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§  Content Disclosure: Get Well Maps will be demonstrated 
and utilized as an example of a child- and family-centered 
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Learning Outcomes!
After this course, participants will be able to:

§  Define the key components of a child- and family-centered, 

interdisciplinary discharge planning framework.

§  Describe the use of methods and strategies to partner with 

patients and families to facilitate therapeutic communication 
and navigation through various stages of medical care.


§  Identify potential challenges, solutions, and opportunities to 
integrate child- and family-centered tools and methods into 
clinical workflows and medical education across diverse 
patient populations.
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Family-Centered Perspective


 
 
 
 
 
 
 
 
Andrew’s Story-https://www.getwellmaps.org/our-story/
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The Trend Toward Increasingly !
Complex Discharges


§  Discharging with High-Acuity Needs

§  Learning and Processing Information is Challenging for the 

Child and Family

§  Increasingly Complex Information & D/C Instructions

§  Environmental Considerations

§  Caregiver and Family Transitions
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Research Review: Pediatric Discharge Data

§  Each year one in four children will receive medical care for an 

injury, resulting in millions of emergency department visits & 
hospitalizations. 


§  Nearly one of every six discharges (5.9 million) from US hospitals 
in 2012 was for children aged 17 years or younger. 


§  On average, pediatric patients stayed in the hospital for 4 days 
(3.9 mean length of stay, days), with an average cost of over 
$6,000 per stay and accounting for 37 million in aggregate 
hospital costs (Witt, Weiss, Elixhauser, 2014).


§  In recent years, there have been significant increases in the 
number of admissions for children w/ chronic conditions, a 6% 
increase 2010-2016 (Bucholz, Toomey, Schuster, 2019).!
!
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Research Review: Pediatric Discharge Data

§  Substantial variability exists within settings of pediatric 

hospitalizations. 

§  In the US in 2012, 2 million pediatric hospitalizations, more than 

70%, occurred in a general hospital (Leyenaar et al. 2016). 

§  3,866 hospitals were general, 70 were free standing. 


§  While every child’s discharge looks quite different, pediatric 
standards published in 2014 in the Journal of the American 
Medical Association indicate that high-quality, family-centered 
guidelines and processes can indeed be applied broadly, while 
still leaving room for individualized planning.
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§  Currently, more than 46% (~34 million) U.S. children under age 
18 have had at least 1 adverse childhood experience (ACE), and 
more than 20% have had at least 2 ACEs.


§  Pediatric medical trauma as an ACE 

§  Risk Factors for persistent traumatic stress reactions include prior 

traumatic experiences or behavioral problems, more severe pain 
or exposure to frightening sights and sounds while in the hospital, 
subjective sense of life threat and injury / illness severity, and 
more severe early traumatic stress reactions. 


§  Parent presence and support, as well as a positive peer support 
system, appear to serve as Protective Factors. 
https://www.healthcaretoolbox.org/research-summaries.html
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Trauma-Sensitive Considerations
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§  Post Intensive Care Syndrome (PICS):

§  Advancements in critical care medicine and consequently, the 

improvement in survival after a critical illness have led clinicians to 
discover the significant functional disabilities that many surviving 
patients experience. This has led to further research which is focused 
on improving the long-term outcomes for critical illness survivors and 
their functional recovery. 


§  PICS is defined as new or worsening impairment in physical, 
cognitive, or mental health status arising after critical illness and 
persisting beyond discharge from the acute care setting. 


§  Psychological health of family members of the survivor may also be 
affected in an adverse manner, termed as PICS-Family (Rawal, Yadav 2017).


§  Post Intensive Care Syndrome (PICS):

§  Of the more than 5.7 million individuals admitted to ICUs each year in 

the US, According to the Society of Critical Care Medicine, PICS 
affects: 


§  33% of all patients on ventilators

§  Up to 50% with an ICU length of stay for at least 1 week
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Trauma-Sensitive Considerations


Trauma-Sensitive Considerations

§  Pediatric Medical Traumatic Stress (PMTS): 


§  Defined as “a set of psychological & physiological responses 
of child and their families to pain, injury, serious illness, 
medical procedures, and invasive or frightening treatment 
experiences” (National Child Traumatic Stress Network, 2003). 


§  PMTS includes traumatic stress responses, such as arousal, 
re-experiencing, and avoidance, which can vary in intensity 
and disrupt functioning (Kazak et al., 2005).
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§  The Integrative Model of PMTS (Kazak et al., 2005) emphasizes a family-
centered perspective, and need for assessment and intervention, 
for parents, as well as siblings. 


