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Project Purpose/ Overview

The diagnosis of a life-threatening or chronic illness has the potential to affect siblings physically,
emotionally, and relationally. These stressors are particularly due to disruptions in family functioning.
Research demonstrates that camp experiences have led to both short- and long-term positive outcomes for
this population. As a result, there Is an emerging focus on how camp impacts siblings rather than focusing
primarily on those living with chronic illness.

This project was conducted in collaboration with The Hole in the Wall Gang Camp, located In
Ashford, CT to examine how their Hero’s Journey program impacts participants’ sense of self. The camp Is
dedicated to providing "a different kind of healing" to children and families who have been affected by
chronic or life-threatening ilInesses.

|_1terature Review

Why siblings?

* |lIness becomes a central, defining factor of family life. Siblings often grieve by themselves and
ultimately assume caregiving roles to compensate for the change in the family dynamic (Chesler &
Barbarin, 1987, Karampela, Hatira, & Damigos, 2010)

* Primary issues of the sibling experience include: observing their ill sibling undergo emotional and
physical suffering; feelings of guilt and jealousy; lack of parental attention, isolation or decreased
opportunity to engage In everyday activities (e.g., leisure and peer relationships); a perceived commitment
to ““take care of ”’ other family members; and a lack of information about the nature of the disease (Barlow
& Ellard, 2006; Karampela et al., 2010)

» Siblings of those with pediatric chronic iliness have proven to be at increased risk more often than
presenting no risk or positive outcomes (Williams et al., 2009)

o Disease severity has been associated with an increased risk of sibling maladjustment (Barlow & Ellard,
2006)

* There is a need for consistent, therapeutic social support to help siblings cope with the diagnosis and
adapt to the change in one’s family dynamic (O’Brien, Duffy, & Nicholl, 2008)

Why camp?

o Self-reported health-related quality of life (HRQOL) increased significantly in emotional, social, school,
and psychosocial domains after attending camp (Packman et al., 2008)

o Camp allows participants to acknowledge their feelings as “normal” and gain a source of support that they
did not have before (Creed, Ruffin, & Ward, 2001); improve one’s social confidence and knowledge of an
Iliness (Hancock, 2011); and perceive themselves in a more positive light (Murray, 2001)

Hero’s Journey: Theory of Change

Situation: A seriousillness for 16-18 year-old adolescents impacts their natural social, emotional and physical autonomous transition into adulthood through experiencing
isolation, fewer opportunities to discover their personal identities, and a decreased feeling of personal responsibility.

Staff
2 full-time dedicated program staff

Vetted, qualified and trained
seasonal staff

e 2 counselors

e 2 adventure specialists

e 2 expedition leaders

e 1 nurse

e 1volunteer nurse

e Volunteer counselors (2/ session)

Other Resources

e Wilderness environment

e Water

e Food supplies

e Transportation

e Yurts and tents

e Program and wilderness first aid
supplies

e Facilities and equipment

e Staff knowledge of the outdoors

e Medical supplies

e Funding

Outputs
Activities

Ceremonies/Rites of passages

Skills training {wilderness first aid, search and
rescue), Mock rescue

Expedition
Fire Council

Remote campsite and yurt living {e.g., outdoor
cooking, bathing in a river)

Adventure activities {high and low ropes)
Reflective/Introspective activities

Story telling

Downtime games

Pre-program conversations with participants

Participation

~96 participants each
summer {16 each
session)

Participants with
cancer, sickle cell
disease, HIV/AIDS,
metabolic/
mitochondrial
diseases, hemophilia,
other blood diseases,
and their siblings.

Participants aged 16-
18 mostly from the
Northeast U.S.

6 week-long sessions,
including one sibling-
only session

Outcomes
Medium

Confidence and
tenacity
Positive risk taking

Step outside of
comfort zones

Identity

Self-discovery Personal reflection | Exploration

and trying new

things
Camaraderie:
Improve teamwork Camaraderie:
and social skills Connections with Community
Awareness of others engagement
challenges faced by | Feelings of
others community

Appreciation:
Appreciation of
nature and simple
living

Desire to help
others

Appreciation:
Increased
mindfulness and
gratitude

Responsibility in
life choices

Discussion

Overall positive response to Hero’s Journey Program based on
themes that emerged

Minimal differences between siblings and participants living
with illness — 1.e., exhibited similar trends in responses
Findings are comparable to previous sibling and camp research;
Indicate that camp fulfills its purpose throughout the week-long
experience

Longer term impact should be examined in future research; a
longitudinal study should be pursued to determine whether
participants take the “lessons” they’ve learned home with them
and the exact impact it makes over time

