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Goal of this project: To capture the subjective and objective levels of psychosocial stress and burden placed on caregivers in India. This is a new content area for LASI Wave 2. This document provides the rationale and appropriate documentation for the questionnaire items selected for inclusion to achieve this goal. Of note, the activities of daily living that the care recipient (aka respondent) needs help with are already captured; see Blessed Part2 BL2_1 to BL2_4 on pages 14-15, as well as 10-66 on pages 32-33 and Blessed Part 1 in 33-39 in the LASI-DAD Informant Report Wave 1 Phase 3 document.
Method of measure selection: Validated measures of caregiving burden and psychological experiences were utilized based on expertise from Drs. Alexandra Crosswell and Elissa Epel, utilizing prior work they had done as part of the NIH-funded Stress Measurement Network. Based on psychological theory and existing evidence for what can be toxic about caregiving and what can be beneficial for caregivers, a list of core constructs related to caregiving were identified. Items were chosen from existing measures to captures these core constructs. Items instead of full scales were chosen to reduce participant burden. As suggested by Dr. Lis Nielsen of the NIA, several items were also selected based on their inclusion in the National Study of Caregivers (NSOC) in order to be able to look at caregiving dynamics in the US compared to India. Items were selected based on relevance for India as well as based on participant burden constraints. In order to harmonize these items between the studies, we chose to use the same response scale as used in NSOC for those specific items. The NSOC scales tended to more limited psychometrically (offering 3, sometimes 4 response options), compared to the items we selected from psychological scales which offer more variability in response. The 14 items that were selected from the NSOC study are demarcated with a + NSOC symbol. Documentation for the NSOC items can be found here and here.
Review team: In the initial brainstorming phase and after the first set of items was selected, India collaborators Drs. Joyita and Pranali were consulted to provide input on the cultural relevance of all constructs (11/4/20), and then they provided specific input on the measures and items selected to ensure cultural relevance and appropriateness (11/27/20). The measures were then presented to the LASI DAD team (1/15/21), and further shortened to reduce the amount of time due to participant burden by Dr. Crosswell (1/27/21) prior to pre-testing.
For any caregiver that is not the study informant, demographics will be asked and a unique identifier will be given (e.g. for cases when the study informant is the son, but the one providing the majority of daily caregiving activities is the daughter-in-law). 
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I. Theoretical perspective guiding our choice of measures  
What makes stress toxic? 

Knowledge from studies of stress-induced disease show that it is not exposure alone that tends to predict disease, but rather it is when the stress becomes ‘toxic’ or overwhelming to the individual.  In the most widely accepted cognitive model of stress (e.g. Folkman and Lazarus’s  models), stress is when demands outweigh resources, each of which is operationalized in many ways. In terms of caregiving stress, this tends to be a balance between the level of demand of the caregiving role (e.g. how taxed one feels, how many hours of caregiving, how severe the patient’s symptoms are) vs. resources to care for the individual (e.g. feelings one can cope well, the appraisal that one has what it takes in terms of time, shared responsibilities, social support, finances, and respite from caregiving duties).  
How do we measure this?

When measuring psychological stress, there are three general constructs to capture:

1. Stressor exposure. This is the intensity of caregiving -- an attempt to capture the ‘objective’  intensity of the experience. Specifically: years of caregiving, hours of care  per week, whether they live with the care recipient, the hours of work outside the caregiving role, and the number of ADLs recipient needs help with.

