PROJECT OVERVIEW

This report summarizes the findings of a study conducted from July 2008 through October 2009 by the Lehigh Valley Research Consortium (LVRC), which operates within Lehigh Valley Association of Independent Colleges (LVAIC). The research project was directed by Dr. Lanethea Mathews-Gardner (Muhlenberg College). Additional researchers who contributed to this project are: Dr. Stefanie Sinno (Muhlenberg College); Dr. Sue McGorry (DeSales University); Dr. Mary Ellen Miller (DeSales University); Dr. Barbara Moyer (DeSales University); and Dr. Michele Deegan (Muhlenberg College). In addition, several students and research assistants contributed to this project, including: Ian Irelandson; Amy Duncan; Daniel Abrams; Andrew Chew; Kristen Sabia; and Samantha Silverberg. 

This study was commissioned by the Good Shepherd Rehabilitation Network as a service to the community in the interest of gathering information that can assist the Lehigh Valley in becoming more accessible and inclusive of people with disabilities. Good Shepherd's aim in supporting this study was to provide a foundation for long-term efforts to build a more Disability Friendly Community in partnership with community organizations, civic and business leaders, and citizens.  The goals of this project include empowering people with disabilities and their advocates to recognize our rich resources and achievements, while advancing positive change for our communities.
Your questions and comments about this report are welcome. Please direct all inquiries to:

	Dr. Lanethea Mathews-Gardner

LVRC Disability Project, Director

Associate Professor, Political Science

Muhlenberg College

2400 Chew St

Allentown, PA 18104

484-664-3737

mathews@muhlenberg.edu
	Dr. Michele Moser Deegan

Director, LVRC
Associate Professor, Political Science
130 W. Greenwich St.

Bethlehem, PA 18018
484-664-3536

deegan@muhlenberg.edu


Further information, copies of survey instruments, and data for this project are available on the LVRC’s website: http://lehighvalleyresearch.org/disability_study. You may also contact us at: 484-664-3536.
HOW TO READ THIS REPORT

This report provides detailed analyses about the unmet needs of people with disabilities in the Lehigh Valley around several “cluster areas.” Although the Executive Summary provides highlights of findings, the best way to read this report is section-by-section, cluster area by cluster area.  Survey instruments are accompanied with frequency response tabulations in Appendices I and II.

EXECUTIVE SUMMARY

It is clear from the findings of this report that individuals with disabilities in the Lehigh Valley and the agencies that serve them want to take part in and contribute to the social, cultural, political, and economic vibrancy of our community.
   It is also clear that individuals with disabilities are already contributing greatly to the richness of our communities. But, the Lehigh Valley can do more to recognize and appreciate the achievements of people with disabilities through greater community awareness and education. Finally, it is clear that organizations, agencies, and leaders who work on behalf of and advocate for people with disabilities are primed to collaborate around common concerns, working together to make the Lehigh Valley more accessible, more inclusive, and more welcoming for all individuals.  A more disability friendly community is a more friendly community for all.

This report details the findings from eighteen months of research, conducted through surveys and focus groups, through the collection of quantitative and qualitative data, and through ongoing conversations with community members and leaders who want to improve the quality of lives of people with disabilities and their families and caregivers. The central question that motivated our study was: What are the greatest unmet needs to living fully and freely in the Lehigh Valley for people with disabilities today? We measured needs around several cluster areas that are detailed in this report. These include: information and referral; health & health care; employment; transportation; housing; perceptions & attitudes; opportunities & discrimination; education; community participation; technology & assistive devices; and emergency preparedness. In addition, we collected information about the unmet needs of caregivers and parents of individuals with disabilities, as well as information about the greatest challenges serving “key informants”—i.e., organizations and agencies—in serving the disability community.

This report provides separate detailed analysis around each cluster area. Additionally, each section includes information about some of the “best practices” that communities around the nation are implementing and administering in response to similar needs and opportunities.  Here, in this executive summary, we note a few of the most significant findings that emerge across these cluster areas, as well as a few “surprising” findings that were unexpected among the researchers and other participants in this study.

