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CAREGIVING YOUTH IN LARGO MIDDLE AND HIGH SCHOOLS
LARGO, FLORIDA
Introduction

 
The Palms of Largo Intergenerational Community (PLIC) Foundation seeks to educate and support caregivers through its signature program, “The Caregiver’s Journey: Before, During and After”.   The Caregiver’s Journey is a resource program created by PLIC to assist caregivers of all ages, and those who support caregivers, with information, hope and heart.
The Board of Directors of PLIC became aware of an increasing and unrecognized trend for children to participate in family caregiving.  Furthermore, they also recognized the potential for caregiving youth to suffer adverse effects physically, psychologically and in their education from caregiving responsibilities.  The ramifications may not only be on the child today, but also into our society tomorrow. 
In Florida, there is strong evidence of caregiving by middle and high school students in Palm Beach County (Miller, Bunker & Kelley-Miller, 2003; Siskowski, 2004).  Pinellas County, the home of PLIC, has an older population demographic that is similar to Palm Beach County, thereby increasing the likelihood of family caregiving and potentially caregiving youth.

Thus, PLIC Board members initiated a partnership with the School District of Pinellas County to determine the prevalence of caregiving youth and its impact on education in their region.  They also held meetings with community organizations that might collaborate with PLIC in seeking funding and working towards solutions to educate and support caregiving youth.  In order to take substantive steps and a lead role in establishing a Caregiving Youth Project for Pinellas County, PLIC needed baseline research from the local student population.    
The healthy and traditional two parent family unit of yesteryear is no longer typical today.  Factors influencing the health and well-being of individuals and families include the longevity of the population, both single parent and multi-generation households, and the long-term ability to manage chronic conditions through at-home care.  Medicines, techniques and technology allow people of all ages to survive accidents and illnesses and to return quickly to live at home.  In the past, similar conditions may have precipitated death or required institutional care.   


During recent years in the United States, there has been significant research about the effects of caregiving on the adult family caregiver.  The family caregiver is the person, typically a woman, who assists those who are no longer able to manage their health care and/or their activities of living independently.  Multiple studies show the physical, psychological and financial ramifications on the family and primary caregiver related to this extended…and in some cases, uninvited, role (Schultz & Beach, 1999; Kiecolt-Glaser, Preacher, MacCallum, Atkinson, Malarkey, & Glaser, 2003). 
With few exceptions, family caregiver research focuses on individuals who are eighteen years of age or older.  The National Alliance for Caregiving (NAC)/American Association of Retired Persons (AARP) Report on Family Caregiving in the United States, surveyed adults caring for someone over the age of 18 years.  It showed that 52% of family caregivers between the ages of 18–34 years and 57% of family caregivers between the ages of 35-49 years also had children under the age of eighteen living at home during the time of their caregiving activities (NAC/AARP, 2004).  There is no information about the ages of these children, the roles they assume, the impact that family caregiving has on their lives and/or on their education from learning, health, and socialization perspectives.  Knowledge about the needs of children and adolescents who are family caregivers is critical in order to support their health and well-being. 
Demographics and Caregiving Youth  
The first national report about child caregivers, Young Caregivers in the U.S., estimates that of the 28.4 million U.S. households with children under the age of 18, there are 1.3-1.4 million children (ages 8 – 18 years) who have family caregiving responsibilities (NAC/United Hospital Fund, 2005).  The role of the child may reverse to a parental role and tasks may vary from simple chores to assisting with medication and medical care needs, toileting and personal care, ambulation, feeding, and even translating information beyond the scope of their comprehension.

The Palm Beach County, Florida study, the What Works Survey, conducted by Palm Beach Atlantic University and the School District of Palm Beach County in 2002 queried more than 12,000 public middle and high school students about what helps or hinders their learning.  It included a Family Health Section that documented that one in two children were experiencing a  family health situation, and one in three children incurred adverse effects on their education as a result of participating in caregiving activities (Miller, Bunker & Kelley-Miller, 2003).