2. Stress response. This is the psychological, physical, and cognitive reaction to the caregiving experience.

3. Potential buffers of the experience such as social support, caregiving is in alignment with values, positive emotional experiences.
Based on existing stress-disease models, we have chosen to capture the following experiences:
1) Symptoms of overload and burnout. Perceptions of feeling overwhelmed, and physical symptoms of exhaustion represent consequences of long term stress, an advanced state of burnout, rather than the more active state of coping with stress. We also included items that capture depressive symptoms and anxiety, and positive effect.
2) Interpersonal stress, such as relationship stress, stigma, social rejection, and loneliness have larger effects on depression, cortisol, and inflammation than other types of stressors, such as work stress (Slavich et al, 2010; Dickerson and Kemeny, 2004). There are many measures of interpersonal stress that could be included; because it is necessary to keep this survey short, we included loneliness as our interpersonal stress measures. Opposite of interpersonal stress is social support and social connection; these are pivotal buffers of stress and strong predictors of positive health. We included items that capture social support. 
3) Role captivity, feeling trapped in the caregiving role despite a strong desire to be doing something else and lack of identifying with this role type (see Pearlin’s early work on caregiving and identity). 
4) To have strong predictive models, it is important to measure the buffers of chronic stress arousal.  For caregiving, the way the person is constructing meaning of their life situation and is experiencing positive emotions in the face of it, may be critical to the impact that caregiving has on their well-being. We included measures of satisfaction with caregiving, meaning from caregiving, and acceptance of the role.
II. The domains of caregiving burden that are captured 
There is a proliferation of measures for caregiving burden.  Many of the measures tap similar constructs, and to our knowledge the measures have not been compared head to head in the same study.  In reviewing a substantive number of the existing measures, we chose to focus on measuring the following distinct areas related to caregiver stress/ burden:
1. Caregiving exposure
2. Psychological overload; anxiety; depressive symptoms; positive affect 
3. Self-rated health and physical symptoms 
4. Sense of captivity/ entrapment; having no control over life  
5. Satisfaction with caregiving; meaning from caregiving; acceptance; purpose and meaning in life
6. Loneliness and social support 

III. Specific items selected for each domain 
1. Caregiving exposure 

Initial question to the Informant regarding whether the participant needs the support of a caregiver:

1. Does the study participant {SP} need daily help from someone else with basic activities of living, such preparing meals, coordinating medical care, walking, bathing, or using the bathroom?

a. Yes/ no

If no: this section is not relevant for them so there are no more questions to answer here. 

If yes: 

b. We want to collect information from the person who is primarily responsible for helping {SP} on a daily basis – the primary caregiver. Being a primary caregiver means providing help with activities of daily living such as feeding meals, getting dressed, bathing, walking, and coordinating medical care. This could be you, or someone else. Who is the person who is primarily responsible for taking care of {SP} in this way?

Text response: ___________ 
If the Informant responds that it is themselves, then continue these questions with the Informant 

If the Informant responds that it is someone else, that person should now be invited to participate.

We are interested in understanding your experience of caring for {SP}. There is a lot of time and effort that goes in to caring for others. We are interested in understanding how caregiving impacts caregivers emotionally and physically, in India so that we can learn how to better support caregivers in the coming years.
If this Caregiver is also the Informant, than the demographic data in items 2 – 6  should be skipped (so as to not have duplicate data) and marked as missing data.
2. What is your age? 

Response options: Range 18 – 110. 

3. Indicate Caregiver gender 

1 = Male 

2 = Female 

4. Have you ever attended school?

1= Yes 

2 = No

5. What is the highest grade of school or year of college you completed?

1. Less than Primary school(Standard 1-4) 

2. Primary school Completed (Standard 5-7) 

3. Middle school Completed (Standard 8- 9) 

4. Secondary school Completed (Standard 10 -11) 

5. Higher Secondary completed (Standard 12) 

6. Diploma and certificate holders 

7. Graduate degree (B.A., B.Sc., B. Com.) completed 

8. Post-graduate degree or (M.A., M.Sc., M. Com.) above (M.Phil, Ph.D.,Post-Doc) completed 

9. Professional course/degree (B.Ed, BE, B.Tech, MBBS, BHMS, BAMS, B. Pharm, BCS, BCA, BBA, LLB, BVSc., B. Arch, M.Ed, ME, M.Tech, MD, M.Pharm, MCS, MCA, MBA, LLM, MVSc., M. Arch, MS, CA, CS, CWA) 

