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Gender Primary Disability Estimate Standard Error 

Female DD/MR 1.2038 2.8751 

Female Mental Illness 14.0420 1.7830 

Female Physically Impaired 6.4758 1.9384 

Male Mental Illness 15.3633 2.8751 

Male Physically Impaired 17.9702 2.6246 
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Community Development Request for Proposals Press Release 3324 

Released by University Relations 27 December 2002  3325 

Contact: Dr. Beth Hudnall Stamm, (208) 282-4436; Dr. Leigh W. Cellucci, 3326 
208.282.5611; or visit http://www.isu.edu/irh/realchoices.htm 3327 
www.isu.edu/irh/realchoices.htm. 3328 

Up to $115,000 Available for Community Development Project  3329 

Pocatello, Idaho. The Idaho State University Institute of Rural Health (ISU-IRH) has up 3330 
to $115,000 of grant funds available to help an Idaho community with development 3331 
activities as part of a project studying how to promote community integration and create 3332 
community-based services and supports for persons with disabilities. 3333 

The Real Choices System Change Grant is designed to create enduring system change for 3334 
persons of any age with a disability. The ultimate goal of the grant is to identify ways for 3335 
communities to become invested in helping all Idahoans live full productive lives as 3336 
active members of their communities. 3337 

The Real Choices Grant has two basic phases: Phase One includes a statewide anti-3338 
stigma campaign, development of advisory groups, and a statewide needs and resources 3339 
assessment, culminating in a plan for change. Phase Two, which includes the community 3340 
development project, tests and refines the plan through an effectiveness study. 3341 

The four main objectives of the grant are to increase access in all forms for people with 3342 
disabilities, increase availability and adequacy of services, increase or maintain the value 3343 
of services across the system, and increase or maintain the quality of service across the 3344 
system.  3345 

The main goal of the Community Development project is to prepare the community for 3346 
an effectiveness study that will be conducted by the ISU-IRH. The Request for Proposal 3347 
for the Real Choices System Change Grant may be accessed at HYPERLINK 3348 
http://www.isu.edu/irh/realchoices.htm http://www.isu.edu/irh/realchoices.htm. The 3349 
deadline for submitting grant proposals is 5 p.m. Feb. 20.The grant provides up to 3350 
$115,000 for a 15-month period. The project start date will be on or about Feb. 14, 2003. 3351 
Activities should begin by March 10, 2003, and projects will be completed by May 31, 3352 
2004. Final reports are due by June 30, 2004 3353 

The Real Choices System Change Grant is funded through the Idaho Department of 3354 
Health and Welfare Family and Community Services from the Center for Medicaid and 3355 
Medicare Services (#18-P-91537/0).  3356 

For more information on the RFP or the Real Choices grant, visit the Web site listed 3357 
above; contact Dr. Leigh Cellucci, project manager, (208) 282-5611 or HYPERLINK 3358 
mailto:cellemil@isu.edu cellemil@isu.edu; or contact Dr. Beth Hudnall Stamm, principal 3359 
investigator, (208) 282-4436 or HYPERLINK mailto:bhstamm@isu.edu 3360 
bhstamm@isu.edu. Please note that e-mail is most efficient to use for initial questions. 3361 

3362 
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���9����&!�>��#������*���&&!� ���	�����!%�2�C����6 =2�6336�3365 
Who are our 
audiences? 

What do they need 
to know? (What is 
our message?) 

What do we want them to do? What are the 
opportunities for 
communication? 

What are the 
tools that would 
help us 
communicate? 

Referral *  

Community as a 
whole 
 

Get to know people 
with disabilities. 
Welcome them into 
communities.  

Think accessibility & 
inclusivity. Think of people’s 
abilities, not disabilities 
Interact naturally 

Mass media 
Speak to 
community groups 

Radio/TV  
Other free media 

Appropriate for  
campaign 

Legislators 
 
 

Understand and be 
aware of needs of 
people  

Pay attention to disability 
issues when voting. 

Community groups 
they belong to  

Personal visits 
Written material 

Advocacy 
organizations, CIC 
education 
subcommittee, 
community 
development work 
group involve 
legislators in 
research site 

Employers, co-
workers, merchants, 
social and 
recreational 
 

Focus on strengths 
of people  
Appropriate access 
and marketing 

Hire people; Review 
inclusion/access issues 
Offer services/programs and 
market them 

Groups/agencies 
that know of 
people seeking 
jobs; recreation 
agencies 

TV/Radio 
Other tools 

Appropriate for 
campaign, CIC 
employment 
subcommittee 

City/County 
officials 
City Planners 
 

Increased sensitivity 
& awareness in 
decision-making 
 

Review programs for 
inclusivity; Review 
equipment/ buildings for 
access; Provide funds for 
reasonable accommodation 

Idaho Assn’s cities 
& counties 

Brochures, letters 
Speeches 

CIC education 
subcommittee, 
community 
development work 
group 

Landlords/housing 
agency officials 
 
 

Discrimination is 
against the law; 
Need for home 
ownership and 
rentals 
Lack of affordable 
housing 

Rent or sell to people with 
disabilities/ long-term 
illnesses 
Review and make changes in 
facilities for 
access/inclusivity  

Newsletters, 
meetings, direct 
mail  

Direct mail 
Face-to-face 
discussions 

CIC housing 
subcommittee 

Transportation 
providers (non-
profits, Medicaid) 
 
 

Better transportation 
is a community 
value, makes 
business sense 

Expand hours and routes 
Evaluate and make changes 
for accessibility/inclusivity 
 

Existing work 
groups through 
IDOT  

Consult with 
existing sub- 
committees on 
best methods  

R-C community 
development work 
group & CIC 
transportation 
subcommittee 

Faith-based 
organizations 
(churches) 
 
 

People with 
disabilities/ long-
term illnesses are 
part of your flock; 
they want to 
participate 
 

Raise general awareness so 
interactions are more 
appropriate; abandon myths 
and/or religious biases.  
Consider making church 
property available to meet 
needs (e.g., church vans used 
weekdays for transportation) 

Place to show a 
video, distribute 
brochures, etc. 

Meet with 
minister/ lay 
leaders about 
addressing issues 

R-C community 
development work 
group 

Healthcare 
community 
(including substance 
abuse treatment) 
 

People with 
disabilities or long-
term illnesses have 
other illnesses like 
anybody else; need 
good preventive 
treatment 

Take people seriously 
Ensure all medical needs are 
met; evaluate physical 
space/attitudes for 
accessibility/inclusivity 

Professional 
associations (e.g., 
newsletters, 
conferences) 

Trade/industry 
associations  
Fact sheet 

CIC education 
subcommittee also 
CIC chairs for other 
relevant 
subcommittee 

Education system 
(from infancy to 
adults) 
 
 

Integration into 
educational settings; 
accessibility of 
physical space 
Focus on the 
individual needs of 
the person and 
family; all people 
are not the same 
Early identification 
and appropriate and 
timely assistance 

Improve processes for IEPs; 
make other accommodations 
without IEPs. 
See people with disabilities as 
an asset to the education 
system 
Be person-centered and treat 
people as individuals 
Evaluate 
facilities/communication for 
accessibility & inclusivity 

Idaho Dept of 
Education  
Professional 
organizations  

Various free 
media 

CIC education 
subcommittee 

Judicial, corrections Understand, be Recognize people with Pre-service Prepare training CIC chairs for other 
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and law enforcement 
 

aware of needs of 
people when 
interacting with 
legal system 
 

disabilities with sensitivity; 
Respond and interact 
appropriately 
Evaluate/change facilities  

trainings 
POST Academy 
Magistrate 
meetings 

curricula and 
market to 
existing training 
programs 

relevant work group 

Informal caregivers, 
including families 

Recognize the 
community as a 
resource 

Recognize the need to ask for 
help 

At facilities where 
care is provided 
 

Fact sheets to 
discharge 
planners/social 
workers 
Workplace at HR 
Depts. 

Community 
development work 
group 

Paid caregivers, 
group homes, 
supported living, etc 

People you serve 
are people first and 
can contribute can 
be independent  

Treat people with disabilities 
as people first 
 

Workplace 
education 
 

EIP programs, 
company 
newsletters, etc. 

