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Appendix C: Consent to be a Research Participant

DOMINICAN
UNIVERSITY

of CALIFORNIA
CONSENT TO BE A RESEARCH PARTICIPANT

I understand that [ am being asked to participate as a Participant in a research study
designed to assess knowledge of dementia care, attitudes toward individuals with
dementia, and perception of patient/ caregiver relationship, and staff satisfaction. This
research is part of Michelle D’ Amato, Carmen Joaquin, Sophie Miller, April Perez, and
Alex Villarina's Master’s Capstone research project at Dominican University of
California. This research project is being supervised by Susan Morris, Phd, OTR/L
Assistant Professor of Occupational Therapy, Dominican University of California.

I understand that participation in this research will involve completing a questionnaire
that may take up to 20 minutes to complete, which will include multiple choice, short
answer, and true/false questions in regard to knowledge of dementia care, attitudes
toward individuals with dementia, and perception of patient/ caregiver relationship, and
staff satisfaction.

I understand that my participation in this study is completely voluntary and I am free to
withdraw my participation at any time.

I am aware that all study participants will be provided with a written summary of the
relevant findings and conclusions of this project at a subsequent staff meeting.

I understand that I will be discussing topics of a personal nature and that I may refuse to
answer any question that causes me distress or seems an invasion of my privacy. [ may
elect to stop the interview at any time.

I understand that my participation involves no physical risk, but may involve some
psychological discomfort, given the nature of the topic being addressed.

I understand that by participating in this study, I am contributing to the development of
quality dementia care in skilled nursing facilities.

I understand that the measures are not evaluating the quality of my performance, but will
instead be used to inform future training sessions. The questions are designed to be
difficult and I need only answer to the best of my ability. Performance on these measures
is not a reflection of my ability as a caregiver.

I understand that disclosed information will be kept confidential. All questionnaires will
be identified using an identification number, and only the research team will have access
to the identification number key. My participation and responses are not meant to
advance or hinder my employment or my performance as a caregiver. Only overall results
and conclusions from the study will be shared with Ensign personnel.

All procedures related to this research project have been satisfactorily explained to me
prior to my voluntary election to participate.

I understand that if [ have any further questions about the study, [ may contact Ms.

D’ Amato at michelle.damato@students.dominican.edu or her research advisor, Susan
Morris Phd, OTR/L at susan.morris@dominican.edu. If [ have further questions or
comments about participation in this study, I may contact the Dominican University of
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California Institutional Review Board for the Protection of Human Participants
(IRBPHP), which is concerned with the protection of volunteers in research projects. I
may reach the IRBPHP Office by calling (415) 482-3547 and leaving a voicemail
message, by FAX at (415) 257-0165 or by writing to the IRBPHP, Office of the
Associate Vice President for Academic Affairs, Dominican University of California, 50
Acacia Avenue, San Rafael, CA 94901.

I HAVE READ AND UNDERSTAND ALL OF THE ABOVE EXPLANATION
REGARDING THIS STUDY. I VOLUNTARILY GIVE MY CONSENT TO
PARTICIPATE. A COPY OF THIS FORM HAS BEEN GIVEN TO ME FOR MY
FUTURE REFERENCE.

Signature Date



46

Appendix D: Research Participant’s Bill of Rights

DOMINICAN
UNIVERSITY

of CALIFORNIA

RESEARCH PARTICIPANT’S BILL OF RIGHTS

Every person who is asked to be in a research study has the following rights:

1.

9.

To be told what the study is trying to find out;

To be told what will happen in the study and whether any of the procedures, drugs or
devices are different from what would be used in standard practice;

To be told about important risks, side effects or discomforts of the things that will happen
to her/him;

To be told if s/he can expect any benefit from participating and, if so, what the benefits
might be;

To be told what other choices s/he has and how they may be better or worse than being in
the study;

To be allowed to ask any questions concerning the study both before agreeing to be
involved and during the course of the study;

To be told what sort of medical treatment is available if any complications arise;

To refuse to participate at all before or after the study is stated without any adverse
effects. If such a decision is made, it will not affect his/her rights to receive the care or
privileges expected if s/he were not in the study.