97= Other

6. What is your relationship to {SP}

1. Spouse/partner [GO TO DM_YEARS] 

2. Son [GO TO DM_Freq] 

3. Daughter [GO TO DM_Freq] 

4. Son-in-law [GO TO DM_ YEARS] 

5. Daughter-in-law [GO TO DM_YEARS] 

6. Grandchild [GO TO DM_YEARS] 

7. Parent [GO TO DM_Freq] 

8. Parent-in-law [GO TO DM_YEARS] 

9. Brother [GO TO DM_Freq] 

10. Sister [GO TO DM_Freq] 

11. Grandparent [GO TO DM_Freq] 

12. Other relative [GO TO DM_YEARS] 

13. Servant [GO TO DM_YEARS] 

14. Friend [GO TO DM_YEARS] 

15. Other, non-relative; please specify ______________ [GO TO DM_YEARS]

7. What is the primary illness that requires this person to need your daily care? 

Options (check one only): Dementia  and/or Alzheimer’s disease, frailty, cancer, diabetes, heart disease, other chronic illness, physical disability or injury, mental disability or impairment, brain-related injury (e.g. tumor, stroke, traumatic brain injury), mental or psychiatric illness, or other. 

8. For how long have you been providing care for this person? 

Years ____ Months ____ (e.g. 1 year, 3 months. Note to programmer: 0 is an acceptable answer for number of years) 

9. Currently, are you and {SP} living in the same home?  

Yes/ No

10. Thinking about all the ways you helped {SP} in the last month, did you help on a regular basis or did it vary? By regular schedule we mean the same days or times every week. +NSOC
Regular schedule, Varied, Refused, Don’t know

11. How many days per week do you help them? + NSOC
Enter number of days per week range of 1-7

12. What is your marital status?

Married 
Unmarried/ single
Separated
Divorced

Widowed

13. How tall are you?

Text box

14. How much do you weigh?

Text box 

15. Do you also work outside the home at a job or attend school?

a. Yes/ no

If yes, how many hours per week do you work that job or attend school on average? ____

16. Do  you have children under the age of 18 that you also care for in your home?

Yes /no

If yes, how many children are you currently caring for within your home, under age 18?

17. In addition to {SP}, how many other family members do you care for that can not care  for themselves due to old age or other disability?

18. In the last two weeks, how many hours per day have you spent on average caring for _(care recipient)_? 

Number between 0 and 24. 
19. Are you paid or compensated in some way for caring for {SP}?

Yes

No

2. Psychological overload. Reference: Selected items form the Zarit Caregiver Burden Interview – short form (Bedard et al, 2001); PHQ2 for depression screener and GAD2 for anxiety screener (Kroenke et al. 2003, 2007, 2009; Lowe et al. 2009); NOCS items for positive affect.
As a caregiver do you feel…

20. That because of the time you spend caregiving that you don’t have enough time for yourself?

21. Stressed between caregiving and trying to meet other responsibilities (work/ family)?

22. Angry when you are around {SP}?

Response scale: 
0 = never
1 = rarely
2 = sometimes
3 = quite frequently
4 = nearly always

Over the last month, how often have you… 
23. Had little interest or pleasure in doing things? + NSOC
24. Felt down, depressed, or hopeless? + NSOC
25. Felt nervous, anxious, or on edge? + NSOC
26. Been unable to stop or control worrying? + NSOC
Response scale:

1= not at all

2= several days 

3 = more than half the days

4 = nearly every day

Thinking about the last month, how often did you feel.. 

27. Cheerful? + NSOC
28. Calm and peaceful? + NSOC
Response scale 

1= every day 

2= most days

3= some days 

4= rarely

5= never 

3. Self-rated health and physical symptoms 
29. Would you say that in general, your health is excellent, very good, good, fair, or poor?+ NSOC
Response scale 

1= excellent 

2= very good 

3= good 

4=fair

5= poor 
How much do you agree with each of these statements?

