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Informed Consent

Transitional Post-Secondary Education for Students with Intellectual Disabilities

Evaluation Interviews Before, During, and After College

1. Purpose of the study

We want to know the answer to the question: Is going to college a good thing for you? We want to ask you questions about your life before, during, and after college. We can find out if you learn a lot, enjoy college, make friends, do things you like on your own time, and what you do after college. We want to ask your family the same questions to get their opinions too. 

2. What you’ll be asked to do

Twice during your time in the Integrated Studies program (before you begin and in the start of your third year, or second if in the two-year program), we will spend about an hour with you asking you questions. We will also ask you a follow up six months after graduation. We may audio and/or video record the conversation to help ensure that we get your answers written down correctly. If we do record the interview, you will be asked if this is OK, and you are allowed to say “yes” or “no.” In the future your responses may be transcribed. 

3. Any risks and benefits

Benefits: Maybe the interviews will make you think about important things, and that could help you do your best in college. You may not benefit from the interviews very much, but the real benefit will come to other people who are thinking about going to college – and they will be able to find out how you and the other students feel about it. That should help them decide.

Risks: This is your choice whether or not you participate in the interview. You might not like the questions or how long it takes. You might want to stop, and you can, any time during the interview. Doing the interviews might make other students wonder why you’re doing them, and it is possible that this could make you uncomfortable. If you are not happy about the interview, you can stop at any time. It’s up to you to decide whether or not you want to continue later.

4. Freedom to say NO

You don’t have to do this. It is perfectly OK to say NO. Nothing bad will happen. You can also start, and then decide to stop the interview. Any time, for any reason, it is all up to you.

5. This is private

The people doing this work will not tell anyone else your name or anything that you want to be private. We will put all of the answers together with all the students doing interview, but will not use anyone’s name. But, if you WANT others to know about this, you are free to tell them – or ask us to tell them.

******************************

______ Yes, I agree to participate – or – ______ No, I choose to not participate

Printed Name




Signature




Date

Parent or Delegate (for students who cannot make legal decisions)

Printed Name




Signature




Relationship

Routine Time Use – Plus Inclusion Indicators


The information collected in this format will enable us to detect changes in the way students in TPSID are spending their time.


For the TPSID work, we have added detail to some of the categories, because we suspect some of the details may be important for TPSID students. We have also added columns to break out time spent into “Alone,” and “With Others – Mostly People with Disabilities” versus “With Others – Mostly People Without Disabilities.”

Other college students have answered questions like we are going to ask you. Here’s what they have told people about how they spend their time (Review results below with them)

2015 National Data for College Students

	
	Total Hours

	Sleeping
	8.7

	Leisure and sports
	4.1

	Educational activities
	3.3

	Working and related activities
	2.4

	Other
	2.3

	Traveling
	1.4

	Eating and drinking
	1.0

	Grooming
	0.8

	TOTAL
	24


Routine Time Use

How You Spend Your Time On an Average Weekday:

	Activity
	Total Hours

	Sleeping
	

	Educational activities (in class plus studying)
	

	Working and career internships
	

	Getting around campus and town (e.g. walking, driving, public transportation)
	

	Eating and drinking 
	

	Grooming (getting ready in the morning and to go out)
	

	Leisure activities (sports, TV, games, music, hanging out, hobbies, worship, social media)
	

	Other:
	

	Total – check that it adds up to 24
	


How You Spend Your Time On an Average Weekend:

	Activity
	Total Hours

	Sleeping
	

	Educational activities (in class plus studying)
	

	Working and career internships
	

	Getting around campus and town (e.g. walking, driving, public transportation)
	

	Eating and drinking 
	

	Grooming (getting ready in the morning and to go out)
	

	Leisure activities (sports, TV, games, music, hanging out, hobbies, worship, social media)
	

	Other:
	

	Total – check that it adds up to 24
	


EMPLOYMENT SURVEY

 
Productivity can be reflected by earnings, by the amount of time engaged in daytime activities that were designed to be productive (adult day activities, vocational training, workshops, supported and competitive employment). The scale captures hours in each kind of activity, and also how much money was earned, if any. In recent years, we have added the column at the right, which indicates whether the person was completely segregated from the general public, as in a sheltered workshop, or had some level of contact, no matter how small.