CIC education 
subcommittee 

Advocates Understand need for 
incentives for 
people with 
disabilities and 
providers to seek 
independent living 

Advocate Advocate through 
existing 
organizations 

Newsletters, etc. Launch anti stigma 
campaign with 
briefing on how to 
use the tools 

* Referral denotes which organization/work group or subcommittee the audience and identified needs are referred to; 3366 
not within the scope of the anti stigma campaign. 3367 
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APPENDIX H: IDAHO STATE UNIVERSITY HUMAN SUBJECTS 4144 
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Real Choices Research Study Informed Consent 4149 
Idaho State University 4150 

We are asking for your help with learning about services, supports and attitudes there are 4151 
about persons with a disability in Idaho. The Institute of Rural Health at Idaho State 4152 
University is conducting research to help assist the State of Idaho in developing better 4153 
services and support for persons with disabilities and their families. If you would like to 4154 
assist, please help us with this our surveys and focus groups. Your responses are 4155 
anonymous and no data will be reported in such a way that any one individual would be 4156 
identifiable.  4157 

MAILED VERSION 4158 

If you are willing to participate in this project, please complete the survey and place it in 4159 
the enclosed envelope, seal it and put it in the mailbox by (date) for delivery to Idaho 4160 
State University. This paper is for you to keep for your records. If you would like more 4161 
information about the research or have questions about the survey or focus groups, please 4162 
contact Dr. Beth Hudnall Stamm, Ph.D., by e-mail bhstamm@isu.edu or phone 4163 
208.282.4436.  4164 

WEB VERSION 4165 

If you are willing to participate in this project, please complete the survey here at our 4166 
website. Print out this paper is for you to keep for your records. If you would like more 4167 
information about the research or have questions about the survey or focus groups, please 4168 
contact Dr. Beth Hudnall Stamm, Ph.D., by e-mail bhstamm@isu.edu or phone 4169 
208.282.4436.  4170 

PHONE VERSION 4171 

If you are willing to participate in this project, you can answer the questions I will ask 4172 
you here on the phone. If you would like more information about the research or have 4173 
questions about the survey or focus groups, please contact Dr. Beth Hudnall Stamm, 4174 
Ph.D., by e-mail bhstamm@isu.edu or phone 208.282.4436.  4175 

FOCUS GROUP VERSION 4176 

If you are willing to participate in this project, you stay here with the group and 4177 
participate in the discussion. You will be shown some television commercials and asked 4178 
to participate in a discussion about them. The discussions will be audiotaped. If you 4179 
would like more information about the research or have questions about the survey or 4180 
focus groups, please contact Dr. Beth Hudnall Stamm, Ph.D., by e-mail 4181 
bhstamm@isu.edu or phone 208.282.4436.  4182 

To assure your confidentiality, please do not write your name anywhere on the survey. If 4183 
you have any questions, or would like assistance completing the survey, please contact 4184 
the Brain Injury Association of Idaho at 888.374.3447 or 208.342.0999.  4185 

If you have any questions pertaining to this work, or your rights as someone participating 4186 
in this study, you may contact the survey manager, Russell C. Spearman, at 4187 
(208.685.6767); the focus group manager, Ann D. Kirkwood at (208.685.676?) or Dr. 4188 
Beth Hudnall Stamm, the Principal Investigator for the project at (208.282.4436).  4189 
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If you would like information about the project, you can find periodic updates, including 4190 
a summary of this survey, posted at www.isu.edu/irh or by calling 208.282.4436. 4191 

We thank you and greatly appreciate your participation. 4192 
4193 
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Idaho State University Human Subjects Committee 4196 
Informed Consent Form for Medical Research 4197 

Idaho Real Choices System Change Effectiveness Study 4198 

You are asked to participate in a research study conducted by Dr. Beth Hudnall Stamm, 4199 
Ph.D., Principal Investigator and Drs. Leigh W. Cellucci, Debra Larsen, and Neill F. 4200 
Piland of the Pocatello office of the Institute of Rural Health and Ms. Ann K. Kirkwood, 4201 
Mac and Mr. Russell C. Spearman, M.Ed. of the Boise office of the Institute of Rural 4202 
Health at Idaho State University. Funding for this study is provided through the Idaho 4203 
Department of Health and Welfare Family and Community Services with a grant from 4204 
the Center for Medicaid and Medicare Services (#18-P-91537/0). 4205 

You have been asked to participate in this research because of you or your family 4206 
member’s disability. We anticipate recruiting between eighteen (18) and forty-five (45) 4207 
children, adults, and older adults to enroll in this research project. Your participation in 4208 
this study is entirely voluntary. You should read the information below, and ask questions 4209 
about anything you do not understand, before deciding whether or not to participate. 4210 

1. PURPOSE OF THE STUDY 4211 

The purpose of this study is to test the satisfaction, quality, and value of services and 4212 
supports for people with disabilities that enables them to exercise self-determination and 4213 
increase their community integration.  4214 

2. PROCEDURES 4215 

If you volunteer to participate in this study, we would ask you to do the things listed 4216 
below. Your handouts, which explain an individual’s progress through the study and the 4217 
activities of the study, should help you understand what will happen if you volunteer. 4218 

STUDY ACTIVITIES 4219 

a. You will be asked to work with the research team and your case manager. Your 4220 
case manager is a person who works especially with you and your family. They 4221 
will help you with any questions or concerns that you have. You will see them 4222 
often, sometimes every week.  4223 

b. You will be asked to take cognitive, skills, physical, and psychological tests. This 4224 
is called assessment. Some assessments will be the same for each participant and 4225 
others will be selected just for you based on your needs and resources. You will 4226 
be tested when you enroll in the study, and every 3 months until you exit the 4227 
study. A few very short tests will be done weekly or monthly. The tests may be 4228 
like in school, where you answer questions, or they may be more like sports 4229 
where you demonstrate your ability to do tasks. They may be medical tests like 4230 



Idaho Real Choices  163

your doctor gives you. You will not be graded on any of our tests! You should 4231 
just do the best you can. 4232 

c. You will be asked to help design a personalized plan for your community 4233 
integration. Your community integration plan is the research treatment in this 4234 
study. You and your family, if appropriate, will work together with us to help 4235 
figure out a plan to help you do your best at living well in your community. You 4236 
will be able to try new things to help you live your life the best you can at school, 4237 
in your family and your community. You can always talk to your family or your 4238 
case manager about how things are going for you.  4239 

d. You will be asked to sign a Personal Responsibility Contract that will define your 4240 
role in your individualized community integration plan. 4241 

e. You will be asked to sign an authorization for release of information for purposes 4242 
of the research. Your information will be kept confidential. 4243 

RESEARCH GROUP ASSIGNMENT 4244 

a. For purposes of data analysis, your case will be assigned to a research group that 4245 
matches with your age (child, adult or older adult) and your type of disability 4246 
(physical, developmental, mental, or long-term illness). You will probably not 4247 
meet the other people in your research group as these groups are for statistical 4248 
purposes. 4249 

b. In this research study, all participants receive the study treatment, that is, your 4250 
community integration plan. No participants will receive a placebo, or inactive 4251 
treatment. No participants will be randomly assigned to any group since every 4252 
participant will have a chance to have a treatment which is their community 4253 
integration plan implementation. 4254 

c. In order to have a comparison group, we will use what is called a “wait-list-4255 
comparison” design. Each participant will experience a waiting time of a few 4256 
weeks to a few months between your assessments (tests) and the implementation 4257 
of your community integration plan. The length of the wait will be determined by 4258 
your assessments and your plan. During this waiting time, we will continue to 4259 
monitor your progress so that we can compare your satisfaction and life status 4260 
before and after the implementation of your plan. 4261 

3. POTENTIAL RISKS OR DISCOMFORTS   4262 

For most participants, this project will involve minimal risk compared to activities 4263 
normally encountered by people with disabilities. These risks are not different than those 4264 
faced by people with disabilities under ordinary circumstances when they choose to make 4265 
changes in their lives utilizing the existing system. 4266 

It is important for you to know that the community integration treatment may involve 4267 
risks that are currently unforeseeable. 4268 
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POTENTIAL RISKS 4269 

a. Some tests and assessments could involve risks. For example, if you need to have 4270 
a standard medical test, the normal risk associated with those tests would apply. 4271 
In the case of assessment risks, the qualified health professional who will be 4272 
administering the test will discuss the risks with you and allow you to give 4273 
consent for that specific test. If you choose not to have a particular test, that is 4274 
your right as a participant in this research study. 4275 

b. Your family and friends may be resistant to the changes in your life. Because of 4276 
this conflict could arise.  4277 

c. You may find it difficult to sustain your lifestyle change after the study. During the 4278 
study, you will have a great deal of financial and personnel supports. It may be 4279 
difficult for you to sustain these changes after the study is over.  4280 

d. You may loose your current placement if you choose to try different services and 4281 
supports. Your current services and supports may not be available to you if you 4282 
decide that you would like to return to your current lifestyle following the 4283 
research study. 4284 

