LOMA LINDA UNIVERSITY

Department of Counseling and Family Sciences

Child Life Specialist Program

SUMMER 2012
COURSE:


CHLS 606- Parenting Medically Fragile Children

UNITS:


3

DATE/TIME:

Mondays and Wednesdays
9:30 AM – 12:20 PM
PLACE:


Griggs Hall, room 2B
INSTRUCTOR:

Michelle Minyard-Widmann, M.S., CCLS





(909) 558-4547 x47072





maminyard@llu.edu

REQUIRED TEXTS:

1. Parenting Children with Health Issues by C. Foster and L. Greene (2007), Love and Logic Press.

2. Meeting Children’s Psychosocial Needs-Across the Health Care Continuum; J. Rollins, R. Bolig and C. Mahan, Carmel (2005) PRO-ED, Inc.

3. The Handbook of Child Life- A Guide for Pediatric Psychosocial Care by R. Thompson (2009), Charles C Thomas Publisher.

4. A Memoir: Breathing for a Living by L. Rothenberg (2003), Hyperion Publishing.
OPTIONAL:

1. Forever Hellos, Hard Goodbyes by A. Dahlberg and J. Russel Love (2008), Free Spirit Publishing.

2. Always on Call: When Illness Turns Families Into Caregivers by C. Levine (2004), United Hospital Fund of New York.

3. Verbal Frist Aid. Helping Your Kids Heal from Fear and Pain and Come Out Strong by J. Simon Prager and J. Acosta (2010), The Berkley Publishing Group.
4. Children with Disabilities by M. Batshaw, N. Roizen and G. Lotrecchiano (2013), 7th edition, Paul H. Brookes Publishing Company.

5. Taking Care of Precious Ones by C. Neckien (2010). Self-published.

COURSE DESCRIPTION: 

This course introduces students to parenting issues related to the child and adolescent with special health care needs. It will provide knowledge of theories, techniques, skills, available community resources, and legal and ethical considerations that pertain to this specific group.

EDUCATIONAL OBJECTIVES:

Upon completion, students will have a general knowledge of the major theories related to parenting, specifically the child and adolescent with special health care needs. The students will familiarize themselves about the stresses of hospitalization on the family. Child life practice, advocacy and community resources will be discussed
INSTRUCTIONAL RESOURCES:

The course will utilize material from the required texts and will include other supplementary articles and materials and guest speaker. Attending a field trip to the Neonatal Intensive Care Unit (NICU) at LLUCH, quizzes, homework, and a research paper is required to be completed by the student. Some instructional resources will be available on Canvas. 

CLASS ASSIGMENTS:

PARTICIPATION:

Students are expected to participate in discussions during class. Your ideas and thoughts are important. No more than ONE excused absences will be acceptable. Points are subtracted from the total grade when additional absences are accumulated. 

Reflection question will be posted via the discussion board (Canvas). Your comments to these questions must be thoughtful, reflective and should demonstrate that you have tried to integrate the course material with your ideas. 

10 points 
QUIZZES:

Six quizzes will be given throughout course. Due to the short summer session, make-ups will NOT be permitted. ALL QUIZZES MUST BE RETURNED ON THE DUE DATE. Quizzes taken on Canvas that are turned in after the due date; will be considered late and lowered one full grade. Some quizzes will be taken in class or on Canvas (see course schedule). They may consist of multiple choices; fill in the blank and short answer.

60 points (10 points for each quiz)
RESEARCH PAPER:

The body of the paper will be 12-15 pages in length (title page and bibliography NOT included). Please include a minimum of 8 pertinent textual sources referenced more than once in the body of the paper, with at least 5 recent (past 10 years) scholarly articles from peer-reviewed professional journals. Other references should be a mix of sources: books, newspaper articles, government documents, etc., but no more than 2 appropriate web sites. 
*Students will select a topic by August 13, 2012.
*Please send all papers electronically/via email: maminyard@llu.edu  AND drop off a paper copy to Griggs Hall, room 115 by 3PM on August 29, 2012.
The paper will include:

1. Brief explanation of the disease or developmental disability chosen by the student.

2. Common tests or procedures used for diagnosis and treatment.

3. Psychosocial issues related to caring for this particular population may include but not limited to family stressors, sibling issues, SES, issues of neglect and abuse, grief, spirituality, communication, commitment and feelings of isolation.

