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Objectives for Today

Normalize

Clarify

Highlight

Normalize the need for families and providers to receive

support around traumatic stress.

Clarify what traumatic stress is and how it impacts
families and providers.

Highlight the pathways Alongside 1s creating to minimize and
mitigate traumatic stress in pediatrics.
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Our Vision

A pediatric health
system that minimizes
and mitigates traumatic
stress whenever
possible for providers
and patient families.
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My Story
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A Clearinghouse for Solutions
Filtered through a family-centered lens.
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We are a clearinghouse of what works, gathering research-based solutions from around the world and put families at the center to determine what works and what else is needed.


What 1s Pediatric Medical Traumatic
Stress?

A set of psychological and physiological responses of children
and their families to pain, injury, medical procedures, and
iInvasive or frightening treatment experiences.

—National Child Traumatic Stress Network (NCTSN), 2003

(PDF) When Treatment Becomes Trauma: Defining, Preventing, and Transforming Medical Trauma @
therapist.com | therapist.com
https.//www.nctsn.org/what-is-child-trauma-/trauma-types/medical-trauma/effects Alongside

Network
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Talking points: �1. Define it for the audience-what are we talking about-make it plain-natural responses to scary medical procedures and illness 
2. Highlight the idea that it doesn’t happen just for the patient but for the caregivers as well
3. You may mention that a lot of the research started and comes out of the pediatric cancer community-this is where it started and then spread  
4. Make it plain reactions to scary medical things that have happened to you or that you witnessed 




References: Also mention developing MTS due to medical errors-(PDF) When Treatment Becomes Trauma: Defining, Preventing, and Transforming Medical Trauma�therapist.com | therapist.com�
NCTSN 2003-I cannot find the original resource and it no longer appears available could just cite that this is what is on the current NCTSN and healthcare toolbox website 

Kazak, A. E., Kassam-Adams, N., Schneider, S., Zelikovsky, N., Alderfer, M. A., & Rourke, M. (2006). An integrative model of pediatric medical traumatic stress. Journal of Pediatric Psychology, 31(4), 343-355. https://doi.org/10.1093/jpepsy/jsj054



https://www.researchgate.net/publication/315694234_When_Treatment_Becomes_Trauma_Defining_Preventing_and_Transforming_Medical_Trauma
https://therapist.com/trauma/medical-trauma/

Prevalence

According to the NCTSN, up to
80% of children and their
families experience some
traumatic stress reactions
following a life-threatening
iliness, injury, or painful
medical procedure.

NCTSN: Pediatric Medical Traumatic Stress Toolkit for Health Care Providers | The National Child Traumatic Stress Network Alongside
Netwonrk


Presenter Notes
Presentation Notes
OPTIONAL: need to finalize which design element (WHICH of these conflicting numbers makes more sense.

--
Let's talk to Frank or Caitlin to get some clarification on these conflicting numbers.

NCTSN resource-Pediatric Medical Traumatic Stress Toolkit for Health Care Providers | The National Child Traumatic Stress Network

Need to make a decision about which resource to cite, the NCTSN has more dramatic and audience-grabbing research, whereas the Muscara research in the previous slide is more minute…


Our Work

Families / \ Providers
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NEW SLIDE– NEED TO ADD TO THE ORDER OF SLIDES

"Right now, our work can essentially be broken down into two areas: work with families and work with providers."


Our work with families
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NEW SLIDE– NEED TO ADD TO THE ORDER OF SLIDES

Orientation slides for the deck.



Our Approach:
Support & Engage Impacted Families
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Notes:
Our Approach: 
ENGAGE IMPACTED FAMILIES

Wellbeing Groups
Based on the proven Take a Breath model. 
Co-facilitated by a clinical social worker and a lived experience parent/caregiver.
The focus is on validating experiences, building community, and increasing coping skills. 
Groups are offered at no cost to families and meet once per week on Zoom for six weeks.

Opportunities to Build Alongside
Alongside is built by impacted families for impacted families. 
We offer opportunities for families to get involved in repaving the pathway for the families who come behind us. Families often find meaning in supporting other people who have had similar experiences.

--
Audience: All 

Break into two slides: 
Our work with families
Our work with the pediatric system / healthcare practitioners


Wellbeing Groups

O), Validate

’ ’ experiences.

Build

community.

The group is like a big warm
| hug, where you don't have to
ncrease explain everything — other
CcO p| N g S k| | IS _ people h.ere already get it.

- Wellbeing Group Participant
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Wellbeing Groups are for parents and caregivers of children who have experienced a life-threatening illness or injury. 
Groups focus on validating experiences, connecting with other families who have had similar experiences, and gaining coping skills.
Groups are co-facilitated by a clinical professional and a parent/caregiver with lived experience. 
All groups are offered at no cost to families, meet once per week on Zoom for seven weeks. 