For students in the TPSID, this scale will be important because it adds an indicator of inclusion. The national TPSID tracking instruments do not have this. It may be very useful to know whether students do work, paid and unpaid, in the presence of non-handicapped citizens. This will be of even greater interest after they leave the University.

Prompting Guide:

Last year before you came to MU, did you have a job? What kind of job was it? Did you have a job coach? 

(a job coach is an adult who went to work with you and helped you learn the job. It might have been someone from your school or an employment agency).

How many times per week did you go to your job? How long did you spend each time you went? How much did you get paid? Did you have an unpaid internship or job shadowing experience prior to coming to MU? How often did you go to the internship?

Did you have other work experiences such as job shadowing?

(job shadowing is where you visit different jobs to learn what workers do) 

How often, how long? 

(Once you have all the information fill out the chart with hours and money and review the final numbers with the student) 

Now that we have entered the information about each of your jobs, let’s think about your co-workers. Would you say that you mostly work with others without disabilities or mostly work by yourself? 

(Ask for completely or mostly distinction based on first response.) 

(Ask questions again referencing their current jobs, unpaid internships, and other experiences at MU) (For prior employment, ask if coworkers were mostly people with disabilities or people without disabilities)

Work, Money, & Integration
James W. Conroy, 2017

Please describe your past week – if last week wasn’t usual, please describe a usual week.

· HOURS: Estimate how many hours per week are or were worked, on average, in each kind of work setting

· EARNINGS: Estimate how much money per week you earned from each kind of activity on average

· INTEGRATION: Write the number for HOW INTEGRATED you were using this 1 to 5 scale:

	1
	Completely segregated
	Never in the presence of people without disabilities

	2
	Mostly segregated
	Some or a little of the time in the presence of people without disabilities

	3
	In between
	In Between

	4
	Mostly integrated
	Often in situation where people without disabilities are, or might be, present

	5
	Completely integrated
	Nearly always in a situation where people without disabilities might be, present


	Type of Day Activity
	# Hours Work Per Week
	$ Earned Per Week
	Integration Level

	1. Self-Employed:  Has His/Her Own Business

WHAT TYPE:
	
	
	

	2. Regular Job (Competitive Employment)

LIST NAME:
	
	
	

	3. Supported Employment – Individual Job in the Community with a job coach

LIST NAME:
	
	
	

	4. Supported Employment – Enclave or Job Crew model (working with others with disabilities)

LIST NAME:
	
	
	

	5. Volunteer Work (in the community)

LIST NAME:
	
	
	

	6. Unpaid Internships (if more than one, add more below)

LIST NAME:
	
	
	

	7. Other _______________________________
	
	
	

	TOTAL HOURS 
	
	
	


PERCEIVED QUALITY OF LIFE SCALE – AS SEEN BY THE PERSON (AND FAMILY)


The “Quality of Life Changes” Scale asks each person to rate his/her quality of life in 14 dimensions of quality.  On this scale, we permit surrogates to respond.  Surrogates (usually staff persons) were “whoever knew the class member best on a day to day basis.” When used in residential settings, approximately 60% of the responses are provided by surrogates. The interrater reliability of the Quality of Life Changes Scale was found to be .76.


Over many years, we have been able to compare responses on this scale over time (e.g., “Now” in 2013 compared to “Now” in 2015).  We also compare each perceived changes in quality (i.e., “Then” as remembered).  The two approaches have been found to produce highly consistent results.  This means that, in any one year, we can obtain reasonably accurate estimates of the degree to which peoples’ lives have improved in the 15 dimensions of the scale.


For the TPSID work, we may be able to ask both student and closest family member(s) to complete this scale. In each case, that would be up to the student. We will be investigating this possibility.

Prompting Guide:

Think back to the year before you came to MU. Were your item
 good or bad? 

(If good then, were they just good or very good; same for “bad”)

(“In between” is implied, if the person says “neither” or “ok” or “neither” or any similar 

response. But answers like that have to be checked by probing with “Oh, so it’s in between, not 

really good or bad?”)