· Income is a significant barrier to accessibility and inclusivity for people with disabilities. Indeed, the findings from this study suggest that income may be the most significant obstacle, especially for individuals with physical/mobility, mental, and communication-related disabilities.  Income is so significant, in part, because it exists in a “vicious cycle” with almost every aspect of life, including access to health care, employment, education, transportation, housing, information and referral, community engagement, access to technology and assistive devices, and self perceptions and emotional well being. For many people with disabilities, the confluence of being a person with a disability and having low income is an insurmountable barrier to full participation in community. Individuals with disabilities in lower categories of income also need better access to information and referral; large majorities, for example, are unsure about their disability benefit eligibility or where to look for this information.  Poverty only further contributes to the marginalization of people with disabilities. 

· Disability severity is intimately linked to accessibility and inclusivity. As disability severity increases, self-reported measures of health and well-being decline. Further, as disability severity increases, individuals report greater problems in multiple areas of life, including transportation, housing, education, employment, community perceptions and attitudes, and community engagement. Put simply, the more severe an individual’s disability is, the more likely that individual is to report that they are unsatisfied with or lack adequate access to housing, education, employment, transportation, technology, and community involvement. Likewise, as disability severity increases, so too do individuals’ perceptions that others in the community do not treat them respectfully. This is connected, perhaps, to the strong relationships found between disability severity and social interactions in the community.

· Across almost all cluster areas, individuals with physical/mobility disabilities report greater inclusiveness and more positive feelings regarding community involvement and connectedness than do individuals with other types of disabilities. There are a few important exceptions to this, however. As is to be expected, individuals with physical/mobility disabilities are more likely to report trouble with transportation (particularly public transportation), with adequate accessible parking, with access to buildings, and with access to needed technology and assistive devices.

· Individuals with mental disabilities report higher levels of community disaffectedness and disengagement than do individuals with other kinds of disability. Individuals with mental disabilities also report lower levels of access to information and referral (about housing, for example), greater worries about being unprepared for the future, more negative attitudes about community perceptions, and lower overall self-perceived well-being. Findings among respondents with mental disabilities stand in marked contrast to those with physical/mobility disabilities. It is clear that individuals with mental disabilities in the Lehigh Valley have varied and multiple unmet needs.

· Individuals with sensory disabilities, as is to be expected, report different needs than do individuals with other kinds of disabilities. For example, individuals with visual disabilities report greater problems with transportation (including public transportation). Individuals with speech disabilities report lower levels of emergency preparedness, and lower levels of political participation (voting).  Likewise, individuals with speech disabilities are much more likely to report negative community attitudes toward the disabled. These data are significant in that they highlight pockets of need in the disability community for particular subgroups of the population; this is critical information for promoting inclusivity and accessibility.
· Age is an important factor in understanding the emotional well-being of people with disabilities.  Young people with disabilities tend to report lower levels of knowledge about information and referral issues, and more negative perceptions about community attitudes toward people with disabilities.  Greater access to information and better public education about disability awareness is especially important for youth with disabilities who are or soon will transition into adulthood.

· People with disabilities in the Lehigh Valley are generally satisfied with access to health care and with the quality of health care that they receive. They are less satisfied with the affordability of their prescriptions, with access to affordable insurance, and with knowledge about health services and resources, including information about fitness and exercise.  Many individuals with disabilities indicate that they never or rarely exercise—a important finding not only because exercise is critical to one’s physical and mental health, but also because the lack of exercise highlights the exclusion of people with disabilities from important institutions of community life. As discussed further in this report, access to exercise is linked to transportation, income, and housing needs as well.

· Although key informant organizations and agencies believe that transportation is a major problem facing people with disabilities in the Lehigh Valley, individuals with disabilities themselves were less likely to say the same.  To be sure, among respondents who do use public transportation, more than 1/3 believe that public transportation options are too few and too inconvenient. Transportation is linked, of course, to many opportunities, including housing, employment, education, access to health and fitness, and community life. 