Support & Engage Caregivers

Build a pathway to meaning
making through engagement.

Decrease barriers to entry.

Continue ongoing support
through topic-based community
sessions.
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Post Traumatic Growth

Can lead to:
 greater appreciation of life,

* Improved interpersonal
relationships,

* greater personal strength,

* recognition of new possibilities in
one's life course, and

* spiritual or religious growth.

What Is Post-Traumatic Growth? (+ PTG Inventory & Scale) Alongside
Netwonrk
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References: 
“change after the experience of stressful or even traumatic events in that they develop beyond their previous level of psychological functioning” (Schubert et al., 2015, p. 469).
� “experiences of positive change that may occur as the result of the struggle with traumatic events and major life crises” (Munroe & Ferrari, 2022, p. 12).

What Is Post-Traumatic Growth? (+ PTG Inventory & Scale)



Frequently asked questions:

How do families find Alongside?

What about siblings and kids who were patients?
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Word of mouth
Social media ads
Disease-specific communities

Partners: Coping space, JustSibs, SibShops + Courageous Parents Network


Our work with providers
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NEW SLIDE– NEED TO ADD TO THE ORDER OF SLIDES

Orientation slides for the deck.
�


Our Approach:
Support & Enga
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Our Approach: 
ENGAGE PEDIATRIC HEALTH SYSTEM HOSPITALS

Hospitals
Partner with hospitals to train practitioners across a unit or system.
Directly support patients & families post-discharge.

Practitioners
Train practitioners at the bedside and in follow-up care to identify traumatic stress in patients and families,
Normalize the need for support, and
Refer to or provide support.

Payers
Over time, work with payers to demonstrate the long- and short-term health benefits and cost savings associated with early intervention of medical trauma.


--
Audience: All 

Break into two slides: 
Our work with families
Our work with the pediatric system / healthcare practitioners


Our Goal
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"Our goal is for everyone at the bedside to be practicing trauma informed care, both with regard to managing their own secondary traumatic stress and medical traumatic stress in patients and their families."


STS: What 1s 1t?

Secondary Traumatic Stress is the—

 Emotional duress that results when an
individual hears about the firsthand
trauma experiences of another.

 Responses based on exposure to the
trauma of others (and participation in
the trauma of others as a healthcare
professional).

NCTSN Resources | The National Child Traumatic Stress Network
Prevalence of Compassion Fatigue.pdf
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https://www.nctsn.org/trauma-informed-care/secondary-traumatic-stress/nctsn-resources

STS: Why 1t matters

Patient Impact: Provider Impact: Organizational Impact:
* Improved patient e+ Potential to reduce * Reduction in medical
care burn-out and leaving errors
profession
* Reduced impact of * Reduction in malpractice
medical care on * Increased job claims
patient and family satisfaction

emotional health
* Improved quality of
life

 Reduced tension @

with families |
Alongside

Netwonrk
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Patient Impact: Improved patient care, reduced impact of medical care on patients emotional health 
Provider impact: potential to reduce burn-out and leaving profession, increase job satisfaction, improved professional quality of life, reduced tension with families 
Organizational Impact: reduction in medical errors, reduction in malpractice claims


Source: CPTS | Secondary Truamatic Stress Healthcare Professionals



Pediatric Medical Traumatic Stress: Why 1t matters

Daily functioning and treatment adherence

* \WWhile most children and parents cope well,
some will have persistent reactions that can:

» Impair daily function N\

\ ,

N

o Affect treatment adherence-treatment avoidance

* Impede optimal recovery

NCTSN Healthcare providers comprehensive guide

https://pubmed.ncbi.nim.nih.gov/29800298/ Muscara F, McCarthy MC, Hearps SJC, Nicholson JM, Burke K, Dimovski A, Darling S, Rayner M, Anderson

VA. Featured Article: Trajectories of Posttraumatic Stress Symptoms in Parents of Children With a Serious Childhood lliness or Injury. J Pediatr Psychol.

