Middlebury College, Spring 2024



Professor: Laura Basili

T/Th 12:45–2:00 MBH 338

                           
Phone: 802-989-8976 before 9pm

Email: lbasili@middlebury.edu

Office hours:  After Class T or TH; 
                         Before class by appointment 
Psychology 323: Children and Families Living with Illness:  Psychological, spiritual and cultural perspectives
Over the course of a lifetime, most people are confronted with their own illness or the illness of a loved one. How do children and their families cope with illness and disability? How do they understand and make meaning of their illness experiences? How do their spiritual and cultural beliefs impact their care and their views on healing? How do they manage the multi-layered medical delivery system and potential barriers to care? In this course, we will take an interdisciplinary approach to examining developmental, psychological, cultural and spiritual issues confronting children and families living with acute, chronic, and/or life-threatening illnesses. We will also explore psychological and spiritual interventions provided to children, their families, and their support communities. Writings, artwork and videotaped interviews of children, families, and healthcare professionals will be used to illustrate the varied experiences and perspectives on illness and healing.  

Learning Objectives: 

1. To understand the lived experience of acute, chronic, or life-threatening illness and disability
2. To become familiar with therapeutic approaches used in working with youth and families  
3. To appreciate the importance of listening to youth and families stories and experiences. 
4. To appreciate the systemic complexity of accessing care and the barriers to care.
Required Readings:  
Sourkes, Barbara (1995)   Armfuls of Time: The psychological experience of the child

with a life-threatening illness.  PA: University of Pittsburgh Press.   One-Drive:   Psyc 0323 Spring 24 
(Do not try to buy – no longer in print)

Remen, Rachel (1996) Kitchen Table Wisdom: Stories that heal. NY: Riverhead Press.  (Buy this book)
Articles on One-Drive:            One-Drive:    Psyc 0323 Spring 24
Books for Group Project: There will be 4 students in each group, reading and presenting these books. 

We will create the groups in class – Do not purchase ahead of time. 
Beck, Martha (1999) Expecting Adam: A true story of birth, rebirth, and everyday magic.  NY: Berkley Publishers. (Down syndrome, spirituality, prenatal testing, the pressure & prejudices of ‘academia’)
Fadiman, Anne (1997) The Spirit Catches You and You Fall Down: A Hmong child, her American doctors and the collision of two cultures. NY: Noonday Press. (Culture, eastern & western medicine, health care as a culture unto itself, epilepsy)
Harris, Taylor (2022) This Boy We Made: A memoir of motherhood, genetics, and facing the  unknown.  NY: Catapult  (Uncertain diagnosis, parental anxiety, special education, racism, barriers to care, spirituality) 
      Lorde, Audre (1980 & 2020) The Cancer Journals. USA: Penguin Books. (Breast cancer, race, feminism, 

      sexuality, upending the mainstream cancer narrative)  
Rapp, Emily (2007) Poster Child: A Memoir. NY: Bloomsbury. (Congenital disorders, amputation, prostheses, ableism, becoming whole)
Sanford, Matthew (2006) Waking: A memoir of trauma and transcendence. USA: Rodale. (Paraplegia, trauma,
mind-body relationship, yoga and becoming) 
Tobimatsu, Kimiko & Keat, Geniza (2020) Kimiko Does Cancer: A Graphic Memoir. Canada: Arsenal Pulp Press. (Breast cancer in the twenties, queer perspective, questioning the mainstream cancer narrative) 
Course Requirements:
Class Preparation & Participation

I expect you to attend every class session, to have completed the assigned readings, and to be an active participant in discussions. By ‘active participant’ I mean demonstrating your knowledge/understanding of the readings, asking thoughtful questions, and a willingness to share ideas and experiences and listen to other’s ideas and experiences.  Quantity of participation is not synonymous with quality!  

