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ABSTRACT 

Background: One in five households has a child with special health care needs (SHCN). Such 

parents report poorer mental health, greater depressive symptoms, and more restrictions in 

instrumental activities of daily living (IADL). The quality of mental and physical health of all 

family members’ continuingly declines. 

Objectives: To evaluate the effects of the current ITK Healing Retreat Week program on 

familial well-being via introduction of CAM methods through assessment of 1) mood based on 

affect 2) self-efficacy 3) changes in coping skills 4) growth over time in parents/caregivers who 

have children with SHCN. 

Methods: A secondary analysis of data from sixteen parents/caregivers who participated in the 

ITK Healing Retreat Week July 13-19, 2014. Scores from Positive and Negative Affect Schedule 

(PANAS) with Serenity subscale, Post Traumatic Growth Inventory (PTGI), and Self-Efficacy 

Scale (SES) were analyzed using SPSS. Content analysis was performed on open-ended 

questions from post, three and six-month post retreat questionnaires. 

Results: Before to immediately after the retreat week there was a statistically significant 

decrease in negative emotions and increase in positive mood state, ability to feel calm/at peace, 

relate to others, see new possibilities, and confidence in ability to perform certain care needs 

(<.001). From post to three-month post retreat the families’ confidence in ability to perform 

certain care needs did not change (<.001), but declined from three to six month post retreat in a 

statistically significant manner (.044). Content analysis indicated that the biggest benefit for the 

families was being in a supportive community and having an increase in positive emotional 

states. At six-months post retreat an increase in receptivity was additionally reported.  
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Conclusion: The ITK Healing Retreat Week program positively impacted families who have 

children with SHCN in multiple positive ways: increased mood, more confidence, ability to 

relate better to others and ability to see new possibilities. In effort to make this program 

generalizable or even replicable, further research needs to be done on the mechanism of change, 

the structure that creates this change, and how to make such a change sustainable by 

investigating a new retreat format and alternative research tools, questions, and scales. 



 
 
 

 
13 

CHAPTER I: INTRODUCTION 

Children with special health care needs (SHCN) are defined as, “individuals who have or 

are at increased risk for a chronic physical, developmental, behavioral, or emotional condition 

and who also require health and related services of a type or amount beyond that required by 

children generally” (American Academy of Pediatrics, 2015). The number of children worldwide 

with SHCN continues to rise, as do the complexity of their health care needs. The conditions 

these children have are frequently multifactorial, impacting all aspects of their physical, 

psychological, intellectual, emotional, and social well-being. When a child has SHCN, the entire 

family unit is impacted. 

Children with SHCN and their families experience daily challenges that often impact 

their ability to function in the world in the same ways as others. Any level of SHCN children 

may have creates additional care needs resulting in increased financial costs, stress, and 

emotional concerns for their entire family (Kuo et al., 2011). The impact can vary from minimal 

to severe distress based on the child’s need, available resources and family’s coping skills. The 

challenges that exist for the families caring for a child/children with SHCN frequently cause 

maladaptive behaviors to develop, leading to dysfunctional family functioning as well as 

inadequate management of child’s needs, negative perceptions and disintegration of the child’s 

condition into family life (Aitken et al., 2009). The increasing demands over time impact the 

physical and mental well-being of family members resulting in caregiver burden (Aitken et al., 

2009; Quach et al., 2015). Studies have also shown that family functioning is related to and 

impacts the physical and mental well-being of children with SHCN. Thus, interventions targeting 
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stress reduction, self-efficacy, communication, care coordination and resilience have the ability 

to positively impact the entire family unit. 

The National Center for Complementary and Integrative Health (NCCIH) uses the term 

“complementary health approaches” to describe the practices and products used in conjunction 

with conventional practices to treat various health conditions (2012). However, complementary 

and alternative medicine (CAM) is mostly commonly used in practice. Almost all of CAM 

approaches fit in two categories: either natural products or mind and body practices (NCCHI, 

2012). Natural products include dietary supplements, vitamins, herbs, homeopathic remedies and 

special diets. Mind and body practices encompass a large diverse group of modalities that are 

administered or taught by a trained practitioner or teacher. As high as 76% of parents who have 

children with SHCN report using at least one CAM modality to treat their child’s condition in 

addition to conventional practices (Provenzi, Saettini, Barello, & Borgotti, 2015). The modality 

utilized varies by a child’s condition, as does the percentage of parents incorporating CAM into 

their child’s care.  

The most commonly utilized methods are the mind-body methods, which include 

biofeedback, deep breathing exercises, hypnosis, guided imagery, meditation, progressive 

relaxation, qi gong, stress management classes, tai chi and yoga (Kemper, 2013). Such 

approaches assist in balancing the autonomic nervous system with all physiological systems 

resulting in increased attention and academic performance, decreased anxiety, greater ability to 

internalize and externalize behavior problems and improve heart rate variability (Greenberg & 

Harris, 2012; Kaley-Isley et al., 2010; Kemper & Gardiner, 2013). Another category of mind-

body methods includes touch or energy transfer such as healing or therapeutic touch, massage, 
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cranial sacral and Reiki®. Studies have shown the use of these approaches in the pediatric 

population can impact depression and reduce anxiety levels by enhancing endogenous serotonin 

levels and decreasing stress hormone production, decrease pain by improving circulation, 

enhance sleep and aid in the overall sense of well-being (Binder, Maher, & Gold, 2007; Kundu et 

al., 2013; Kemper et al., 2008). All such CAM approaches aid in promoting resilience and self-

regulation at an individual and family level.  

Integrative Touch for Kids™ (ITK) is a non-profit organization that utilizes a whole 

person model of wellness to help families who have children with SHCN. The organization was 

developed in 2005 with the mission to enhance well-being, minimize suffering and facilitate 

healing for families with children with developmental disabilities, genetic conditions, cancers, 

and other chronic, acute and life limiting illnesses (ITK, 2009). ITK facilitates multiple programs 

throughout the Tucson community to support both individuals and families who are in need of 

assistance managing the daily challenges of SHCN. ITK Healing Retreat Week is one such 

program that provides educational and experiential learning of integrative CAM modalities for 

children with SHCN, their primary caregivers and their siblings (ITK, 2009). Group workshops 

and CAM therapies are offered during the retreat week for adults, children, families and 

volunteers crossing multiple disciplines. During this week all family members participate in an 

individualized program of integrated CAM therapies, support groups, lifestyle and nutrition 

workshops as well as traditional medical therapies (including physical and occupational therapy) 

that address stress, anxiety, pain, while supporting healing for the mind, body and spirit (ITK, 

2009). Adult schedules include meditation, nutrition, Dad support groups, Mom support groups, 

yoga, Reiki®, naturopathy, massage, craniosacral and communication. Child schedules include 
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sound therapy, play therapy, equine, yoga, massage games, Reiki®, art therapy and Sib shops, 

which are support groups for siblings of children with SHCN. Family activities include 

reflexology, laughter yoga, Reiki®, game night, movie night, pool time, equine therapy, a 

bonfire and closing ceremony. Some individual participants receive other types of therapies such 

as acupuncture, biofeedback, Jin Shin Jyutsu, chiropractic, Buteyko Method, Qigong, Tai Chi, 

Shiatsu or Zero balancing based on their individual needs and practitioner availability (Appendix 

A). 

Input from participants, practitioners, medical team and program staff determine the 

types of therapies used with each individual participating. A sample family schedule might 

include breakfast, two therapy or workshop sessions in the morning, lunch, two therapy or 

workshop sessions in the afternoon, dinner and community activities in the evening. Children 

have daily pool time and group activities when not in individual sessions. Each child is paired 

with one or two “buddies.” These buddies are Junior Volunteers (JV) or nurse volunteers, based 

on the child’s needs, who accompany the child to his/her daily activities and therapies. This 

project will analyze previously collected data from the ITK Healing Retreat Week held in 2014, 

examining outcomes of the retreat on the overall functioning of the family unit. 

Background 

In 2011-2012, 19.8% of US children (approximately 14.6 million) under the age of 18 

years of age had special healthcare needs (SHCN) (Child Health USA, 2014). This is nearly one-

quarter (23%) or 1 in 5 of all households with children under 18 that have at least one child with 

SHCN (Child Health USA, 2014). The conditions and needs of these children vary greatly. In the 

most recent survey of children with SHCN, National Survey of Children with Special Health 
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Care Needs (NS-CSHCN), 78.4% reported at least one health related condition and 41.1% 

reported two or more health conditions (CAHMI, 2012). The most commonly reported health 

conditions are attention deficit disorder/attention deficit hyperactivity disorder (32.2%), asthma 

(30.2%), learning disabilities (27.2%), speech problems (15.6%) developmental delay (14.7%), 

behavioral problems (13.6%) and anxiety (13.4%) (CAHMI, 2012). In the same survey, 91.2% 

reported at least one functional difficulty, 72% reported two or more, and 45.6% reported four or 

more functional difficulties (CAHMI, 2012). The most commonly reported functional difficulties 

reported are learning, understanding or paying attention (51.1%), breathing or other respiratory 

problems (46.5%), anxiety or depression (42.9%), behavior problems (41.4%) and making and 

keeping friends (32.4%) (CAHMI, 2012). 

It is estimated that 65% of the children with SHCN experience conditions that require 

more complex services to manage their health (CAHMI, 2012). This includes medications, 

physical therapy, occupational therapy, speech therapy and/or specialized medical care. The 

amount of care needed varies by a child’s condition, but 86% are reported to need prescription 

drugs, 47.5% need to be under the care of medical specialists, 35.3% need eyeglasses or vision 

care, 27.2% require mental health care/counseling, 26.7% need acute dental care (including 

orthodontia) and 26.6% require one or a combination of physical, occupational and/or speech 

therapy (U.S. Department of Health and Human Services [USDHHS], 2013). 

Parenting a child/children with SHCN presents stressors outside those that are normally 

experienced when raising children without such additional care needs (Smith & Grzywacz, 

2014). The weight of all the responsibilities that coincide with children with SHCN can be 

overwhelming. Parents raising a child/children with SHCN often report feeling ill equipped to 
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handle all of the added care requirements along with insufficient support and feelings of 

helplessness (Smith & Grzywacz, 2014). Studies have shown that parents who have a 

child/children with SHCN report poorer mental health, greater depressive symptoms and more 

restrictions in instrumental activities of daily living (IADL) than parents of typically developing 

children (Smith & Grzywacz, 2014). Additionally, the extra time, stressors and responsibilities of 

parents who have a child/children with SHCN often necessitates the need to reduce the number 

of hours they are able to allocate to working in the paid labor force and often leads to exiting the 

workforce all together (DeRigne & Porterfield, 2015). Over time, studies indicate that the overall 

quality of parents’ mental and physical health continues to decline. 

Local Problem 

According to the data collected in the 2011-2012 NS-CSHCN, measured by the 

Department of Health and Human Services (DHHS), Health Resources and Services 

Administration (HRSA) and Maternal and Child Health Bureau (MCHB), in Arizona (AZ) 19% 

of households with children under the age of 18 have a child/children with SHCN, which is up 

7% from the last survey taken in 2005-2006 (12%) (The Annie E. Casey Foundation, 2015). The 

percentages are similar when compared to the national averages, which were only slightly higher 

at 20% in 2011-2012 and 14% in 2005-2006 (The Annie E. Casey Foundation, 2015).  

The last NS-CSHCN Chartbook was published in 2009-2010; Arizona was reported to 

have a higher percentage (50%) of children with SHCN who require a greater level of care when 

compared to the national average (USDHHS, 2013). This is reflected in the following 

percentages: 64% children had one or more limitations in bodily function, 51% had one or more 

limitations in activities or participation and 40% reported that SHCN interfered with their child’s 
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ability to make friends, attend school regularly or participate in sports (Brewer & Humble, 

2010). The high percentages can be contributed to a variety of factors such as inadequate 

services or treatment, nature of condition, poverty level and ethnicity. In regards to impact on 

Arizona families who have a child/children with SHCN, 24.3% report that the child/children’s 

condition causes financial problems, 24.8% report that they pay $1000 or more out of pocket in 

medical expenses per year, 26.4% report that they have to cut back or stop working and 12.6% 

report that they spend 11 or more hours per week on care coordination (The Child and 

Adolescent Health Measurement Initiative, 2012). One in five families reported that they 

experienced financial problems because of increased medical expenses and had difficulties 

staying in the labor force because of caring for their child/children with SHCN (Brewer & 

Humble, 2010). 

In 2010, Arizona submitted a needs assessment for the Title V Maternal and Child Health 

(MCH) Block Grant (Brewer & Humble, 2010). This assessment included the health of Arizona 

children with SHCN and the ability of the state to address these needs. The needs assessment 

incorporated the input of family members who have children with SHCN along with agency 

leaders and physicians working with children SHCN. The data in this document reflected the 

2005-2006 national survey of children with SHCN, which found statistical percentages very 

close to the data stated above from the same survey done in 2011-2012.  

Intended Improvement 

The primary goal of this secondary analysis is to evaluate the effects of the current ITK 

Healing Retreat Week on familial well-being by increasing self-efficacy through introduction of 

CAM methods. The specific aims around this goal are to assess the following measures in 
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parents who have children with SHCN: 1) mood based on affect, 2) self-efficacy, 3) changes in 

coping skills, and 4) growth over time. 

Given the increasing number of families who have a child/children with SHCN and the 

short and long-term physical and mental effects that have been documented, it is important to 

study and develop intervention models that target the whole family. Family-centered care (FCC) 

for children with SHCN has been associated with multiple positive outcomes including improved 

health and well-being, satisfaction, greater efficiency as well as better access, communication 

and transition services (Kuhlthau et al., 2010). Research indicates that CAM modalities are 

effective at creating overall sense of well-being, reducing stress and its impact on physical 

health, increasing mood and assisting in proper sleep patterns. Treating the whole family with 

CAM modalities has the ability to increase positive outcomes and long-term success rates while 

decreasing the negative progression of health factors due to stress. 

Study Question 

The corresponding question to evaluate this goal is, “Does the ITK program improve the 

well-being of families who have a child/children with SHCN by increasing self-efficacy?” To 

answer this question, the responses given by parents who attended the 2014 ITK retreat on three 

standardized tests and open-ended questions were evaluated for changes in mood, self-efficacy, 

coping and growth. 



 
 
 

 
21 

CHAPTER II: FRAMEWORK 

This chapter presents the conceptual and theoretical frameworks for this project as well 

as a current relative literature review. 

Well-being Model 

Well-being is viewed as a fundamental component necessary in order to improve health 

outcomes (Kreitzer 2012). “Well-being is about finding balance in body, mind and spirit….in 

this state, [an individual] feels content, connected, energized, resilient and safe” (Kreitzer & 

Koithan, 2014). Multiple opinions, theories and models exist around well-being and how to 

achieve it. The core assumption is that wellness is the multidimensional, dynamic functioning of 

Mind-body-spirit working together holistically to achieve an optimal state of being.  

 

FIGURE 1. Well-being Model by Dr. Mary Jo Kreitzer. 
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Kreitzer’s Well-being Model (Figure 1) identifies six dimensions that contribute to an 

individual’s well-being: health, relationships, security, purpose, community and environment. 

Each of these dimensions takes into account the interconnectedness and interdependence on 

friends, families, communities and the environment (Kreitzer & Koithan, 2014). Health is 

defined as physical, emotional, mental and spiritual health; Purpose is an aim and direction, a 

direct expression of spirituality that gives life and work meaning; Relationships are social 

connections, networks, and the quality of relationships; Community is the resources and 

infrastructure and the extent to which people are engaged and empowered; Environment is ones 

access to nature as well as clean air, water, and toxin free; and Security is basic human needs, 

stable employment, sufficient finances, and personal safety being met (Kreitzer, 2012). When a 

child has SHCN many of these fundamental aspects of wellness get out of balance for every 

member of the family. 