When students came to the final part of the survey, the Family Health Section, they responded to a specific directive:  “If you have someone living in your home or close by who needs special medical care because he/she is sick, has a disability, or can no longer care for him/herself, complete the following item.  If you do not have someone in your home in need of special medical care, you have completed the survey.”  

 The number of students who continued the survey compared with the number of students who took the survey and answered the previous question, determined the prevalence of family health situations.  After the students who continued completed a relevant question, they then faced another choice to stop or to continue the survey.  This time the decision to continue indicated that the student participates in caregiving activities.  Specific directions were, “If you help with this person’s needs, answer the following item.  Assisting this person could require any of the following:  feeding, bathing, dressing, reading, household chores, taking them on errands, or shopping for them.  If you do not help this person with his/her needs, you have completed the survey.”  The students who continued, those who assist with care, are caregiving youth.  The What Works Abbreviated Survey, conducted in Largo Middle School and Largo High School during April 2006, used this same format to indicate the prevalence of family health situations, student-caregiving and its effects on education.
Key Indicators of Child Caregiving
There are key demographic factors that are play a role in the regional prevalence of caregiving among students.  The factors include the extent of:  a) the elderly population; b) cultural diversity; c) health indicators; and d) economic indicators. The over sixty-five year old population in Pinellas County accounts for nearly one fourth of its people (22.5%) and in Largo this same group comprises 30.1% of its population.   According to 2000 U.S. Census data, and subsequent analyses, America’s population percentage for this age is 12.4% while in the whole of Florida it is 17.6% (Census, 2000).   Thus in Largo, nearly one in three persons is 65+ years of age.
The racial make-up of Pinellas County is 85.9% white and in Largo it is 92.7% white.  Children who do not reside in Largo may attend school there and thus alter the demographic mix.  In contrast, the racial make-up of Palm Beach County includes 70.6% white, but only 44% of the public middle and high school children who participated in the 2002 What Works Survey were white.  The extent of racial diversity with cultural preferences for caring for family members at home is a significant factor that affects the prevalence of child caregiving.  
The numbers of people who have a disability, especially adults of child rearing age with a disability, also influence the prevalence of family health situations in a particular region.  An unusually high incidence of chronic health or debilitating conditions may compound the need for children to participate in family caregiving activities.  People under the poverty level may also have poorer nutrition and have fewer resources to purchase support services to alleviate the ramifications of the caregiving burden.  Individually and then collectively, all of these factors influence the prevalence of caregiving youth in a particular geographic region.  See Table I for a summary of relevant demographic information.

Table I   Comparison of key demographic factors that influence the prevalence of caregiving youth.
	
	Florida
	Palm Beach County
	Pinellas County
	Largo

	Population 2000
	15,982,378
	1,131,184
	921,482
	69,371

	White/Non Hispanic
	62.8& (2004)

78% (2000)
	66.4% (2004)
70.6% (2000)
	80.4% (2004)

82.8% (2000)
	---

92.7% (2000)

	Persons age 5 years+ with a disability
	20.5%
	19.8%
	22.4%
	---

	Below Poverty Percent 1999
	13.0%
	10.9%
	12.1%
	9.1%

	Population 65+ 
	16.8% (2004)
17.6% (2000)
	21.5% (2004)
23.2% (2000)
	21.0% (2004)

22.5% (2000)
	---

30.1% (2000)


Census Quick Facts (2006)
The What Works Abbreviated Survey 

In order to gather family health data for Largo in Pinellas County that was similar in content to information previously recorded in Palm Beach County, researchers created a brief survey.  In addition to obtaining demographic information, the What Works Abbreviated Survey duplicates the Family Health Section of the original What Works Survey.  Aggregated responses about family health and children’s participation in caregiving protect student privacy.  The Largo student population that is from a smaller region, is economically homogeneous, and less culturally diverse than the public school sample population in Palm Beach County, FL.  
The abbreviated questionnaire has eight questions with two contingency points where students make a decision to stop or continue based on their home situation. Only students with a family health situation and/or who were participating in caregiving roles completed the whole survey.
Survey Procedure


In concert with the approval of the School District of Pinellas County and school principals, surveys were packaged and delivered to Largo Middle School and Largo High School in pre-specified units in labeled envelopes.  A copy of the surveys is in Appendix A.  Each envelope also contained teacher instructions, a copy of which is in Appendix B.  