POTENTIAL DISCOMFORTS 4285 

e. Sometimes when you try something new, it does not turn out as you expected and 4286 
it may make you feel unhappy. We want you to know about that before you agree 4287 
to be in our study. For example, some of the things you want to try may not work 4288 
out as well as you had hoped. For example, you may decide that you want to try 4289 
to join a community activity and then find that you do not fit in very well. This 4290 
could make you unhappy. You may agree to do things for yourself that you have 4291 
not tried before and that may make you feel scared. Your family and your case 4292 
manager will help you as best they can, but it is important for you to realize that 4293 
sometimes when we try new things they do not always work out the way we 4294 
hoped.  4295 

f. Changing your living situation could involve risks. Your community integration 4296 
plan will be designed to bring about changes in your lifestyle and access to 4297 
services, supports, and social connections. There are risks that you may not like 4298 
your new lifestyle. While adjustments can be made to your plan to accommodate 4299 
unexpected events or feelings, you may find that self-determination (with 4300 
appropriate services and supports) is different than you imagined it would be.  4301 

4. ANTICIPATED BENEFITS TO PARTICIPANTS  4302 

Based on experience with community integration, for other people with disabilities, 4303 
researchers believe it may be of benefit to people like you and may have fewer negative 4304 
unintended consequences when compared to living in an institution. Of course, because 4305 
individuals respond differently to changes in their lives, no one can know in advance if it 4306 
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will be helpful in your particular case. The potential benefits can include the following 4307 
things. 4308 

POTENTIAL BENEFITS FOR YOU 4309 

a. You will receive a full functional assessment, with ongoing assessment and 4310 
outcome evaluation, with is estimated to be between $1000 and $5000 in value 4311 

b. You will have the opportunity to work with professionals to evaluate your life and 4312 
discuss their options for self-determination, leading to a complex and 4313 
comprehensive life plan.  4314 

c. Sometimes when we try new things, they are better than we expected. For 4315 
example, you might try a new activity in the community and find out you really 4316 
like it and that you are good at it.  4317 

d. You will have the necessary services and supports to implement, evaluate, and 4318 
adjust your community integration plan. Services and supports that are part of the 4319 
identified life plan, and not available through the existing private, state or federal 4320 
services and support system will be provided, within the constraints of the overall 4321 
project budget, by the study. We anticipate that the overall value of services and 4322 
supports for an average participant will be about $10,000 during the 6-12 month 4323 
participation period. 4324 

e. Your services and support providers may be able to identify alternative methods 4325 
to help you be physically and psychologically stronger.  4326 

f. You may find that you can do more things for yourself than you expected. 4327 

g. You may find that you can contribute more to your family, or your school, or even 4328 
your town.  4329 

h. You may find your finances are improved as a result of community living. 4330 

i. You may find that you have more social interaction opportunities. 4331 

j. You may be able to seek employment. 4332 

5. ANTICIPATED BENEFITS TO SOCIETY  4333 

Sometimes when we try new things and keep careful watch over how they happen and 4334 
compare them to the way we normally do things, we can learn how to do things better. 4335 
What we learn in this study may help other people like you. For example, if you find that 4336 
you are happy with part of your plan, we might be able to help others do things like you 4337 
did and that could help them too.  4338 
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The greatest anticipated benefit from this research is information about how to design 4339 
further studies that measure the efficacy of helping people with disabilities like you move 4340 
into more integrated settings in accord with their wishes.  4341 

a. We anticipate being able to learn whether community integration, when people 4342 
have access to the services and supports that they need to be successful, is more or 4343 
less expensive than living in a long-term care facility. 4344 

b.  We also hope to learn about the barriers people who choose community 4345 
integration will face and how best to remove or reduce those barriers.  4346 

c. We hope to learn what types of plans work best for what types of disabilities and 4347 
age groups.  4348 

d. We hope to be able to compare the differences in the patterns of transition for 4349 
people with different disabilities across different age group. 4350 

6. ALTERNATIVES TO PARTICIPATION  4351 

If you choose not to participate in this study, you have multiple options for obtaining 4352 
services and supports. 4353 

a. You may choose to keep your current lifestyle and not make any changes. 4354 

b. You may choose to work with your current services and support providers to 4355 
develop an alternative life plan with them. 4356 

c. You may choose to use existing funding mechanisms such as the school IDEA 4357 
program, the TBI or Aged and Disabled Medicaid Waivers, or private insurance, 4358 
to fund services and supports. 4359 

d. You may choose to obtain services and supports through the school system or via 4360 
home health. 4361 

e. If you are living with  a long term, degenerative  illness or a terminal illness you 4362 
may choose to minimize treatments and live your life with minimal medical or 4363 
social intervention 4364 

f. If you are living with a long term, degenerative illness or a terminal illness you 4365 
may choose to utilize other treatment alternatives such as Hospice, pain control 4366 
medications, home health care or other treatments. 4367 

7. PAYMENT FOR PARTICIPATION  4368 

Participants will not be paid for participation in community integration activities but will 4369 
be offered a modest honorarium for participating in assessment activities.  4370 
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a. You will be given an incentive for your participation in the baseline, monthly and 4371 
exit assessments. Incentives will include gift certificates to local area merchants, 4372 
valued in amounts no greater than $5 per hour of assessment for up to $30 total in 4373 
coupons for any assessment period. For example, if you completed 4 hours of 4374 
assessments, they would be provided with up to $20 in gift certificates of goods. 4375 
You will receive a $5 gift certificate for each monthly assessment you complete. 4376 
No incentives will be provided for assessments beyond baseline, monthly, and 4377 
exit assessments. The maximum amount you could receive would be $30 for 4378 
baseline, $5 for each monthly assessment up to 11 months (up to $55 total), and 4379 
$30 for the exit assessments. The most you could receive for participation in 4380 
assessments during the study is $115. 4381 

b. You will receive a full functional assessment, with ongoing assessment and 4382 
outcome evaluation, with is estimated to be between $1000 and $5000 in value 4383 

c. You will have the necessary services and supports to implement, evaluate, and 4384 
adjust your community integration plan. Services and supports that are part of the 4385 
identified life plan, and not available through the existing private, state or federal 4386 
services and support system will be provided, within the constraints of the overall 4387 
project budget, by the study. We anticipate that the overall value of services and 4388 
supports for an average participant will be between $2000 and $10,000 during the 4389 
6-12 month participation period. 4390 

d. You will be reimbursed for any study-related necessary travel expenses if you do 4391 
not have the ability to pay for them yourself. These could include expenses such 4392 
as parking, bus/taxi fare, babysitting, travel companion/assistant, etc. 4393 
Reimbursement will be paid using the standard state rates or local prevailing rate 4394 
if a state rate does not exist. 4395 

e. If you decide to withdraw, or if you are withdrawn from the study, your payments 4396 
for any assessment, travel or other study-related services and supports will be paid 4397 
up through your withdrawal date. 4398 

f. If you have any side effects or illnesses that you have not reported to us at this 4399 
time, we would encourage you to do so in order that we can take them into 4400 
account when designing your participation in this study. 4401 

8. INFORMATION ABOUT YOUR SAMPLE GROUP 4402 

On the checklist at the end of this consent form, you are asked to let us know if you 4403 
would like to receive information about the results of this study. There are two types of 4404 
information you may receive:  4405 

a. General information about what this study found (or the conclusions of the study,) 4406 

b. Specific information about what the study found about your sample group 4407 

c. You may also choose not to receive any information 4408 
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Research is a long and complicated process. Obtaining general information from a project 4409 
may take years. Even if there is general information from a project, there may not be 4410 
personal information for every participant. 4411 

9. FINANCIAL OBLIGATIONS   4412 

It is possible that Medicaid, Medicare, or your insurance will not pay for all of the 4413 
treatments and tests you will receive if you participate in this research. This is because 4414 
many insurance companies, HMOs, and health benefit plans do not cover experimental 4415 
treatments.  4416 

You will not be billed for services that are not reimbursed by a third party payer. The 4417 
study has funds set aside to pay for needed services and supports that are not reimbursed 4418 
by a third-party payer.  4419 