30. Because of my caregiving responsibilities my mental health suffers.

31. Because of my caregiving responsibilities I’m physically tired.

32. Because of my caregiving responsibilities I have headaches or other pains.

33. Because of my caregiving responsibilities my sleep is interrupted.

Items were adapted by Drs. Crosswell and Epel, loosely, from the Caregiver Burden Inventory (Novak & Guest, 1989).

4. Sense of captivity/ entrapment; having no control over life 

Items selected to capture role captivity/entrapment and come from the caregiver overload sub-category from Pearlin’s paper (1990). 
How much do you agree with each of these statements?
34. I feel trapped by {SP}’s condition.
35. I wish I could just run away.
36. I believe that taking care of {SP} is my duty**

37. My family understands how challenging taking care of {SP} is.**

Response scale: 

1 = strongly disagree

2 = disagree

3 = neither agree nor disagree

4 = agree

5 = strongly agree

**These items are added to capture culturally relevant constructs of sense of responsibility (item “is my duty”) and lack of appreciation given the cultural expectation to care for family members (item “My family understands”).
5. Satisfaction and meaning from caregiving.

In this section we are capturing the potential buffers of caregiving by capturing: 1) satisfaction with caregiving - congruence with value system and positive emotions related to caregiving, 2) meaning from the caregiving experience, and 3) acceptance. These are understudied area and thus many items were adapted from other scales or developed for this purpose.  Note that we kept the introductory text and response scale the same as much as possible for ease of interpretation for participant. 
1. Satisfaction with caregiving: Congruence with value system and positive emotions related to caregiving.
‘Satisfaction with caregiving’ is a term used in the caregiving literature though not a construct commonly used in stress research outside of caregiver work. In thinking through why understanding ‘satisfaction’ with the caregiving experience may be important, we came up with two theoretical constructs that may be within satisfaction: congruence with value system and positive emotions related to caregiving. 

A value system helps guide or direct behavior though traumatic events (e.g. terminal diagnosis of a loved one/ significant decline of a loved one’s health) can lead a person to question their values. Adopt a new set of values or renewing commitment to existing values following a stressor can help individuals remember who they are and what is important to them in life. It is one of four factors thought to be important in a sense of meaning in life (Krause, 2004). 

Additionally, experiencing positive emotions in the face of difficult circumstances is a buffer against the negative mental health effects of chronic stress, and thus we wanted to capture experiences of positive emotions that can be felt while caregiving.  

To stay consistent with past research, we suggest using items from the Given’s Caregiver Reaction Assessment (CRA) Scale (Given et al., 1992; Nijoer et al, 1999) and the Lawton Caregiving Appraisal Scale (CAS) caregiving relationship satisfaction scale (Lawton et al., 1989) that we thought captured the constructs described above, and then developed our own items (adapted from existing scales when possible) to capture remaining aspects.  Items 27-33 are from Items from Caregiver Reaction Assessment:
How much do you agree with the following statements?
38. Caring for {SP} is important to me. (VC)

39. I enjoy caring for {SP} (PA)

40. I resent having to care for {SP} (R; VC)

Item from Caregiving Appraisal Scale:

41. {SP}’s pleasure over little things gives me pleasure (PA).

Response scale: 

1 = strongly disagree

2 = disagree

3 = neither agree nor disagree

4 = agree

5 = strongly agree

PA = items to capture positive affect/ emotions related to caregiving. 

VC = items to capture value congruence with caregiving. 

42. How much do you enjoy being with {SP}? Would you say a lot, some, a little, or not at all? + NSOC
43. How much does {SP} argue with you? Would you say a lot, some, a little, or not at all? + NSOC
44. How much does {SP} appreciate what you do for {him/her}?+ NSOC
45. How often does {he/she} get on your nerves? + NSOC
Response scale: 

1 = A lot 

2= some 

3 = a little 

4 = not at all 

2. Meaning from caregiving and meaning/purpose in life. First three items were developed by Elissa Epel and Alexandra Crosswell – adapted from Michael Sheier’s general purpose/ meaning in life items (Scheier et al., 2006) to capture meaning from caregiving. More general meaning and purpose in life items (the following three items) were selected from NSOC.
46. The things I do to take care of {SP} are worthwhile. 