Mood is a strong indicator of well-being. When one area of the well-being model is out 

of balance then the entire “wheel” is disrupted, which often impacts an individual’s mood. The 

lives of parents who have a child/children with SHCN commonly reflect such an imbalance due 

to the greater than normal demands of their child/children’s needs. Their inability to help their 

child and control their own environment greatly impacts their overall well-being. Evidence 

shows that depressive symptoms of these parents worsen over time as the demand of care 

increases (Smith & Grzywacz, 2014).  

The beliefs one holds can also impact his/her mood and the ability to be capable of 

handling what life brings. “What people think, believe, and feel, affects how they behave” 

(Bandura, 1986, p. 25). Social Cognitive Theory (SCT) proposes that people are not driven by 
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internal forces or controlled by external motivations (Bandura, 1986, p. 18). This theory views 

individuals as products and producers of their own environments/social systems in conjunction 

with the community that surrounds them (Pajares, 2002). Thus, people can come together, work 

on shared beliefs about their capabilities and common aspirations to better their lives (Pajares, 

2002).  

Beliefs are strongly tied to self-efficacy. Perceived self-efficacy has successfully been 

shown to influence human self-development, adaptation and change (Bandura, 1986). Self-

efficacy is a person’s belief in his/her ability to successfully produce a desired outcome based on 

his/her efforts and performance (Bandura, 1986). Perceived efficacy affects behavior due to its 

impact on development of goals and aspirations, outcome expectations, affective proclivities and 

perception of impediments and opportunities in the social environment (Bandura, 1986). Self-

efficacy influences all aspects of a person’s life; thus, it can cloud one’s sense of well-being, 

affecting their mood, coping skills and ability to grow. 

The strongest indicator of strong self-efficacy is past performance (Lunenburg, 2011). 

Past performance gives people the feeling that they are capable of doing whatever is in front of 

them. This can be challenging for families with a child/children with SHCN due to the pervasive 

nature of the obstacles they face and often dissatisfying results achieved. Observation or seeing 

someone similar to himself or herself succeed is another strong factor that helps build self-

efficacy (Bandura, 1986; Bandura, 2012). Learning through observation of a task or from a 

person in a similar situation who believes in his/her own ability to endure difficult situations is a 

powerful tool to build perceived self-efficacy (Bandura, 1986; Bandura, 2012).  
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Isolation is common for families who have a child/children with SHCN. Connecting and 

sharing with other families in a group manner who have similar situations helps to build self-

efficacy via observation. Therefore, families coming together that share a similar experience 

(child/children with SHCN) have the ability to impact each other’s beliefs, improve their 

perceived self-efficacy and therefore alter their current experience. 

Literature Review 

Use of CAM in Children with SHCN  

The use of CAM modalities has dramatically increased over the past two decades 

especially in children with SHCN. Studies indicate that between 60% and 84% of parents use 

CAM modalities with their children who have SHCN (Vlieger, 2007). CAM approaches help 

individuals both mentally and physically to achieve a state of well-being. Mind-body practices 

impact the autonomic nervous system, which is often dysfunctional due to the chronic stress of 

families who have children with SHCN. By assisting to balance the autonomic nervous system 

with the rest of the physiological systems, CAM modalities help increase attention and academic 

performance, decrease anxiety, improve heart rate variability, initiate the relaxation response, 

reduce depression and reduce anxiety levels, decrease pain by improving circulation, enhance 

sleep and aid in the overall sense of well-being (Kemper, Gardiner, & Birdee, 2013; Kaley-Isley 

et al., 2010; Greenberg & Harris, 2012; Weil, 2015, Beider, Mahrer, & Gold, 2007; Kundu et al., 

2012; Kemper et al., 2008). By decreasing the manifestations that are parts of chronic conditions 

and stress, families are better able to manage both their own and their children’s needs. 
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Family Centered Care 

Family Centered Care (FCC) is a concept that is becoming increasingly a part of 

healthcare. FCC treats families as key players in healthcare choices and involves them in the 

decision making process. The Maternal and Child Health Bureau (MCHB) endorses FCC as a 

part of its integrated set of core objectives for children with SHCN (Kuhlthau et al., 2010). The 

application of FCC with children with SHCN families:  

“Acknowledges the family as the constant in a child’s life, build on family strengths, 

support the child in participating, honors diversity, recognize the importance of 

community-based services, promote an individual and developmental approach, 

encourage family-to-family/peer support, develop family-centered policies and practices 

and celebrate successes” (Kuhlthau et al., 2010, p. 136).  

FCC includes addressing the needs of siblings, which are often over looked. Within families who 

have a child/children with SHCN, the siblings are the most commonly emotionally disregarded 

and distressed of all family members (Barr et al., 2010). Including and addressing their needs is 

vital to reaching desired outcomes. Studies have shown that FCC for children with SHCN is 

associated with improved health and well-being, improved satisfaction, greater efficiency, 

improved access, better communication, better transition services and other positive outcomes 

(Kuhlthau et al., 2010). 

Therapeutic Family Camp or Retreat 

Limited studies exist looking at the effects of a camp/retreat like settings on families with 

children who have SHCN. Those studies found there were multiple limitations noted that negated 

findings that could be generalizable. There was one study that looked at thousands of participants 
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at multiple camps. The conclusion from this study was that the greatest contribution of family 

camps was the development of supportive relationships (Barr et al., 2010). Such findings support 

the hypothesis that the positive impact of specialized camps is due to social support (Barr et al., 

2010). The conceptual framework of social support includes “emotional support (listening, 

empathy, encouragement, love and trust); instrumental support (direct help with respect to time 

or materials); and informational and appraisal support (self-evaluation, comparison and 

affirmation that one’s interpretations are appropriate,” which is aligned with the idea around 

perceived self-efficacy (Barr et al., 2010, p. 362).  

Logic Model 

The logic model for the 2014 ITK Healing Retreat Week (Figure 2) incorporates the six 

dimensions of Kreitzer’s Well-being Model (Figure 1). The dimension of “health” is 

incorporated into the overall theme and foundation of the retreat week and is addressed in the 

therapeutic groups, healing arts sessions, ritual/ceremonies and educational sessions. The 

dimension of “purpose” is driven by the ED of ITK and expressed in all the volunteers who 

participate. The dimension “relationships” is interwoven throughout the entire week in every 

interaction that is made during sessions, activities, free time and meals. The dimension of 

“community” is another foundational component of the healing week as people from all over 

come together to support the families and children who have SHCN. The dimension of the 

“environment” is met in the beautiful nature setting of the retreat, healthy food, water throughout 

and peaceful surroundings. The dimension of “security” is addressed as the ITK community 

helps support the family participants in developing ways to enhance or create a home situation 

where all their basic needs are met.
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Kids Activity Coordinators 
Family Coordinators 
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Staffing of Center 
Financial Donors 
Activity Supplies 

Food 
Therapy Supplies 

Kids 

Executive Director 
ITK Office Staff 
Medical Team 

Integrative Nutrition Team 
 

Orientation of Families 

Orientation of All Volunteers and Healing Arts Practitioners to ITK Retreat Model and Families 
!

Community Activities 
See Appendix A 

Individual Therapies 
See Appendix A 

 

Participation In Individual, Group, and Community activities.  
Self-Reflection, Processing, Learning New Coping/Life Skills  

!

Group Therapies 
See Appendix A 

 

Individual /Family 
- Improved Mood/Affect       -   Growth 
- Improved Serenity        -   Increased Behavior Modification Skills 
- Increased Self-Efficacy  -   Change In Experience 

!

Individual /Family 
- Increased Self-Efficacy  -   Implemented changes at home       
- Increased Belief in Abilities  -   Implemented Behavior Modification Skills 
- Increased Communication   -   Difference in Life Experience 

!

Gala Committee, Philanthropy Committee, Research and Evaluation Committee 

Initial Logic Model Integrative Touch For Kids Healing Retreat Week 

 

FIGURE 2. Initial Logic Model Integrative Touch for Kids Healing Retreat Week. 
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CHAPTER III: METHODS 

This chapter outlines the methods utilized to conduct a program evaluation of the 

Integrative Touch for KidsTM (ITK) 6th Annual Healing Retreat Week based on a secondary 

analysis of data that had previously been collected and evaluated.  

Ethical Issues 

Children and their families who participated in the retreat often have specific medical 

requirements that need to take place daily; volunteer nurses fulfill this role during the retreat 

week. To ensure safety, all nurses were background checked, had current CPR certification and 

attended training on the specific care needs of the children participants prior to any contact. A 

specific crisis management plan and incident documentation process was in place and discussed 

with all volunteers. Volunteer nurses connected and coordinated with families prior to the retreat 

week in order to prepare and ensure that these needs were met. Additional nurses were also on 

site around the clock for any additional medical needs that arose.  

Healing Arts Practitioners (HAP) went through a screening process that involved a 

thorough criminal background check, personal interview, review of credentials and proof of 

training and licensure (if applicable). General Volunteers (GV) from the community who were 

18 years or older and JV from the community who were under 18 years old went through a 

screening process that involved a thorough criminal background check. All participant 

information was held confidential and only some aspects were shared with volunteers who had 

been background checked and attended at least one four hour training.  

For research purposes, all identifying materials once submitted were kept confidential 

and only reviewed by ITK medical team members who by law were familiar with Health 
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Insurance Portability and Accountability Act (HIPPA) privacy laws and had had background 

checks performed prior to joining ITK team. The Principal Investigator (PI) obtained IRB 

approval through University of Arizona Human Subjects Protection Program (HSPP) prior to 

initiating any research materials from participants. Selected families were sent letters explaining 

research purposes and a consent form was signed the first afternoon of the retreat when the pre- 

survey questionnaire that was sent out via USPS was handed in upon arrival. For research 

material, each participant was assigned an ID number that the PI linked to participant contact 

information via a password protected ‘linking’ document. This document was password 

protected and kept separate from all other study documents with participant ID numbers on them 

for the duration of the evaluation of the study. Once the evaluation period ended (six months 

following the retreat), the linking documents were destroyed and all data was maintained as a de-

identified database for the purposes of analysis.  

Ethical approval for the secondary data analysis was requested from the University of 

Arizona HPSS via separate IRB (Appendix D) as well as a letter from the PI of original data, 

authorizing secondary analysis (Appendix E). In order to ensure confidentiality, PI was asked to 

verify that all material was de-identified prior to initiation of this analysis in order to ensure 

autonomy of families. 

Setting 

The ITK Healing Retreat Week took place on the grounds of the Hacienda del Sol Guest 

Ranch in Tucson, Arizona July 13-19, 2014. Hacienda del Sol is a historic desert retreat center 

that was created in 1929 at the base of the Tucson foothills and has maintained its original 

western architectural charm through multiple renovations. It is set apart from other residences or 
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businesses on 34-acres with 30 secluded guestrooms, suites and private casitas all on a single 

level. Multiple gardens full of a variety of native and international arid plants along with fruits 

and flowers surround the center. The dining area is designed as an open room with multiple large 

and small tables set up encouraging participants to eat “family style.” The environment of 

Hacienda del Sol added to the overall “retreat feeling” of the week due to the quiet nature of the 

desert, simple design, surrounding vegetation, seclusion and ranch like setting. 

The owners of Hacienda del Sol closed the hotel to outside visitors during the retreat 

week. They offered the whole property with staff as a donation, allowing funding and resources 

to be allocated to the further development of other aspects of the ITK Healing Retreat Week. On 

site education of site staff was done prior to the week. The staff expressed that they “look 

forward to the retreat each year” (Personal Communication, 2014). One staff member stated after 

this year’s retreat “this week has honestly been so life changing … one of the best experiences of 

my life” (Personal Communication, 2014). Having the support of the staff and hotel allowed the 

space to be set for healing in a safe environment. 

The Intervention 

The ITK Healing Retreat Weeks are designed to be a catalyst for change and new 

possibilities through an educational and experiential intervention over a seven-day period of time 

(ITK, 2009). Children with SHCN, their primary caregivers and siblings are brought together 

during this time in an environment that offers a safe space to learn about integrative healing 

services to support conventional medical approaches, participate in support groups and connect 

with other families with children with SHCN. An integrative healing team of more than 70 
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doctors, nurses and healing arts practitioners along with hundreds of community volunteers 

facilitate services and support during the week (ITK, 2009). 

Family Selection 

Families were solicited through various community providers, physicians, social workers, 

nurses, healing arts practitioners, therapists and by word of mouth. Families who felt that their 

child with SHCN and family would benefit by learning more about integrative therapies 

submitted a one-page essay addressing the question “Why would our family benefit from a 

healing retreat week?” along with a complete family information form and a photograph of their 

entire family (ITK, 2009). This application was considered private and was only viewed by 

members of the integrative medical team and Executive Director (ED) of ITK. After the essays 

were reviewed, the medical team selected applicants that were contacted via telephone by a team 

nurse who set up a time to gain further information about the family (ITK, 2009). After 

consultation of entire medical team, those selected were sent additional intake forms via email to 

complete. After receiving these forms the medical team reviewed and decided who would 

receive a home (or SKYPE if not local) visit by ITK integrative medical team members (ITK, 

2009). Eight of the families who received a home visit were notified by mid-May 2014 that they 

had been selected to attend the Healing Retreat Week along with two families who were 

waitlisted. Families not selected were invited to reapply the following year as well as participate 

in year-round ITK programs for families with children with special medical needs, such as free 

support groups, Hospital Heroes and Playdates in the Park (ITK, 2009).  

Although all families who applied were qualified to attend the retreat based on long-

standing chronic conditions and challenges, each family was unique in their composition, 
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diagnosis and social conditions. The medical team considered all factors when selecting families 

in order to create a cohesive group that was dynamic in nature and background. Such factors that 

were looked at were number of family members, age of children, specific health conditions, 

socioeconomic status, severity of needs/functioning and geographical location.  

Key Staff Positions 

For selected families the ED along with medical team selected a family coordinator (FC) 

who worked directly with the family for the duration of the process. The FC was in charge of 

gathering additional information regarding any special needs the family may have during the 

retreat week, gathering information about what the family was hoping to gain during the week 

and to addressing any concerns. The FC also worked with each family daily and reported to ITK 

staff at each nightly meeting. 

The Kids Activity Coordinator (KAC) worked with the ED to plan workshops and 

activities for the retreat participants whom were children, including children with SHCN, 

siblings and children from the community who were serving as JV. The KAC supervised GV and 

JV who supported the kid’s activities program. Having volunteers of various ages and 

backgrounds supported one of the primary aspect of the “Health-Caring” model that fostered the 

retreat conception and development of the retreat. HAP’s were selected from the community 

with various specialty backgrounds. Many of the practitioners had participated in prior retreats 

and were aware of the population, structure, and purpose of the ITK retreat.  
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Selection of Therapies 

The purpose of ITK is to “enhance well-being, minimize suffering and facilitate healing 

for families with children with developmental disabilities, genetic conditions, cancers, autism 

and other chronic, acute and life limiting illnesses and the greater community” (ITK, 2009). 

Their mission is to “break down social barriers and engage communities in support of families 

struggling with SHCN” (ITK, 2009). Numerous reports have linked having a child/children with 

SHCN with poor caregiver health, interruptions in employment and social relationships, marital 

discord, financial strain, limits on family activities, time and poverty due to the extra stresses 

these families face (Schor, 2015). The foundational model that ITK operates from views the 

possibility of wellness and health within the context of familial relationship and community. 