To receive a copy of the signed and dated consent form;

10. To be free of pressure when considering whether s/he wishes to agree to be in the study.

If you have other questions regarding the research study, you can contact the researchers
Michelle D’ Amato, Sophie Miller, Carmen Joaquin, Louiza Alexandria Villarina, and April
Perez or their advisor Dr. Susan Morris, at (415) 482-2486. You may also contact The
Dominican University of California Institutional Review Board for the Protection of Human
Subjects by telephoning the Office of Academic Affairs at (415) 257-0168 or by writing to the
Associate Vice President for Academic Affairs, Dominican University of California, 50 Acacia
Avenue, San Rafael, CA. 94901.
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Appendix E: Outcome Measures

Dear Participant,
We value your contribution to this study.

These questions are designed to understand what health care professionals know about
dementia and their experience and attitudes towards dementia care. The questions will
specifically focus on knowledge of dementia care, attitudes towards dementia, self-
efficacy as a dementia caregiver, and job satisfaction.

The study has 5 sections:

Section 1: Demographic Information

Section 2: Attitudes Towards Dementia Survey
Section 3: Dementia Knowledge Assessment Scale
Section 4: Abilities Care Experts Tests - Part 1 and 2
Section 5: Job Satisfaction Scale

Section 6: Self Efficacy Scale

Your answers to this study will remain confidential and be stored securely at Dominican
University of California. An identification number will be used in place of your name
when analyzing, presenting, or publishing information collected using this survey.
Answers provided will not be traceable to individual respondents.

This study will take about 20 minutes to complete.

Please complete all surveys to the best of your knowledge and abilities. Please DO NOT
refer to any printed, online, or other information about dementia while you are
completing the survey. It is important that your current understanding of dementia
informs the answers you provide.

Thank you for taking part.

Sincerely,

Michelle D'Amato, OTS

Sophie Miller, OTS

Carmen Joaquin, OTS

April Perez, OTS

Louiza Alexandria Villarina, OTS
Susan Morris, PhD, OTR/L
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Section 1: Demographic Information

Directions:

In this section we would like some general information about you. Write or mark your
response in the space provided.

1. Date of Birth (MM/DD/YYYY). /[
2. Gender: [ Male 1 Female (1 Other
3. Ethnicity (cultural heritage):

[0 White/Caucasian [1 Hispanic or Latino (1 Black or African American

1 Native American or American Indian (1 Asian or Pacific Islander
(1 Other:
(write here)
4. How many years have you been a CNA? (ears)

5. How long have you worked with patients with dementia?

6. What is your highest level of completed education?
00 Primary / elementary school (including middle school)
[0 High school graduate (high school leaver certificate)
(1 Certificate or apprenticeship
[0 University / college degree (Bachelor’s degree)
001 Higher University degree (Masters or PhD)
7. Have you ever completed a formal dementia education course or workshop?
1 Yes 1 No

8. If so, how long was the course AND in what year did you complete the course?

) (year

9. How do you rate your current knowledge of dementia on a scale from 1 (no knowledge
of dementia) to 5 (a high level of knowledge about dementia)?

Adapted from Annear, M. J., Toye, C. M., Eccleston, C. E., Mclnerney, F. J., Elliott, K. J., Tranter, B. K., & ... Robinson, A. L. (2015). Dementia knowledge assessment scale: Development and preliminary psychometric Properties.
Journal Of The American Geriatrics Society, 63(11), 2375-2381. doi:10.1111/jgs.13707
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Section 2: Attitudes Towards Dementia Survey

Directions:

Use the following scale below to complete the following questions. Please write your
response in the space provided.

Response Scale

1 2 3 4 5
Strongly Disagree Disagree Neutral Agree Strongly Agree
Q# | Statement related to attitudes towards dementia Response

1 | I am likely to have a difficult experience when caring for patients with
dementia.

2 | Since patients with dementia are usually dependent, | should
complete their self-care activities for them.

3 [ Itis hard for patients with dementia to learn, and they usually can’t
participate in activities.

4 | Compared to other patients, | prefer to care for patients with
dementia.

5 | | have sufficient training and background to care for patients with
dementia.

6 | The facility is supportive of my efforts work with patient with dementia

7 | It doesn’t really matter how | approach the patient if they are in a bad
mood.

8 | Overall, caring for patients with dementia has led to stress and burn-
out for me.

9 | My goal in caring for individuals with dementia is to keep patients
quiet and at rest.