Perceived Qualities of Life Scale – College Student Version

J.W. Conroy 2017
Before we begin, can you tell me what you were doing last year?

Were you in High School? YES/NO


If YES: what was the name of your HS?

Were you in a college program somewhere else? YES/NO


If YES: what was the name?

Were you working? YES/NO

IF YES: how many hours a week were you working?

	1
	2
	3
	4
	5
	99

	Very Bad
	Bad
	In Between
	Good
	Very Good
	Don’t know, N/A

	Life Quality Area
	

	1  Friends (do you have enough close friends)
	1   2   3   4   5      99

	2  Running your own life, making choices, independence
	1   2   3   4   5      99

	3  Health
	1   2   3   4   5      99

	 4 Eating 
	1   2   3   4   5      99

	 5 Happiness
	1   2   3   4   5      99

	 6 Sleep
	1   2   3   4   5      99

	 7 Safety in general (e.g. bullying, theft)
	1   2   3   4   5      99

	 8 Sexual safety (e.g. rape, exploitation)
	1   2   3   4   5      99

	 9 Treatment by peers – other students or community people
	1   2   3   4   5      99

	10 Engagement in classes
	1   2   3   4   5      99

	A) What did you learn in your classes before coming to MU (high school, other college program)?

B) How are you involved in your classes? – Activities, quizzes, homework, projects, tests?

C) Did you meet with your instructors? Were they helpful?

	11 Enjoyment – liking your classes and what you’re learning 
	1   2   3   4   5      99

	12 Family (relationships with close relatives in general)
	1   2   3   4   5      99

	A) How is your family involved with your high school or other college experience?

B) What kinds of things did they do to help you?
	

	13 Activities – fun things you do (sports, exercise, organizations/clubs, other activities)
	1   2   3   4   5      99

	A) Describe some of the formal activities that you are involved in (e.g., school clubs, student organizations, sports teams)?

B) Describe some of the informal activities you participate in (going to events, playing video games, hanging out with friends, staying home and watching movies/TV)

	14 Contribution – feeling that you help your community
	1   2   3   4   5      99

	A) In what ways do you contribute or “give back” to HS/other program life (volunteering?)

B) What clubs or activities do you contribute to?

	15 Belonging – feeling like a part of your (HS/ program) community
	1   2   3   4   5      99

	A) How do you feel about your level of belonging? Would you wanted to feel more connected/less connected?

B) How do you know you belong? (Did the teachers/students know your name? Did they interact with you?)

	16 Work 
	1   2   3   4   5      99

	A) Do you have a job? 

a. If yes, continue to B. 

b. If no, ask “Would you like a part-time job while in college?”

B) Did anyone help you to get this job? 

C) Who helped you?  How did this person help?

	17  Privacy
	1   2   3   4   5      99

	18  Overall quality of life while in high school / other program
	1   2   3   4   5      99


Notes on any of the items:

CHOICE MAKING AND AUTONOMY IN DAILY LIFE


The scale of choice making is called the Decision Control Inventory.  It is composed of 35 ratings of the extent to which minor and major life decisions are made by the focus person versus others – which includes relatives and paid folks, both at the college and outside.  Each rating is given on a 5 point scale, where 5 means the choice is made entirely by the student, and 1 means by people other than the student. A 3 means the choice is shared equally.  This is the same scale used by the Robert Wood Johnson Foundation in its National Evaluation of Self-Determination in 29 states.  The interrater reliability of the Inventory was reported as .86 (Conroy, 1995).  The version of the Decision Control Inventory adapted slightly for college life is shown on the following page.