The school designee, appointed by the principal, had the responsibility to design and oversee the survey distribution and collection process.  The Board President of PLIC picked up the completed surveys in their original and now sealed envelopes from both schools and sent them to the researcher in Boca Raton, FL.  Upon their arrival, the researcher cataloged the surveys and prepared them for delivery to Palm Beach Atlantic University (PBAU) for scanning and then analysis.  
Upon receipt of the data file, the researcher noted a frequency error.  PBAU repeated the scanning.  To confirm accuracy, a colleague at Florida Atlantic University, along with the researcher, supervised manual data entry of all surveys.  Analysis used standard SPSS software.  The number of surveys catalogued and prepared for analyses from the Largo, FL school system was 1,895.

Determination of Family Health and Caregiving
The first six questions included demographic and general information. Students then made the first decision to continue or to stop the survey in response to the specific directive previously discussed. The number of students who answered Question 7 compared with the number of students who answered the survey through Question 6 provided the basis of determining the prevalence of family health situations among these students.  For the students who continued the survey, the actual Question 7 read, “Living with this person in need of special medical care, hinders your learning.”  There were four selections for a response:  Strongly Agree, Agree, Disagree and Strongly Disagree.  

When students completed Question 7 and continued the survey in response to the second contingency directive, they participate in care.  The actual Question 8 read:  “How does helping this person affect your academic performance in school?”   Answers included, “I miss school/after school activities; I do not complete homework assignments; It interrupts my thinking and/or time studying; I have experienced more than one of the previous choices”; or finally, “It has no affect on my performance at school”.   
Survey Results
Within both schools, 1895 students completed the survey.  The number of student respondents in Largo Middle School (n=976) represents 82% of the entire student population of 1190. The number of student respondents in Largo High School was 919 of the 2367 enrolled. Thus, the sample includes nearly forty percent (38.8%) of older students.  Participants by grade included:  a) Grade 6 – 311 or 16.4%; b) Grade 7 – 320 or 16.9%;  c) Grade 8 – 345 or 18.2%;   
d) Grade 9 – 247 or 13%; e) Grade 10 – 262 or 13.8%; f) Grade 11 – 215 or 11.3%; and g) Grade 12 – 195 or 10.3%.  
Of the 1895 survey participants, 569 students (30%), including 329 from the middle school (33.7% of middle school respondents) answered  Question 7 indicating there was someone living with them requiring special medical care.  Consequently, nearly one of three of all students and slightly more than one of three of middle school students has someone with a health condition living at home or close by.  Of all students with a family health situation, 280 or nearly one half (49.2%) either “Agreed” or “Strongly Agreed” that living with the person in need of special medical care hinders their learning.  Of these, 167 or 59.6% were in Largo Middle School.
The school samples are culturally diverse with 36.9% of students being Black, Hispanic, Asian-Pacific Islander or another race.  It is apparent that among these minority students, the prevalence of a family health condition is higher than among White students ranging from more than two of five of Black students having a family health condition to one of four among White students.  As represented in Table II, only the White student population had a lower percentage of students responding to the Family Health Questions compared to their percentage of participation in the survey.  Other significant findings are also evident in Table II.  It is important to pay special attention to the percentages within a racial category because the overall number and therefore percentage of White student participants is high.
Table II  Student responses according to and within race.
	
