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PROJECT BACKGROUND

WE FOCUS OUR EFFORTS ON OUR PEDIATRIC PATIENTS

WHAT ABOUT THE PARENTS?

HAVING A CHILD WITH SPECIAL HEALTHCARE NEEDS IS NO EASY
TASK

ARE WE DOING ENOUGH TO TAKE CARE OF OUR PARENTS?



FAMILY-CENTERED CARE

e Approximately 5.6 million US Children with Special Healthcare Needs (CSHCN)
receiv 1.5 billion hours annually of family-provided health care
(Romley, Shah, Chung, Elliot, Vestal, & Shuster, 2016).

* CSHCN most likely to receive the greatest amount of family-provided health
care at home were ages 0 to 5 years, were Hispanic, lived below the federal
poverty level, and had no parents/guardians who had finished high school

(Romley, et. al., 2016).

* Care for parents can reduce the distress of both the parental caregiver and
the CSHCN (Koch & Jones, 2018).



WHY IS THIS IMPORTANT?

Attachment Theory: children need emotionally healthy caregivers in
order to thrive and form secure attachments.

Maslow’s Hierarchy of Needs and Erickson’s stages of Development



ERIKSON’S STAGES OF PSYCHOSOCIAL

DEVELOPMENT MASLOW'S HIERARCHY OF/NEED

Erikson’s Stages of Psychosocial Development

m Psychosocial Crisis/Task What Happens at This Stage?
. If needs are dependably met, infants develop a
-
Toddlers learn to exercise will and do things
e for themselves, or they doubt their abilities.
. e . Preschoolers learn to initiate tasks and carry out plans, lack of prejudice
nitiative vs Guilt i i y
or they feel guilty about efforts to be independent. ! ] accepta nce of facts
: : Self-actualization
. Children learn the pleasure of applying themselves
Industry vs Inferiority to tasks, or they feel inferior. self-esteem,

: : confidence, achievement,
Teenagers work at refining a sense of self by testing
Identity vs Confusion roles and then integrating them to form a single iden- Esteem respect of others, respect by others
tity, or they become confused about who they are.

morality,

creativity,
spontaneity,
problem solving,

Young adults struggle to form close relationships and to friendship, family, sexual intimacy

Intimacy vs Isolation gain the capacity for intimate love, or they feel socially Love/ B e | on g | N g
isolated.

security of body, of employment, of resources,

The middle-aged discover a sense of contributing to ] ;
Generativity vs Stagnation | the world, usually through family and work, or they may Safety of morality, of the family, of health, of property
feel a lack of purpose.

’ y When reflecting on his or her life, the older adult
Integrity vs Despair may feel a sense of satisfaction or failure.

(C) The Psychology Notes Headquarters - https://www.PsychologyNotesHQ.com

breathing, food, water, sex, sleep, homeostasis, excretion




PROJECT IMPLEMENTATION [EEuumm—
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* FEB-APRIL: SURVEYS
.
° How many hours per week is the child or children in the care of someone other than
IN CLINIC yoursel
0
 EMAIL

* APRIL & MAY
PY R EV I E W & N E XT ST E P S Please click and drag each of the options to rank the challenges of caring for a child with CF with 1 being the
most challenging and 6 being the least challenging.

Time commitment for treatments

How supported do you feel by:

The treatments themselves

Very supported Somewhat supported  Rarely supported Not at all supported The emotional burden of having a child with CF

Family

When my child is in the hospital

Friends
Anxiety about the future
Community

Other
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THANK YOU!