· A clear majority of individuals with disabilities say that their current housing meets their needs. Among those who say their housing does not meet their needs, a large majority indicate that they don’t know where to look for information about adequate housing. A majority also say that finding decent, safe, and affordable housing is a major challenge.

· Many individuals with disabilities report positive perceptions about community attitudes. For example, many believe that others see them as trustworthy and intelligent, and treat people with disabilities just as they treat all individuals. There are exceptions to this, however. Younger respondents and individuals with mental disabilities, as noted above, are more likely to report negative perceptions. In addition, particularly significant is the extent to which individuals with speech disabilities and with cognitive/learning disabilities believe that others do not regard them as intelligent. 

· Lehigh Valley schools receive “high marks” from individuals with disabilities when it comes to providing accommodations and social opportunities for students with disabilities. Marks are particularly high among individuals with physical/mobility disabilities. In contrast, Lehigh Valley schools are not doing as well in serving students with sensory disabilities, mental disabilities, brain injury disabilities, and chronic illnesses. These groups report lack of effort among schools in fostering disability awareness, providing assistive technologies for students who need them, and fostering social interactions between students with disabilities and students without disabilities.

· The health and well-being of people with disabilities is closely connected to the health and well being of their caregivers and families.  Although many caregivers say that they are doing a good job meeting the needs of work and family, they also report having too little time for themselves and inadequate resources to help balance caregiving responsibilities. This is particularly important to the extent that caregivers are at increased risk of burn out, illness, and even depression. In addition, caregivers who spend the most money and time providing care are also those most likely to report trouble in finding reliable home care, financial support, legal support, and personal time. In addition, caregivers who are responsible for providing transportation for an individual with a disability report greater difficulty finding enough time for personal rest and greater reluctance in asking for help.  These findings are significant because they shed light on an often overlooked yet critical piece of the disability community. Caregivers need a range of support services in order to remain in their caregiving role, to maintain their own physical and emotional health, and to continue improving their caregiving skills.

· Organizations and agencies serving the disability community recognize that people with disabilities are often their own best advocates. This suggests a high level of awareness among community organizations for the inclusiveness and visibility of individuals with disabilities in all aspects of community life, from community coalitions, to city and county offices, to businesses, to schools, to community groups and social activities.  At the same time, however, two interesting findings raise possible questions about key informants. First, in general, perceptions about issues of accessibility and inclusiveness were more negative among organizations serving the disability community than they were among individuals with disabilities themselves. Although this could be a function of idiosyncrasies of the sample, it may also be suggestive of frustration on the part of caregivers, or alternatively, of “limited vision” that comes with working with particular subgroups of the disability population. The second “surprising finding” is the extent to which organizations and agencies serving the general population did not participate in the key informant survey. The research team encountered many organizations that believed the key informant survey “did not apply to them” because their client population was too broad, or was inclusive of the entire community (examples might include public institutions, such as libraries or community centers). This is interesting to the extent that organizations serving the entire community do not self-identify as serving people with disabilities. This may represent a community-wide need for disability awareness.
In sum, the data suggest that the Lehigh Valley is on its way as a disability friendly community that is broadly accessible and inclusive of many individuals with disabilities. But, there are areas in which our community could take steps toward marked improvement. Challenges in this regard will need community-wide effort. This may require, for example, collaborating to address the particular and widespread needs facing individuals with mental disabilities, issues related to emergency preparedness for individuals with speech disabilities, community awareness about disability type and severity, public education about speech disabilities, and advocacy on behalf of individuals with physical/mobility disabilities in public transportation. The most promising evidence that this kind of work is possible is, perhaps, the overwhelming response of the community to the purposes and aims of this study: to make the Lehigh Valley more accessible, inclusive and welcoming—a truly disability friendly community.
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� For the purposes of this research study, the “Lehigh Valley” is defined to include Lehigh and Northampton Counties. 





