Protection of Human Subjects


The research conducted by the Law, Health Policy and Disability Center (LHPDC) at the University of Iowa College of Law will require human subjects approval prior to recruitment of subjects and data collection.  LHPDC will seek approval from the University of Iowa's Human Subjects Office for the project. No data collection or recruitment of participants will take place without approval from the University of Iowa Institutional Review Board.

A.  Human Subjects Involvement and Characteristics

LHPDC's proposes human subjects research in five projects.

Asset Accumulation and Tax Policy Project (Goal 1, Objective 1.4)


The project will assess the social and economic impact of specific legislative initiatives, tax policies, and government benefits based on a survey of job seekers with disabilities.  A random sample of job seekers with disabilities in 14 states who register for services at One-Stops that are a part of the Workforce Development System authorized under the Workforce Investment Act. A random sample of 10% of the 5,000 clients served (5,000), N=500, will be asked by the Navigators to complete a written survey that will assess their utilization of government benefits, tax policies and legislative initiatives.   

Community Development Credit Union Corporations (CDCUs) (Goal 1, Objective 1.5)


To provide a perspective on barriers to economic empowerment for persons with disabilities, all 235 CDCUs in 40 states will be surveyed. CDCUs are the primary vehicle for financial relationships and savings strategies for persons of low-income nation-wide. Surveys will address these financial providers' perspective of fiscal and social environmental barriers to participation of persons with disabilities in CDCU financial education service programs. 
Community Economic Development Systems Intervention Project (CEDS) (Goal 2, Obj. 2.1)


Case studies will be conducted with three Community Development Corporations.  Program directors and staff will complete quarterly surveys and/or interviews about the programs, including the number and kind of disability interventions strategies being integrated into program services and the partnerships occurring with disability organizations.  In addition to these surveys or interviews, the research will include analysis of pre-existing program performance data concerning the incidence of services to persons with disabilities.  

Financial Education & Services Pilot (Goal 2, Obj. 2.2)


Case studies will be completed on one Community Development Corporation and two credit unions.  Program directors and staff will complete interviews about their financial education and services programs, including the inclusion of persons with disabilities in these programs.  Baseline data will be collected on IDA participants for the three organizations, this data will include amount saved per month, asset goal achievement, length of time to achieve goal, use of tax provisions, changes in community choices.  Of the IDA participants, 80 participants per year for three years will be selected to complete semi-annual surveys concerning their income, benefit eligibility, and satisfaction, as well as exit interviews of participants who complete or terminate their participation in the IDA  program.  The project will track the progress of participants in the programs' IDA programs using their IDA account information.  

Youth Freedom Account (YFA) Pilots (Goal 3, Objectives 3.1 and 3.2)


The human subjects research involved in this project includes case studies of several youth IDA sites, including program data.  In addition, up to 300 youth participants in the Youth Demonstration Projects will be surveyed semi-annually to assess their participation, success of the program, and their satisfaction.  Information from their IDA accounts will be tracked to measure outcomes.  Exit interviews will be conducted with youth that graduate or terminate their involvement with the IDA program.  

B. Sources of Materials

Asset Accumulation and Tax Policy Project


The human subjects research for this project includes a survey of approximately 500 individuals served at One-Stops.  The survey will assess utilization of government benefits, tax policies and legislative initiatives.  Data will be analyzed within and across sites by age, gender, type of disability, and race.

Community Development Credit Union Corporations (CDCUs)

Potential human subjects research for this project involves a written survey of the 235 CDCUs in 40 states.  Surveys will address the financial providers' perspective on fiscal and social environmental barriers to participation of persons with disabilities in CDCU financial education service programs, as well as to measure impacts and outcomes for persons with disabilities who are participants in CDCU financial education and enriched service programs.
Community Economic Development Systems Intervention Project

Sources of data include surveys and interviews of program directors and staff, and analysis of pre-existing program performance data. A cross case analysis of program performance data, expanded intervention strategies, program infrastructures and new partnerships that include optional service providers, will be conducted to understand the impact of the systems intervention strategies over three years.

Financial Education & Services (FESP) Pilot 

Sources of data include interviews of program directors and staff, surveys of IDA participants, exit interviews for IDA participants, and IDA account information of IDA participants.  

Youth Freedom Account (YFA) Pilots 


Human subjects research for this project includes case studies (interviews of staff, reviews of program statistics and documents), surveying youth participants concerning their experiences with government benefits programs, and conducting exit interviews for youth participants.  IDA account information for youth participants will also be tracked.  