4. Share community and educational resources available for families.

Grading: refer to the Research Paper Rubric on page 13.

20 points 
HOMEWORK & IN CLASS WORK:
Homework and in class work will be given to students pertaining to topics discussed in class. Please return all work on the due date.
10 points

BASIS FOR EVALUATION:

1.
Discussion posts/attendance


10 points

2.
Quizzes




60 points (10 points each)

3.
Research Paper



20 points 

4. 
Homework and in class work


10 points 







        ________________





           TOTAL=
100 points

GRADE DISTRIBUTION: 

A
=94-100 (points)

C+
=75-79


F
=54 and below

A
=90-93



C
=70-74





B+
=87-89



C-
=65-69





B
=84-86



D+
=60-64





B-
=80-83



D 
=55-59

LATE ASSIGNMENTS:

Late assignments will be lowered ONE GRADE. No assignments will be accepted later than ONE week from the due date. It is your responsibility to keep track of due dates. All students are expected to turn in assignments at the scheduled time. The only acceptable excuse(s) for not turning in an assignment on time includes major illness (documented by the student health service or student’s physician) or a serious personal emergency. Please inform your instructor as soon as possible regarding this issue.

TEST TAKING POLICY: All students are expected to take examinations at the scheduled time. The only acceptable excuse(s) for not taking an examination on time includes major illness (documented by the student health service or student’s physician) or a serious personal emergency. The Academic Standards Committee determines the consequences of missing an examination under these circumstances. If a student arrives late for an examination, denial to admission to the examination site may occur. If a student arrives late and is allowed to take the examination, extra time will not be given. 
AMERICANS WITH DISABILITIES ACT (ADA) POLICY: If you are an individual with a certifiable disability and need to make a request for reasonable accommodation to fully participate in this class, please visit the Dean’s Office of your school. To view the Disability Accommodation Policy please go to: http://www.llu.edu/llu/handbook/6e.htm
ACADEMIC INTEGRITY POLICY: Acts of dishonesty including theft, plagiarism, giving or obtaining information in examinations or other academic exercises, or knowingly giving false information are unacceptable. Substantiated violations are to be brought before the dean for disciplinary action. Such action may include, but is not limited to, academic probation or dismissal from the program. To view the Standards of Academic Conduct Policy please visit: http://www.llu.edu/llu/handbook/6r.htm
PROTECTED HEALTH INFORMATION: The purpose of the Protected Health Information (PHI) policy is to provide guidance, establish clear expectations for students regarding the appropriate access to, and use of PHI during course studies and related program activities. Under the Health Insurance Portability and Accountability Act (HIPAA), patient health information is protected. Please go to: http://www.llu.edu/llu/students/documents/phi-guidelines.pdf
* Do not include the patient’s name or any medical identifiers in your papers*

LOMA LINDA UNIVERSITY MISSION STATEMENT  

Loma Linda University, a Seventh-day Adventist Christian health sciences institution, seeks to further the healing and teaching ministry of Jesus Christ "to make man whole" by:

Educating ethical and proficient Christian health professionals and scholars 


      through instruction, example, and the pursuit of truth;

Expanding knowledge through research in the biological, behavioral, physical, 


       and environmental sciences and applying this knowledge to health and 

       disease;


Providing comprehensive, competent, and compassionate health care for the 


      whole person through faculty, students, and alumni.
Child Life Specialist Program Student Learning Outcomes

1. Students will demonstrate the ability to represent and communicate Child Life practice and psychosocial issues of infants, children, youth and families.

2. Students will demonstrate the ability to work collaboratively in diverse settings.

3. Students will be eligible to obtain the Certified Child Life Specialist (CCLS) credential administered by the Child Life Council.
4. Students will graduate with an awareness of child development and family systems theory.

5. Students will be knowledgeable of legal and ethical standards related to the Child Life field of study.
COURSE SCHEDULE: CHLS 606: Parenting Medically Fragile Children
	DATE

	TOPIC(s)
	ASSIGNMENTS to be completed before class 

	July 30, 2012
In class


	Review Syllabi

Parenting Topics and Working with “Difficult” Families
Give take home Quiz #1
Movie “Little Man”


	

	August 1st
In class


	Tour of the NICU with Cathy Regan, CCLS
Meet in LLUCH Lobby at 9:30 AM. Please be on time and adhere to dress code.
Movie “Little Man” continue
Quiz #1: Lecture from July 30th
	Read: Rollins, Bolig and Mahan (RBM), chapter 5.