47. Most of my caregiving activities seem trivial and unimportant. 

48. Being a caregiver is important to me. 

Response scale: 

1 = strongly disagree

2 = disagree

3 = neither agree nor disagree

4 = agree

5 = strongly agree

Think about yourself, and after each statement, please tell me whether you agree strongly, agree somewhat, disagree somewhat, or disagree strongly.

49. My life has meaning and purpose. + NSOC
50. I like my living situation very much. + NSOC
51. I have given up trying to improve my life a long time ago. + NSOC
Response scale: 

1 = Agree strongly

2 = Agree somewhat

3 = Disagree somewhat

4 = Disagree strongly

3. Acceptance. 


These items get at two types of acceptance: acceptance of negative thoughts and emotions related to caregiving difficulties, and acceptance of the situation of caregiving. These are important to distinguish because different interventions may target these two different schemas (e.g. mindfulness for letting go of negative emotions and ACT or CBT for re-appraising the schema to accept circumstances or adjust schema such as ‘I can be happy AND be a caregiver’). 

Acceptance of difficult thoughts and emotions items (38-40) were adapted from the FFMQ non-judging subscale by Drs. Crosswell & Epel.

52. I criticize myself for having negative emotions about having to be a caregiver.

53. I tell myself I shouldn’t be thinking or feeling the way I am about being a caregiver.

54. I accept my negative feelings about caregiving, instead of pushing them away.

Acceptance of the caregiving situation you are in (41- 43) were adapted from the AAQ-2 (Hayes et al., 2004) by Drs. Crosswell & Epel.
55. Being a caregiver prevents me from having a fulfilling life. 

56. I am able to be happy and satisfied with my life, and be a caregiver.

57. I am at peace about leading a life as a caregiver.
Response scale: 

1 = strongly disagree

2 = disagree

3 = neither agree nor disagree

4 = agree

5 = strongly agree

Note: AAQ scale is usually 1 – 7 though we adjusted here to be consistent with many other scales in this series for ease of interpretation for caregivers. 
5. Loneliness and social support. 

Items to capture social support were developed by Drs. Crosswell and Epel to capture the support (emotional, tangible, and practical) one has in the caregiving role, as well as the inner spiritual connection that may provide strength/ support.
58. I have people I can talk to when I feel overwhelmed by caregiving duties.

59. There are people that can step in to give me a break from caregiving when I need a break. 

60. I feel as though I need more emotional support with my caregiving responsibilities. 

61. I wish I had more practical support, like specific training in caregiving tasks, medical knowledge, or understanding of {SP}’s illness.

62. I have a spiritual practice that gives me inner strength.**

Response scale:

1 = strongly disagree

2 = disagree

3 = neutral

4 = agree


5 = strongly agree 
Items to capture loneliness (44-47) were selected from the R-UCLA loneliness scale (Russel et al., 1980). The three option response scale were selected in order to be able to compare to the Health and Retirement Study (see Hughes, Waite, Hawkley & Cacioppo, 2004 for validation).

63. How often do you feel that you lack companionship?

64. How often do you feel alone?

65. How often do you feel left out?

66. How often do you feel isolated from others?

Response scale:

1= hardly ever

2 = some of the time

3 = often

References 

Beach, S.R., Schulz, R., Yee, J.L., Jackson, S.. (2000). Negative and positive health effects of caring for a disabled spouse: longitudinal findings from the caregiver health effects study. Psychol Aging, 15(2), 259-271.