Reflection Papers: During this course, you will write 2 brief reflection papers (1-2 and no more than 2 double-spaced double-sided printed pages) that will include your reflections on and thoughts about, the assigned readings. These might include a quote that touched or inspired you or a passage you want to affirm, challenge or explore in any way that would enhance understanding and discussion. Printed reflection papers are due to me at the start of class. 

 Class Participation and Informal Writing represent 20% of your class grade.

The Group Book Presentation:  

Each student will select a book to read and will present the major themes to the class with a group of other students who have read the same book. Your book group will have a first meeting in class to discuss the major themes of the book. You may want to appoint a group facilitator and a scribe to keep the group on task.  In the second group meeting, you should discuss how to prepare an informative and engaging class presentation. You are  expected to meet outside of class to work on your presentations. Class presentations can be a mix of lecture, role-play, interactive class discussion, and multi-media presentation to review and discuss the major themes and issues of the book and how they relate to living with illness and healthcare. 

The Group Presentation is worth 30% of your grade

Illness Narrative

We will take a narrative approach to understanding the psychological experience of living with illness by reading published narratives and listening to written and videotaped narratives of children and their families in class. Your paper assignment is to write an illness/medical/spiritual/cultural/healthcare narrative from your own life, from the life of a friend or family member, or from a youth/family you may have worked with in a job/internship setting.  While you may write about someone else’s experience, the narrative is your reflection on the experience. That means you wouldn’t just tell someone else’s “story”, but your experience of their “story”. The narrative can be explored from any perspective that is covered in class: development, culture, stress and coping, spirituality, healthcare delivery, barriers to care, etc.   You will need to cite a minimum of 3 recent primary journal articles or broader reviews of the literature or book chapters relevant to the issues being shared and discussed in the narrative. They cannot be from the class readings.  These will be woven creatively into the narrative. The cited material will show how your narrative has been informed by the research and clinical literature.  I must approve all paper topics. The narratives will be between 7 - 8 pages of writing and include a bibliography of articles and references.  Scholarly references are typically peer-reviewed journal articles or chapters in scholarly books.  A good rule of thumb is that these references should exist in the PsycINFO or MEDLINE databases.  As a caution: many of the articles found on other library databases are not scholarly references.  We will discuss the details of this paper in greater detail during class. Your final paper should be approximately 7-8 pages in length (typed, double spaced,  double-sided, 1 inch margins, 12 point font. Save paper – double sided and no title page. 
Papers are due in class on 4/23.  Feel free to hand it in earlier, of course! Papers submitted for this class must represent your own work and must have been written for this class alone.  When you use the ideas or words of another, acknowledge and cite their source.  You must use APA reference format for your paper. Here are two web sites that give you a thumbnail sketch of the style manual of the American Psychological Association (APA) and a sample paper.  
Includes a sample paper formatted in APA style: http://www.uwsp.edu/psych/apa4b.htm
This is a collection of many different APA style resources:  http://www.psychwww.com/resource/apacrib.htm
The Illness Narrative is worth 30% of your grade
Take Home Exam

You will be given a take home exam the last week of classes.  It will be an open book/note reflective exam with short answer format covering the readings and class lectures/discussion.  The exam will be approximately 1 hour in length. It is due by our scheduled final exam period.
The Take Home Exam is worth 20% of your grade