Similar to an integrative medicine model, this model emphasizes therapeutic relationship and 

utilizes approaches originating from conventional and alternative medicine (Maizes, Rakel, & 

Niemiec, 2009). Drawing on this model, the healing retreat week brings together families who 

have a child/children with SHCN, community members, HAP, practitioners and young adults to 

assist in the overall health of these families.  

Secondary Analysis Plan 

The specific goals of the secondary analysis was to assess: 1) self-reported mood based 

on affect, 2) well-being based on serenity, 3) self-efficacy, 4) growth, and 5) changes in coping 

skills. This was done through a variety of standardized scales as well as a group interview. The 

retreat services were individually identified and delivered based on an interprofessional team of 

providers who assessed the family members’ needs and goals upon acceptance to the retreat. The 

therapies were built on the varied needs of the families who participated; the outcomes were 
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individualized and may not be representative of the program as a whole but of personal benefits 

gained. 

The ITK program was designed based on a “Health-Caring” model, which includes an 

extension of care that focuses on the individual’s mind, body, spirit and community connections 

through integrative healing therapies and on-going education and support (ITK, 2009). ITK’s 

“Health-Caring” model addresses the Whole Child • Whole Family • Whole Community with the 

goal of transforming how children with SHCN are currently perceived, into an inclusive part of 

their family and the community (ITK, 2009). This innovative model strives to provide children 

with SHCN and their families the tools to empower them to cope with the various unique 

challenges they face and the community an opportunity to engage, as a way to better understand 

people of all abilities. This study is a secondary analysis that will be conducted six months after 

the final evaluations collection date looking at the impact of the program design on families with 

a child/children with SHCN.  

Methods of Evaluation 

Measures 

The pre- and post- retreat questionnaires consisted of three instruments; the Positive and 

Negative Affect Schedule (PANAS) with the Serenity subscale, Post Traumatic Growth 

Inventory (PTGI), and a Self-Efficacy Scale (SES) (Appendix C). The Post Retreat 

Questionnaire also included questions pertaining to retreat results, therapies and comments for 

improving the experience. The three- and six- month post retreat questionnaire included 

questions pertaining to influences the retreat had on the entire family. Questions specifically 

asked about changes that have been seen or made and what factors assisted in these changes as 
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well as the most important outcomes that were gained in children and family as a whole. The 

Self-Efficacy Scale was also included on these questionnaires.  

Positive and negative affect schedule-expanded form (PANAS-X). The original 

Positive and Negative Affect Schedule-Expanded Form (PANAS-X) is a 20-item self-report 

scale that is comprised of mood descriptors that participants rate, using a Likert scale from ‘1’ 

(very slightly or not at all) to ‘5’ (extremely), the extent to which they have felt each emotion in 

a various time frame for this study was “today” (Watson, Clark, & Tellegen, 1988). Positive 

Affect (PA) is characterized by “high energy, full concentration and pleasurable engagement” 

and includes words such as “excited, enthusiastic, and determined” while Negative Affect (NA) 

is characterized by a “general dimension of subjective distress and unpleasurable engagement” 

and includes words such as “irritable, jittery, and scared” (Watson, Clark, & Tellegen, 1988). 

The PANAS-X also contains various subscales. This study utilized the serenity subscale that 

contains three words (“calm,” “relaxed,” and “at ease”), which are combined with other words 

and rated in the same fashion.  

The validity and reliability of the PANAS-X with subscale is excellent. For internal 

consistency the “today” time instructions coefficient alphas have been reported to be 

respectively, 0.90 for Positive, 0.89 for Negative, and 0.76 for Serenity Trait scores on the 

PANAS-X scales with discriminant coefficients ranging from -.16 to -.23 (Watson & Clark, 

1999). Extensive data from studies in various population has demonstrated the PANAS scale 

measurements are “stable over time, show significant convergent and discriminant validity, are 

highly correlated with corresponding measures of aggregated state affect, and are strongly and 

systematically related to measures of personality and emotionality” (Watson & Clark, 1999, p. 
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22). With respect to the current program evaluation, the PANAS-X was used to assess both 

mood and well-being based on affect and serenity.  

Self-efficacy scale (SES). The Self-Efficacy Scale (SES) measures a person’s belief or 

confidence in their ability to complete a specific task or process, thereby producing desired 

effects (Bandura, 1977). A person’s self-efficacy can influence their motivation to engage in 

tasks and varies between individuals. The scale used was constructed after preliminary work was 

done to identify the challenges and impediments parents with children with chronic illness 

perceive to have. These challenges were built into the 10-question self-report scale portraying 

different levels of task demands (Bandura, 2006). Questions were based on meeting personal, 

child and family needs as well as obtaining and asking for help. Participants were asked to rate 

each question based on their belief, at the present moment, in their ability to execute the requisite 

activities using a Likert scale from ‘1’ (not at all confident) to ‘5’ (totally confident). 

Each SES is developed independently based on what task or process is being measured 

thus, the reliably and validly vary. Given the varied consequences that can be tested for self-

efficacy there is no single validity co-efficient (Bandura, 2006). However for general self-

efficacy measure scales coefficient alphas have been reported to be respectively .71 to .86 

(Sherer et al., 1982). Discriminant coefficients have been found to vary quite a bit ranging from -

.43 to .53, which differ based on study, gender, and country (Scholz, Doña, Sud, & Schwarzer, 

2002). Since there is a wide variety of constructs and application of the SES tool with many 

results proving the scale to have good reliability and validity, it is widely considered to a suitable 

measurement in the research community. With respect to the current program evaluation, the 
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SES measures how confident parents are in taking care of their own needs; their child/family’s 

needs; obtaining help from others; communicating; and managing their emotions.  

Post traumatic growth inventory (PTGI). The Post Traumatic Growth Inventory 

(PTGI) is an instrument for assessing positive outcomes reported by persons who have 

experienced traumatic events (Tedeschi & Calhoun, 1996). The 21-item scale includes factors of 

new possibilities, relating to others, personal strength, spiritual change and appreciation of life 

are measured using a Likert scale from ‘0’ (I did not experience this change) to ‘5’ (I 

experienced this change to a very great degree). The range of scores on the PTGI is 0 to 105, 

with higher scores reflecting greater levels of PTG (Tedeschi & Calhoun, 1996). The questions 

for this measure are asking to what degree individual’s life has been altered as a result of having 

a child with special health needs. Questions revolve around: change, “changed my priorities;” 

relating to others, “more compassion for others;” personal strength, “have a greater feeling of 

self-reliance;” spirituality, “understanding of spiritual matters;” and appreciation of life, “better 

appreciate each day” (Tedeschi & Calhoun, 1996).  

The validity and reliability of the PTGI scale is a good measurement of growth after 

trauma with an overall high internal consistency report respectively (α = .90) with discriminant 

coefficients ranging from -.17 to .20 (Tedeschi & Calhoun, 1996; Sheikh & Marotta, 2005). 

PTGI has shown good internal consistency, with acceptable test-retest reliability, and among a 

variety of life difficulties, scores on the scale are approximately normally distributed between 

varied conditions and consistently show a large effect size (Tedeschi & Calhoun, 1996; Prati & 

Pietrantoni, 2009). This scale was used to measure growth from participation post retreat.  
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Procedures 

Each participant was initially assigned an ID number that the PI linked to the participants 

contact information via a password protected ‘linking’ document. This document was password 

protected and kept separate from all other study documents with participant ID numbers on them. 

At the end of the evaluation period (six months following the retreat) the linking document were 

destroyed and all data was maintained as a de-identified database for the purposes of analysis.  

The pre-retreat questionnaire and project disclosure form was sent via USPS to 

parents/caregivers (n=16) of the children accepted to this retreat. These questionnaires either 

were mailed back to the PI prior to the start of the retreat via SASE and USPS or were collected 

upon arrival at Hacienda del Sol by the PI or her assistants. The post-retreat questionnaire was 

completed by the parents/caregivers on the final day of the retreat and collected by the PI.  

The three-month post retreat follow-up questionnaire and cover letter were sent to the 

parents/caregiver’s home address with a stamped, addressed envelope to return the questionnaire 

to the PI (Appendix G). If the questionnaires were not received within three weeks of when they 

were mailed, the PI or her assistants made one attempt by mailing out the follow-up letter and 

questionnaire again. If no forms were returned after this second contact, the evaluation team 

assumed that the participant did not wish to participate in the post retreat evaluation process and 

made no further contact. The cover letter also explained that the participant could discontinue 

his/her participation in the study by returning the questionnaire un-answered in the stamped, 

addressed envelope to the PI and no further contact for evaluation was made. The same process 

was repeated at six-months post retreat (Appendix H). 
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There are several characteristics of this outcome evaluation that prevents generalizability 

of the results. Although all families qualified to attend the retreat based on challenges that exist 

due to one or more children having a long-standing chronic condition, each of these families had 

a unique situation (composition, diagnosis, social conditions) that varied in many criteria. For 

example, this year’s retreat consisted of children with multiple varied conditions; brain cancer, 

genetic disorders, blindness, deafness, Attention Deficit and Hyperactivity Disorder (ADHD), 

and Cerebral Palsy (CP). This made the challenges and outcomes very individualized; the goals 

and outcomes identified by one family may not be possible by another. Each family member and 

each family received an individualized set of integrative therapies, classes and counseling 

sessions based on identified and expressed needs and goals by an inter-professional team of 

providers prior to the retreat week. Hence, while all families attended the retreat, the substance of 

the retreat was different for each participant.  

Analysis 

The data was collected before and after the ITK Healing Retreat Week as well as three-

months and six-months post retreat. This evaluation describes the responses of 16 adult family 

members who attended. The outcomes being assessed include stress levels as a component of 

self-efficacy, serenity, changes in coping skills, in addition to satisfaction of retreat services they 

received and recommendations for future retreats.  

The answers from the three standardized tests PANAS, SES, and PTGI were put into 

SPSS version 21 and basic statistical analyses was conducted. Descriptive and frequency 

statistics were summarized using SPSS. The before and after total score results from all three 

tests were compared utilizing a paired T-test. The total scores from SES post survey were 
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compared to three-month total scores utilizing a paired T-test. The total scores from SES three-

month total scores were compared to six-month total scores utilizing a paired T-test. Content 

analysis was performed for the open-ended questions on the post retreat, three-month, and six-

month survey to identify central themes.  
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CHAPTER IV: RESULTS 

This chapter presents the results of collected data for both quantitative and qualitative 

measures for pre/post retreat as well as three-month and six-month post retreat. Each of the 

purposed outcomes summarized in the original logic model (Figure 2) were measured utilizing a 

specific assessment scale or were assessed through open-ended questions (Figure 3) that 

correlated to each particular outcome being addressed. 

Quantitative Analysis 

Post Retreat 

Paired-sample t-tests were conducted to compare the pre- and post- retreat total scores 

from all participants for each of the following outcomes; PANAS positive total, PANAS 

negative total, PANAS sub-serenity scale, SES, PTGI total, PTGI total, PTGI: Relating to 

Others, PTGI: New Possibilities, PTGI: Personal Strength. PTGI: Spiritual Change, and PTGI: 

Appreciation of Life. 

Among the PANAS total subscale scores, the PANAS positive and PANAS serenity 

subscale scores increased significantly while the PANAS negative subscale scores declined 

significantly from before to immediately after the ITK retreat week (Table 1). Additionally, there 

was a significant increase in the SES scores from before to after the ITK retreat (Table 2). The 

PTGI total score as well as PTGI subscale scores of relating to others and new possibilities 

increased significantly from before to after the retreat as well. However, there were no 

significant changes for the other PTGI subscale scores including personal strength, spiritual 

change and appreciation of life from before the after the ITK retreat (Table 3). 
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Self-Reflection, Processing, Learning New Coping/Life Skills  

!

Group Therapies 
See Appendix A 

 

Individual /Family 
- Improved Mood/Affect (PANAS) -   Growth (PTGI) 
- Improved Serenity (PANAS) -   Increased Behavior Modification Skills (OEQ) 
- Increased Self-Efficacy (SES) -   Change In Experience (OEQ) 

!

Individual /Family 
- Increased Self-Efficacy (SES) -   Implemented changes at home (OEQ)      
- Increased Belief in Abilities (SES) -   Implemented Behavior Modification Skills (OEQ) 
- Increased Communication (SES) -   Difference in Life Experience (OEQ) 

!

Gala Committee, Philanthropy Committee, Research and Evaluation Committee 

Logic Model Integrative Touch For Kids Healing Retreat Week with Outcome Evaluations 

3 and 6 month Post Survey 
Self-Efficacy Scale (SES) 

Open Ended Questions (OEQ) 
 

Post-Test Evaluation Survey & Focus Group Interviews 
Post Traumatic Growth Inventory (PTGI) 
Positive and Negative Affect Schedule (PANAS)  
Self-Efficacy Scale (SES) 
Open Ended Questions (OEQ) 
 

 

FIGURE 3. Logic Model Integrative Touch for Kids Healing Retreat Week with Outcome 
Evaluations. 
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TABLE 1. Positive and Negative Affect Schedule (PANAS) total score and subscales from before to after 
ITK analyzed with pair samples t-tests. 

PANAS Total Scores Mean (M) N Standard 
Deviation (SD) t Degrees Freedom (df) Sig. 

(2-tailed) 
Positive Pre 
Positive Post 

29.97 
39.40 15 6.77 

4.72 -5.283 14 <.001* 

 
Negative Pre 

Negative T Post 

 
18.88 
13.16 

 
16 

 
5.22 
3.14 

 
3.962 

 
15 

 
<.001* 

PANAS Serenity  
Pre 
Post 

8.00 
12.56 

16 
16 

2.85 
1.26 -5.487 15 

15 <.001* 

* Statistically significant after controlling for multiple comparisons 
 

TABLE 2. Self-efficacy Scale (SES) from before to after ITK analyzed with pair samples t-tests.  

Time Point Mean (M) N Standard 
Deviation (SD) t Degrees Freedom (df) Sig. 

(2-tailed) 
Pre 
Post 

32.61 
40.86 

14 
14 

5.89 
5.15 -5.630 13 

13 <.001* 

 

TABLE 3. Post Traumatic Growth Inventory (PTGI) total score and subscales from before to after ITK 
analyzed with pair samples t-tests  

PTGI Total Score Mean (M) N Standard 
Deviation (SD) t Degrees Freedom 

(df) 
Sig. 

(2-tailed) 
Pre 
Post 

74.77 
88.10 15 13.13 

11.86 -6.586 14 <.001* 

PTGI: Relating to Others       
Pre 
Post 

23.57 
30.43 15 5.04 

4.81 -7.392 14 <.001* 

PTGI: New Possibilities       
Pre 
Post 

17.93 
21.33 15 3.37 

3.06 -5.843 14 <.001* 

PTGI: Personal Strength       
Pre 
Post 

14.33 
15.80 15 2.88 

3.03 -2.592 14 .021 

PTGI: Spiritual Change       
Pre 
Post 

3.73 
4.13 15 1.10 

0.99 -1.247 14 .233 

PTGI: Appreciation of 
Life       
Pre 
Post 

12.20 
13.00 15 2.34 

2.00 -1.113 14 .284 

* Statistically significant after controlling for multiple comparisons.  
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An exploratory analysis was conducted to better understand the role of parent gender in 

the above findings. Some variations were found by gender when comparing pre to post scores of 

PANAS total subscale scores, SES total scores and PTGI subscale scores when grouped by 

mothers and fathers. Pre to post PANAS positive scores increased positively for both mothers 

and fathers. While pre to post PANAS negative score did not change significantly in mothers but 

did for fathers, while pre to post PANAS serenity scores did not change significantly for fathers, 

but did for mothers (Table 4). SES scores increased significantly for both parent genders (Table 

5). Changes in PTGI scores for mothers were statically significant from before to after ITK, in 

the same pattern as total scores combined for PTGI total, Relating to Others, and New 

Possibilities (Table 6). However, for fathers, there was no statistically significant change in any 

of pre to post PTGI scores except Relating to Others (Table 7). 