Assumptions:
Continued parents/caregivers’ trust
Active interest and participation of participants
Strong medical care and program safety
Qualified, trained staff with an understanding of adolescence development and the outdoors

Staff and volunteers have positive attitudes and actions
Strong support from Board
Well maintained grounds

Continued use of state land
Maintained relationship with Life Star, local EMS, CT State Police
Abundant financial resources

External Factors:

Weather affecting programming

Emotional and medical crises

Continued financial support directly affected by the economy
Equipment breaking

Natural disaster

Intruders

Method

o Staff survey. November 2015: Two opened-ended questions were administered to all Hole in the Wall
Gang Camp staff members and Hospital Outreach Program managers.
(1) In your opinion, what is the purpose of siblings’ attendance at The Hole in the Wall Gang Camp?
(2) What benefits do you think siblings receive from attending camp?
Names were not recorded to ensure confidentiality. Seventeen individuals completed the survey. Results
Informed the camper survey.

o Camper survey. Summer 2016: Three open-ended questions were included in a survey administered to
the campers on the last full day of the Hero’s Journey program.

(1) What Is the most important thing you have realized about yourself over the course of the Hero’s
Journey program this week?

(2) How (if at all) might the Hero’s Journey experience influence the ways you interact your family when
you get back home?

(3) How (if at all) might the Hero’s Journey experience influence the ways you think about or deal with
your sibling’s medical issues? = Available to those in the sixth session (i.e., siblings)

All identifying factors of the program participants (e.g., name, session number) were removed prior to
obtaining the data to ensure confidentiality.

e Data analysis. Analysis was guided by Auerbach and Silverstein’s (2003) grounded theory approach.
Questions served as a primary organizing theme (Tesch, 1990). While reading camper responses, themes
were identified, established as categories, named and defined. Each individual response was coded as
present (1), absent (0), or missing (.)

Siblings (n = 14)

Evaluate: Process — Satisfaction — Outcomes >

Themes

Mindfulness: Drawing attention to both internal (e.g., thoughts,
feelings) and external experiences
e “Over the course of this week | have learned so much about
myself and I've learned that I am more capable of doing things
| never thought | could do.”
Sentimentality: Holding something/someone close to oneself;
feelings of tenderness
e “Hero's Journey will definitely impact the way | interact with
my family at home because | have learned to be more thankful
for the family and friends that | have. | have learned to be
more grateful for the things my parents especially my mom
does for me.”
Communication: Interactions between two or more individuals
o “Instead of hiding my emotions and not talking about my
feelings, | feel like I'm going to start sharing how | feel with
my family in order to make a positive change.”
Self-confidence: Assurance in oneself
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Theme Q1: Self- Q2: Family |[Total Percentage .
Reflection Impact (%)
Self-Confidence 34 5 39 61
Communication 9 28 37 58
Mindfulness 31 N/A 31 48 o
Sentimentality 6 11 17 27
Positive Attitude/ |N/A 17 17 27
Expression
Helping N/A 12 12 19
_eadership 5 3 8 13
Resilience 5 1 6 9 .
Theme Q1: Self- |Q2: Family |Q3: Influence | Total |Percentage °
Reflection |Impact on Medical (%)
Coping
Mindfulness Y4 N/A 3 10 71
Communication |1 4 3 8 57
Positive Attitude/ | N/A 4 2 6 43
Expression
Self- 4 1 N/A 5 36
Confidence
Helping N/A 2 3 5 36
Sentimentality |2 2 N/A 4 29
Resilience 1 0 N/A 1 7
Leadership 0 0 N/A 0 0

o “| am not afraid to spread my wings and show people who |
am.”
o Resilience: The ability to overcome problems or adversity
o “ ..that | can persist through problems and persevere despite
my weaknesses.”
o |Leadership: The ability to guide others and serve as a role model
o “| learned that | can be a leader in very stressful and tough
situations. | never knew | could lead in such a good way, it
was powerful to learn that about myself.”
* Helping: Offering services to another person
o “l will try to help more with his [my brother’s] struggles.”
o Positive attitude/expression: In regards to one’s own attitude
and how one acts towards others
* “l hope to be more considerate and kind to the people around
me and turn to kindness and love instead of hate and disdain.”

Acknowledgments

Ann Gillard, Ph.D., for providing her Siblings & Camp
Literature Review and thesis support

The Hole in the Wall Gang Camp for the “Theory of Change”
model and staff contribution to the study

Kari Adamsons, Ph.D., & Morica Hutchinson, M.A., for their
guidance during the Honors thesis process




	Slide Number 1