Bedard, M., Molloy, D. W., Squire, L., Dubois, S., Lever, J. A., & O’Donnell, M. (2001). The Zarit Burden Interview: A new short version and screening version. The Gerontologist, 41, 652-657. 
Chesney, M. A., Neilands, T. B., Chambers, D. B., Taylor, J. M., & Folkman, S. (2006). A validity and reliability study of the coping self-efficacy scale. British Journal of Health Psychology, 11(Pt 3), 421–437. http://doi.org/10.1348/135910705X53155
Given, C.W., Given, B., Stommel, M., Collins, C., King, S., & Franklin, S. (1992). The caregiver 

reaction assessment (CRA) for caregivers to persons with chronic physical and mental impairment. Research in Nursing and Health, 15, 271-283. 

Harmell, A. L., Chattillion, E. A., Roepke, S. K., & Mausbach, B. T. (2011). A review of the psychobiology of dementia caregiving: a focus on resilience factors. Current Psychiatry Reports, 13(3), 219–224. 
Hughes, M.E., Waite, L.J., Hawkley, L.C., Cacioppo, J.T. (2004). A short scale of measuring loneliness in large surveys: Results from two population-based studies. Res Aging, 26(6), 655-672.
Kroenke K, Spitzer RL & Williams JBW. (2003). The Patient Health Questionnaire-2: Validity of a Two-Item Depression Screener. Medical Care, 41:1284-1292. 
Kroenke K, Spitzer RL, Williams JB, et al. (2007). A Brief Measure for Assessing Generalized Anxiety Disorder: the GAD-7. Archives of Internal Medicine, 146:317-325. 
Kroenke K, Spitzer RL, Williams JBW & Lowe B. (2009). An Ultra-Brief Screening Scale for Anxiety and Depression: The PHQ-4. Psychosomatics, 50:613-621 
Lowe B, Wahl I, Rose M, et al. (2009). A 4-Item Measure of Depression and Anxiety: Validation and Standardization of the Patient Health Questionnaire-4 (PHQ-4) in the General Population. Journal of Affective Disorders, 122(1-2):86-95. 
Lawton, M.P., Kleban, M.H., Moss, M., Rovine, M., & Glicksman, A. (1989). Measuring 

caregiving appraisal. Journal of Gerontology: Psychological Sciences, 44, 61-71. 
Nijboer, C., Triemstra, M., Tempelaar, R., Sanderman, R., Geertrudis, A.M.V.D.B. (1999). Measuring both negative and positive reactions to giving care to cancer patients: psychometric qualities of the Caregiver Reaction Assessment (CRA). Social Science & Medicine, 48(9), 1259-1269. 

Novak, M. & Guest, C. (1989). Application of a multidimensional caregiver burden inventory. Gerontologist, 29(6), 798-803.

Pearlin, L. I., Menaghan, E.G., Lieberman, M.A., Mullan, J.T. (1981). The Stress Process. Journal of Health and Social Behavior, 22(4), 337-356.

Pearlin, L., Mullan, J., Semple, S. & Skaff, M. (1990). Caregiving and the stress process: An overview of concepts and their measures. The Gerontologist, 30, 583-594.

Russell D, Peplau LA, Cutrona CE. (1980). The revised UCLA Loneliness Scale: Concurrent and discriminant validity evidence. J Pers Soc Psychol. 39(3):472-80.

Schulz, R., & Beach, S.R. (1999). Caregiving as a risk factor for mortality: The Caregiver Health Effects Study. JAMA, 282(23). 
Teri, L., Truax P., Logsdon R., Uomoto, J., Zarit, S., & Vitaliano, P.P. (1992). Assessment of Behavioral Problems in Dementia: The Revised Memory and Behavior Problems Checklist (RMBPC). Psychology and Aging, 7,4, 622-31.

Zarit, S. H., Reever, K.E., & Bach-Peterson, J. (1980). Relatives of the impaired elderly: Correlates of feelings of burden. The Gerontologist, 20, 649-655.

PAGE  
7
Author contact: Alexandra.Crosswell@ucsf.edu