	August 6th
Canvas

	Movie: History of Parenting Practices: Child Development Theories

Quiz #2: Covers movie and Cline, Chapters 1-3. 
Answer reflection questions on the movie “Little Man.”


	Read Cline, chapters 1-3.

	August 8th
In class
	Attachment Lecture
Adult Development Lecture
	Read Articles:
J. Turner-A Place for Attachment Theory in Child Life Programming….

&

J Robinson-Quality of Attachment as a Predictor of Maternal Visitation to Young Hospitalized Children.



	August 13th
Canvas

	Answer reflection questions on the book “Breathing for a Living.”
Quiz #3: Attachment and Adult Development Lecture.
	Read: Breathing for a Living by L. Rothenberg
*Research topic due*



	DATE
	TOPIC
	ASSIGNMENTS

	August 15th

In class
	Movie: “65 Roses”
Discussion of movie

In class assignment covering the readings (Cline, chapters 4-6).

	Read Cline, chapters 4-6

	August 20th
Canvas


	Family Centered Care
View: http://www.millerchildrenshospitallb.org/presentations
Watch: Intro from Don Berwick from I.H.I.

Go to presentations on the left and watch the 3 videos (Team medicine, Multidisciplinary rounds and RN Shift report)
Discussion post on Thompson, pages 103-108 (9 Elements of Family Centered Care in Action).

Quiz #5: Family Centered Care

	Read: Thompson, chapter 6



	August 22nd
In class


	 Siblings 

Support Groups
Group activity (support beads)
	Read: Cline, chapter 9

Article: B. Gursky-The Effect of Educational Interactions with Siblings of Hospitalized Children.



	August 27th
Canvas


	Hospital website homework

The Health-care environment and Family Centered Care
Quiz #6: Rollins, Chapter 8

	Read: RBM, chapter 8


	August 29th
Canvas


	Paper Due by 3PM 

*Send an electronic copy via email to maminyard@llu.edu and a paper copy to Griggs Hall, room 115. Your paper will be considered “late” if it is not received by 3 PM.
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“I've learned that people will forget what you said, people will forget what you did, but people will never forget how you made them feel.” ~M. Angelou
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Books to Help Siblings Cope

(Taken from the Child Life, Education and Creative Arts Therapy Dept., the Children’s Hospital of Philadelphia).

Children’s books about healthcare, hospitalization and general sibling issues can help siblings learn about and cope with the special needs of their brothers and sisters. In addition to providing factual information about illnesses and injuries, stories written specifically for siblings can help them discuss their fears, feelings and perceptions about having a brother or sister with special health needs.

Children’s books by topic

General hospitalization or disability

Peterkin, A. What About Me? When Brothers and Sisters Get Sick. New

York: Imagination Press, 1992.

A young girl attempts to cope with her brother’s illness. This book also deals with

the complicated feelings of a well child in such a situation.

Blackburn, L.B. I Know I Made it Happen: A Gentle Book about Feeling

Guilty. Omaha, NE: Centering Corporation, 1991.

Sections of this book talk about typical feelings of guilt siblings may feel when a brother or sister becomes ill or injured.

Meyer, D. Views from Our Shoes: Growing Up With a Brother or Sister

with Special Needs. Maryland: Woodbine House, 1997.

Children of different ages share their view of what it is like to have a

brother or sister with special needs.

Meyer, D. & Vadasy, P. Living with a Brother or Sister with Special Needs: A

Book for Sibs. Seattle, WA: University of Washington Press, 1996.

A book for older children with brothers and sisters with special needs. This book

Discusses many specific disabilities and sibling emotions and questions are addressed.

Muldoon, K.M. Princess Pooh. Albert Whitman and Company, 1989.

Humorous story of a girl who is jealous of her sister’s "royal" treatment while in a

wheelchair, until she tries out the wheelchair for herself.

Duncan, D. When Molly Was in the Hospital: A Book for Brothers and Sisters of

Hospitalized Children. Rayve Productions, 1994.

Anna tells the story of her sister Molly’s hospitalization through her point of view.

