system can address and solve all the health care barriers faced by people living with disabilities.   As a small volunteer council, the SILC has limited capacity, scope, and resources.  The SILC realizes the value of collaboration.  For people living with disabilities collaboration is important not only to their health but to their ability to live independently and participate in their communities.  The SILC hopes by working together we can achieve a healthier New Hampshire citizenry. 
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