Adapted from Staples, W. H., & Killian, C. B. (2012). Education affects attitudes of physical therapy providers toward people with dementia. Educational Gerontology, 38(5), 350-361. http://doi.org/10.1080/03601277.2010.544605



Section 3: Dementia Knowledge Assessment Scale
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Directions:

Below are statements about dementia. Please answer the following questions to the best
of your abilities using the response scale below. Mark (¢ the appropriate box to indicate
how true or false you believe each statement to be. Please DO NOT refer to any printed,
online, or other information about dementia while you are undertaking the scale.

Q# | Statements about dementia Response Scale
True | False | |don’t
know
1 | Dementia is a normal part of the aging process.
I I I
2 | Alzheimer’s disease is the most common form of dementia.
I I I
3 | People can recover from the most common forms of dementia.
I I I
4 | Most forms of dementia reduce the length of a person’s life.
I I I
5 | Planning for end of life care is generally NOT necessary
following a diagnosis of dementia. [ [ [
6 | Itis impossible to communicate with a person who has
advanced dementia. [ [ [
7 | A person experiencing advanced dementia will NOT generally
respond to changes in their environment. [ [ [
8 | Itis important to correct a person with dementia when they are
confused. [ [ [
9 | People experiencing advanced dementia often communicate
through body language. [ [ [
10 | Uncharacteristic or disruptive behaviors in a person
experiencing dementia are generally a response to unmet [ [ [
needs.
11 | People experiencing dementia often have difficulty learning
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new skills.

12 | Daily care for a person with advanced dementia is effective
when it focuses on providing comfort.

13 | Difficulty eating and drinking generally occurs in the later
stages of dementia.

14 | People with advanced dementia may have difficulty speaking.

15 | Movement is generally affected in the later stages of

dementia.

Adapted from Annear, M. J., Toye, C. M., Eccleston, C. E., Mclnerney, F. J., Elliott, K. J., Tranter, B. K., & Robinson, A. L. (2015). Dementia knowledge assessment scale: Development and preliminary psychometric Properties. Journal

Of The American Geriatrics Society, 63(11), 2375-2381. doi:10.1111/jgs.13707
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Section 4: Abilities Care Approach Tests - Part 1

Directions:

Circle the best answer for each question below.

1. The abilities which are required to complete a task (fine motor skills, vision,
muscle strength, balance, coordination, cognition) is/are:

a. Procedural memories
b. Task demands
c. Physical
d. Active participation
2. This is part of the long-term memory that is responsible for knowing how to do things,
also known as motor skills such as walking, talking, and dressing.
a. a. Procedural memories
b. Cognitive
c. Multi-sensory cueing and external cues
d. Psychosocial

3. Noisy behaviors, negative vocalizations, facial expressions (sad, angry, stressed),
tense body language, grinding teeth, fidgeting, restlessness, repetitive questioning,
wandering, outbursts, and noisy breathing are an example of:

a. Active participation
b. Passive participation
c. Sensory stimulation

d. Negative responses or behaviors
4. focus(es) on the individual rather than on the condition, and on the person’s
strengths and abilities rather than losses, while considering the whole person rather than
a series of tasks to be completed.
a. Resident-centered care

b. Task demands
c. Cognitive approach
d. Multi-sensory cueing and external cues
5. Verbal cues, tactile cues, visual cues, and gestural cues are an example of:
a. Psychosocial
b. Abilities care approach
c. Multi-sensory cueing and external cues
d. Resident-centered care
6. Wandering, pacing, and rummaging are examples of:
a. Abilities care approach
b. Non-purposeful behavior
c. Procedural memories
d. Active participation



7. Auditory (iPod/music), visual (magazines or sensory screens), tactile (massage
with lotion), and olfactory (smelling flowers, coffee, fragrances/spices) stimulation are
examples of:

a. Active participation

b. Cognition
c. Sensory stimulation
d. Abilities care approach

Adapted from Ensign ®
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Abilities Care Experts Training Final Exam - Part 2

Directions:

Please fill in the blank for each question below.

The following questions are related to ways in which the stages of dementia impact a
resident’s ability to participate in activities, as measured by the Allen Cognitive Levels
(ACLs). These levels can be briefly defined as:

1. ACL level 1: End stage dementia, global cognition is profoundly impaired. Person
responds to internal cues only.

2. ACL level 2: Late stage dementia, global cognition is severely impaired. Maximum
assistance is needed to elicit postural reactions.

3. ACL level 3: Middle stage dementia, global cognition is severely impaired. Moderate
assistance is needed to re-focus attention to sustain/complete simple repetitive
actions.