	Black
	White
	Hispanic 
	Other*
	Total

	Started Survey
	226
	1195
	213
	261
	1895

	Participation Percentage
	11.9
	63.1
	11.2
	13.6
	98.8%

	Respondents to Family Health Question
	99
	300
	80
	90
	569

	Percentage With Family Health According to Race
	17.4
	52.7
	14.1
	15.8
	100%

	Percentage Within Race With Family Health Situation (n=569)
	43.8
	25.1
	37.6
	34.5
	

	Percentage with Hindered Learning According to Race
	18.2
	48.2
	14.3
	19.3
	100%

	Percentage Within Race With Hindered Learning (n=280)
	51.5
	45.0
	50.0
	60.0
	

	Percentage With Adverse Effects

(n=282)
	16.7
	45.0
	16.0
	22.3
	100%

	Percentage Responses of Family Health Within Race With Adverse Effects (n=282)
	47.5
	42.3
	56.3
	70.0
	

	Percentage With No Adverse Effects (n=242)
	16.9
	59.5
	13.6
	9.9
	99.9%

	Percentage Response of Family Health Within Race With No Adverse Effects (n=242)
	41.4
	48.0
	41.3
	26.7
	


*Includes Asian-Pacific Islander

Family Health and Learning

Knowing that approximately one in three students among two Largo public schools in grades 6-12 have a person needing special medical care living with them or close by is perhaps of less importance than if the students feel that their family health situation hinders their learning.  Among the four possible responses that ranged from “Strongly Agree” to “Strongly Disagree”, 49.2% of the 569 students either “Agreed” or “Strongly Agreed” with the statement that “Living with this person hinders your learning”.    

There were differences within racial categories and no one group was exempt from their family health situation hindering their learning as depicted in Graph I.  White students agreed the least (45%) and “Other” which include Asian/Pacific Islanders felt most strongly that their family health situation is taking a toll on their learning with 60% within that racial category agreeing or strongly agreeing that their family health situation hinders their learning.  Responses of “agree” or “strongly agree” regarding hindered learning by students in middle school are ubiquitous throughout grades six (53.3%), seven (47.0%) and eight (52.3%).  
Graph I  
Student responses to the presence of family health situations and its resultant hindered learning.  In this graph, the response pattern of percentage decline is only among Whites.  
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Effects of Caregiving

No racial category of student is exempt from experiencing adverse effects from their participation in caregiving activities.  However, it is only among White students that the percent who do not experience adverse effects is greater than the percent of those who experience adverse effects.  See Graph II. 
Graph II

Student responses according to race regarding the presence or absence of adverse effects on their education from their participation in caregiving responsibilities.
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Another way of viewing and understanding the data is from within each racial category.  This view further demonstrates that the minority populations are those that are most likely to incur adverse effects of family health situations.  Therefore, as a result of family health situations and caregiving activities, students experience barriers to learning that are external to the education system.  Graph III presents a visual of this information.
Graph III   
The prevalence of family health situations, hindered learning, and the adverse effects experienced by caregiving youth from within each racial category.
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The majority of students with a family health situation also participate in care.  Of the 569 students, 534 or 93.8% are caregiving youth as evidenced by their continuing the survey and answering Question 8.  This represents 322 student-caregivers at Largo Middle School and 212 at Largo High School.  Of interest is that as the grade level of the student advances, the extent of students experiencing adverse effects increases.  Graph IV represents this increase.

Students who reported multiple adverse effects ranged from a low of 8.1% of sixth grade caregiving youth to a high of 22.1% experienced by student-caregivers in the ninth grade.  By senior year 20% of caregiving youth report multiple adverse effects from their caregiving responsibilities.  Fewer than half or 242 student-caregivers (45.3%) documented that their participation in caregiving has no effect on their academic performance.  

Graph IV
Student-caregivers who report adverse effects from caregiving increase with grade.
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The information from this abbreviated survey does not portray the type of caregiving situation, the relationship to the person the student assists, the time they spend in caregiving, the types of activities they perform, the psychosocial impact they experience in their lives,  and/or the emotional responses of the burden and worries they carry.  
Discussion


As other studies show, these findings compel additional research to promote better understanding of the extent of the role of students and the caregiving activities that affects their lives.  The What Works Abbreviated Survey begins the exploration of the presence of family health situations and caregiving youth within one middle school and one high school in Largo, Florida.   Although the extent of family health situations and its concomitant caregiving responsibilities managed by students in this survey is smaller than in Palm Beach County, it is likely that the demographic dissimilarities account for the differences.  Clearly, family health situations and child caregiving affect the education of students in Largo Middle School and Largo High School.