TABLE 4. Positive and Negative Affect Schedule (PANAS) total score and subscales for mothers and 
fathers from before to after ITK analyzed with pair samples t-tests  

PANAS Total Scores Mean (M) N Standard 
Deviation (SD) T Degrees 

Freedom (df) 
Sig. 

(2-tailed) 
Mothers 

Positive Pre 
Positive Post 

29.17 
39.33 9 

8.18 
4.15 -3.705 8 .006* 

Negative Pre 
Negative Post 

20.56 
13.83 9 5.36 

3.48 2.785 8 .024 

Fathers 
Positive Pre 
Positive Post 

31.17 
39.50 6 

4.31 
5.89 -4.250 5 .008* 

Negative Pre 
Negative Post 

16.71 
12.29 7 4.50 

2.63 3.714 6 .010* 

PANAS Serenity       
Mothers 

Pre 
Post 

6.78 
12.33 9 

2.99 
1.22 -4.757 8 <.001* 

Fathers 
Pre 
Post 

9.57 
12.86 7 

1.81 
1.35 -3.092 6 .021 

* Statistically Significant after controlling for multiple comparisons 
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TABLE 5. Self-Efficacy Scale (SES) total scores for test mothers and fathers from before to after ITK 
analyzed with pair samples t-tests. 

SES Mean (M) N Standard 
Deviation (SD) t Degrees 

Freedom (df) 
Sig. 

(2-tailed) 
Mothers 

Pre 
Post 

32.19 
41.38 9 

6.97 
4.63 -4.514 7 .003* 

Fathers 
Pre 
Post 

33.17 
40.17 6 

4.63 
6.15 -3.212 5 .024* 

 

TABLE 6. Post Traumatic Growth Inventory (PTGI) total score and subscales for mothers from before to 
after ITK analyzed with pair samples t-tests. 

PTGI Total Score Mean (M) N Standard 
Deviation (SD) t Degrees 

Freedom (df) 
Sig. 

(2-tailed) 
Pre 
Post 

78.28 
92.89 9 11.07 

7.75 -5.401 8 <.001* 

PTGI: Relating to 
Others       

Total Pre 
Total Post 

24.72 
31.06 9 4.78 

3.28 -5.089 8 <.001* 

PTGI: New 
Possibilities       

Total Pre 
Total Post 

18.44 
20.06 9 3.43 

3.21 -5.264 8 <.001* 

PTGI: Personal 
Strength       
Total Pre 
Total Post 

15.44 
17.33 9 2.57 

1.87 -2.406 8 .043 

PTGI: Spiritual 
Change       
Total Pre 
Total Post 

4.11 
4.56 9 0.60 

0.73 -1.180 8 .272 

PTGI: Appreciation 
of Life       

Total Pre 
Total Post 

12.20 
13.00 9 2.52 

1.39 -1.961 8 .086 

* Statistically significant after controlling for multiple comparisons. 
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TABLE 7. Post Traumatic Growth Inventory (PTGI) total score and subscales for fathers from before to 
after ITK analyzed with pair samples t-tests.  

PTGI Totals Mean (M) N Standard 
Deviation (SD) T Degrees 

Freedom (df) 
Sig. 

(2-tailed) 
Total Pre 
Total Post 

69.50 
80.92 6 15.19 

13.94 -3.627 5 .015 

PTGI: Relating to 
Others       

Total Pre 
Total Post 

21.83 
29.50 6 5.34 

6.77 -5.277 5 .003* 

PTGI: New 
Possibilities       

Total Pre 
Total Post 

17.17 
20.25 6 3.43 

2.72 -2.807 5 .038 

PTGI: Personal 
Strength       
Total Pre 
Total Post 

12.67 
13.50 6 2.66 

3.08 -1.052 5 .341 

PTGI: Spiritual 
Change       
Total Pre 
Total Post 

3.17 
3.50 6 1.47 

1.05 -0.542 5 .611 

PTGI: Appreciation 
of Life       

Total Pre 
Total Post 

12.33 
11.83 6 2.25 

2.32 0.436 5 .681 

* Statistically significant after controlling for multiple comparisons  

Three-Month Post Retreat to Six-Month Post Retreat 

Paired sample t-tests were conducted to compare total SES scores from post retreat to 

three-month post retreat scores and three-month post retreat scores to SES six-month post retreat 

scores. Scores from post retreat to three-month were not statistically significant (p = 0.755). 

However, when comparing three-month scores to six-month scores there was a statistically 

significant decline in the SES total score over that time period (p = 0.044) (Table 8). 
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TABLE 8. Paired Sample T-Test Total SES Scores Post, Three-month, and Six-month. 

SES Total Mean (M) N Standard 
Deviation (SD) t 

Degrees 
Freedom (df) 

Sig. 
(2-tailed) 

Total Post 
Total three-month 

40.36 
40.77 

11 
11 

5.79 
5.85 -0.321 10 .755 

Total three-month 
Total six-month 

42.36 
39.07 

7 
7 

5.88 
6.48 2.546 6 .044* 

* Statistically significant after controlling for multiple comparisons 

Overall Themes 

From before to immediately after the ITK retreat week all participants had a decrease in 

negative emotions and an increase in their positive mood state as well as their ability to feel clam 

and at peace. When separating by gender, mothers negative emotional state did not change and 

fathers ability to feel calm and at peace did not change.  

When looking at the group as a whole, their confidence in how able they were to perform 

certain tasks such as; taking care of their needs, obtaining help, communicating within their 

family and meeting their needs as well as managing their emotions, also improved even when 

separated by gender. 

When looking at how each individual was impacted as a result of having a child with 

SHCN from before to immediately after the ITK retreat week, all individuals reported that they 

were better able to relate to others as well as see new possibilities. These results were constant 

for mothers, but fathers did not report being better able to relate to others. However, as a whole, 

the retreat week had no impact on personal strength, spirituality or appreciation of life in either 

gender. 

The families’ confidence in how able they were to perform certain tasks did not change 

from immediately after the retreat to three-month post retreat. However, when comparing three-

month scores to six-month scores the families actually felt less confident in their abilities. 
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Qualitative Analysis 

Content analysis was performed on all open-ended questions for the post retreat, three-

month post retreat and six-month post retreat questionnaires. An -emic code was first determined 

based on similar words in subjects’ responses to questions. Next an -etic, more theoretically 

abstract code was determined that was then reduced into theoretical categories.  

Post Retreat 

Sixteen subjects answered applicable questions in the survey given on the last day of the 

retreat week.  

Overall best result of retreat. From these subjects, sixteen provided 33 data units to 

describe the best result from this retreat (Table 9). Participants were permitted to provide more 

than one result to this question. 

TABLE 9. Post Retreat Question #1: Overall best result of retreat. 

Result Definition n (N=33)* % of participants 
(N=16)** 

Community A connection, association or involvement of individuals sharing 
common characteristics or interests coming together. 11 50% (8/16) 

Positive Emotional 
Response 

A pleasant state of mind arising as a situational response (e.g., 
hope, love, peace, gratitude, compassion, strength) 9 31.3% (5/16) 

Sense of Renewal The process of making or becoming sound or healthy, giving 
strength or energy to restore to an original or new state. 4 25% (4/16) 

Information Sharing Exchanging information and ideas 3 18.8% (3/16) 

Supportive Group 
Therapies 

Simultaneous treatment of a number of individuals who are brought 
together to share their problems in group discussion or therapeutic 
modality 

3 18.8% (3/16) 

Family Connections The perception of closeness and support within the family unit 2 12.5% (2/16) 

Awareness The state or condition of being aware; having knowledge, 
consciousness 1 0.06% (1/16) 

* Total number of responses identified for this question 
** Percent of total individual respondents to survey 

The most important overall benefit identified was a sense of community/connection, 

particularly with families similar to their own (50%, n=8). Subject A connected more with the 
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support aspects; “the whole week, being able to be with the families going through similar 

experiences…. a whole community working together to bring and provide support to each and 

every person in ITK” was the best result for her. Subject O felt that just knowing he was not 

alone was most valuable; “the sense of community…feeling that we are not alone” was most 

valuable. While Subject P connected more with the relational aspects of community” meeting 

and getting to know the families.” 

The second most valuable result identified was having a positive emotional response 

(31.3%, n=5). Subject I was connected to her internal state, “the strength, love, compassion, 

information …were the best results for me. I came not feeling much of that and am learning to 

feel more of all of that.” While Subject M connected more with the eternal feelings. “The 

connection of love that I felt throughout…. [helped me feel] safe enough to go deep in my 

healing.” 

The third most valuable aspect of the retreat identified was a sense of renewal (25%, 

n=4). Subject E expressed that the retreat gave her “hope…renewal sense of hope/family/ 

closeness.” While two fathers mentioned that they had a sense of healing. Subject H stated the 

most valuable thing he took away was “the healing for my wife” and Subject L mentioned the 

overall “healing aspects” of the retreat were most valuable. 

The fourth most valuable aspect reported was group interaction: information sharing and 

group therapies (18.8%, n=3). Subject B stated that he felt that the “support groups (couples and 

gender based) and resource list (meeting with each subject matter expert)” were most valuable. 

Subject M stated, “the mom group was very powerful” and Subject D got the most value from 

“sharing ideas” with others. 
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The final most valuable aspect reported was connection to family (12.5%, n=2) or to self 

(0.06%, n=1). Subject E stated that there was a stronger “sense of family/closeness” by the end 

of the retreat week. While Subject F stated that for her the most valuable thing was having the 

ability to “emotionally reflect … [be more] in touch with myself.” 

Best result of retreat for child with SHCN. Sixteen subjects provided 36 data units to 

describe what the best result of the retreat was for their child with SHCN (Table 10). Participants 

were permitted to provide more than one result to this question. 

TABLE 10. Post Retreat Question #2: For your child with special health needs, what was the best result 
from this retreat? 

Result Definition n 
(N=36)* 

% of 
participants 

(N=16)** 

Social Acceptance  The quality or state of being accepted or acceptable or the act of 
accepting something, someone, or group of people. 6 25% (4/16) 

Social Interaction 
Relating to or involving activities in which people spend time 
talking to each other or doing enjoyable things with each other. 
With a mutual or reciprocal action or influential way. 

4 25% (4/16) 

Emotional Response A state of mind arising as a situational response (e.g., hope, love, 
peace, gratitude, compassion, strength, challenged) 6 25% (4/16) 

Community Support Finding connection and assistance in a community of others 4 18.8% (3/16) 

Relationships The way in which two or more people or things are connected 4 18.8% (3/16) 

New Skills The ability to do something that comes from training, experience, or 
practice 3 18.8% (3/16) 

Therapeutic Effects 
A consequence of a treatment of any kind, where the results are 
judged to be desirable and produce good effects on one’s body or 
mind 

3 12.5% (2/16) 

Information Sharing Exchanging information and ideas 2 12.5% (2/16) 

Increased Receptivity The ability to accept/receive assistance from others and to “let go” 3 0.06% (1/16) 

Awareness The state or condition of being aware; having knowledge, 
consciousness 1 0.06% (1/16) 

* Total number of responses identified for this question 
** Percent of total individual respondents to survey 

The best results of the retreat identified by parents for their child/children with SHCN 

were social acceptance, social interaction and having an emotional response/ability to access 
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their feelings (25%, n=4). Subject E stated, “Having people see him for who he IS 

truly…watching him be himself. Seeing my daughter in her body completely comfortable.” 

Subject K stated that for the first time her child had “A feeling that she had friends.” Others 

mentioned that value of pure socialization. Subject D stated, “For our child, meeting and 

connecting with the other children was invaluable.” All emotions identified as being accessed 

and expressed were positive except one. Subject A stated that her child was able to “gain trust 

with strangers again” and Subject I stated that her child had “more of a sense of love, joy.” 

Subject G, who stated that having her child “experience doing things out of her comfort zone” 

was of most benefit, was the one exception to an explicitly positive emotion. 

The second grouping of responses for the best result for child/children with SHCN were 

around the social aspects of the retreat, community support/relationships and acquiring new 

skills (18.8%, n=3). Subjects recognized the benefit of feeling safe in a community. Subject B 

stated that his child with SHCN benefited by being in a “comfortable and safe environment to 

interact with other children.” Others focused on relationships built by child/children being most 

valuable. Subject H stated that, “Our daughter making lifelong friends,” was the greatest benefit 

for his child. All individuals who mentioned acquiring new skills spoke about an increase in 

vocabulary. Subject A stated, “He started saying new words” and Subject O stated “Her 

vocabulary has doubled.” 

The next categories of best results reported were about sessions that happened at the 

retreat where children learned news things or benefited directly (12.5%, n=2). Subject C 

mentioned that the most beneficial result of the retreat for her child was because she “Learn[ed] 
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about alternative healing and other resources.” Whereas Subject P specifically stated that “Dr. 

Miller sound treatment” had the biggest impact on his child. 

The last category identified as the best result of the retreat for the child/children with 

SHCN pertained to awareness, both internally and due to an increase in receptivity (0.06%, n=1). 

Subject F specifically stated that her child was more “Relaxed, in touch with emotions and 

connections…open to nonverbal communications [and the] feeling of touch.” 

Best result of retreat for siblings. Eleven subjects, those who had other children 

participating in the retreat, provided 19 data units to describe the best result of this retreat for 

siblings (Table 11). Participants were permitted to provide more than one result to this question. 

TABLE 11. Post Retreat Question #3: For your other child/children, what was the best result from this 
retreat? 

Result Definition n (N=19)* % of participants 
(N=11)** 

Positive Emotional 
Response 

A pleasant state of mind arising as a situational response 
(e.g., hope, love, peace, gratitude, compassion, strength 8 45.5% (5/11) 

Social Interaction 

Relating to or involving activities in which people spend 
time talking to each other or doing enjoyable things with 
each other. With a mutual or reciprocal action or 
influential way. 

3 27.3% (3/11) 

Community Support Finding connection and assistance in a community of 
others 3 27.3% (3/11) 

Awareness The state or condition of being aware; having knowledge, 
consciousness 3 18.2% (2/11) 

Learning 
The activity or process of gaining knowledge or skill by 
studying, practicing, being taught, or experiencing 
something 

2 18.2% (2/11) 

* Total number of responses identified for this question 
** Percent of total individual respondents to survey 

The most important result for siblings identified was having a positive emotional 

response to the experience (45.5%, n=8). Subject K stated that her other child had a more 

abstract emotional response, “a feeling that all is well.” Whereas Subject I stated that her other 

child connected to more personal feelings of “love, understanding, and joy.”  
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The second most important results identified for siblings were both around social 

experiences: community support and social interaction (27.3%, n=3). Subject A stated that for 

her other child the most beneficial aspect was “learning to enjoy time with kids that go through 

similar struggles at home” and Subject P stated that for his daughter she benefited by “seeing 

other kids like her with special needs brothers or sisters.” While Subject J felt that the interaction 

alone was more beneficial: “meeting other kids that know what it’s like to have someone close to 

them with special needs.” 

The final most important results for siblings identified were awareness and learning 

(18.2%, n=2). Subject E mentioned that for her children “Opening up their world” was most 

valuable. While Subject O stated that her other child now “understands other kids have special 

needs siblings…she realizes she is special because of that and because of herself.”  

