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Introduction

A Despite the rise of a
vast system of health
care in the United
States since the 1880s,
care for the sick and
disabled people still is
predominantly a
private responsibility

A (Abel, 1994




Chronic Disease

A Chronic diseases account for 70% of all deaths in the U.
(CDC, 2007)

AfiFamily members and women
role as primary caregivers not only for the frail elderly, b
for family members of all ages who are dependent, ofter
due to chronic physical o
Bowden, Jones, 2003).

A 1.4 million children and adolescents in the U.S188years
old, provide unpaid direct or indirect care for a chronical

. Il or disabled family member (NAC & UHF).



Review of Literature

A fiBeginning in the 1970s and 1980s, family caregiving, an
ageold practice, became a major programmatic and polic
topi c 1 n the United Stat es

AfiResearchers conducting st
home and clinic settings identified emotional and physical
adult caregiver responses to caregiving and the stress
pl aced on t he f Admi& Shahdny c ¢
2007, Schumacher, Beck, Marren2006, Farran
Loukissa Lindeman, McCanrBienias2004).




Review of Literature summary

A Types of family caregiver research included:
A identification of caregiver and care recipient issues

A descriptive studies of caregivers and care recipients

A verification research to evaluate the effectiveness of
healthcare provider interventions with both caregivers
and care recipients.




Limited research on role of children and
adolescents in caregiving.

A Disease focused research: Children caring for family
members who had cancer (Gates & Lackey, 1998).

A Retrospective research asking adults about their
experiences as caregivers during childhood and
adolescence (Shifren, 2001).

A The effects of Family Caregiving on the education of
middle school students with family health issues
(Siskowski, 2004).

A As a result: Young Caregivers are largely
Invisible!



Problem:
Young Caregiver so wc

A 2005 First U.S. national study to assess prevalence of
young caregivers, the role they take in caregiving, and ti
Impact of the role on the life of the child. Study process:
minute telephone interview.

A Results:

A 1.4 million young caregivers between the ages of 8 and 18
years old.

A 30% are ages 8 to 11.
A 38% are ages 12 to 18.




Results
A young caregiver helps with

A Activities of daily living A Indirect activities of

(ADLS) daily living (IADLS)
A Getting in/out of bed A Moving around the
A Dressing house or community
A Bathing or Showering A Household chores
A Toileting A Keeping company
A Dealing with A Grocery shopping

Incontinence or diapers A Preparing meals
A Feeding A Helping with
medications



How do Young Caregivers manage their
changing complexities?

A The complexity of:
A Being/Becoming a Caregiver

A Learning new skills, ? Role reversal, Being invisible an
Invisible caregiver to friends, family, teachers

A Being an Adolescent
A What is right and wrong? What is my future? What will | do
with my life?
A School

A Learning, social interactions, relationships with teachers and
peers




Managing Changing Complexities
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