The purpose of this study, prepared for the Palms of Largo Intergenerational Community Foundation, was to learn if the prevalence of students who are caregiving in the Largo area of Pinellas County is substantial.  The data warrants attention to taking the next steps to assess and support caregiving youth so they can know they are not alone, receive assistance and support in their caregiving role, remain in school, do their homework and enjoy the benefits of education today as well as for themselves and for society tomorrow.  The approach to solutions must be collaborative, integrated and interdisciplinary with understanding of the needs in the homes, linkages for families, and the resources caregiving youth deserve to become tomorrow’s educated and productive citizens.
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APPENDIX A

Name of School:__LARGO MIDDLE SCHOOL______Date______________


Please answer the following questions in Section I and Section II by filling in the bubble next to your answer.  Do NOT checkmark, circle, scribble, or ‘X’ the bubble next to your answer.  Fill in the bubble neatly and completely.  There are questions on both sides of the paper.

Section I

1. What is your grade?

	O
	Sixth

	O
	Seventh

	O
	Eighth


2. What is your race/ethnicity?

	O
	Asian/Pacific Islander

	O
	Black/non-Hispanic

	O
	Hispanic

	O
	White/non-Hispanic  

	O
	Other


3. What is the main language your family speaks?

	O
	Creole

	O
	English

	O
	Spanish

	O
	Other


4. What type of student do you consider yourself to be?

	O
	Excellent Student

	O
	Good Student

	O
	Fair Student

	O
	Poor Student


5. What level of education do you expect to complete?

	O
	High School

	O
	Vocational Certificate

	O
	Associate of Arts (Junior College)

	O
	Bachelor’s Degree (Four-year College)

	O
	Graduate (Master’s or Doctorate)


6. How long does it take you, in general, to do your homework each day?

	O
	Less than 30 minutes

	O
	31 -59 minutes

	O
	1 – 1½ hours 

	O
	More than 1 ½ hours


Section II

If you have someone living in your home or close by who needs special medical care because he/she is sick, has a disability, or can no longer care for him/herself, complete the following item.  If you do not have someone in your home in need of special medical care, you have completed the survey.

7. Living with this person in need of special medical care hinders your learning

	O
	Strongly Agree

	O
	Agree

	O
	Disagree

	O
	Strongly Disagree


If you help with this person’s needs, answer the following item.  Assisting this person could require any of the following:  feeding, bathing, dressing, reading, household chores, taking them on errands, or shopping for them.  If you do not help this person with his/her needs, you have completed the survey.

8. How does helping this person affect your academic performance in school?

	O
	I miss school/after school activities

	O
	I do not complete homework assignments

	O
	It interrupts my thinking and/or time studying 

	O
	I have experienced more than one of the previous choices

	O
	It has no effect on my performance at school 


Name of School: _LARGO HIGH SCHOOL______
Date______________


Please answer the following questions in Section I and Section II by filling in the bubble next to your answer.  Do NOT checkmark, circle, scribble, or ‘X’ the bubble next to your answer.  Fill in the bubble neatly and completely.  There are questions on both sides of the paper.