It is impossible to guess how long this money will last. The research team will be 4420 
watching the funds closely and will close study enrollment before the funds run out. 4421 

a. If you have reimbursement available for a needed service or support, these 4422 
services will be billed. The study will not submit a bill on your behalf to a third-4423 
party payer without your written consent. 4424 

b. If reimbursement is not available for a needed service or support, as long as 4425 
funding is available through the study, the study will pay for the service or 4426 
support.  4427 

c. If research funds are not available for a suggested test, service or support, you will 4428 
have the opportunity to discuss that in advance with the research team to identify 4429 
alternatives. If the service is medically necessary, it will be reimbursed. 4430 

10. EMERGENCY CARE AND COMPENSATION FOR INJURY  4431 

If you are injured as a direct result of research procedures not done primarily for your 4432 
own benefit, you will receive treatment at no cost. Idaho State University does not 4433 
provide any other form of compensation for research injury.”  4434 

11. PRIVACY AND CONFIDENTIALITY  4435 

WHO WILL KNOW OF YOUR ENROLLMENT IN THE STUDY 4436 

The only people who will know that you are a research subject are members of the 4437 
research team and, if appropriate, your services and support providers. No 4438 
information about you, or provided by you during the research, will be disclosed to 4439 
others without your written permission, except (a) if necessary to protect your rights 4440 
or welfare (for example, if you are injured and need emergency care, or (b) if required 4441 
by law. 4442 

PUBLICATION AND PRESENTATION OF STUDY DATA 4443 
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a. When the results of the research are published or discussed in conferences, no 4444 
information will be included that would reveal your identity. Results about 1-4 4445 
people will be reported as “<5” to obscure any possible individual identification.  4446 

b. If photographs, videos, or audiotape recordings of you will be used for 4447 
educational purposes, your identity will be protected or disguised by 4448 
electronically changing the characteristics of your voice or image. 4449 

DATA MANAGEMENT AND ANALYSIS 4450 

Participant data will be treated as confidential data and afforded the same coverage as 4451 
would be provided to protected health information under the HIPAA guidelines.  4452 

c. Case Management calls using videophones will not be encrypted, but will use 4453 
point-to-point POTS (plain old telephone service) technology, which is judged by 4454 
the Center for Medicaid and Medicare Services HIPAA office as appropriate for 4455 
confidential communications. 4456 

d. Data will be stored in files with either electronic or physical double authentication 4457 
(e.g., two passwords or two locked files if in physical space). Only authorized 4458 
study personnel will have access to the data. 4459 

e. Following the completion of the data analysis for the study, all individual 4460 
identifiers will be stripped from the data which will be archived for future 4461 
research. 4462 

12. PARTICIPATION AND WITHDRAWAL  4463 

Your participation in this research is VOLUNTARY. If you choose not to participate, 4464 
that will not affect your relationship with Idaho State University, or your right to health 4465 
care or other services to which you are otherwise entitled. If you decide to participate, 4466 
you are free to withdraw your consent and discontinue participation at any time without 4467 
prejudice to your future at ISU. 4468 

13. CONSEQUENCES OF WITHDRAWAL  4469 

The decision to withdraw from this research may lead to the disruption of needed services 4470 
and supports. Due to the potential risks of loss of services and supports, withdrawal 4471 
should be gradual, for reasons of health and safety. Gradual withdrawal will allow for the 4472 
identification of other services and supports to replace those provided through the study. 4473 

14. WITHDRAWAL OF PARTICIPATION BY THE INVESTIGATOR  4474 

The investigator may withdraw you from participating in the research if circumstances 4475 
arise which warrant doing so. While every effort will be made to support your needed 4476 
level of care, if you experience severe decomposition of physical or psychological health 4477 
status as a result of your community integration plan, you become a danger to self or 4478 
others, or if you become ill during the research, you may have to drop out, even if you 4479 
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would like to continue. The investigator Dr. Beth Hudnall Stamm will make the decision 4480 
and let you know if it is not possible for you to continue. The decision may be made 4481 
either to protect your health or your safety, or because it is part of the research plan that 4482 
people who develop certain conditions may not continue to participate. If you must drop 4483 
out because the investigator asks you to (rather than because you have decided on your 4484 
own to withdraw), you will be paid the full amount of what you would have received for 4485 
participation in assessments through the end of the study. 4486 

15. NEW FINDINGS 4487 

During the course of the study, you will be informed of any significant new findings 4488 
(either good or bad), such as changes in the risks or benefits resulting from participation 4489 
in the research or new alternatives to participation, that might cause you to change your 4490 
mind about continuing in the study. If new information is provided you, your consent to 4491 
continuing participating in the study will be re-obtained. 4492 

16. IDENTIFICATION OF INVESTIGATORS 4493 

In the event of a research related injury or if you experience an adverse reaction, please 4494 
immediately contact one of the investigators listed below. If you have any questions 4495 
about the research, please feel free to contact any of the researchers or the ISU Institute 4496 
of Rural Health main office at 208.282.4436 and ask for someone with the study. 4497 

Dr. Beth Hudnall Stamm, PhD. 
Principal Investigator 
Research Professor 
Director of Telehealth 
Deputy Director 
Institute of Rural Health 
Campus Box 8174 
Pocatello, ID 83209-8174 
208.282.4436 
bhstamm@isu.edu 

Dr. Leigh W Cellucci, PhD, 
MBA  
Research Assistant Professor 
Institute of Rural Health 
Campus Box 8174 
Pocatello, ID 83209-8174 
208.282.5611 
cellemil@isu.edu 

Ms. Ann Kirkwood, MAc 
Research Associate 
Institute of Rural Health 
12301 W. Explorer Dr #102 
ISU-Boise Campus 
Boise, ID 83713 
208.327.6786 
kirkann@isu.edu 

Dr. Debra Larsen, PhD 
Post-Doctoral Fellow 
Institute of Rural Health 
Campus Box 8174 
Pocatello, ID 83209-8174 
208.282.4450 
larsdeb2@isu.edu 
 

Dr. Neill F. Piland, PhD 
Professor and Director 
Institute of Rural Health 
Campus Box 8174 
Pocatello, ID 83209-8174 
208.282.4436 
pilaneil@isu.edu 

Mr. Russell Spearman, MEd 
Senior Research Associate 
Institute of Rural Health 
12301 W. Explorer Dr  #102 
ISU-Boise Campus 
Boise, ID 83713 
208.327.6767 
spearuss@isu.edu 

17. RIGHTS OF RESEARCH SUBJECTS 4498 

You may withdraw your consent at any time and discontinue participation without 4499 
penalty. You are not waiving any legal claims, rights or remedies because of your 4500 
participation in this research study. If you have any questions regarding your rights as a 4501 
research subject, you may contact the Human Subjects Committee office at 282-3811or 4502 
by writing to the Human Subjects Committee at Idaho State University, Box 8116. 4503 
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SIGNATURE OF RESEARCH SUBJECT OR LEGAL REPRESENTATI VE 4504 

I have read (or someone has read to me) the information provided above. I have been 4505 
given an opportunity to ask questions, and all of my questions have been answered to my 4506 
satisfaction. I have been given a copy of the informed consent form. 4507 

BY SIGNING THIS FORM, I WILLINGLY AGREE TO PARTICIP ATE IN THE 4508 
RESEARCH IT DESCRIBES. 4509 

  4510 
Name of Research Subject 4511 

  4512 
Signature of Research Subject  Date 4513 

INFORMATION ABOUT MY SAMPLE 4514 

Please indicate by checking and initialing the category below what type of information 4515 
you want to receive. It is your responsibility to let the investigator know if your address 4516 
and/or telephone number changes. The contact information is in the informed consent 4517 
form under “Identification of Investigators.” 4518 

 General information about what the study found. 

 Specific information about what the study found about me. 

 I do not want any information about my sample. 