§  Highlights the hallmarks typically present: life threat, and/or the 
likelihood of an event evoking fear, horror and helplessness 
(American Psychiatric Association, 1994). 


§  It notes, however, that the symptoms of PMTS are more strongly 
correlated with subjective experiences than objective 
characteristics of a particular illness or treatment course. (Kazak et al., 
2005) 
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Trauma-Sensitive Considerations


§  This model advocates that PMTS be addressed:

§  In the delivery of acute medical treatment (by changing the 

subjective experience of Potentially Traumatic Events (PTE) 

§  After the delivery of medical treatment (to prevent the symptoms of 

PMTS)

§  By primary care health providers and educators to identify ongoing 

concerns & link family with resources upon community & school re-
entry (to reduce the symptoms of PMTS). 


§  As research continues to emerge, it is important to note that 
greater understanding, prevention, assessment and intervention 
has the potential to help children and families develop adaptive 
long-term outcomes after traumatic experiences.


§  Post-Traumatic Growth (PTG)-Resiliency research is expanding. 

How do we help inspire & promote this trajectory among families? 


12


Trauma-Sensitive Considerations




6/25/20	

7	

Developed as Therapeutic Framework that was the result of 
Occupational Therapy and Child Life Collaboration
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Therapeutic Intervention: !
Exceptional Clinical Care


§  Evidence-Based Diagnostic Methods

§  Evidence-Based Treatment Protocols

§  Clinical Judgement & Decision-Making

§  Staff Consistency

§  Individualized Care
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Therapeutic Intervention: !
Communication


§  Need for multi-sensory learning strategies and medical 
education in healthcare settings:

§  Child- and Family-Centered

§  Developmentally-Appropriate


§  Rising numbers of children with Autism Spectrum Disorder, 
ADHD, auditory processing disorder, sensory processing 
disorder


§  Language barriers

§  Medical jargon

§  Multiple Team Members with Various Communication Styles


19
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Promoting !
Developmentally-Appropriate Communication


§  Translating medical jargon

§  Helping children identify tangible, child-centered goals

§  Helping children and families understand interdisciplinary 

goals/medical education

§  Medical Rounding: support before/during/after

§  What to do when a “setback” occurs
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Therapeutic Intervention:  
Therapeutic Play


§  Types of Therapeutic Play include:

§  Emotional Expression

§  Instructional Play

§  Medical Play


§  Therapeutic Play allows children to:

§  Express feelings or concerns

§  Become familiar with medical equipment

§  Increase understanding

§  Learn and practice coping techniques

§  Re-enact healthcare experiences

§  Develop feelings of mastery 

§  Communicate fears 

§  Ease and clarify misconceptions


21
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Therapeutic Intervention:  
Therapeutic Play


§  Research provides evidence for the effectiveness of 
therapeutic play in reducing psychological and 
physiological stress for children facing medical challenges. 


§  Therapeutic play offers long-term benefits by fostering 
more positive behavioral responses to future medical 
experiences. 


§  Since childhood play transcends cultural barriers, play 
opportunities should be provided for children of all ages 
and backgrounds.
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Promoting Therapeutic Play

§  Medical Preparedness and Education

§  Partnering with caregivers

   & siblings

§  Assessing Readiness &


Communicating with the Team

§  Guiding, Modeling & 

    Facilitating Therapeutic Play

    with Families & Staff during 

    hospitalization & after discharge

§  Red Flags to look for beyond D/C
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Therapeutic Intervention:  
Family & Sibling Support


§  Caregivers know their child best, although stress and demands of 
hospitalization can compromise their confidence in their caregiver roles


§  Challenges of having a hospitalized sibling/child

§  Disruption of family unit and daily routines

§  Emotional hardships

§  Adjustment problems

§  Shift in family boundaries


§  Important to incorporate the entire family in the hospitalization, including 
the discharge planning process.


§  Roles often shift due to hospitalization and again upon discharge.
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Promoting  
Family & Sibling Support


§  Education and Family Engagement

§  Teach back method

§  Amount of information

§  Active listening

§  Goal Setting

§  Previous transitions within the family


§  Siblings

§  Current understanding/current needs

§  Inclusion in teaching and offering support 

§  Assessment for additional needs-Recognizing needs beyond 

your scope of practice

§  Resources


§  Short-term (during hospitalization and medical care)

§  Long-term (beyond discharge)


Q6
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Therapeutic Intervention:!
Meaningful, Goal-Directed Activities


§  Incorporating Therapeutic Play into Meaningful, Goal 
Directed Activities

Functional Activities

Activities of Daily Living

Functional Mobility

Play/Leisure


§  Establishing Goals

Measurable STG & LTG

Meaningful Child and Family-Centered Goals

(Stoffel et al., 2017)
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Promoting Meaningful, !
Goal-Directed Activities


§  Provide opportunities for choice and control in 
unfamiliar environment & situations


§  Promote enhanced independence in preparation for 
discharge and/or transitions


§  Encourage & motivate children & families to work 
towards skill development from a “modified normal”.