Celestial Arts. Straight from the Siblings: Another Look at the Rainbow. Berkeley, CA: The Center for Attitudinal Learning, 1982.

A collection of writings and drawings by brothers and sisters of children with

serious illness.

Singer, L. Kids Worry, Too. Omaha, NE: University of Nebraska Medical Center.

Discusses siblings’ common questions, feelings and reactions when a family

member is in the hospital.

Thompson, M. My Brother Matthew. Maryland: Woodbine House, 1992.

This story shows how David and his brother Matthew, who was born with

disabilities interact with each other for the special treatment Matthew needs.

ADHD/learning disabilities.

Gordon, M. My Brother’s a World Class Pain: A Sibling’s Guide to ADHD-

Hyperactivity. Gsi Publishing, 1992.

The big sister in this story explains in kids’ words her brother’s condition of ADHD

and how they handle it.

Gehret, J. I’m Somebody, Too. Verbal Images Press, 1992.

Twelve year old Emily has a brother who is hyperactive and a slow learner and

her worry about him affects her schoolwork and her peer relationships.

Barrie, B. Adam Zigzag. Laurel-Leaf Books, 1996.

This story is told in alternating chapters by Adam, who is severely dyslexic and

his older sister, Caroline, who is mildly dyslexic, but angry that her brother gets

all the attention.

Asthma

Gertz, D. Thin Air. New York: Henry Holt & Company, 1990.

This story tells about a sixth grader who struggles to overcome asthma and the

attentions of his overprotective brother.

Autism

Rosenberg, M.S. Everything You Need to Know When a Brother or Sister is

Autistic. Rosen Publishing Group, 1999.

Part of the Need to Know Library series.

Siegel, B. & Silverstein, S.C. What About Me? Growing up with a

Developmentally Disabled Sibling. Insight Books, 1994.

Written by siblings of autistic children.

Gartenberg, Z. Mori’s Story: A Book About a Boy with Autism. Lerner

Publications, 1998.

This story, written by a 10 year old boy named Zachary, tells of how he and the

rest of his family deals with his brother’s illness.

Lears, L. Ian’s Walk: A Story About Autism. Albert Whitman and Company, 1998.

Julie’s younger brother has autism and in this story, she tells how his "brain doesn’t work like other people’s and how she deals with it in certain situations.

Edwards, B. My Brother Sammy. Millbrook Pr Trade, 1999.

A young boy expresses his ambivalent feelings and actions about his brother who is autistic.

Cancer

Amadeo, D.M. There’s a Little Bit of Me in Jamey. Morton Grove, IL: Albert

Whitman and Company, 1992.

Brian’s brother Jamey has leukemia. This story addresses common sibling

issues, but shows the remarkable way Brian helped his brother through a bone

marrow transplant.

Mills, Joyce C. Little Tree: A Story for Children with Serious Medical Problems.  Magination Press, 1992.  Children with life-challenging medical problems need help in coping with their fears and anxieties. This book provides inspiration, comfort, and an inner-sense of well-being for children with serious medical problems.

Krishner, Trudy. Kathy's Hats: A Story of Hope. Albert Whitman, 1992.                                                                  Kathy's love of hats comes in handy when the chemotherapy treatments she receives for her cancer make her hair fall out.

Dorfman, Elena. The C-Word: Teenagers and Their Families Living with Cancer.                                               Five teens with cancer, their families, and best friends are interviewed about the affects the disease has had on their lives. Both fears and realities concerning relationships and chemotherapy are addressed with frankness.

Cardiac

Jaworski, A.M. My Brother Needs an Operation. Panama City Beach, FL: Baby

Hearts Press, 1998.

Tells the story of how Joey’s life was affected when his little brother Alex had to

go to the hospital for a heart operation. Includes a hospital diary and activity

section and dialogue for parents.

Elder, V. Cardiac Kids: A book for families who have a child with heart disease.

Tenderhearts Publishing, 1994.

This story is told by Jennifer, a nine year old whose sister Laura was born with a

"cardiac defect." Jennifer describes some of the procedures her sister

goes through (including a heart operation), as well as her reactions to having a

sister with an illness.

Cerebral palsy

Metzger, L. Barry’s Sister. New York: Atheneum Press, Macmillan Publishing

Company, 1992.