Please send the information to the following address 4519 

  4520 
Street Address or PO Box 4521 

  4522 
City State  Zip 4523 

 4524 
4525 
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 4526 
SIGNATURE OF INVESTIGATOR 4527 

I have explained the research to the subject or his/her legal representative, and have 4528 
answered all his/her questions. I believe that he/she understands the information 4529 
described in this document and freely consents to participate. 4530 

  4531 
Name of Investigator 4532 

  4533 
Signature of Investigator  Date 4534 

SIGNATURE WITNESS 4535 
My signature as witness certifies that the subject or his/her legal representative signed the 4536 
consent form in my presence as his/her voluntary act and deed. 4537 

  4538 
Name of Witness 4539 

  4540 
Signature of Witness  Date 4541 

4542 
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Idaho State University Human Subjects Committee 4543 
Informed Consent Form for Medical Research 4544 

Idaho Real Choices System Change Effectiveness Study 4545 

Your child is asked to participate in a research study conducted by Dr. Beth Hudnall 4546 
Stamm, Ph.D., Principal Investigator and Drs. Debra Larsen, and Neill F. Piland of the 4547 
Pocatello office of the Institute of Rural Health and Ms. Ann K. Kirkwood, MAc of the 4548 
Boise office of the Institute of Rural Health at Idaho State University. Funding for this 4549 
study is provided through the XXX (#XXX). 4550 

Your child or an individual you have guardianship over (your ward) have been asked to 4551 
participate in this research because of their or a family member’s disability. We anticipate 4552 
recruiting between xxx (xx) and xxx (xx) children, youths and their families to enroll in 4553 
this research project. Participation in this study is entirely voluntary. You should read the 4554 
information below, and ask questions about anything you do not understand, before 4555 
deciding whether or not to consent for your child or your ward participate. 4556 

18. PURPOSE OF THE STUDY 4557 

The purpose of this study is to test the satisfaction, quality, and value of services and 4558 
supports for children and youths who have been exposed to a potentially traumatizing 4559 
event. The goal of the study is to learn what helps these children and their families feel 4560 
safe and assist them in living as a contributing member of their community.  4561 

19. PROCEDURES 4562 

If your child/ward volunteers to participate in this study, we would ask you or your 4563 
child/ward to do the things listed below. Your handouts which explain an individual’s 4564 
progress through the study and the activities of the study should help you understand 4565 
what will happen if your child/ward volunteers. 4566 

STUDY ACTIVITIES 4567 

a. You will be asked to work with the research team and your child/ward’s case 4568 
manager. The case manager is a person who works especially with you and your 4569 
family. They will help you with any questions or concerns that you have. You will 4570 
see them often, sometimes every week.  4571 

b. Your child/ward will be asked to take cognitive, skills, physical, and 4572 
psychological tests.  You will also be asked to provide information regarding your 4573 
child’s/ward’s abilities and behaviors.   This is called assessment. Some 4574 
assessments will be the same for each participant and others will be selected just 4575 
for your child/ward based on their needs and resources. Your child/ward will be 4576 
tested when he/she enrolls in the study, and every xx until he/she exits the study. 4577 
A few very short tests will be done weekly or monthly; you may be asked for 4578 
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information during these brief assessments. The tests for your child/ward may be 4579 
like in school, where he/she answers questions, or they may be more like sports 4580 
where the participant demonstrates ability to do tasks. They may be medical tests 4581 
like a doctor gives. Participants will not be graded on any of our tests! 4582 
Participants should just do the best they can. 4583 

c. You will be asked to help design a personalized plan for your child’s/ward’s 4584 
treatment. This plan is the research treatment in this study. You, your child/ward 4585 
and your family, if appropriate, will work together with us to help figure out a 4586 
plan to help your child/ward do his/her best. They will be able to try new things to 4587 
help them live their life the best they can at school, at work, in your family and in 4588 
your community. You can always talk to your family or your case manager about 4589 
how things are going for your child/ward.  4590 

d. You will be asked to sign an authorization for release of information for purposes 4591 
of the research. Your child’s/ward’s information will be kept confidential. 4592 

RESEARCH GROUP ASSIGNMENT 4593 

d. For purposes of data analysis, your child’s/ward’s case will be assigned to a 4594 
research group that matches with their age (child, adult or older adult). You will 4595 
probably not meet the other people in this research group as these groups are for 4596 
statistical purposes. 4597 

e. In this research study, all participants receive the study treatment. No participants 4598 
will receive a placebo, or inactive treatment. No participants will be randomly 4599 
assigned to any group since every participant will have a chance to have a 4600 
treatment which is their plan implementation. 4601 

f. In order to have a comparison group, we will use what is called a “wait-list-4602 
comparison” design. Each participant will experience a waiting time of a few 4603 
weeks to a few months between assessments (tests) and the implementation of the 4604 
community integration plan. The length of the wait will be determined by your 4605 
assessments and your plan. During this waiting time, we will continue to monitor 4606 
progress so that we can compare satisfaction and life status before and after the 4607 
implementation of the plan. 4608 

20. POTENTIAL RISKS OR DISCOMFORTS   4609 

For most participants, this project will involve minimal risk compared to activities 4610 
normally encountered by people with conditions like your child/ward. These risks are not 4611 
different than those faced by people with disabilities under ordinary circumstances when 4612 
they choose utilizing the existing system. 4613 

It is important for you to know that the treatment may involve risks that are currently 4614 
unforeseeable. 4615 

POTENTIAL RISKS 4616 



Idaho Real Choices  175

a. Some tests and assessments could involve risks. For example, if your child/ward 4617 
needs to have a standard medical test, the normal risks associated with those tests 4618 
would apply. In the case of assessment risks, the qualified health professional who 4619 
will be administering the test will discuss the risks with you and allow you to give 4620 
consent for that specific test. If you choose not to have your child/ward participate 4621 
in a particular test, that is your right as a participant in this research study. 4622 

b. Your family and friends may be resistant to the changes in your child’s/ward’s 4623 
life. Because of this, thus conflict could arise.  4624 

c. You may find it difficult to sustain your child’s/ward’s lifestyle change after the 4625 
study. During the study, you will have supports. It may be difficult for you to 4626 
sustain these changes after the study is over.  4627 

d. Your child/ward may be sad as a result of talking about their traumatic 4628 
experience. Because of this, you may feel sad or worried. You should talk with 4629 
your healthcare professional or your Case Manager if you have any concerns. 4630 

POTENTIAL DISCOMFORTS 4631 

e. Sometimes when you try something new, it does not turn out as you expected and 4632 
it may make you or your child/ward feel unhappy. We want you to know about 4633 
that before you agree to be in our study. For example, some of the things your 4634 
child/ward wants to try may not work out as well as you had hoped. For example, 4635 
they may decide that they want to try to join a community activity and then find 4636 
that they do not fit in very well. This could make you and your child/ward 4637 
unhappy. You or your child/ward may agree to do things that you have not tried 4638 
before and that may make you feel scared. Your family and your case manager 4639 
will help you as best they can, but it is important for you to realize that sometimes 4640 
when we try new things they do not always work out the way we hoped.  4641 

f. Changing your child’s/ward’s living situation could involve risks. The community 4642 
integration plan will be designed to bring about changes in your child’s/ward’s 4643 
lifestyle and access to services, supports, and social connections. There are risks 4644 
that you or your ward may not like the new lifestyle. While adjustments can be 4645 
made to the plan to accommodate unexpected events or feelings, you may find 4646 
that self-determination (with appropriate services and supports) is different than 4647 
you imagined it would be.  4648 

21. ANTICIPATED BENEFITS TO PARTICIPANTS  4649 

Based on experience with community integration, for other people with disabilities, 4650 
researchers believe it may be of benefit to people like you and your child/ward and may 4651 
have fewer negative unintended consequences when compared to living in an institution. 4652 
Of course, because individuals respond differently to changes in their lives, no one can 4653 
know in advance if it will be helpful in your particular case. The potential benefits can 4654 
include the following things. 4655 



Idaho Real Choices  176

POTENTIAL BENEFITS FOR YOU 4656 

a. Your child/ward will receive a an assessment, with ongoing assessment and 4657 
outcome evaluation, with is estimated to be between $200 and $5000 in value 4658 

b. You will have the opportunity to work with professionals to evaluate your 4659 
child’s/ward’s life and discuss their options for treatment. 4660 

c. Sometimes when we try new things, they are better than we expected. For 4661 
example, your child/ward might try new things and find out he/she really likes it 4662 
and is good at it.  4663 

d. Services and support providers may be able to identify alternative methods to help 4664 
your child/ward be physically and psychologically stronger.  4665 

e. You may find that your child/ward can do more things for yourself than you 4666 
expected. 4667 

f. You may find that you can contribute more to your family, or your school, or even 4668 
your town.  4669 

g. You may find your finances are improved as a result of your ward’s community 4670 
living. 4671 

h. You may find that your child/ward has more social interaction opportunities. 4672 

i. Your child or ward may be able to seek employment. 4673 

22. ANTICIPATED BENEFITS TO SOCIETY  4674 

Sometimes when we try new things and keep careful watch over how they happen and 4675 
compare them to the way we normally do things, we can learn how to do things better. 4676 
What we learn in this study may help other people like you. For example, if you find that 4677 
you are happy with part of your child’s/ward’s plan, we might be able to help others do 4678 
things like your child/ward did and that could help them too.  4679 