4. ACL level 4: Early stage dementia. Global cognition is moderately impaired. Minimum
assistance is needed to set up goal directed activities with tangible results.

Cueing strategies:

1. Resident requires constant verbal, visual, and tactile cues to follow a 1-step

direction
a. ACL1
b. ACL2
c. ACL3
d. ACL4
2. Verbal, visual, and tactile cues for what to do next or how to get started with a task.
a. ACL1
b. ACL2
c. ACL3
d. ACL4

Characteristics and problems:

3. Fear of gravity and movement (transfers, repositioning in wheelchair, bed
mobility/side to side):

a. ACL1
b. ACL2
c. ACL3
d. ACL4
4. Bed bound, cannot tell you what they want, total dependence for care:
a. ACL1
b. ACL2
c. ACL3
d. ACL4

5. Asks questions over and over and can use their hands for familiar tasks:
a. ACL1
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b. ACL2
c. ACL3
d ACL4

6. Typically modified independent to supervision for self-care ADLs, needs cues for
safety, may not keep walker in front of them:

a. ACL1
b. ACL2
c. ACL3
d ACL4

7. Able to perform repetitive actions in response to tactile cues:

a. ACL1
b. ACL2
c. ACL3
d ACL4

8. Some assistance is required to solve any problems that occur as a result of
minor changes in routine:

a. ACL1
b. ACL2
c. ACL3
d ACL4

Questions #9 - 12
Using the following descriptions (a-d), write the letter of the correct description for
each ACL level.

Abilities remaining that the resident in this level may have:
a. Bed bound, cannot use hands, can have a response to sensory stimulation
(music/iPod, tactile massage, etc).
b. Cannot use their hands but can grasp objects (may not let go), promote
finger foods (sandwiches), can hit a balloon or kick a ball.
c. Can use their hands for familiar tasks and/or that have been simplified to
make easier. May need help/cues during tasks for the next step or to continue.
d. With help to set-up, can complete familiar tasks.

9. ACL1is
10. ACL 2is
11. ACL 3 is
12. ACL 4 is

For Questions #13-17, write true or false to indicate how correct you believe each
statement to be.
13. True or False: When speaking to a resident with dementia, it is
best to phrase the request in a question. (For example, Mrs. R, would you like to get
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dressed? Or Mrs. R, would you like to go to bingo? Or Mrs. R, would you like to eat in
the social dining room?).

14. True or False: It is important to gain eye contact when speaking
to the resident.

15. True or False: A tactile cue is when you touch the resident to
help with participation with the task. (For example: You touch the back of Mrs. R’s
arm to have her reach toward the grab bar.).

16. True or False: A visual cue is when you talk or speak to the
resident.
17. True or False: Residents with dementia need more time to

process verbal requests.

Adapted from Ensign ®



Section 5: Job Satisfaction Scale
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Directions:

Use the following scale below to complete the following questions. Please write your

response in the space provided.

Response Scale

1 2 3 4 5
Strongly Disagree Disagree Neutral Agree Strongly Agree
Q# | Statement related to job satisfaction Response

1 | My job gives me the opportunity to learn.

2 | | have the tools and resources | need to do my job.

3 | My work with the residents of Ensign is very meaningful.

4 | | feel that Ensign provides training and resources that are aligned with their
mission.

5 | | feel | make a positive difference in communicating and working with the
residents at Ensign.

6 | The support and training | receive at Ensign helps me to feel valued by my
employer.

Developed for the project: Evaluating effectiveness of abilities care experts training (2016).



Section 6: Self Efficacy Scale
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Directions:

Use the following scale to answer the bolded statement for each item listed below.
Please write your response in the space provided.

Response Scale

1 2 3 4 5
Strongly Disagree Disagree Neutral Agree Strongly Agree
Q# | | feel confident | can provide appropriate cueing and Response

to:

support when working with residents in tasks related

1 | Bathing activities

2 | Dressing and undressing

3 | Eating

4 | Toileting

5 | Communicating with the resident

6 | Providing directions and cues for the resident to follow

7 | Having resident participate in a meaningful activity

8 | Episodes when the resident demonstrates troubling behavior

9 | Changing the environment to improve the behavior of the client

Adapted from Resnick, B., & Simpson, M. (2003). Articles: Restorative care nursing activities: pilot testing self-efficacy and outcome expectation measures. Geriatric Nursing, 2482-89. doi:10.1067/mgn.2003.26