Decision Control Inventory – College Version

J.W. Conroy 2017

Who actually makes decisions in each area? Use the “Two Either-Or Questions” approach. (e.g., “How do foods for the home get chosen, by you, or by others?” Then follow up with “OK, would you say Mostly or All that way?”) Once the pattern is clear, this scale can be done quickly with just the numbers.
	1
	2
	3
	4
	5
	99

	All or Nearly All Decisions Made by Others (Paid Folks or Family Members)
	Mostly Made by Others (Paid Folks or Family Members)
	Equally Shared Decisions
	Mostly Made by Person
	All or Nearly All Made by Person
	D/K, N/A


	1 Where to eat breakfast
	1   2   3   4   5      99

	2 Where to eat dinner
	1   2   3   4   5      99

	3 Which restaurants to go to when you go out to eat
	1   2   3   4   5      99

	4 What clothes to buy in store
	1   2   3   4   5      99

	5 What clothes to wear each day
	1   2   3   4   5      99

	6 Time and frequency of bathing or showering
	1   2   3   4   5      99

	7 When to go to bed 
	1   2   3   4   5      99

	8 When to get up on weekends
	1   2   3   4   5      99

	9 Taking naps
	1   2   3   4   5      99

	10 Choice of places to go for fun
	1   2   3   4   5      99

	11 What to do with relaxation time - TV, music, gaming, hobbies, etc.
	1   2   3   4   5      99

	12 Who you hang out with 
	1   2   3   4   5      99

	13 Courses you take
	1   2   3   4   5      99

	14 Schedule (what times – setting the weekly schedule)
	1   2   3   4   5      99

	15 Clubs to join
	1   2   3   4   5      99

	16 Sports to play
	1   2   3   4   5      99

	17 Campus Coach
	1   2   3   4   5      99

	17.1 Participating in peer tutoring through Learning Services
	1   2   3   4   5      99

	18 Support agency outside college
	1   2   3   4   5      99

	19 What to do with personal money
	1   2   3   4   5      99

	20 Where to live (dorm, off campus, family, etc.)
	1   2   3   4   5      99

	21 Who you live with (house, apartment, dorm mates)
	1   2   3   4   5      99

	22 Type of work (whether paid or volunteer)
	1   2   3   4   5      99

	23 Amount of time spent working or volunteering
	1   2   3   4   5      99

	24 Social events (parties, dances, mixers, sports events, seminars, etc.)
	1   2   3   4   5      99

	25 Social media (which one[s], how often, how much)
	1   2   3   4   5      99

	26 Sex
	1   2   3   4   5      99

	27 Alcohol and drugs
	1   2   3   4   5      99

	28 Worship/Religion – expressions of faith – what kind, where, how often
	1   2   3   4   5      99

	29 Overall – Who do you feel controls your day to day life – you or others?
	1   2   3   4   5      99


INDIVIDUAL GOALS AND PROGRESS

 
Every student is different, and has her/his own individual goals and dreams. This page asks for the student’s top five goals right now, and whether they’re moving forward or backward on each one. A scale of 1 to 5 is used again. 

Write goals down and once 5 are listed (or as many as they can come up with after probing, which may be less than 5), prioritize into order and place in chart. Which of these goals is most important, second, third, etc. Probe for goals related to 1) academics, 2) employment, 3) social activities, 4) relationships, 5) health and wellness, 6) getting around town, etc.
Goals

James W. Conroy, 2017


The summary below is intended to understand your Five Most Important Goals. What do you hope to do in college?


Write each need, desire, preference, goal, or objective very briefly, then proceed to describe each one across the columns. 

	Going Backwards A Lot
	Going Backwards A Little
	No Change
	Going Forward A Little
	Going Forward A Lot
	D/K

	1


	2
	3
	4
	5
	99


	Descriptions of Top 5 Goals
	Now

	Most Important


	1   2   3   4   5      99

	Second


	1   2   3   4   5      99

	Third


	1   2   3   4   5      99

	Fourth


	1   2   3   4   5      99

	Fifth


	1   2   3   4   5      99


CLOSEST RELATIONSHIP INVENTORY


Measurement of relationships and community connections is notoriously difficult in our field, and has received relatively little scientific attention. The world research literature on measurement of relationships and intimacy is completely dominated by scales that focus on verbal interaction. Yet we know that about half of the people in residential settings do not use verbal language at all, and many others have significant limitations.


The scale following aims to collect data about the person’s five closest relationships. It captures their nature – including paid or unpaid – and the intensity of the connection. Human relationships can be measured via intensity, duration, and frequency (though no one would claim that measures everything about our immensely complex and important relationships).