Section I

1 What is your grade?

	O
	Ninth

	O
	Tenth

	O
	Eleventh

	O
	Twelfth


2 What is your race/ethnicity?

	O
	Asian/Pacific Islander

	O
	Black/non-Hispanic

	O
	Hispanic

	O
	White/non-Hispanic  

	O
	Other


3 What is the main language your family speaks?

	O
	Creole

	O
	English

	O
	Spanish

	O
	Other


4 What type of student do you consider yourself to be?

	O
	Excellent Student

	O
	Good Student

	O
	Fair Student

	O
	Poor Student


5 What level of education do you expect to complete?

	O
	High School

	O
	Vocational Certificate

	O
	Associate of Arts (Junior College)

	O
	Bachelor’s Degree (Four-year College)

	O
	Graduate (Master’s or Doctorate)


6 How long does it take you, in general, to do your homework each day?

	O
	Less than 30 minutes

	O
	31 -59 minutes

	O
	1 – 1½ hours 

	O
	More than 1 ½ hours


Section II

If you have someone living in your home or close by who needs special medical care because he/she is sick, has a disability, or can no longer care for him/herself, complete the following item.  If you do not have someone in your home in need of special medical care, you have completed the survey.

7 Living with this person in need of special medical care hinders your learning

	O
	Strongly Agree

	O
	Agree

	O
	Disagree

	O
	Strongly Disagree


If you help with this person’s needs, answer the following item.  Assisting this person could require any of the following:  feeding, bathing, dressing, reading, household chores, taking them on errands, or shopping for them.  If you do not help this person with his/her needs, you have completed the survey.

8 How does helping this person affect your academic performance in school?

	O
	I miss school/after school activities

	O
	I do not complete homework assignments

	O
	It interrupts my thinking and/or time studying 

	O
	I have experienced more than one of the previous choices

	O
	It has no effect on my performance at school 


APPENDIX B

What Works Abbreviated Student Survey

Teacher Instructions

Note to teacher:  Please read and familiarize yourself with these instructions prior to administering this short “What Works” survey to your class.  
The “Teacher says:” sections on these instructions are to be read aloud to students.

	Teacher says
	In a few minutes you will receive a short opinion survey called “What Works.”

All students in our school are taking this brief survey.

This survey, will take you less than about 5 minutes to complete.  The information that you and other students provide can be used to improve education and support in our school, city, county, state, and nation.  Since you are giving your opinion, there is no wrong answer.

Use only a number 2 pencil to mark the answer sheet.  If you do not have a number 2 pencil, raise your hand and I will give you one.  Does anyone need a number 2 pencil?


Pass out pencils to those who need them.

	Teacher says
	Please remove everything from your desks, except for your pencil.


Make sure all students have cleared their desks, except for their pencil.

	Teacher says
	I am now going to give you the survey. We are using a large blank envelope to put the surveys in when they are completed so that your answers will be private.  You will not be identified in any way.  I will not read your answers.




Pass out the surveys. 

	Teacher says
	Do not write your name on this survey form!




Pause. Answer any questions.

	Teacher says
	Now look at the survey.

We’ll do the first three questions together.  Mark only one choice per question.

For question #1, bubble in the answer that represents your grade in school.


	Teacher says
	For question #2, bubble in the one answer that best describes your racial/ethnic category. 

Note:  If a student has difficulty determining his or her racial/ethnic category, you may read the description listed on Attachment 1 below.

Question #3 is “What is the main language your family speaks?”  This means what is the main language your family speaks at home.  Please mark only one answer for this question.

When you have completed both sides of the survey, put your pencil down.

Are there any questions on questions 1 through 3?

If you have no questions at this time, complete the rest of the survey, beginning with question #4.


Thank you for administering the abbreviated “What Works” survey! 

What Works Student Survey

Attachment I

Racial/Ethnicity Descriptions

(For Question #2)

A.
Asian or Pacific Islander:  Persons having origins in any of the original peoples of the Far East, Southeast Asia, the Indian subcontinent or the Pacific Islands.  This area includes, for example, China, Japan, Korea, the Philippines Islands, and Samoa.

B.
Black non-Hispanic:  Persons having origins in any of the black racial groups of Africa.

C.
White non-Hispanics:  Persons having origins in any of the original peoples of Europe, North Africa, or the Middle East.

D.
Hispanic:  Persons of Mexican, Puerto Rican, Cuban, Central or South America, or other Spanish culture or origin, regardless of race.

E.
Other:  If your race/ethnicity does not fall under A, B, C or D, or if you are multi-racial, then mark E.
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