The greatest anticipated benefit from this research is information about how to adapt and 4680 
provide treatment for children, youths and their families living in rural, tribal or frontier 4681 
areas who have experienced traumatic events.  4682 

a. We anticipate being able to learn whether community integration, when people 4683 
have access to the services and supports that they need to be successful, is more or 4684 
less expensive than living in a long-term care facility. 4685 

b.  We also hope to learn about the barriers people who choose community 4686 
integration will face and how best to remove or reduce those barriers.  4687 
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c. We hope to learn what types of plans work best for what types of disabilities and 4688 
age groups.  4689 

d. We hope to be able to compare the differences in the patterns of transition for 4690 
people with different disabilities across different age group. 4691 

23. ALTERNATIVES TO PARTICIPATION  4692 

If you choose not to participate in this study, you have multiple options for obtaining 4693 
services and supports. 4694 

a. You may choose to keep your child’s/ward’s current lifestyle and not make any 4695 
changes. 4696 

b. You may choose to work with your child’s/ward’s current services and support 4697 
providers to develop an alternative life plan with them. 4698 

c. You may choose to use existing funding mechanisms such as the school IDEA 4699 
program, the TBI or Aged and Disabled Medicaid Waivers, or private insurance, 4700 
to fund services and supports. 4701 

d. You may choose to obtain services and supports through the school system or via 4702 
home health. 4703 

e. If your child/ward is living with  a long term, degenerative  illness or a terminal 4704 
illness you may choose to minimize treatments and live with minimal medical or 4705 
social intervention 4706 

f. If your child/ward is living with a long term, degenerative illness or a terminal 4707 
illness you may choose to utilize other treatment alternatives such as Hospice, 4708 
pain control medications, home health care or other treatments. 4709 

24. PAYMENT FOR PARTICIPATION  4710 

Participants will not be paid for participation in community integration activities but will 4711 
be offered a modest honorarium for participating in assessment activities.  4712 

a. Your child/ward will be given an incentive for your participation in the baseline, 4713 
monthly and exit assessments. Incentives will include gift certificates to local area 4714 
merchants, valued in amounts no greater than $5 per hour of assessment for up to 4715 
$30 total in coupons for any assessment period. For example, if they completed 4 4716 
hours of assessments, they would be provided with up to $20 in gift certificates of 4717 
goods. They will receive a $5 gift certificate for each monthly assessment they 4718 
complete. No incentives will be provided for assessments beyond baseline, 4719 
monthly, and exit assessments. The maximum amount a participant could receive 4720 
would be $30 for baseline, $5 for each monthly assessment up to 11 months (up to 4721 
$55 total), and $30 for the exit assessments. The most anyone could receive for 4722 
participation in assessments during the study is $115. 4723 
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b. Your child/ward will receive a full functional assessment, with ongoing 4724 
assessment and outcome evaluation, with is estimated to be between $1000 and 4725 
$5000 in value 4726 

c. Your child/ward will have the necessary services and supports to implement, 4727 
evaluate, and adjust your community integration plan. Services and supports that 4728 
are part of the identified life plan, and not available through the existing private, 4729 
state or federal services and support system will be provided, within the 4730 
constraints of the overall project budget, by the study. We anticipate that the 4731 
overall value of services and supports for an average participant will be between 4732 
$2000 and $10,000 during the 6-12 month participation period. 4733 

d. You will be reimbursed for any study-related necessary travel expenses if you do 4734 
not have the ability to pay for them yourself. These could include expenses such 4735 
as parking, bus/taxi fare, babysitting, travel companion/assistant, etc. 4736 
Reimbursement will be paid using the standard state rates or local prevailing rate 4737 
if a state rate does not exist. 4738 

e. If you decide to withdraw, or if you are withdrawn from the study, your payments 4739 
for any assessment, travel or other study-related services and supports will be paid 4740 
up through your withdrawal date. 4741 

f. If your child/ward has any side effects or illnesses that you have not reported to 4742 
us at this time, we would encourage you to do so in order that we can take them 4743 
into account when designing participation in this study. 4744 

25. INFORMATION ABOUT YOUR SAMPLE GROUP 4745 

On the checklist at the end of this consent form, you are asked to let us know if you 4746 
would like to receive information about the results of this study. There are two types of 4747 
information you may receive:  4748 

a. General information about what this study found (or the conclusions of the study,) 4749 

b. Specific information about what the study found about your child’s/ward’s sample 4750 
group 4751 

c. You may also choose not to receive any information 4752 

Research is a long and complicated process. Obtaining general information from a project 4753 
may take years. Even if there is general information from a project, there may not be 4754 
personal information for every participant. 4755 

26. FINANCIAL OBLIGATIONS   4756 

It is possible that Medicaid, Medicare, or your child’s/ward’s insurance will not pay for 4757 
all of the treatments and tests your child/ward will receive if they participate in this 4758 
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research. This is because many insurance companies, HMOs, and health benefit plans do 4759 
not cover experimental treatments.  4760 

You and your ward will not be billed for services that are not reimbursed by a third part 4761 
payer. The study has funds set aside to pay for needed services and supports that are not 4762 
reimbursed by a third-party payer.  4763 

It is impossible to guess how long this money will last. The research team will be 4764 
watching the funds closely and will close study enrollment before the funds run out. 4765 

a. If your child/ward has reimbursement available for a needed service or support, 4766 
these services will be billed. The study will not submit a bill on their behalf to a 4767 
third-party payer without your written consent. 4768 

b. If reimbursement is not available for a needed service or support, as long as 4769 
funding is available through the study, the study will pay for the service or 4770 
support.  4771 

c. If research funds are not available for a suggested test, service or support, you will 4772 
have the opportunity to discuss that in advance with the research team to identify 4773 
alternatives. If the service is medically necessary, it will be reimbursed. 4774 

27. EMERGENCY CARE AND COMPENSATION FOR INJURY  4775 

If you are injured as a direct result of research procedures not done primarily for your 4776 
own benefit, you will receive treatment at no cost. Idaho State University does not 4777 
provide any other form of compensation for research injury.”  4778 

28. PRIVACY AND CONFIDENTIALITY  4779 

WHO WILL KNOW OF YOUR ENROLLMENT IN THE STUDY 4780 

The only people who will know that your child/ward is a research subject are 4781 
members of the research team and, if appropriate, your service and support providers. 4782 
No information about your child/ward or provided by you during the research will be 4783 
disclosed to others without your written permission, except (a) if necessary to protect 4784 
your rights or welfare (for example, if you are injured and need emergency care, or 4785 
(b) if required by law. 4786 

PUBLICATION AND PRESENTATION OF STUDY DATA 4787 

a. When the results of the research are published or discussed in conferences, no 4788 
information will be included that would reveal your child’s/ward’s identity. 4789 
Results about 1–4 people will be reported as “<5” to obscure any possible 4790 
individual identification.  4791 
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b. If photographs, videos, or audiotape recordings of your child/ward will be used 4792 
for educational purposes, identity will be protected or disguised by electronically 4793 
changing the characteristics of the voice or image. 4794 

DATA MANAGEMENT AND ANALYSIS 4795 

Participant data will be treated as confidential data and afforded the same coverage as 4796 
would be provided to protected health information under the HIPAA guidelines.  4797 

c. Case Management calls using videophones will not be encrypted, but will use 4798 
point-to-point POTS (plain old telephone service) technology, which is judged by 4799 
the Center for Medicaid and Medicare Services HIPAA office as appropriate for 4800 
confidential communications. 4801 

d. Data will be stored in files with either electronic or physical double authentication 4802 
(e.g. two passwords or two locked files if in physical space). Only authorized 4803 
study personnel will have access to the data. 4804 

e. Following the completion of the data analysis for the study, all individual 4805 
identifiers will be stripped from the data which will be archived for future 4806 
research. 4807 