With this kind of simple scale, we can find out whether a person can even name five close relationships – and many cannot. We can find out whether they are relatives or not – and whether they are paid or not. We also learn whether relationships include participation in individual planning, and how long they have lasted. (Many people experience important relationships with paid staff that turn out to be short term because of turnover.) We also learn how often people have contact of any kind with their closest allies.

THE GRAPHIC ON THE FOLLOWING PAGE IS NEW
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Closest Relationships Inventory

James W. Conroy, 2017
This table is intended to get at the types and characteristics of a few of your closest relationships.

· A “close relationship” or friend is anyone you define that way.

· If there are fewer than 5 close relationships, just describe however many there are.

· If there are close relationships with more than 5 people, please try to count only the closest 5.

· This scale may be left empty, if you has no close friends; please indicate this with a large “X.”

· “Contact” can include phone, letter, computer, or even just waving or saying hello.

	Initials or code:
	Relationship

1. Family member

2. Paid person 

3. Roommate or Housemate

4. Co-worker or schoolmate

5. Friend from before college

9. Other

(POINTS 6-8 HAVE BEEN ELIMINATED DUE TO BEING NOT APPLICABLE)
	Gender

of this friend

1. Male

2. Female


	Romance, Intimacy

Is this relationship romantic?

0. No

1. Maybe

2. Yes

99. D/K
	Disability Status

Does this friend have a disability?

0. No

1. Yes, minor

2. Yes, moderate

3. Yes, major

99. D/K
	Duration

About how long has the person known this friend?

(Years - use decimals if needed, as in 2.5)

(99 = D/K)
	Frequency

About how many times has the person had ANY contact with this friend, in the past four weeks (28 days)?

(For people seen several times every day, such as staff of the home, just enter 28.)

(99 = D/K)

	1
	1    2    3    4    5                  

9


	1          2
	0     1     2     

99
	0      1      2      3   

99
	Years
	Times

	2
	1    2    3    4    5                  

9


	1          2
	0     1     2     

99
	0      1      2      3  

99
	Years
	Times

	3
	1    2    3    4    5                  

9


	1          2
	0     1     2     

99
	0      1      2      3  

99
	Years
	Times

	4
	1    2    3    4    5                  

9


	1          2
	0     1     2     

99
	0      1      2      3  

99
	Years
	Times

	5
	1    2    3    4    5                  

9


	1          2
	0     1     2     

99
	0      1      2      3  

99
	Years
	Times


About You

(How old are you?
What is your gender? 

(  1 Female 2 Male 3 Other, mixed, or that’s private

Do you describe yourself as Hispanic, Latino, or Spanish origin or heritage?

( 1 Yes 2 No 9 That's private

How do you describe yourself in terms of race?

( 
1 White or Caucasian 2 Black or African-American 3American Indian / Alaska Native



4 Asian 5 Mixed 6 Other 9 That's Private

How do you describe yourself when at home in terms of your level of support with things like independence, communicating, getting around, senses, learning, and behavior?

(Check one box for each Area, please)

	Area
	Need total support
	Need a lot of support
	In between
	Need a little support
	Need no support
	No answer

	Everyday Independence - Grooming, Dressing, Eating, Getting Around
	1
	2
	3
	4
	5
	99

	Communicating with people I know
	1
	2
	3
	4
	5
	99

	Communicating with people in authority I don't know such as a new professor
	1
	2
	3
	4
	5
	99

	Communicating with peers I don’t know such as classmates
	1
	2
	3
	4
	5
	99

	Getting around campus – transportation
	1
	2
	3
	4
	5
	99

	Senses - seeing or hearing
	1
	2
	3
	4
	5
	99

	Learning new things - tasks, jobs, facts
	1
	2
	3
	4
	5
	99

	Behavior - staying positive and appropriate toward myself and others
	1
	2
	3
	4
	5
	99


Just one more question, and we’re done.

Would it be OK to ask the Quality of Life questions to a relative?

	No
	0
	Stop

	Yes
	1
	Who? Name & Contact information on the back of this page.


YOU
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