Overall themes. The overall biggest benefit in all categories reported by the families 

who participated post retreat week was the experience of being in a supportive community. The 

second was that they experienced some sort of positive emotional response: happy, joy, love, 

hope, peace, or gratitude. Finally, was that they benefited from the social interaction, either for 

themselves or for their child, with people or families similar to their own. Subject E summed it 

up best by expressing that the healing retreat week “opened up” their world. 

Three-Month Post Retreat 

Twelve subjects answered the majority of the eight-question survey form, which was sent 

out via mail three months post retreat and sent back within two weeks.  
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Most valuable aspect of the retreat. Eleven subjects provided 27 data units to describe 

the best result from this retreat after three months had passed (Table 12). Participants were 

permitted to provide more than one result to this question. 

TABLE 12. Three-month Post Retreat Question #1: Now that it has been three months since your family 
participated in the Integrative Touch for Kids Healing Retreat, please describe the most valuable aspect 
of the retreat. 

Result Definition n (N=27)* % of participants 
(N=11)** 

Community Support Finding connection and assistance in a 
community of others 5 27.2% (3/11) 

Positive Emotional Response A pleasant state of mind arising as a situational 
response (e.g., joy, hope, confident, gratitude) 3 27.2% (3/11) 

Engage with Like Families To meet and interact with families in similar 
situations 3 27.2% (3/11) 

Shared Emotional Support 
The act of reassurance, acceptance, and 
encouragement between individuals in times of 
stress. 

3 27.2% (3/11) 

Awareness The state or condition of being aware; having 
knowledge, consciousness  3 27.2% (3/11) 

Family Participant Support Finding connection and assistance with families 
in similar life situations 2 18.2% (2/11) 

ITK Program Support 
Connection and assistance provided by ITK 
structure and staff to meet the needs of 
participants 

2 18.2% (2/11) 

Support from Practitioners Finding connection and assistance with medical 
or healing art practitioners 2 18.2% (2/11) 

Sharing Experiences/ Resources To tell (as thoughts, feelings, or experiences) to 
others 2 0.09% (1/11) 

Family Connections The perception of closeness and support within 
the family unit 1 0.09% (1/11) 

Therapies Treatment to address a condition of bodily, 
mental, or behavioral disorder 1 0.09% (1/11) 

* Total number of responses identified for this question 
** Percent of total individual respondents to survey 

The most valuable benefit of the ITK Healing Retreat Week identified at three months 

post retreat fit into two categories; either external support (community support, engage with like 

families, shared emotional support) or personal support (positive emotional responses, 

awareness) (27.2%, n=3). Subject B stated that for him “the opportunity to engage in a 



 
 
 

 
55 

community of like-minded and similarly afflicted parents” was most valuable. Subject D stated 

that he valued “connecting with other families… communicat[ing] with people who understand.” 

And Subject J stated, “having supportive friends that understand” was most valuable for him. He 

also stated that he valued “learning to enjoy life more and stress less.” Subject O stated for her 

the most valuable thing she held onto was “giving myself “me time”….knowing it is ok and 

healthy.”  

The second most valuable benefits reported after three months were regarding support; 

family participant support, ITK program support and support from practitioners (18.6%, n=2). 

Subject N valued the continued “Connection with other families.” While Subjects A and K stated 

the “ITK program support” and “The whole family approach” was what they valued the most. 

Subject A also mentioned that the “specialist made it more comfortable to go for health/healing 

support.” 

The final most valuable benefits three months post retreat were: the ability to share 

experiences/resources, deeper family connections and the therapies (0.09%, n=1). Subject D 

stated that he felt that “the ability to share experiences and resources” had been most valuable. 

Subject F stated that for her family “building a strong family relationship” was what she valued 

the most. Subject A stated the “therapies made it more comfortable to go for health/healing 

support.” 

Retreat affects on family. Eleven participants provided 32 data units describing how 

their family was affected by the ITK retreat (Table 13). Participants were permitted to provide 

more than one result to this question. 
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TABLE 13. Three-month Post Retreat Question #2: At this point in time, how would you say you and 
your family have been affected by your participation in the Integrative Touch for Kids Healing Retreat? 

Result Definition n (N=32)* % of participants 
(N=11)** 

Increased Self Care A commitment to engage in behaviors that 
improve their own/family’s well-being 6 45.5% (5/11) 

Positive Emotional Response 
A pleasant state of mind arising as a situational 
response (e.g., joy, hope, confident, gratitude, 
commitment, supported) 

5 36.4% (4/11) 

Acceptance The quality or state of being accepted or 
acceptable 4 27.3% (3/11) 

Community Support Finding connection and assistance in a 
community of others 3 27.3% (3/11) 

Increased Communication Skills 
Abilities in the areas of language understanding, 
communicating expressively, and practical 
language skills  

3 18.2% (2/11) 

Increased Receptivity The ability to accept/receive assistance from 
others and to “let go” 3 18.2% (2/11) 

Closer Family Relationships The perception of closeness and support within 
the family unit 2 18.2% (2/11) 

Increased Skills The capacity to do or act physically or mentally 
with increased skill 2 18.2% (2/11) 

Changed Worldview 
The state of one's ideas, the facts known to one, 
etc., in having a meaningful interrelationship. A 
sense of purpose 

2 0..09% (1/11) 

* Total number of responses identified for this question 
** Percent of total individual respondents to survey 

An increased in self-care was identified the most often as how the retreat affected the 

families who participated (45.5%, n=5). Two mentioned a general sense of self-care as stated in 

Subject M response “[my family has] an overall [greater] understanding of the importance of 

taking care of ourselves as individuals.” Whereas the other individuals stated specific ways, they 

are now performing better self-care. Subjects O and P mentioned “better food choices” and 

Subject J stated that they “were making more time for fun.”  

The second best affect of the retreat identified was an increase in positive emotional 

responses (36.4%, n=4). Subject J related this question to the family as a whole when stating that 
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his family was “Learning to enjoy life more and stress less.” While Subject M related the 

question more to herself “continued commitment to receive her “life coaching” services.”  

The next greatest effects of the retreat reported were; acceptance and community support 

(27.3%, n=3). As in the prior responses, some individuals related this question to the family as a 

whole, while others to a specific individual within the family. Subject A stated that her family 

“Felt more accepted…more included in society.” Subject B stated that his “SHCN child left with 

[a sense of] unconditional love.” 

An increase in skills, communication or receptivity were the next most reported affects of 

the retreat (18.2%, n=2).Subject C stated that her family had a “better sense of ways to handle 

challenges.” Subject A stated, “it helped us to voice our family needs with others.” And Subject 

F expressed a new “ability to let go...to relax.” The other two categories were around connection 

to self through awareness and as a family. Subject K “caring for each of us individually and as a 

unit has brought us closer in this life journey.” Subjects stated that they all had a better 

“understanding of ourselves.”  

The final most reported effect of the retreat was a changed in worldview (0.08%, n=1). 

Subject B stated that his “children left with a sense of purpose/perspective.” 

Most significant or meaningful change? Twelve subjects provided 31 data units to 

describe what the most significant or meaningful change was as a result of the retreat (Table 14). 

Participants were permitted to provide more than one result to this question.  
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TABLE 14. Three-month Post Retreat Question #3: What has been the most significant or meaningful 
change for you and/or your family that came about because of the retreat? 

Result Definition n (N=31)* % of participants 
(N=12)** 

Positive Emotional Response A pleasant state of mind arising as a situational 
response (e.g., joy, hope, confident, gratitude) 7 50% (6/12) 

Community Support Finding connection and assistance in a 
community of others 4 25% (3/12) 

Closer Family Relationships The perception of closeness and support within 
the family unit 3 25% (3/12) 

Appreciation for Others Recognition and understanding of the struggles 
and work that others are going through 3 16.7% (2/12) 

Increased Receptivity The ability to accept/receive assistance from 
others and to “let go” 6 16.7% (2/12) 

Heightened Spiritual Awareness Actively seeking a connection to spirit or spiritual 
activities 5 16.7% (2/12) 

Increased Self Care A commitment to engage in behaviors that 
improve their own/family’s well-being 2 0.08% (1/12) 

Changed Worldview 
The state of one's ideas, the facts known to one, 
etc., in having a meaningful interrelationship. A 
sense of purpose 

1 0.08% (1/12) 

* Total number of responses identified for this question 
** Percent of total individual respondents to survey 

The most significant or meaningful change reported was a positive emotional response 

(50%, n=6). Responses included positive emotions through practice or due to retreat experience. 

Subject E stated she now has the “ability to let go and to be more confident” and Subject K said, 

“We are happier as a unit.” While Subject O said, they now “practice daily gratitude.”  

The next two categories, reported as the most significant or meaningful change, were 

community support and closer family relationships (25%, n=3). Subject A stated, “all the 

members of the family [now] have support coping with SHCN child/siblings.” While Subject B 

stated that the retreat “brought our family closer.” 

Appreciation for others, increased receptivity and heightened spiritual awareness, were 

the next most significant or meaningful change aspects reported by the families (16.7%, n=2). 

Subject D stated, “we have a greater appreciation and understanding about what other families 
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go through.” Subject F said that she has a greater “ability to let people in…reflect…let SHCN 

daughter communicate…let go.” While Subject L stated that he had a “heightened spiritual 

awareness.” 

The final two categories identified were an increase in self-care and a change in their 

view of the world (0.08%, n=1). Subject C said that they are “Exploring other alternative 

therapies and trying to take care of our health.” Subject O stated that the retreat “shifted our 

perspective.” 

What helped you to accomplish this change? Twelve subjects provided 23 data units to 

describe what helped them to make changes (Table 15). Participants were permitted to provide 

more than one result to this question.  

TABLE 15. Three-month Post Retreat Question #4a: As you think about the change that you described in 
#3, what helped you to accomplish this change? 

Result Definition n (N=23)* % of participants 
(N=12)** 

Retreat Experience Knowledge or practical wisdom gained from what one has 
observed, encountered, or undergone during the retreat week 5 33.3% (4/12) 

Acceptance The quality or state of being accepted or acceptable 4 25% (3/12) 

Community Support Finding connection and assistance in a community of others 3 16.7% (2/12) 

Information Sharing Exchanging information and ideas 2 16.7% (2/12) 

Awareness The state or condition of being aware; having knowledge, 
consciousness  2 16.7% (2/12) 

Relationships the way in which two or more people or things are 
connected 2 0.08% (1/12) 

Commitments the attitude of someone who works very hard to do or 
support something 2 0.08% (1/12) 

Reflection 
Consideration of some subject matter, idea, or purpose. A 
thought, idea, or opinion formed made as a result of 
meditation 

1 0.08% (1/12) 

Self-Confidence Confidence in oneself and in one's powers and abilities 1 0.08% (1/12) 

Shared Emotional Support The act of reassurance, acceptance, and encouragement 
between individuals in times of stress. 1 0.08% (1/12) 

* Total number of responses identified for this question 
** Percent of total individual respondents to survey 
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The retreat experience was reported most often as what helped the families create 

positive change (33.3%, n=4). Subject D stated that “going through the [retreat] experience” and 

Subject L mentioned “all the modalities” helped them most to create changes. 

Acceptance was the next most reported aspect identified that helped the families create 

positive change (25%, n=3). Subject J mentioned, “not sweating the small stuff” helped him 

create change and Subject K stated that for her “letting go” helped her to make change. 

Community support, information sharing and awareness were reported next as what 

helped create positive changes for the families (16.7%, n=2). Subject N identified the “extended 

and supportive community…People willing to help us.” Subject C stated “advice from friends 

and the material we learned in the workshops (e.g., nutrition and de-stressing).” While Subject M 

connected internally, the “realization that chronic stress takes a toll on my overall health.”  

The final categories reported as what helped the families to accomplish change were: 

relationships, commitments, reflection, self-confidence and shared emotional support (0.08%, 

n=1). Two individuals reported other people were the most help. Subject A stated for her it was 

the “people we met at ITK” and Subject B stated “opportunity to share emotions openly and 

honestly.” While three individuals identified internal aspects helped them most. Subject H said 

“making commitments and sticking with it” helped him most. Subject O recognized “time for me 

to reflect” as the primary thing that helped her. 

What hindered your ability to accomplish this change? Eleven subjects provided 18 

data units to describe what hindered their ability to make changes (Table 16). Participants were 

permitted to provide more than one result to this question.  
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TABLE 16. Three-month Post Retreat Question #4b: As you think about the change that you described in 
#3, what hindered your ability to accomplish this change? 

Result Definition n (N=18)* % of participants 
(N=11)** 

Family Dynamics 

Family dynamics are the interaction between 
family members as well as the varying 
relationships that can exist within a family that 
have a certain pattern. 

3 27.2% (3/11) 

Lack of Supportive Community Not feeling support outside of self or within a 
group of people 3 27.2% (3/11) 

Time Restraints Not having adequate time to do what one needs to 
do  3 27.2% (3/11) 

Self-Limiting Behaviors Limiting belief or behaviors which constrain ones 
experience by thought, habit, excuse or fear  3 18.2% (2/11) 

Excessive Care Needs Exceeding what is usual, proper, necessary, or 
normal care needs 2 18.2% (2/11) 

Lack of Receptivity The inability to accept/receive assistance from 
others and to “let go” 2 18.2% (2/11) 

Financial Restraints Not having adequate financial means to do what 
one needs to do 1 0.09% (1/11) 

Lack of Information Having ignorance, lack of knowledge, 
strangeness, unfamiliarity about a topic 1 0.09% (1/11) 

* Total number of responses identified for this question 
** Percent of total individual respondents to survey 

The components identified most often as hindering one’s ability to make changes were; 

family dynamics, lack of a supportive community and time restraints (27.2%, n=3). Subject O 

stated that that there was “too much focus on my special need child and other “typical” child.” 

While Subject C stated that “Lack of support and time” hindered her family. 

The next categories identified as hindering change were; self-limiting behaviors, 

excessive care needs, and lack of receptivity (18.2%, n=2). Two individuals identified personal 

behaviors; Subject M mentioned “making excuses” and Subject G stated the “inability let go and 

let in.” While A expressed that for her, the hindrance was the “work and struggles it requires to 

care for our child with SHCN.”  
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The final aspects reported as a hindrance to making changes were: financial restraints and 

lack of information (0.09%, n=1). Subject A stated that for her “the work and struggles hinder us 

from reaching out.” Subject C stated that she felt a “lack of information’ hindered her family. 

What resources have been necessary to make this change? Eleven subjects provided 

14 data units to describe what resources were necessary to make changes. (Table 17) Participants 

were permitted to provide more than one result to this question. 

TABLE 17. Three-month Post Retreat Question # 4c: As you think about the change that you described in 
#3, what resources have been necessary to make this change? 

Result Definition n (N=14)* % of participants 
(N=11)** 

Supportive Practitioners Finding connection and assistance with medical 
or healing art practitioners 3 18.2% (2/11) 

Heightened Spiritual Awareness Actively seeking a connection to spirit or spiritual 
activities 2 18.2% (2/11) 

Increased Self Care A commitment to engage in behaviors that 
improve their own/family’s well-being 2 18.2% (2/11) 

Relationships the way in which two or more people or things 
are connected 2 18.2% (2/11) 

Retreat Experience 
Knowledge or practical wisdom gained from 
what one has observed, encountered, or 
undergone during the retreat week 

2 18.2% (2/11) 

Awareness The state or condition of being aware; having 
knowledge, consciousness  1 0.09% (1/11) 

Young Volunteers 
An individual under 18 years of age who does 
work or spends time doing something without 
getting paid to do it 

1 0.09% (1/11) 

Community Support Finding connection and assistance in a 
community of others 1 0.09% (1/11) 

* Total number of responses identified for this question 
** Percent of total individual respondents to survey 

The resources needed to make changes reported most often were; supportive 

practitioners, heightened spiritual awareness, increased self-care, relationships and the retreat 

experience (18.2%, n=2). Subject A said “A life coach whom can understand our healing 

process” was the best resources for her family. Subject D stated that “Staying in touch” with 
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other families benefited him most. While Subjects K and L identified the “week retreat” and 

“everything” as what helped them make changes. 