Summary of Course Evaluation

20%  Class Participation & Reflection papers

30%  Group Book Presentation 

30%  Illness narrative

20%  Take Home Exam

Disability Access and Accommodations

Students who have Letters of Accommodation in this class are encouraged to contact me as early in the semester as possible to ensure that such accommodations are implemented in a timely fashion.  For those without Letters of Accommodation, assistance is available to eligible students through the Disability Resource Center (DRC).   Please contact one of the ADA Coordinators: Jodi Litchfield, Peter Ploegman, or Deirdre Kelly of the DRC at ada@middlebury.edu for more information.  All discussions will remain confidential.  
Center for Teaching, Learning, and Research (CTLR): The CTLR provides academic support for students in many specific content areas and in writing across the curriculum through both professional and peer tutors. The Center is also the place where students can find assistance in time management and study skills. These services are free to all students. go.middlebury.edu/connect
Academic Integrity: As an academic community devoted to the life of the mind, Middlebury requires every student to reflect complete intellectual honesty in the preparation and submission of all academic work. Details of our Academic Honesty, Honor Code, and Related Disciplinary Policies are available in Middlebury’s handbook.
Honor Code Pledge:   The Honor Code pledge reads as follows: “I have neither given nor received unauthorized aid on this assignment.” It is the responsibility of the student to write out in full, adhere to, and sign the Honor Code pledge on all examinations, research papers, and laboratory reports. Faculty members reserve the right to require the signed Honor Code pledge on other kinds of academic work.
Children and Families Living with Illness: Psychological, spiritual, & cultural issues 

Tentative Reading Schedule  Spring 2024

One-Drive –PSYC 0323 Spring 24
WEEK  1   
Introductions to each other & the course
2/13

What does it mean to live with illness? What is healing? Who is a healer?



Courageous Parents Network    https://courageousparentsnetwork.org/videos/who-we-are
2/15

Group Book Selections & Radio Diaries Program “My So-Called Lungs” Laura Rothenberg



Listen to Laura Rothenberg  https://www.npr.org/2002/08/05/1147844/radio-diaries-my-so-called-lungs


Do a 5 minute free write after listening – bring thoughts/reactions to class to share/process as a group 


RobertMassie.pdf  The Constant Shadow: Reflections on the life of a chronically ill child  


Hobbs & Perrin (1985) Issues in the Care of Chronically Ill Children:
WEEK 2
Developmental Issues and Conception of Illness
2/20

Remen Intro.pdf


Remen (1996) Kitchen Table Wisdom:  Forward & Introduction, Silence 23, Lag Time 100, 





 Embracing Life 169, Opening the Heart 139 



Kleinman-Ch1.pdf
  Preface & Ch 1: The Meanings of Symptoms and Disorders  


Kleinman (1988) The Illness Narratives


2/22

Kazak-Ch 10 Families.pdf – Families and Other Systems


Roberts (2003) Handbook of Pediatric Psychology 
2/22

First Reflection Paper Due in class on any of the readings thus far
WEEK 3
Illness, Disability and Narrative  
Dr Carrie Bryant: Living with a Chronic Illness
 2/27

Kleinman-Ch2.pdf    Ch 2: The Personal and Social Meanings of Illness


Kleinman (1988) The Illness Narratives
2/29


Interview with Dr. Carrie Bryant




Remen (1996) Kitchen Table Wisdom:  Kissing the Boo Boo 59, How it Was 61, The Gift of Healing 63, 









       On Naming and Awe 66, A Front Row Seat 15, A Will to Live 9     



Illness-death-development.pdf (reference handout)
WEEK 4   
Coping in Children and Families


3/5

 Sourkes #1.pdf   Prologue & Ch1: Psychotherapy


 Sourkes (1995) Armfuls of Time
3/7

Expecting Adam  Group Presentation  



 I Wish.pdf

           #42: I Wish by Barbara Ebenstein


Welcome to Holland.pdf  
#59: Welcome to Holland by Emily Perl Kingsley


Klein & Schive (2001) You will dream new dreams: Inspiring personal stories by parents of children 






with disabilities
  
WEEK 5       Coping in Families 

3/12

Sourkes #2.pdf  Ch 2: Illness and Treatment


Sourkes (1995) Armfuls of Time 
3/14

The Cancer Journals & Kimiko Does Cancer   Group Presentation


Remen (1996) Kitchen Table Wisdom:  Professionals don’t cry 51, Going Home 125, The Holy Shadow 245,



Just Listen 143, Touching 237, Healing is Mutual 252, Damming the River 29, Style 18