§  Teach skills needed for successful re-integration to 
home/school/community environments


27


Therapeutic Intervention:!
Medical Mapping


§  Families often have difficulty navigating evaluation and 
treatment courses and require facilitation from healthcare 
professionals for guidance & empowerment


§  Use of child-friendly themes tailored to the child’s interest to 
increase engagement & normalization of healthcare 
experience. 


§  Use of photographs or illustrations to enhance personalized 
goal setting & individualized care that is visible to the child 
and family


§  Use of a “Neutral Zone” to encourage consistent, 
developmentally-appropriate communication during medical 
setbacks or delays in progress


§  Milestone markers to highlight individualized aspects of 
medical experience & incorporate interdisciplinary goals


28
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Therapeutic Intervention:!
Medical Mapping


29
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Promoting Strategies 
Medical Mapping


Utilizing Get Well Maps and Milestone Markers as a Patient and Family Medical Education 
Tool:

§  A member of the child’s medical team should apply 1 sticker (or 2-3 maximum at a time) 

to the child’s Get Well Map to provide families with a visual tool that prepares them for the 
next upcoming milestone that needs to be addressed in the discharge planning process/
pathway


§  Stickers should be applied in the sequence that best aligns with the team’s 
Interdisciplinary Plan of Care


§  Don’t forget that a milestone can be depicted in the neutral zone, as it might be the 
milestone that must be achieved to end a set-back or pause in medical progress


§  Adjustable & removable as the child may request that these milestones are removed after 
achievement. 


§  Members of the child’s medical team can autograph the back of the child’s Get Well Map 
upon discharge.


§  The Get Well Map becomes an individualized keepsake that depicts a child and family’s 
bravery and perseverance!
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Example of Milestone Markers-Oncology


31


Example of Milestone Markers-Oncology
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Clinician-Centered Perspective

§  Pediatric Oncology Case Study 

    Emily 
Ø 11 year old female, mild CP

Ø Bone Marrow Transplant recipient

Ø 2 hours from home

Ø Cultural Considerations

Ø Hospitalization lasting approximately 2 months

Ø Discharge planning process initiated ~2 weeks prior

Ø Discharge delayed by fevers-Clinical vs. Non-Clinical Goals
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Outcomes


§  Creating a Process for Promoting High Quality Individualized Care 
in a Family-Centered Healthcare Environment


§  Admission à Discharge

§  Improved Consistency of Developmentally-Appropriate Medical 

Communication & Medical Education among the Interdisciplinary 
Team


§  Preparing Families for Transitions 

§  To different units within the hospital, Ronald McDonald 

House, and Home

§  Empowering Families throughout the Discharge Planning Process


§  Use of visual supports, small chunks of medical education for 
children & families to process, and multi-sensory learning 
strategies


34
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Child- and Family-Centered Care = Improved 
Satisfaction & Outcomes


§  Positive Patient Experience

§  Child & Family-Centered Care

§  High Quality, Individualized Care

§  Effective Medical Education

§  Collaborative Discharge Planning

§  Meaningful Partnerships with 

Engaged Families

§  Facilitating Positive Outcomes
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Potential Barriers

§  Disengaged Child &/or Family

§  Working in Clinical Silos

§  Inconsistent Staffing

§  Organization Demands &/or Insurance Pressure

§  Lack of Experience with Medically Complex Patients & 

Families

§  Unestablished or Unrealistic Expectations

§  Lack of Resources-Financial, Time, Support

§  Difficulty Sustaining a Child- & Family-Centered Focus

§  Language Barriers


36
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Potential Solutions & Opportunities

§ Advocacy

§ Embrace & Encourage New Ideas

§ Teamwork

§ Consistent Approach

§ Sharing and Promoting Evidence-Based 

Practice among Colleagues

§ Being a Champion for Child- and Family-

Centered Care Initiatives



 37
Q10


Questions and Feedback


§ Christina.Connors@getwellmaps.org

§  Jennifer.Kelley@Nemours.org 
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