C.  Recruitment and Informed Consent


All programs to be researched in case studies (i.e., Asset Accumulation and Tax Policy Project, CDC Systems Intervention Project, FESP, and YFA) or surveys (CDCUs) will complete organizational consent documents to allow the researchers to conduct the case studies or surveys.  The organizations will recruit directors and staff to be interviewed or surveyed.  IDA participants (i.e., FESP and YFA Pilots) and participants from the One-Stops will be recruited by the institutions in conjunction with the researchers.  Informed consent will be completed prior to data collection and prior to use of IDA account information for those projects.  All members of the Financial Innovations Roundtable will be eligible to participate.  Informed consent will be completed prior to data collection.    

D. Potential Risks

Asset Accumulation and Tax Policy Project 


This project involves the collection of national survey data at the sites by project coordinators.  The data does not involve sensitive issues, and so we consider the risks to be minimal. Participation is voluntary and a person may skip any question or topic that he/she does not want to answer or discuss. 

Community Development Credit Union Corporations (CDCUs) and Community Economic Development Systems Intervention Projects 

These projects involve case studies, surveys and interviews of project directors and staff of CDCs and CDCUs concerning program and not personal issues.  The data is not sensitive, and we consider the risks to be minimal.  Participation is voluntary.

Financial Education & Services (FESP) Pilot 

This project also involves case studies, surveys and interviews of program project directors and staff about their institutions' financial education and services programs.  These are program and not personal issues, and the data is not sensitive.  The risks are minimal and participation is voluntary.  


In addition, the project also involves surveys of individuals who have IDA accounts.  The information that they provide will be confidential.  The data is not particularly sensitive.  Their participation is voluntary and they can choose to skip questions or not disclose information if they so choose.  They may terminate their participation in the research at any time without penalty.  

Youth Freedom Account (YFA) Pilots 


This project involves youth between the ages of 14 and 18. Participation will require parental and participant consent.  Participation is voluntary.  Information will be confidential.  The risks are minimal.

E.  Protection Against Risk

All participants will be reminded that their participation is voluntary, that they may decline to talk about a topic or to answer a question if they so choose, and they can cease participation in the study at any time without penalty.  The YFAs project will require parental signatures for the participation of any youth.


The project will keep all materials about individuals confidential and in locked files. The personal names of interviewees will be kept separate from data collected. Data from the two national survey projects CDCU’s, One Stops Navigators, the CDC Systems Innovation Project will involve the collection of information about government program benefits, services, participation rates, and dollars saved (if applicable). Data will be coded by respondent identification (and not names). For the Navigator One-Stop survey, participant data will be followed using the Social Security numbers of each. All enrollees will complete informed consent prior to completing the survey.


All interview material from the project (handwritten or audio taped) will be destroyed at the completion of the project. Informed consent forms and data (coded by respondent identification number) will be maintained in secure facilities for the duration required by the universities’ internal review boards for the protection of human subjects. Individual participants will not be identified in talks, papers or reports by the research team.

Interviewers will undergo extensive training, and monitoring, to insure their sensitivity to the issues involving a potentially vulnerable population.  

Importance of Knowledge to be Gained


The Law, Health Policy, and Disability Center (LHPDC) at the University of Iowa College of Law in collaboration with Southern New Hampshire University School of Community Economic Development, the National Federation of Community Development Credit Unions, and the World Disability Institute, will build and disseminate a new and innovative body of knowledge to multiple audiences that will stabilize and improve the economic and social independence of persons with disabilities.


The Consortium—of academic institutions, community focused financial service organizations, private sector asset development corporations, and consumer directed policy and education center – have been brought together by LHPDC to systemically analyze the relationship between tax policy and asset accumulation for individuals with disabilities and improved economic and community integration outcomes. The consortium will test the impact of multiple intervention strategies in six states and ten pilot demonstration sites nationwide to assess economic improvements and community integration for youth in transition and adults with disabilities.


The proposed project activities will add significant new knowledge from research findings to be translated to practical application , policymaking, program administration, and delivery of services to benefit youths and adults with disabilities.


The field of asset-based policy is testing new innovative financial strategies to increase asset growth for persons with disabilities. However, little research has been done on how people with disabilities can benefit from these financial strategies. The literature to date is clear that multiple strategies are necessary to improve asset accumulation for youths and adults with disabilities. A combination of interventions related to policy and practices must be tested and evaluated for impact on improved economic and community integration outcomes.