Awareness, young volunteers and community support were also identified as the 

resources that helped the families make changes (0.09%, n=1). Subject P stated that he realized 

the “importance of taking care of me.” While Subject A stated “young volunteers whom we can 

rely on to help when we needed outside of ITK” was what helped her family be able to make 

changes. 

At this point, what is the most important outcome of the retreat for your child with 

special needs? Eleven subjects provided 14 data units to describe what resources were necessary 

to make changes (Table 18). Participants were permitted to provide more than one result to this 

question. 

TABLE 18. Three-month Post Retreat Question #5: At this point, what is the most important outcome of 
the retreat for your child with SHCN? 

Result Definition n (N=26)* % of participants 
(N=12)** 

Positive Emotional 
Response 

A pleasant state of mind arising as a situational response (e.g., 
hope, love, peace, gratitude, compassion, strength) 5 33.3% (4/12) 

Relationships The way in which two or more people or things are connected 3 25% (3/12) 

Community Support Finding connection and assistance in a community of others 3 25% (3/12) 

Family Connections The perception of closeness and support within the family unit 2 16.7% (2/12) 

Independence Freedom from the control, influence, support, aid, or the like, 
of others. 2 16.7% (2/12) 

Increased Abilities The capacity to do or act physically or mentally with increased 
skill 2 16.7% (2/12) 

New Opportunities 
A possibility due to a favorable combination of circumstances 
that allows exposure to a new body of knowledge or 
experiences (i.e. therapies, people, situations) 

2 16.7% (2/12) 

Increased Parenting 
Awareness 

The state or condition of being aware; having knowledge; 
consciousness around parenting skills 2 0.08%(1/12) 
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TABLE 18 – Continued  

Result Definition n (N=26)* % of participants 
(N=12)** 

Self-Awareness The state or condition of being aware; having knowledge, 
consciousness about oneself/emotions 2 0.08%(1/12) 

Retreat Experience Knowledge or practical wisdom gained from what one has 
observed, encountered, or undergone during the retreat week 1 0.08%(1/12) 

Supportive Practitioners Finding connection and assistance with medical or healing art 
practitioners 1 0.08% (1/12) 

Acceptance The quality or state of being accepted or acceptable 1 0.08% (1/12) 
* Total number of responses identified for this question 
** Percent of total individual respondents to survey 

The most important outcome identified after three months for the children with SHCN 

was positive emotional responses (33.3%, n=4). Subject N stated that his child now had more 

“comfort with large and loud crowds…trust in unfamiliar caretakers.” Subject G stated that his 

child had “more happiness.” 

The next the most important outcomes reported were: relationships and community 

support (25%, n=3). Subject C stated for her child “having friends who encouraged him” was the 

best outcome. While Subject D identified that the best outcome was because they now had 

“established a great network.” 

Family connections, independence, increased abilities and new opportunities were next 

identified as the best outcomes for the children with SHCN from the retreat after three months 

(16.75, n=2). Subject G said that they now have “time together as a family having fun.” Subjects 

O and P stated that their child was “talking way more now.” Subject K stated that her child found 

“independence through her relationship with two buddies.” 

The final categories identified as the best retreat results were; increased parenting 

awareness, self-awareness, retreat experience, supportive practitioners and acceptance (0.085, 

n=1). Subject D said the best outcome for his child is that his/her “parents are better…we are 
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there for him more fully.” While Subject A stated that a “new pediatrician who support and 

understand our family struggles and respects what works for him” was the best outcome. 

At this point, what is the most important outcome of the retreat for your other 

children? Nine subjects provided 15 data units to describe what the most important outcome of 

the retreat for their other children (Table 19). 

TABLE 19. Three-month Post Retreat Question #6: At this point, what is the most important outcome of 
the retreat for your other children? 

Result Definition n (N=15)* % of participants 
(N=9)** 

Increased Parenting Awareness The state or condition of being aware; having 
knowledge; consciousness around parenting skills 2 22.2%(2/9) 

Community Support Finding connection and assistance in a 
community of others  2 22.2%(2/9) 

Observational Learning 
A type of learning in which a person learns new 
information and behaviors by observing the 
behaviors of others. 

2 22.2%(2/9) 

Acknowledgement The act of showing that you know, praising or 
thanking someone for an action or achievement 2 22.2%(2/9) 

Acceptance The quality or state of being accepted or 
acceptable 2 22.2%(2/9) 

Awareness The state or condition of being aware; having 
knowledge, consciousness  2 22.2%(2/9) 

Family Connections The perception of closeness and support within 
the family unit 1 11% (1/9) 

Independence Freedom from the control, influence, support, aid, 
or the like, of others.  1 11% (1/9) 

Relationships The way in which two or more people or things 
are connected 1 11% (1/9) 

* Total number of responses identified for this question 
** Percent of total individual respondents to survey 

The most important outcomes of the retreat identified for the siblings were; increased 

parenting, awareness, community support, observational learning, acknowledgement, acceptance 

and awareness (22.2%, n=2). Subject P stated that “see [ing] other kids that are normal have 

special needs siblings” was the best outcome for his other child. Subject G felt the best outcome 

was “teaching them how to respond to each other.” Subject K stated her other child “felt heard.” 
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Family connections, independence and relationships were next reported as the most 

important outcome for the siblings (11%, n=1). Subject C stated that “making friends with other 

children with SHCN” was the best outcome for her other child. “Appreciating their experience 

with their special needs brother” was reported by Subject A as the best outcome for her other 

child. 

Overall themes. The same themes presented in the 3-month post retreat data as data from 

directly after the retreat week. The families reported that being part of a supportive community 

was of the most benefit on all levels. Followed by having positive emotions. The final most 

reported response at three months was an increase in awareness whether it be parenting skills, 

spirituality or care needs. While what hindered change was reported as the opposite: lack of a 

supportive community and family dynamics. Subject O stated this best when she said that the 

retreat “has shifted our perspective.” 

Six-Month Post Retreat 

Seven subjects answered the majority of the twelve-question survey form, which was sent 

out via mail six months post retreat and sent back.  

Most valuable aspect of the retreat after six months. Seven subjects provided 15 data 

units to describe the best result from this retreat after three months had passed (Table 20). 

Participants were permitted to provide more than one result to this question.  
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TABLE 20. Six-month Post Retreat Question #1: Now that it has been six months since your family 
participated in the Integrative Touch for Kids Healing Retreat, please describe the most valuable aspect 
of the retreat. 

Result Definition n (N=15)* % of participants 
(N=7)** 

Relationships The way in which two or more people or things 
are connected 4 57.1% (4/7) 

Family Participant Support Finding connection and assistance with families 
in similar life situations 3 42.9% (3/7) 

ITK Program Support 
Connection and assistance provided by ITK 
structure and staff to meet the needs of 
participants 

2 28.6% (2/7) 

Community Support Finding connection and assistance in a 
community of others 2 14.2% (1/7) 

Increased Self Care A commitment to engage in behaviors that 
improve their own/family’s well-being 1 14.2% (1/7) 

Shared Emotional Support 
The act of reassurance, acceptance and 
encouragement between individuals in times of 
stress. 

1 14.2% (1/7) 

Support from Practitioners Finding connection and assistance with medical 
or healing art practitioners 1 14.2% (1/7) 

Social Interaction for Children 

Relating to or involving activities in which 
children spend time talking to each other or doing 
enjoyable things with each other. With a mutual 
or reciprocal action or influential way. 

1 14.2% (1/7) 

* Total number of responses identified for this question 
** Percent of total individual respondents to survey 

The most valuable aspect of the retreat reported after six months was relationships 

(57.1%, n=4). Subject B stated, “the retreat allowed us to develop new and stronger existing 

relationships.” Subject C stated, “the friendships made through the retreat” were most valuable.  

The second most valuable aspect reported was support from families who participated 

(42.9%, n=3). Subject A said the “supporting families” and Subject M said “connections we 

made with other families.” 

ITK program support was the next most valuable aspect of the retreat identified (28.6%, 

n=2). Subject A stated that the “supporting professionals and ITK” were invaluable and Subject 
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B stated, “the healing retreat provided a nurturing environment to understand/share the family 

healing process.”  

The final most valuable aspects reported were; increased self-care, shared emotional 

support, support from practitioners and social interaction for their children (14.2%, n=1). Two 

subjects valued aspects surrounding their children. Subject E stated, “making more time to play 

with my kids” and Subject K stated “my daughters interaction with other kids” were most 

valuable. And Subject A stated that “support from practitioners” had the most value. 

Retreat affects on family after six months. Seven participants provided 15 data units 

describing how their family was affected by the ITK retreat (Table 13). Participants were 

permitted to provide more than one result to this question. 

TABLE 21. Six-month Post Retreat Question #2: At this point in time, how would you say you and your 
family have been affected by your participation in the Integrative Touch for Kids Healing Retreat? 

Result Definition n 
(N=15)* 

% of participants 
(N=7)** 

Family Participant 
Support 

Finding connection and assistance with families in similar life 
situations 3 42.9% (3/7) 

Community Support Finding connection and assistance in a community of others 3 42.9% (3/7) 

Relationships the way in which two or more people or things are connected 3 42.9% (3/7) 

Increased Receptivity The ability to accept/receive assistance from others and to “let 
go” 2 28.6% (2/7) 

Positive Emotional 
Response 

A pleasant state of mind arising as a situational response (e.g., 
joy, hope, confident, gratitude) 2 14.2% (1/7) 

Awareness The state or condition of being aware; having knowledge, 
consciousness  1 14.2% (1/7) 

Self-Confidence Confidence in oneself and in one's powers and abilities 1 14.2% (1/7) 
* Total number of responses identified for this question 
** Percent of total individual respondents to survey 

The best affects of the retreat week reported at six-month post retreat were; being 

supported by families who participated, being in a community and developing relationships 

(42.9%, n=3). Subject K stated “Knowing we are not alone. People understand and care about 
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what we are going through.” While Subject E expressed” there is something very powerful in 

meeting someone (many) that “understands.” Subject E stated, “Our family grew.” While both 

Subjects M and K stated, “knowing we are not alone” was what they valued most. 

An increase in receptivity was identified next as what had the largest affect on the 

families (28.6%, n=2). Subject H identified “self- reflection” and Subject M being able to “let go 

of pent up anger and resentment.” 

The last reported best affects from the retreat were: positive emotional responses, 

awareness, and self-confidence (14.2%, n=1). Subject A she was “more comfortable taking my 

kids out to do things in public.” While Subject G stated that the ‘ability to let go” was what 

affected her most and Subject M said that her family can “laugh more now [and] are easier on 

each other.” 

Most significant or meaningful change after six months? Seven subjects provided 17 

data units to describe what the most significant or meaningful change was as a result of the 

retreat (Table 22). Participants were permitted to provide more than one result to this question.  

TABLE 22. Six-month Post Retreat Question #3: At this point in time, what has been the most significant 
or meaningful change for you and/or your family that came about because of the retreat? 

Result Definition n 
(N=17)* 

% of participants 
(N=7)** 

Increased Receptivity The ability to accept/receive assistance from others and to 
“let go” 5 57.1% (4/7) 

Community Support Finding connection and assistance in a community of others 4 42.9% (3/7) 

Acceptance The quality or state of being accepted or acceptable 3 42.9% (3/7) 

Closer Family Relationships The perception of closeness and support within the family 
unit 3 28.6% (2/7) 

Exposure to New Therapies 
A possibility due to a favorable combination of 
circumstances that allows exposure to a new body of 
knowledge (i.e. therapies) 

1 14.2% (1/7) 

Helping Others The act of a person giving aid, assistance, support, or the like. 1 14.2% (1/7) 
* Total number of responses identified for this question 
** Percent of total individual respondents to survey 
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The most significant or meaningful changed identified by the families who participated 6 

months post retreat was an increased in receptivity (57.1%, n=4). Subject B stated that his family 

“learned to love more openly… [we] do not attempt to do everything on our own.” While 

Subject M expressed “there is more love in our home….I am more easy on myself and on him.”  

Community support was next reported as the most significant change (42.9%, n=3). 

Subject A stated we now have a “community…friends with special needs and a support system.” 

While Subject G said, we have a “larger family unit with ITK and other communities.” 

Acceptance and closer family relationships were the next most meaningful changes 

reported by the families (28.6%, n=2). Subject M stated, “My husband and I are together as a 

partnership now and we talk more.” For Subject N “I can look at our lives with real love for what 

is… contentment.” 

Exposure to new therapies and helping others were the last most meaningful changes 

identified (14.2%, n=1). Subject K specifically mentioned that the “equine experience was 

important for us.” Subject H stated that “the ability to reach others to help beyond my child” was 

the most meaningful aspect for her. 

What helped you to accomplish this change? Seven subjects provided 23 data units to 

describe what helped them to make changes (Table 23). Participants were permitted to provide 

more than one result to this question. 
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TABLE 23. Six-month Post Retreat Question #4a: At this point in time, what helped you to accomplish 
change? 

Result Definition n 
(N=9)* 

% of participants 
(N=7)** 

Community Support Finding connection and assistance in a community of others 2 28.6% (2/7) 

Retreat Experience Knowledge or practical wisdom gained from what one has 
observed, encountered, or undergone during the retreat week 2 28.6% (2/7) 

Increased Receptivity The ability to accept/receive assistance from others and to “let go” 1 14.2% (1/7) 

Increased Self Care A commitment to engage in behaviors that improve their 
own/family’s well-being 1 14.2% (1/7) 

Relationships the way in which two or more people or things are connected 1 14.2% (1/7) 

Supportive 
Practitioners 

Finding connection and assistance with medical or healing art 
practitioners 1 14.2% (1/7) 

Commitments The attitude of someone who works very hard to do or support 
something 1 14.2% (1/7) 

* Total number of responses identified for this question 
** Percent of total individual respondents to survey 

At six-months post retreat, community support and the retreat experience were reported 

as what helped the families most to accomplish changes (28.6%, n=2). Subject B stated, “the 

retreat introduces broad concepts to help the individual family member and the whole family unit 

to identify what works best.” While Subject F stated that for her, the “support via texts and calls” 

helped her to accomplish changes.  

Increased receptivity, increased self-care, relationships, supportive practitioners and 

making commitments were next reported as the things that helped the families’ who participate 

most to accomplish change (14.2%, n=1). Subject N stated for her “personal changes that have 

allowed me to take better care of myself” and “my work with Molly – one on one.” Subject E 

stated, “following through with the promise to my family.” 

What hindered your ability to accomplish this change? Six subjects provided 10 data 

units to describe what hindered their ability to make changes (Table 24). Participants were 

permitted to provide more than one result to this question. 
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TABLE 24. Six-month Post Retreat Question #4b: At this point in time, what hindered your ability to 
change? 

Result Definition n (N=10)* % of participants 
(N=6)** 

Self-Limiting Behaviors Limiting belief or behaviors which constrain ones 
experience by thought, habit, excuse or fear  3 50% (3/6) 

Lack of Supportive Community Not feeling support outside of self or within a group of 
people 2 33.3% (2/6) 

Financial Restraints Not having adequate financial means to do what one 
needs to do 2 33.3% (2/6) 

Excessive Care Needs Exceeding what is usual, proper, necessary, or normal 
care needs 1 16.7% (1/6) 

Time Restraints Not having adequate time to do what one needs to do  1 16.7% (1/6) 

Geography A place where one lives 1 16.7% (1/6) 
* Total number of responses identified for this question 
** Percent of total individual respondents to survey 

Self-limiting behaviors were reported most as the thing that hindered accomplishing 

changes (50%, n=3). Subject B stated “all of the negative emotions: stubbornness, ego, 

mechanisms, stereotypes” were his biggest hindrance. Subject M identified “Old habits.” 