This book explores the feelings of a girl whose mother gives birth to a baby with

cerebral palsy and how she soon comes to think of herself as his special

guardian.

Emmert, M. I’m the Big Sister Now. Albert Whitman and Company, 1989.

Nine year old Michelle describes the good times and difficult times involved in

living with her sister who was born severely disabled with cerebral palsy.

Nolan, C. Under the Eye of the Clock: A Memoir. Arcade Publishing, 2000.

Autobiography of Christopher Nolan, who was born with brain damage and left

paralyzed spastic and mute. This disability did not stop him from writing an

award winning book.

Down syndrome

Carter, A. Big Brother Dustin. Albert Whitman and Company, 1997.

Dustin, a young boy with Down Syndrome is excited when he learns his mother

is going to have a baby.

Dodds, B. My Sister Annie. Boyds Mills Press, 1997.

Charlie’s sister Annie has Down Syndrome and he fears it will affect his

relationship with a girl, and other activities in school and in sports.

Jansen, L. My Sister is Special. Standard Publishing, 1998.

A young boy explains how his sister is different and special because she has

Down Syndrome.

Rheingrover, J.S. Veronica’s First Year. Albert Whitman and Company, 1996.

Nathan’s new sister Veronica is born with Down Syndrome and his dad explains

that Veronica will learn to do everything he learned, it just might take her a little l

longer.

Stuve-Bodeen, S. We’ll Paint the Octopus Red. Woodbine House, 1998.

Emma’s little brother Isaac has been born with Down Syndrome and her father

tells her she can still do all the things with him that she planned, but Isaac may

require more time, patience and help to do them.

Grief/loss of a sibling

Gish, L. A Birthday Present for Daniel: A Child's Story of Loss. Prometheus

Books, 1996.

A little girl who has lost her brother, Daniel, tells of her family's discussion of how

to acknowledge and celebrate his upcoming birthday.

Temes, R. The Empty Place: A Child's Guide Through Grief. New Horizon

Press, 1992.

Tells the story of a boy who experiences the death of his sister and confides in

Betsy, a babysitter who has also suffered the loss of her brother.

Gryte, M. No New Baby. Centering Corp, 1998.

The story of a young girl who struggles to understand the loss of her newborn

sibling and hopes someday to still be a big sister.

Sims, A. Am I Still a Sister? Big A and Company, 1992.

A bereaved girl writes letters to her younger brother to tell him about

things that happen in her life and feelings she is having about his death in the

hopes it will keep him close to her.

Breebaart, J. & P. When I Die, Will I Get Better? Peter Bedrick Books, 1993.

Tells the story of what happens to an animal community when one of their own,

Fred's brother, Joe Rabbit develops a sudden illness and dies.

Turner, B.J. A Little Bit of Rob. Albert Whitman and Company, 1996.

A young girl helps her family remember her brother after they had been

pretending to be strong for one another.

Old, W.C. Stacy Had a Little Sister. Concept Books, 1995.

Stacy is a soon-to-be big sister who at first has mixed feelings about her new

sibling, but when the baby dies of sudden infant death syndrome, Stacy is sad

and misses her.

O'Toole, Donna. Aarvy Aardvark Finds Hope, Rainbow Connection, 1989.                                                                In this book, Aarvy the Aardvark is befriended by Ralphy Rabbit, who helps Aarvy work through stages of grief by telling him about how he felt when his sister died.

Hearing impairments

McElfresh, L.E. Can You Feel the Thunder? Atheneum, 1999.

Thirteen year old Mic is constantly embarrassed by his deaf and blind sister

Stephanie’s behavior. This and other strange things in his life end up showing

how sibling bonds form.

Peterson, J. I Have a Sister, My Sister is Deaf. Econo-Clad Books, 1999.

A young girl describes how her deaf sister experiences everyday things.

Muscular dystrophy.

Farrell, M. Marrying Malcolm Murgatroyd. Farrar Straus and Giroux, 1995.

Hannah sticks up for the class nerd Malcolm because he is a supportive friend

to her younger brother, Ian, who has recently been confined to a wheelchair with

muscular dystrophy.

Visual impairments

Hall, L. Half the Battle. Riverside, NJ: Charles Scribner and Sons, 1982.

A boy who is visually impaired and his younger sibling face their feelings toward

each other, including resentment and jealousy.
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