3/16-24

Have a good Spring Break 
WEEK 7
Mind-Body Relationship
3/26

Sourkes #3.pdf    Ch 3: Impact on Normal Life


Sourkes (1995) Armfuls of Time
3/28

Waking   Group Presentation


Lusseyran- Light.pdf   Finding light in the darkness 
Selzer -PulseDx.pdf     Pulse Diagnosis


Kornfield & Feldman (1996) Stories to nourish the spirit and the heart, CA: Harper SF:

3/28

2nd Reflection Paper Due in Class – (on any aspect of the Sourkes book so far)
WEEK 8
Spirituality and Meaning Making
4/2

Listen to Sara Hendren  https://onbeing.org/programs/sara-hendren-our-bodies-aliveness-and-the-built-world/


Do a 5 minute free write after listening – bring thoughts/reactions to class to share/process as a group 
4/4

This Child We Made  Group Presentation


ThayerCh11.pdf   Meeting the Spiritual Needs of Children with Chronic & Life Threatening Illness 




       Webb, Nancy Boyd (2009)  Helping Children and Adolescents with Chronic and Serious 







Medical Conditions, Wiley & Sons.  
WEEK 9
Spirituality and Meaning Making
4/9

Sourkes#4.pdf 


Sourkes (1995) Armfuls of Time, Ch 4: Facets of Awareness
4/11

Poster Child  Group Presentation


 Remen (1996) Kitchen Table Wisdom:  The Container 114, Prayer 270, Embracing Life 207,








         Traps 75, Healing at a distance 78, Remembering 130 
WEEK 10   
Culture, Health Care as Culture, Barriers to Care
4/16    
HernandezCh3.pdf     The economic, social and cultural context of health care


Webb, Nancy Boyd (2009)  Helping Children and Adolescents with Chronic and Serious 







Medical Conditions, Wiley & Sons.
4/18

The Spirit Catches You and You Fall Down  Group Presentation



Buchwald-Multicultural.pdf


Buchwald, et al., (1994) Caring for patients in a multicultural society






Patient Care, 6 (105-123)       
WEEK  11 
Anticipatory Grief     Dr. Carrie Bryant – Life & Medical Career while Living with Illness
4/23
     
Illness Narrative Paper Due in Class


Sourkes #5.pdf  Ch 5: Anticipatory Grief      Sourkes (1995) Armfuls of Time


4/25

Remen (1996) Kitchen Table Wisdom:  The Emperor’s New Clothes 93, Sleight of Hand 90,
   





       Another Kind of Silence 119, Choose Life! 195 In Darkness 309



O’Toole - Ch2.pdf  Restorying brokenness: Using story and active imagination to help seriously 






ill children and their families     Adams &Deveau (1995) Beyond the Innocence of Childhood: 
WEEK 12
Palliative Care          
4/30

Interview with  Blyth Lord  - Founder & Executive Director of Courageous Parents Network



Sourkes #6.pdf


Sourkes (1995) Armfuls of Time: Ch. 6: The Dying Child & Epilogue

5/2

Kuttner-Ch13.pdf  Imagery for Children in Pain: Experiencing threat to life and the approach of death


Adams & Deveau (1995) Beyond the Innocence of Childhood 

WEEK 13
Hope, healing, transformation, career issues, self-care!

5/7

Boyd-WebbCh18.pdf:     The challenge of maintaining hope and fostering resiliency 


Webb, Nancy Boyd (2009)  Helping Children and Adolescents with Chronic and Serious 




            Medical Conditions, Wiley & Sons.
5/9

Healing.pdf


Mount (2006) The Ten Commandments of Healing, Journal of Cancer Education



Therapeuticrelationships.pdf


Fochtman (1991) Therapeutic Relationships, Journal of Pediatric Oncology Nursing


Remen-Service.doc


Remen (1995) In the Service of Life, Noetic Sciences Review  



Take home exam given at the end of class. Due by our scheduled final time!

Enjoy your well-deserved summer!