Lack of a supportive community or financial restraints were next identified as the biggest 

hindrances to change (33.3%, n=2). Subject A stated “finances to be able to get out to meet other 

families, professionals in the integrative medicine fields.” Subject N simply stated for him it was 

“isolation.” 

Excessive care needs, time restraints or geography were the final obstacles to change 

reported (16.7%, n=1). Subject M expressed that the “challenge of being a 24-hour care provider 

for my kids” made change hard. Subject F simply stated that the” distance” based on where her 

family lived was challenging.  

What resources have been necessary to make this change? Seven subjects provided 

nine data units to describe what were necessary to make the change (Table 25). Participants were 

permitted to provide more than one result to this question.  
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TABLE 25. Six-month Post Retreat Question #4c: At this point in time, what resources have been 
necessary to make this change? 

Result Definition n (N=9)* % of participants 
(N=7)** 

Increased 
Receptivity The ability to accept/receive assistance from others and to “let go” 3 42.9% (3/7) 

Increased Self Care A commitment to engage in behaviors that improve their 
own/family’s well-being 2 28.6% (2/7) 

Retreat Experience Knowledge or practical wisdom gained from what one has 
observed, encountered, or undergone during the retreat week 1 14.2% (1/7) 

Supportive 
Practitioners 

Finding connection and assistance with medical or healing art 
practitioners 1 14.2% (1/7) 

Community Support Finding connection and assistance in a community of others 1 14.2% (1/7) 

ITK Program 
Support 

Connection and assistance provided by ITK structure and staff to 
meet the needs of participants 1 14.2% (1/7) 

* Total number of responses identified for this question 
** Percent of total individual respondents to survey 

The resource most frequently identified at six months post retreat that that helped the 

families who participated to make changes was an increased in receptivity (42.9%, n=3). Subject 

N stated the “ability to reach out to others…to see things from different viewpoints.” And 

Subject F stated for her it was the “ability to reach out to others.” 

An increase in self-care was next reported as the resource that helped most to create 

change (28.6%, n=2). Subject M stated, “Taking care of myself by going to yoga, work out class 

and acupuncture.” Subject E identified for her she “Had to give up something.” 

The final categories reported that assisted the families in making changes were; the 

retreat experience, supportive practitioners, community support and ITK program support 

(14.2%, n=1). Subject A expressed that the “ITK network of people and volunteers” were the 

resources her family needed. Subject K felt it was the “whole family approach” of the retreat that 

was what helped her family. Subject B stated, “room filled with open hearts and minds” helped 

to make change possible. 
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Overall themes. Similar themes presented in the six-month post retreat data as in the 

previous data results. The overall consensus was that community at some level was what 

benefited the families the most, through either family support or lasting relationships. However, 

an increase in receptivity presented as a strong outcome six months post retreat. This either was 

due to having the ability to ask or receive help or by making personal changes that allowed better 

self-care. Subject F expressed that because of the retreat her family had made “Life-long 

changes.” 

Changes in Patient Outcomes 

The data collected demonstrated that there were multiple benefits of the ITK Healing 

Retreat Week for families who have a child/children with SHCN. Specific areas to note were; an 

increase in confidence of their ability to perform certain tasks, the increased ability to see new 

possibilities and an increase in positive emotional states. Such increases have the potential to 

impact the entire functioning of such families long-term. Statistics show that overtime the 

demands of children with SHCN impact the physical and mental well-being of family members 

resulting in maladaptive functioning that corresponds to the physical and mental well-being of 

children with SHCN (Aitken et al., 2009; Quach et al., 2015). The results from the data presented 

above demonstrates that the ITK Healing Retreat Week, as an intervention, targets some of the 

principal mechanisms to reduce stress and increase self-efficacy, communication and resilience 

of the entire family unit. 

The primary mechanism of value, reported by the families, was being in a community of 

people whom could relate. Thus, feeling supported or not alone with their personal struggles was 

ultimately, what helped these families the most. However, by six-months the families’ 
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confidence (the only measurement used overtime) had started to decline. This could have been 

due to the lack of reporting, decline from sixteen participant responses to less than half (seven) 

participants, or because the support they had during the retreat was no longer present at the same 

capacity.  
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CHAPTER V: DISCUSSION 

This chapter provides a summary and discussion of the findings from the secondary 

analysis conducted with reference to the conceptual framework and published literature. The 

chapter concludes with strengths and limitations of the study, implications for nursing and 

recommendations for future design and research of the ITK Healing Retreat Week model. 

Summary 

The reported results were based on a secondary analysis of data previously collected and 

designed by ITK program staff. The purpose of this analysis was to evaluate the outcomes of the 

2014 ITK Healing Retreat Week program on familial well-being. The assessment tools utilized 

measured mood, serenity, confidence and positive outcomes related to experiences of traumatic 

events.  

The evaluation effort identified several strengths of the program. As stated above, there 

was significant increase in a positive mood state, serenity, seeing new possibilities and relating to 

others for the family members who participated. One’s confidence in his/her abilities to take care 

of family and/or self-needs also statistically increased even when looking at three-month data. 

However, by six months such confidence had declined. There were some variances by gender. 

The mother’s negative emotional state was not impacted based on reported results and the 

father’s ability to feel calm, at peace and relate better to others did not change. 

The major theme identified by the open-ended questions was that being in a community 

and the support, socialization it provided was the biggest benefit to these families. Followed by 

an increase in positive mood, which corresponded to the results from the measurement tools 

utilized. Other key themes identifies at three and six months post intervention were having new 
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awareness’s around parenting skills, spirituality or care needs as well as being more receptive to 

help or changes to improve “life.” 

With respect to weaknesses of the program evaluation effort, outcome measures were 

intended to be collected for a full six months for all of the sixteen retreat participants. Yet, the 

number of responses declined over the assessment time points and only seven participants 

answered questions over the entirety of this time period. This declining response rate threatens 

the overall integrity of the program evaluation effort. 

Convergence of Findings with Published Evidence 

The ITK Healing Retreat Week model incorporates a variety of integrative practices that 

are currently highlighted in the literature pertaining to families who have children with SHCN 

particularly, the use of CAM modalities, Family Centered Care and therapeutic camp structure. 

All of the above practices have been shown to decrease the long-term manifestations that are 

associated with chronic conditions along with impact the stress that accompanies families who 

have a child/children with SHCN. A large percentage of parents raising a child/children with 

SHCN report feeling ill-equipped with insufficient support and feelings of helplessness (Smith & 

Grzywacz, 2014). The ITK Healing Retreat Week addressed these needs, as reported by 

participants, by providing families with a community who understands, skills to better cope with 

demands and a network of providers from which to draw a different type of care. When families 

have such a structure in place, the incidence of caregiver burnout and maladaptive behaviors has 

the potential to decrease, leading to an overall decrease in care costs for the entire family while 

improving health outcomes. 
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By assisting to balance the autonomic nervous system with the rest of the physiological 

systems, CAM modalities help individuals both mentally and physically to achieve a state of 

well-being (Kemper, Gardiner & Birdee, 2013; Kaley-Isley et al., 2010; Greenberg & Harris, 

2012; Weil, 2015, Beider, Mahrer & Gold, 2007; Kundu et al., 2012; Kemper at al., 2008). The 

families reported specific CAM modalities: meditation, sound therapy, and Native Energy 

Healing Session as being beneficial to either themselves or their child in a positive way. 

However, the particular benefit or modality was not noted. FCC for families with children who 

have SHCN: 

“Builds on family strengths, support the child in participating, honors diversity, recognize 

the importance of community-based services, promote an individual and developmental 

approach, encourage family- to-family/peer support, develop family-centered policies and 

practices, and celebrate successes” (Kuhlthau et al., 2010, p.136).  

The results demonstrated such outcomes from the retreat. Each family member expressed that 

they benefitted from the retreat in a different way. Some developed more awareness, others skills 

or a sense of belonging and all had a realization that they are not alone in their struggles.  

The largest published study on the use of therapeutic/family camps for families with 

children with SHCN reported supportive relationships as the best result (Barr et al., 2010). 

Results collected for the duration of the ITK Healing Retreat Week corresponded to such 

findings at all levels and with every participant no matter the age. Supporting such a structure 

has the benefit to provide the social support these families often lack and need. 
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Strengths and Limitations of the Evaluation 

One of the biggest strengths of this evaluation was the use of a mixed methods evaluation 

design. By gathering both quantitative and qualitative information, a broader picture was 

presented in regards to specific aspects of the delivery and benefits of the ITK Healing Retreat 

Week program. The use of validated tools provided a reliable platform of assessment while 

qualitative aspects and questions, added depth by providing an account of an experience in the 

study participant’s own language. Together, both validated each other’s results.  

There were a few notable limitations in the data collected and/or the program as a whole. 

The most significant limitations of this study were; the small sample size, variance in children’s 

conditions, variation of family size and variation in economic status (Table 26). The children’s 

conditions varied from genetic conditions where the parents knew immediately at birth, to 

Cerebral Palsy diagnosed within the first few months, to blindness or cancer, which was 

diagnosed much later in life. The economic status of these families varied from below poverty 

level income under $25,000 to upper middle class status income greater than $100,000. 

Additionally, some of the families had multiple children or more than one child with a condition 

that was considered SHCN. The decline in response rate that grew over time is another notable 

point. All aspects together threaten generalizability and validity because of the diverse sample in 

relation to evidence as well as lack of response over time. 
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TABLE 26. Family Demographics for ITK Week Retreat 2014. 
Family 

# Income bracket Condition of Child Age of child 
with SHCN 

Age of 
Diagnosis 

Family 
size 

1 50,000 to 75,000 Cerebral Palsy, failure to thrive 2 1 year 5 

2 100,000 to 150,000 Cerebral Palsy, epilepsy, 
developmental delay 3 1 year and 4 

months 4 

3 50,000 to 75,000 
Child 1: deaf 

Child 2: type 1 Diabetes 
Child 3: deaf 

Child 1: 8 
Child 2: 10 
Child 3: 13 

Child 1: 2 
Child 2: 3 ½ 

Child 3: Birth 
6 

4 Not Reported Autism 8 2 2 

5 75,000 to 100,000 Cerebral Palsy 17 26 weeks 3 

6 0 to 25,000 Cerebral Palsy, Dandy-Walker 
Malformation, Holoprosencephaly 7 4 weeks 5 

7 25,000 to 50,000 Disgerminoma brain tumor 7 5 4 

8 50,000 to 75,000 Child 1 & 2: Wolf Hirschhorn, 
deaf, blind 

Child 1: 6 
Child 2: 4 

Child 1: 8 days 
Child 2: 2 days 4 

9 150,000 and above Blind, mild Cerebral Palsy, limited 
vision 5 Less than 2 years 

old 4 

The families were also self-selected, meaning that they had to become aware of, have 

interest in, qualify based on diagnosis of their child/children and be able to fill-out/apply in order 

to be a potential attendee for the retreat. Additionally, all families were from Pima or Maricopa 

Counties in Arizona, except one family who was from Chicago, IL. The knowledge these 

families had on CAM modalities prior to the retreat also varied. Based on this, one might ask if 

they were already seeking alternative types of care or more open? Not knowing such data sets up 

a strong possibility of a placebo affected to occur based on how primed the participants already 

were. 

Another limitation was that all individuals, adults and children, received different 

treatment modalities. The unique application of modalities inhibits the ability to separate which 

treatments were producing what results and what treatments were most affective for which 

condition. Furthermore, the treatments were selected by a few volunteers for each participant 
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based on what they had written in their intake paper work, what they wanted to work on and 

what preferences they had.  

Given the many different combination of CAM modalities used in the program it was not 

possible to determine which combination or specific modalities were effective, and the possible 

effects that these different combinations may have had on the dependent variables. Different 

combinations of CAM modalities may have also resulted in a ceiling effect for the dependent 

outcomes. As such, the findings from evaluation of the ITK Healing Retreat Week program are 

not generalizable. There also was insufficient statistical power with 16 participants to find 

statistically meaningful differences from before to after the ITK program. Finally, the long-term 

success of this outcome began to show decline with the six participants who responded at 6-

months.  

Interpretation 

The results showed that the families greatly benefited from the retreat. However, it was 

not possible to determine the mechanism(s) of this benefit because of the different combinations 

of CAM modalities used. One aspect of the ITK program that was probably important for the 

mechanism of change was being in a community of people who understood each other’s 

struggles and provided each other with social support. This result is congruent with the small 

number of studies looking at retreats for families who have children with SHCN and coincides 

with the well-being model (Figure 1). The well-being model takes into account that individuals 

are interconnected and interdependent on friends, families, communities, and environment 

(Regents of the University of Minnesota, 2013). Thus, the retreat provided a safe environment in 
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which to connect to a community of others as a family, making this a likely primary catalyst for 

the positive outcomes.  

Despite the lack of theory or foundation from which this program model was first 

developed, the result indicated that the ITK Healing Retreat Week program was extremely 

positive for the families. Yet, it is possible that greater benefit may have be seen if different 

assessment tools had been utilized, if the families who participated were followed for a longer 

period of time, if the retreat had been based on specific child diagnosis or family demographics, 

if the format of retreat was structured differently and/or if the process of selecting therapies and 

matching therapies to the child/family’s needs was more uniform based on research evidenced 

for the specific condition or symptomology.  

The challenge and beauty of using a program to enhance the well-being of an individual 

or a family is that the components that make up well-being may be unique for an individual or 

family. Nevertheless, there may also be some similar components to well-being across 

individuals and families. A format that includes diversity creates more room for connection 

based on differences and similarities within individuals, but can make delivery of interventions 

challenging or not as effective.  

Finally, there is mystery that exists with CAM modalities that heal. Healing is not readily 

observable or measurable using the medical paradigm or traditional research methodology 

(Zahourek, 2012). The healing referred to by the families who participated in the ITK Healing 

Retreat Week lean more to spiritual growth, transformation and mending of spirit. The mystery 

of such healing lies in subtle and unconscious shifts that are multifaceted, multidimensional and 

evolve unpredictably until individuals recognize the change (Zahourek, 2012). These subtle 
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changes occur over time and encompass a variety of health categories included in the Wellness 

Model (Figure 1). Thus, the measurement of outcomes for healing require investigation beyond 

physiology in order to address the transformational changes that occur in cognitive, emotional, 

social and spiritual domains (Warber, Bruyere, Weintrub, & Dieppe, 2015). Understanding that 

such mystery exists within the use of CAM modalities further complicates evaluation of their 

effectiveness in programs such as ITK. 

Suggestions for Improvement 

The following are suggestions for how the ITK program could be improved for families 

with children SHCN: 

1. Expand current system for recruiting subjects for future program evaluation efforts.  

2. Explore a different structure for retreat format, possibly creating multiple smaller 

retreats that are more specific in nature with respect to the combination of CAM 

modalities used. 

3. Research and employ specific modalities for specific conditions/symptoms of the 

child.  

4. Create a process of selecting therapies and matching therapy to child/family’s needs.  

5. Utilize different tools for measurement targeting desired outcomes. 

6. Follow families who take part in program evaluation efforts for longer periods of 

time. 

