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In the adult literature, the Level of Care was first calculated in the 1997 National Alliance for Caregiving/American Association of Retired Persons national survey publication.  The Level is based on the types of activities performed and the time the family caregiver spends performing these activities.  These are then each divided into four response categories and then the sum is combined for form the Level of Care. Caregivers in the highest levels (4 & 5) generally experienced a higher prevalence of negative ramifications of caregiving, including on their physical and emotional health.  
This scale was renamed to “Level of Burden” in the 2004 national survey report, conducted by the same groups.  In reporting time, the adult caregiver calculates a typical weekly amount.

In creating our survey for the Caregiving Youth Pilot Project, while activities that youth and adults perform are consistent, the youth’s ability to respond to time spent has been divided into school days and non-school or weekend days.  We multiply the school days by 5 and the non-school days by 2 and then add the sum to determine the number of hours/week the youth is caregiving.

Thus, the questions ask, 

Which of the following do you help the person(s) in need of care with doing? 
(You can fill in more than one answer.)
0 Feeding

0 Bathing or showering

0
Dressing

0
Taking to the bathroom or other toileting


0
 Assisting with walking/getting in or out or a chair

0        Changing diapers or other continence care

0           None of the above

Which of the following activities from this list do you also help with? 
(You can fill in more than one answer.)
0 
Organizing help from others, appointments, transportation to appointments

0
Translating written information or other conversations with health professionals

0
Providing emotional support

0
Cleaning, doing laundry

0
Shopping for groceries; preparing meals

0
Keeping company; doing activities; reading, playing games

0
Bandaging; assisting with oxygen or other equipment

0
Administering medication

0
Other

0
None of the above
During SCHOOL days, how many hours per day do you spend performing your caring responsibilities? 
Write in a NUMBER between 0 and 24 only. _____

During the WEEKEND, how many hours per day do you spend performing your caring responsibilities? 
Write in a NUMBER between 0 and 24 only.  _____

Calculations are then made according to the following formula:
Hours per Week


Response Category
 0 – 8





1

9 – 20





2

21-40





3

41 or more (constant care)

4

Types of Care


Response Category
0 - 1 IADLs/0 ADLs


1

2+ IADLs/0 ADLs



2
1 ADL (with or without IADLs)

3

2+ ADLs with or without IADLs

4
Then the combination of the Response Categories determines the Level of Care or in our situation, the Level of Responsibility.

Level



Combined Score
1 2-3

2 4

3 5

4 6-7

5 8
For the purposes of our Caregiving Youth Project, we have selected students who have a score of a Level 3-5 for participation in our pilot so they are typically doing at least 1 ADL and spending from 9-20 hours in caregiving.
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