29. PARTICIPATION AND WITHDRAWAL  4808 

Your child’s/ward’s participation in this research is VOLUNTARY. If you choose not to 4809 
consent to their participation, that will not affect your relationship with Idaho State 4810 
University or your right to health care or other services to which you are otherwise 4811 
entitled. If you decide to have your child/ward participate, you are free to withdraw your 4812 
consent and discontinue participation at any time without prejudice to your future at ISU. 4813 

30. CONSEQUENCES OF WITHDRAWAL  4814 

The decision to withdraw from this research may lead to the disruption of needed services 4815 
and supports. Due to the potential risks of loss of services and supports, withdrawal 4816 
should be gradual, for reasons of health and safety. Gradual withdrawal will allow for the 4817 
identification of other services and supports to replace those provided through the study. 4818 

31. WITHDRAWAL OF PARTICIPATION BY THE INVESTIGATOR  4819 

The investigator may withdraw your child/ward from participating in the research if 4820 
circumstances arise which warrant doing so. While every effort will be made to support 4821 
the needed level of care, if your child/ward experiences severe decomposition of physical 4822 
or psychological health status as a result of the community integration plan, they become 4823 
a danger to self or other, or if they become ill during the research, they may have to drop 4824 
out, even if you would like to have them continue. The investigator Dr. Beth Hudnall 4825 
Stamm will make the decision and let you know if it is not possible for your child/ward to 4826 
continue. The decision may be made either to protect your health or your safety or 4827 
because it is part of the research plan that people who develop certain conditions may not 4828 
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continue to participate. If your child/ward must drop out because the investigator asks 4829 
them to (rather than because you have decided on your own to withdraw), they will be 4830 
paid the full amount of what they would have received for participation in assessments 4831 
through the end of the study. 4832 

32. NEW FINDINGS 4833 

During the course of the study, you and your child/ward will be informed of any 4834 
significant new findings (either good or bad), such as changes in the risks or benefits 4835 
resulting from participation in the research or new alternatives to participation, that might 4836 
cause you to change your mind about continuing in the study. If new information is 4837 
provided you, your consent to continuing participating in the study will be re-obtained. 4838 

33. IDENTIFICATION OF INVESTIGATORS 4839 

In the event of a research related injury or if you experience an adverse reaction, please 4840 
immediately contact one of the investigators listed below. If you have any questions 4841 
about the research, please feel free to contact any of the researchers or the ISU Institute 4842 
of Rural Health main office at 208.282.4436 and ask for someone with the study. 4843 

Dr. Beth Hudnall Stamm, PhD. 
Principal Investigator 
Research Professor 
Director of Telehealth 
Deputy Director 
Institute of Rural Health 
Campus Box 8174 
Pocatello, ID 83209-8174 
208.282.4436 
bhstamm@isu.edu 

Dr. Leigh W Cellucci, PhD, 
MBA  
Research Assistant Professor 
Institute of Rural Health 
Campus Box 8174 
Pocatello, ID 83209-8174 
208.282.5611 
cellemil@isu.edu 

Ms. Ann Kirkwood, MAc 
Research Associate 
Institute of Rural Health 
12301 W. Explorer Dr #102 
ISU-Boise Campus 
Boise, ID 83713 
208.327.6786 
kirkann@isu.edu 

Dr. Debra Larsen, PhD 
Post-Doctoral Fellow 
Institute of Rural Health 
Campus Box 8174 
Pocatello, ID 83209-8174 
208.282.4450 
larsdeb2@isu.edu 
 

Dr. Neill F. Piland, PhD 
Professor and Director 
Institute of Rural Health 
Campus Box 8174 
Pocatello, ID 83209-8174 
208.282.4436 
pilaneil@isu.edu 

Mr. Russell Spearman, MEd 
Senior Research Associate 
Institute of Rural Health 
12301 W. Explorer Dr  #102 
ISU-Boise Campus 
Boise, ID 83713 
208.327.6767 
spearuss@isu.edu 
 

34. I RIGHTS OF RESEARCH SUBJECTS 4844 

You may withdraw your consent at any time and discontinue participation without 4845 
penalty. You are not waiving any legal claims, rights or remedies because of your 4846 
participation in this research study. If you have any questions regarding your rights as a 4847 
research subject, you may contact the Human Subjects Committee office at 282-3811 or 4848 
by writing to the Human Subjects Committee at Idaho State University, Box 8116. 4849 

SIGNATURE OF RESEARCH SUBJECT OR LEGAL REPRESENTATI VE 4850 
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I have read (or someone has read to me) the information provided above. I have been 4851 
given an opportunity to ask questions, and all of my questions have been answered to my 4852 
satisfaction. I have been given a copy of the informed consent form. 4853 

BY SIGNING THIS FORM, I WILLINGLY AGREE TO PARTICIP ATE IN THE 4854 
RESEARCH IT DESCRIBES. 4855 

  4856 
Name of Research Subject 4857 

  4858 
Signature of Research Subject  Date 4859 

INFORMATION ABOUT MY SAMPLE 4860 

Please indicate by checking and initialing the category below what type of information 4861 
you want to receive. It is your responsibility to let the investigator know if your address 4862 
and/or telephone number changes. The contact information is in the informed consent 4863 
form under “Identification of Investigators.” 4864 

 General information about what the study found. 

 Specific information about what the study found about me. 

 I do not want any information about my sample. 

Please send the information to the following address 4865 

  4866 
Street Address or PO Box 4867 

  4868 
City State  Zip 4869 

 4870 
4871 
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 4872 
SIGNATURE OF INVESTIGATOR 4873 

I have explained the research to the subject or his/her legal representative, and have 4874 
answered all his/her questions. I believe that he/she understands the information 4875 
described in this document and freely consents to participate. 4876 

  4877 
Name of Investigator 4878 

  4879 
Signature of Investigator  Date 4880 

SIGNATURE WITNESS 4881 
My signature as witness certifies that the subject or his/her legal representative signed the 4882 
consent form in my presence as his/her voluntary act and deed. 4883 

  4884 
Name of Witness 4885 

  4886 
Signature of Witness  Date 4887 

4888 
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Idaho State University Human Subjects Committee 4889 

ADULT ASSENT FORM  4890 

Idaho Real Choices System Change Effectiveness Study 4891 

35. My name is  4892 

36. We are asking you to take part in a research study because we want to learn about 4893 
how to help people with disabilities live their lives the best ways that they can. By 4894 
disabilities, we mean people who have special needs. They may be blind, need a 4895 
wheelchair, or feel sad a lot, or they may have been sick for a long time. For example, we 4896 
would like to learn about how people with disabilities can go to school, have jobs, 4897 
participate in activities in their town, get healthcare, and live in a place that they choose. 4898 

37. If you agree to be in this study you, your guardian and your family will work with us 4899 
for 6 to 9 months, about the same length of time as a school year.  4900 

a. You will have a case manager. Your case manager is a person who works 4901 
especially with you, your guardian and your family. They will help you with any 4902 
questions or concerns that you have. You will see them often, sometimes every 4903 
week.  4904 

b. You will also take some tests. The tests may be like in school, where you answer 4905 
questions, or they may be more like sports where you do stuff like show us how 4906 
far you can throw a ball or pick things up. They may be tests like your doctor 4907 
gives you. You don’t have to worry; you won’t be graded on any of our tests! You 4908 
should just do the best you can. 4909 

c. You will have a plan for trying new things. You, your guardian and your family 4910 
will work together with us to help figure out a plan to help you do your best. You 4911 
will get to try new things to help you live your life the best you can at work, in 4912 
your family and your community. You can always talk to your family, your 4913 
guardian or your case manager about how things are going for you.   4914 

38. Sometimes when you try new things, stuff you don’t expect happens and it may make 4915 
you feel unhappy. We want you to know about that before you agree to be in our study. 4916 
For example, you may decide that you want to try to join a club and then find that you 4917 
don’t fit in very well. This could make you unhappy. You may agree to do things for 4918 
yourself that you have not tried before and that may make you feel scared. Your family, 4919 
your guardian and your case manager will help you as best they can, but it is important 4920 
for you to realize that sometimes when we try new things they don’t always work out the 4921 
way we hoped.  4922 
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39. Sometimes when we try new things, they are better than we expected. For example, 4923 
you might try a new activity and find out you really like it and that you are good at it. 4924 
You may work with new health care professionals who help you learn new things. You 4925 
may find that you can do more things for yourself or contribute more to your family, or 4926 
your school, or even your town.  4927 