Conclusion 

Based on the current program evaluation, ITK appears to shows considerable promise for 

families with children with SHCN. Based on the outcomes found in this secondary analysis and 
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the literature supporting the components of the retreat, the ITK Healing Retreat Week model 

likely has the ability to impact families’ lives as well as cut long-term care costs through 

utilization of CAM modalities to reduce stress that impact the health and well-being of families 

and their children with SHCN. The ITK Healing Retreat Week model also appears to foster the 

development and vitality of social support networks. In order to make this Healing Retreat Week 

model generalizable or even replicable, further research needs to be done on the mechanism of 

change, the structure that creates this change for families and how to make such a change 

sustainable. Additionally, further research and application of specific modalities for conditions 

and symptoms experienced with children with SHCN would help to create a systematic 

application that could then be utilized in a variety of formats. 
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APPENDIX A: 

2014 HEALING RETREAT THERAPIES 
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2014 Healing Retreat Therapies 
 
Abdominal Massage 
Abdominal Massage Workshop 
Access Consciousness Bars 
Activity 
Acuphoria 
Acupressure 
Acupuncture 
Acupuncture 
Acutonics 
Alpha + Theta Workshop 
Anat Baniel Method (Workshop) 
Appreciation Circle Workshop 
Aquatic Massage 
Aromatherapy 
Arts and Crafts 
Authentic Woman Circle 
Ayurvedic 
Bio Touch 
Bio Touch Workshop 
Body Sensations vs. Feelings 
Butekyo 
Buteyko 
Care for the Caregivers 
Clowning 
Compassion Cultivation Training Intro 
Compassionate Communication 
Conversation with the Body 
Counseling 
Counseling Group 
Couple's Workshop 
Couples Touch and Relaxation 
Cranio Sacral 
Dad's Equine Therapy 
Dad's Support Group 
Dance 
Digital Artistry 
E.M.D.R. 
Eat by Choice 
Educational Psychiatry Consult 
Emotional Support for Families and 
Volunteers 
Empowerment Coaching 

Equine Therapy 
Family Equine Therapy 
Family Massage Workshop 
Family Qi Gong 
Family Self-Help Acupressure 
Family Touch and Relaxation 
Feng Shui Workshop 
Film Interview 
Food Games 
Games for Kids 
Games with Kids Activity Coordinators 
Gratitude Journaling 
Guitar and Music Session 
Handle Activities 
Healing Touch 
Healing Touch Workshop 
Healing with Energy for Kids 
Health Coaching 
Heart Awakening 
Holistic Approach to Managing Illness 
Horse Painting 
Horse Painting Assistance 
Hot Stone Massage 
Hypnotherapy Workshop 
Infant Massage 
Informational Consult 
Johrei 
Johrei Family 
Journey Dance for Kids 
Journey Dance Workshop 
Kids Activities Announcements Buddy Up 
in Casa Feliz 
Kids Alpha + Theta Workshop 
Kids Meditation 
Life Coaching 
Lomi 
Loving Presence: Compassion in Action 
Massage 
Medical Qi Gong 
Meditation 
Meditation / Gentle Yoga Workshop 
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MELT Self Treatment Techniques 
Workshop 
MELT Self Treatment Techniques 
Workshop Assistant 
Mind-Body Skills 
Mindful Journeys 
Mom's Equine Therapy 
Mom's Support Group 
Movnat Workshop 
Myofascial Release 
Nap Time 
Native Energy Session 
Native Plants Workshop 
NIA Workshop 
Nursing Support 
Nutrition Consult 
Nutrition Workshop 
Nutrition Workshop Assistant 
Nutrition Workshop Preparation 
Oncology Massage 
One on one 
One on One Playtime 
Orthopedic Massage 
Outdoor Water Games 
Pain Relief Self Massage 
Parenting Skills Workshop 
Pediatric Massage 
Pet Therapy with Rico the Dog 
Physical Therapy 
Pool Time 

Pranayama 
Pregnancy Massage 
Processing and Self Care Workshop 
Qi Gong 
Qi Gong Workshop 
Reflexology 
Reflexology Workshop 
Reiki 
Resources Q A 
Rhythm Circles 
Scrapbooking 
Self-Care Acupressure Workshop 
Sensory Trail 
Shamanic Journey for Kids 
Shiatsu 
Sib Shops 
Sibling Support 
Sound Therapy Session 
Sound Therapy w/ Reiki 
Source Field Science Workshop 
Stick-Horse Rodeo 
Stretch and Dance 
Tai Chi / Tao Yoga 
Teen Sibling Support 
Tranquility Room 
Trauma Touch 
Workshops 
Yoga 
Yoga Garden 
Zero Balancing 
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APPENDIX B: 

GENERIC ADULT RETREAT SCHEDULE 
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Generic Adult Retreat Schedule 

7am Equine Therapy 

7:30a Optional meditation session 

8am Breakfast 

9am Buddy Up (drop of kids for childcare) 

9:30am Massage 

11am Support Group 

12:30pm Lunch 

1:30-3:00p Free Time 

3pm Reiki Workshop 

4:30 Exercise (yoga or tai chi) or individual session (i.e. counseling, bodywork, qi gong, 

meditation, etc.) 

6:30pm Dinner 

7:30pm Community time (may be a parent’s night out for adults while kids do an activity 

together) 



 
 
 

 
90 

APPENDIX C: 

MEASUREMENT TOOLS 
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PANAS Scale 
 
This scale consists of words and phrases that describe different feelings and emotions. Read each 
item and then write the appropriate number in the space next to that word. Indicate to what extent 
you have felt this way during the past day. Use the following scale: 
 
 1 2 3 4 5 
 
  Very slightly a little moderately quite a bit extremely 
  or not at all 
 

_____ attentive  ____ upset  ____ ashamed 

_____ strong  ____ active  ____ at ease 

_____ relaxed  ____ guilty  ____ scared 

_____ irritable  ____ nervous  ____ enthusiastic 

_____ inspired  ____ excited  ____ distressed 

_____ calm  ____ hostile  ____ determined 

_____ afraid  ____ proud  ____ interested 

_____ alert  ____ jittery    
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Self-Efficacy Scale 

Confidence About Doing Things 
We would like to know how confident you are in doing certain activities. For each of the following questions, 
please circle the number that corresponds to how confident you are that you can do the tasks regularly at the 
present time.  

How confident are you that you can: Not at all 
confident    Totally 

Confident 

1. Take care of your own personal health needs?  
1 

 
2 

 
3 

 
4 

 
5 

2. Obtain help from your community?  
1 

 
2 

 
3 

 
4 

 
5 

      
3. Obtain help from your friends and family 

members? 
 

1 
 

2 
 

3 
 

4 
 

5 

4. Relieve your stress associated with having a 
child with an ongoing health condition? 

 
1 

 
2 

 
3 

 
4 

 
5 

      

5. Communicate with your partner about issues 
related to your child’s health? 

 
1 

 
2 

 
3 

 
4 

 
5 

6. Communicate with your child about issues 
related to her/his special health need? 

 
1 

 
2 

 
3 

 
4 

 
5 

      

7. Manage your child’s condition in general?  
1 

 
2 

 
3 

 
4 

 
5 

8. Involve your child in helping with her/his 
health care needs? 

 
1 

 
2 

 
3 

 
4 

 
5 

      
9. Manage the emotions that you experience as a 

result of having a child with an ongoing 
health condition? 

 
1 

 
2 

 
3 

 
4 

 
5 

10. Help other children (siblings, friends, etc.) 
understand your child’s ongoing health 
needs? 

 
1 

 
2 

 
3 

 
4 

 
5 
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Post Traumatic Growth Inventory Survey 
 

Indicate for each of the statements below the degree to which this change occurred in your life as 
a result of having a child with special health needs, using the following scale. 
 
As a result of having a child with special health needs,  
 

0= I did not experience this change.  
1= I experienced this change to a very small degree.  
2= I experienced this change to a small degree.  
3= I experienced this change to a moderate degree.  
4= I experienced this change to a great degree.  

 5= I experienced this change to a very great degree. 
 

 
I did not 

experience 
this change 

I experienced 
this change 

to a very 
small degree 

I 
experienced 
this change 
to a small 

degree 

I experienced 
this change 

to a moderate 
degree 

I 
experienced 
this change 
to a great 

degree 

I experienced 
this change 

to a very 
great degree 

1. I changed my 
priorities about 
what is 
important in 
life. 

0 1 2 3 4 5 

2. I have a greater 
appreciation for 
the value of my 
own life. 

0 1 2 3 4 5 

3. I developed 
new interests. 0 1 2 3 4 5 

4. I have a greater 
feeling of self-
reliance. 

0 1 2 3 4 5 

5. I have a better 
understanding 
of spiritual 
matters. 

0 1 2 3 4 5 

6. I more clearly 
see that I can 
count on people 
in times of 
trouble. 

0 1 2 3 4 5 

7. I established a 
new path for 
my life. 

0 1 2 3 4 5 

8. I have a greater 
sense of 
closeness with 
others. 

0 1 2 3 4 5 
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9. I am more 
willing to 
express my 
emotions. 

0 1 2 3 4 5 

10. I know better 
that I can 
handle 
difficulties. 

0 1 2 3 4 5 

11. I am able to 
do better 
things with 
my life. 

0 1 2 3 4 5 

As a result of 
having a child with 
special health 
needs, 

I did not 
experience 
this change 

I 
experienced 
this change 

to a very 
small degree 

I 
experienced 
this change 
to a small 

degree 

I experienced 
this change to 

a moderate 
degree 

I 
experienced 
this change 
to a great 

degree 

I 
experienced 
this change 

to a very 
great degree 

12. I am better 
able to accept 
the way 
things work 
out. 

0 1 2 3 4 5 

13. I can better 
appreciate 
each day. 

0 1 2 3 4 5 

14. New 
opportunities 
are available 
which 
wouldn’t 
have been 
otherwise. 

0 1 2 3 4 5 

15. I have more 
compassion 
for others. 

0 1 2 3 4 5 

16. I put more 
effort into my 
relationships. 

0 1 2 3 4 5 

17. I am more 
likely to try 
to change 
things which 
need 
changing. 

0 1 2 3 4 5 

18. I have a 
stronger 
religious 
faith. 

0 1 2 3 4 5 
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19. I discovered 
that I am 
stronger than 
I thought I 
was. 

0 1 2 3 4 5 

20. I learned a 
great deal 
about how 
wonderful 
people are. 

0 1 2 3 4 5 

21. I better accept 
needing 
others. 

0 1 2 3 4 5 
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APPENDIX D: 

IRB APPROVAL 

 



 
 
 

 
97 

1618 E. Helen St.
P.O.Box 245137
Tucson, AZ 85724-5137
Tel: (520) 626-6721
http://orcr.arizona.edu/hspp

Human Subjects
Protection Program

 

Date: September 15, 2015
Principal Investigator: Andria Jene Pizzato
Protocol Number: 1509115655
Protocol Title: Analysis of De-Identified Data Evaluating Outcomes for an Integrative

Healing Retreat for Families with Children who have Special Healthcare
Needs

Determination: Human Subjects Review not Required

The project listed above does not require oversight by the University of Arizona because
the project does not meet the definition of 'research' and/or 'human subject'.

• Not Research as defined by 45 CFR 46.102(d): As presented, the activities described
      above do not meet the definition of research as cited in the regulations issued by the U.S.
       Department of Health and Human Services which state that "research means a systematic  
       investigation, including research development, testing and evaluation, designed to
       contribute to generalizable knowledge".

• Not Human Subjects Research as defined by 45 CFR 46.102(f): As presented, the
       activities described above do not meet the definition of research involving human
      subjects as cited in the regulations issued by the U.S. Department of Health and Human
      Services which state that "human subject means a living individual about whom an
      investigator (whether professional or student) conducting research obtains data through  
      intervention or interaction with the individual, or identifiable private information".

Note: Modifications to projects not requiring human subjects review that change the nature
of the project should be submitted to the Human Subjects Protection Program (HSPP) for a new
determination (e.g. addition of research with children, specimen collection, participant
observation, prospective collection of data when the study was previously retrospective in
nature, and broadening the scope or nature of the research question).  Please contact the
HSPP to consult on whether the proposed changes need further review.

The University of Arizona maintains a Federalwide Assurance with the Office for Human
Research Protections (FWA #00004218).
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APPENDIX E: 

LETTER TO ANALYZE DATA 
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APPENDIX F: 

THREE-MONTH SURVEY 
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October 2014 
 
 
Dear Integrative Touch for Kids Retreat Participant, 
 
We are writing to follow up on your participation in a research study that began last July 
in Tucson, Arizona at the Integrative Touch for Kids Healing Retreat.  At this time, we 
ask that you complete the enclosed two-page Post-Retreat Survey and mail it back to us 
in the enclosed postage paid envelope within 10 days. We are interested in knowing how 
the retreat affected your family. We have used identification numbers (1-9) to keep your 
responses confidential.  
 
You are free to skip any question that you prefer not to answer. If you choose not to 
complete the enclosed survey, please return the form blank, and no one will contact you 
further. If after three weeks we have not heard from you, the Program Director of 
Integrative Touch for Kids, Shay Beider, will send you another survey and a copy of this 
letter. If we do not receive a response from you within two weeks, you will not be 
contacted further. 
 
If you have any questions about the research study itself, please contact me at 
shay@integrativetouch.org or 323-646-5656.   
 
 
Sincerely, 
 
Shay Beider, MPH 
Integrative Touch for Kids 
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Post Retreat Survey for Parents - 3 Month Follow Up

1. Now that it has been three months since your family participated in the Integrative Touch for 
Kids Healing Retreat, please describe the most valuable aspect of the retreat.

2. At this point in time, how would you say you and your family have been affected by your 
participation in the Integrative Touch for Kids Healing Retreat?

3. What has been the most significant or meaningful change for you and/or your family that 
came about because of the retreat? 

4. As you think about the change that you described in #3, 
a.   what helped you to accomplish this change?

b.  what hindered your ability to accomplish this change?

c.  what resources have been necessary to make this change?

d.  how valuable has this change been for you and/or your family?  Explain.

SIDE TWO ->
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APPENDIX G: 

SIX-MONTH SURVEY 
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January, 2015 
 
 
Dear Integrative Touch for Kids Retreat Participant, 
 
We are writing to follow up on your participation in a research study that began last July 
in Tucson, Arizona at the Integrative Touch for Kids Healing Retreat.  At this time, we 
ask that you complete the enclosed two-page Post-Retreat Survey and mail it back to us 
in the enclosed postage paid envelope within 10 days. We are interested in knowing how 
the retreat affected your family. We have used identification numbers (1-9) to keep your 
responses confidential. If we write a report about this study we will do so in such a way 
that you cannot be identified. 
 
You are free to skip any question that you prefer not to answer. If you choose not to 
complete the enclosed survey, please return the form blank, and no one will contact you 
further. If after three weeks we have not heard from you, the Program Director of 
Integrative Touch for Kids, Shay Beider, will send you another survey and a copy of this 
letter. If we do not receive a response from you within two weeks, you will not be 
contacted further. 
 
If you have any questions about the research study itself, please contact me at 
shay@integrativetouch.org or 323-646-5656.   
 
Sincerely, 
 
 
 
Shay Beider, MPH 
Integrative Touch for Kids 
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Post Retreat Survey for Parents - 6 Month Follow Up

1. Now that it has been six months since your family participated in the Integrative Touch 
for Kids Healing Retreat, please describe the most valuable aspect of the retreat.

2. At this point in time, how would you say you and your family have been affected by 
your participation in the Integrative Touch for Kids Healing Retreat?

3. What has been the most significant or meaningful change for you and/or your family 
that came about because of the retreat? 

4. As you think about the change that you described in #3, 
a.   what helped you to accomplish this change?

b.  what hindered your ability to accomplish this change?

c.  what resources have been necessary to make this change?

d.  how valuable has this change been for you and/or your family?  Explain.
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