40. Sometimes when we try new things and keep careful watch over how they happen, we 4928 
can learn things that will help other people like you. For example, if you find that you are 4929 
happy with part of your plan, we might be able to help others do things like you did and 4930 
that could help them too. By working with you and your family, we may learn more 4931 
about how to pay for doctor bills and other things that people like you need to do their 4932 
best. 4933 

41. We have already received permission from your guardian(s) for you to participate in 4934 
this research. Even though your guardian(s) have given permission, you still can decide 4935 
for yourself if you want to participate. 4936 

42. If you don’t want to be in this study, you don’t have to be. Remember, being in this 4937 
study is up to you and no one will be upset if you don’t want to participate or even if you 4938 
change your mind later and want to stop. 4939 

43. You can ask any questions that you have about the study. If you have a question later 4940 
that you didn’t think of now, you can ask it later. 4941 

44. Signing below means that you agree to be in the study. You, your parent(s) and/or 4942 
guardian will be given a copy of this form after you have signed it. 4943 

Participant Signature  Date  

Participant Name (Print)    

    

Researcher Signature  Date  

Parent Name (Print)    

    

Witness Signature  Date  

Witness Name (Print)    

 4944 
4945 
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Idaho State University Human Subjects Committee 4946 

YOUTH ASSENT FORM (AGE 13-17) 4947 

Idaho Real Choices System Change Effectiveness Study 4948 

45. My name is  4949 

46. We are asking you to take part in a research study because we want to learn about 4950 
how to help people with disabilities live their lives the best ways that they can as 4951 
members of their communities. By disabilities, we mean people who have special needs. 4952 
They have a physical disability, or a developmental disability, or have a mental illness, or 4953 
they may have a long-term illness. For example, we would like to learn about how people 4954 
with disabilities can go to school, have jobs, participate in activities in their town, get 4955 
healthcare, and live in a place that they choose. 4956 

47. If you agree to be in this study you and your family will work with us for 6 to 9 4957 
months, about the same length of time as a school year.  4958 

a. You will have a case manager. Your case manager is a person who works 4959 
especially with you and your family. They will help you with any questions or 4960 
concerns that you have. You will see them often, sometimes every week.  4961 

b. You will also take some tests. The tests may be like in school, where you answer 4962 
questions, or they may be more like sports where you do stuff like show us how 4963 
far you can throw a ball or pick things up. They may be tests like your doctor 4964 
gives you. You don’t have to worry; you won’t be graded on any of our tests! You 4965 
should just do the best you can. 4966 

c. You will have a plan for trying new ways to live in your community. You and your 4967 
family will work together with us to help figure out a plan to help you do your 4968 
best at living well in your community. You will get to try new things to help you 4969 
live your life the best you can at school, in your family and your community. You 4970 
can always talk to your family or your case manager about how things are going 4971 
for you.  4972 

48. Sometimes when you try new things, stuff you don’t expect happens and it may make 4973 
you feel unhappy. We want you to know about that before you agree to be in our study. 4974 
For example, some of the things you want to try may not work out as well as you had 4975 
hoped. For example, you may decide that you want to try to join a club at school and then 4976 
find that you don’t fit in very well. This could make you unhappy. You may agree to do 4977 
things for yourself that you have not tried before and that may make you feel scared. 4978 
Your family and your case manager will help you as best they can, but it is important for 4979 
you to realize that sometimes when we try new things they don’t always work out the 4980 
way we hoped.  4981 
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49. Sometimes when we try new things, they are better than we expected. For example, 4982 
you might try a new activity at school and find out you really like it and that you are good 4983 
at it. You may work with new health care professionals who help you learn new things or 4984 
better ways to be physically and psychologically strong. You may find that you can do 4985 
more things for yourself or contribute more to your family, or your school, or even your 4986 
town.  4987 

50. Sometimes when we try new things and keep careful watch over how they happen and 4988 
compare them to the way we normally do things, we can learn how to do things better. 4989 
What we learn in this study may help other people like you. For example, if you find that 4990 
you are happy with part of your plan, we might be able to help others do things like you 4991 
did and that could help them too. By working with you and your family, we may learn 4992 
more about how to pay for doctor bills and things that people like you need to do their 4993 
best. 4994 

51. We have already received permission from your parent(s) for you to participate in 4995 
this research. Even though your parent(s) have given permission, you still can decide for 4996 
yourself if you want to participate. 4997 

52. If you don’t want to be in this study, you don’t have to be. Remember, being in this 4998 
study is up to you and no one will be upset if you don’t want to participate or even if you 4999 
change your mind later and want to stop. 5000 

53. You can ask any questions that you have about the study. If you have a question later 5001 
that you didn’t think of now, you can ask it later. 5002 

54. Signing below means that you agree to be in the study. You, your parent(s) and/or 5003 
guardian will be given a copy of this form after you have signed it. 5004 

Participant Signature  Date  

Participant Name (Print)    

    

Researcher Signature  Date  

Parent Name (Print)    

    

Witness Signature  Date  

Witness Name (Print)    

 5005 
5006 
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Idaho State University Human Subjects Committee 5007 

CHILD ASSENT FORM (UP TO AGE 13) 5008 

Idaho Real Choices System Change Effectiveness Study 5009 

55. My name is  5010 

56. We are asking you to take part in a research study because we want to learn about 5011 
how to help people with disabilities live their lives the best ways that they can. By 5012 
disabilities, we mean people who have special needs. They may be blind, need a 5013 
wheelchair, or feel sad a lot, or they may have been sick for a long time. For example, we 5014 
would like to learn about how people with disabilities can go to school, have jobs, 5015 
participate in activities in their town, get healthcare, and live in a place that they choose. 5016 

57. If you agree to be in this study you and your family will work with us for 6 to 9 5017 
months, about the same length of time as a school year.  5018 

a. You will have a case manager. Your case manager is a person who works 5019 
especially with you and your family. They will help you with any questions or 5020 
concerns that you have. You will see them often, sometimes every week.  5021 

b. You will also take some tests. The tests may be like in school, where you answer 5022 
questions, or they may be more like sports where you do stuff like show us how 5023 
far you can throw a ball or pick things up. They may be tests like your doctor 5024 
gives you. You don’t have to worry; you won’t be graded on any of our tests! You 5025 
should just do the best you can. 5026 

c. You will have a plan for trying new things. You and your family will work 5027 
together with us to help figure out a plan to help you do your best. You will get to 5028 
try new things to help you live your life the best you can at school, in your family 5029 
and your community. You can always talk to your family or your case manager 5030 
about how things are going for you.  5031 

58. Sometimes when you try new things, stuff you don’t expect happens and it may make 5032 
you feel unhappy. We want you to know about that before you agree to be in our study. 5033 
For example, you may decide that you want to try to join a club at school and then find 5034 
that you don’t fit in very well. This could make you unhappy. You may agree to do things 5035 
for yourself that you have not tried before and that may make you feel scared. Your 5036 
family and your case manager will help you as best they can, but it is important for you to 5037 
realize that sometimes when we try new things they don’t always work out the way we 5038 
hoped.  5039 
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59. Sometimes when we try new things, they are better than we expected. For example, 5040 
you might try a new activity at school and find out you really like it and that you are good 5041 
at it. You may work with new health care professionals who help you learn new things. 5042 
You may find that you can do more things for yourself or contribute more to your family, 5043 
or your school, or even your town.  5044 

60. Sometimes when we try new things and keep careful watch over how they happen, we 5045 
can learn things that will help other people like you. For example, if you find that you are 5046 
happy with part of your plan, we might be able to help others do things like you did and 5047 
that could help them too. By working with you and your family, we may learn more 5048 
about how to pay for doctor bills and things that people like you need to do their best. 5049 

61. We have already received permission from your parent(s) for you to participate in 5050 
this research. Even though your parent(s) have given permission, you still can decide for 5051 
yourself if you want to participate. 5052 

62. If you don’t want to be in this study, you don’t have to be. Remember, being in this 5053 
study is up to you and no one will be upset if you don’t want to participate or even if you 5054 
change your mind later and want to stop. 5055 

63. You can ask any questions that you have about the study. If you have a question later 5056 
that you didn’t think of now, you can ask it later. 5057 

64. Signing below means that you agree to be in the study. You, your parent(s) and/or 5058 
guardian will be given a copy of this form after you have signed it. 5059 

Participant Signature  Date  

Participant Name (Print)    

    

Researcher Signature  Date  

Parent Name (Print)    

    

Witness Signature  Date  

Witness Name (Print)    

 5060 
5061 
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