2018 Nov 1;43(10):1072-1082. doi: 10.1093/jpepsy/jsy035. PMID: 29800298. Alongside
Netwonrk

SAMHSA source: SAMHSA's Concept of Trauma and Guidance for a Trauma-Informed Approach (2014) g



Presenter Notes
Presentation Notes
Talking points: 
Spend time on the prevalence of trauma in society and reference the growing consciousness of ACES 
Obvious that what’s hard about medical conditions cause distress 
For providers focus on trauma’s effect on tx adherence and the slowing down of optimal recovery
Trama Pervasiveness cite ACES info  

References: 
SAMHSA source: SAMHSA's Concept of Trauma and Guidance for a Trauma-Informed Approach (2014) 
NCTSN Healthcare providers comprehensive guide 
https://pubmed.ncbi.nlm.nih.gov/29800298/  Muscara F, McCarthy MC, Hearps SJC, Nicholson JM, Burke K, Dimovski A, Darling S, Rayner M, Anderson VA. Featured Article: Trajectories of Posttraumatic Stress Symptoms in Parents of Children With a Serious Childhood Illness or Injury. J Pediatr Psychol. 2018 Nov 1;43(10):1072-1082. doi: 10.1093/jpepsy/jsy035. PMID: 29800298.
Add a few more here: 
therapist.com | therapist.com
Trauma-Informed-Care-and-Oral-Health.pdf
 (Kazak et al, 1997).
 (DeVries et al. 1999).

https://library.samhsa.gov/sites/default/files/sma14-4884.pdf
https://library.samhsa.gov/sites/default/files/sma14-4884.pdf
https://library.samhsa.gov/sites/default/files/sma14-4884.pdf
https://pubmed.ncbi.nlm.nih.gov/29800298/

SAMSHA (Substance Abuse and Mental
Health Services Administration)

SAMSHA has called for practitioners to use trauma-informed care
approaches to address this public health issue.

: . Resist Re-
Realize Recognize Respond traumatization
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This is the framework we use for both STS and PMTS trainings.

Talking points: 
Highlight the call to used TIC approaches because it’s seen as a public health issue 
Note to facilitator to briefly describe the 4 R’s
SAMHSA gives us a helpful framework on implementing TIC practices in health care: The R’s SAMHSA Trauma Informed Framework.pdf



What Alongside Also Advocates For

Simple, Integrated Mindfulness Practices
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”What does this really look like in a practical sense" 

Use the example of a provider saying to a parent/caregiver, "Let's take three deep breaths before we pick up your baby. I want her to feel your calm heartbeat."
�


Gap 1n Care: Historical Context

Child mortality rate (under five years old) in the United States, from 1800 to 2020*
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https://www.statista.com/statistics/1041693/united-states-all-time-child-mortality-rate/
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Sources

= Show sources information

= Show publisher information

= Use Ask Statista Research Service

Release date
June 2019

Region
United States

Survey time period
1800-2020

Supplementary notes
*All data given is an average of the preceding five
year period.
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Why does this gap in the current system exist?
The child mortality rate in the United States, for children under the age of five, was 462.9 deaths per thousand births in 1800, meaning over 46% did not make it to their fifth birthday. By 2020, this rate had dropped to seven deaths per thousand births. 

The pediatric system of care has innovated to save kids' lives and routinely performs miracles. When the system was designed, many kids did not make it to their 5th birthday. Today, most hospitals have bereavement groups for parents who don't bring their kids home from the hospital.
�What they don't have are groups or other types of support for parents/caregivers who DO bring their kids home. Alongside is changing that.

Show this chart:

https://www.statista.com/statistics/1041693/united-states-all-time-child-mortality-rate/

https://www.statista.com/statistics/1041693/united-states-all-time-child-mortality-rate/
https://www.statista.com/statistics/1041693/united-states-all-time-child-mortality-rate/
https://www.statista.com/statistics/1041693/united-states-all-time-child-mortality-rate/
https://www.statista.com/statistics/1041693/united-states-all-time-child-mortality-rate/
https://www.statista.com/statistics/1041693/united-states-all-time-child-mortality-rate/
https://www.statista.com/statistics/1041693/united-states-all-time-child-mortality-rate/
https://www.statista.com/statistics/1041693/united-states-all-time-child-mortality-rate/
https://www.statista.com/statistics/1041693/united-states-all-time-child-mortality-rate/
https://www.statista.com/statistics/1041693/united-states-all-time-child-mortality-rate/
https://www.statista.com/statistics/1041693/united-states-all-time-child-mortality-rate/
https://www.statista.com/statistics/1041693/united-states-all-time-child-mortality-rate/
https://www.statista.com/statistics/1041693/united-states-all-time-child-mortality-rate/
https://www.statista.com/statistics/1041693/united-states-all-time-child-mortality-rate/

Systemic Catch-Up
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Our goal is to support the system in catching up to close this gap in care so that the system intentionally focuses on mental health of the whole family when a child experiences a life-threatening illness or injury. 

Image: Either something general like a family or some type of image that shows us closing the gap in care. I can think about what that would be.�


QQ|x A

Pediatric hospitals : Top-tier
prioritizing Alongside Network resegrch ors
patient experience
and staff wellbeing
Family-centered lens
Marketing
Packaging
Project Management
Evaluation
Reporting @
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Thought Leadership

Alongside
Netwonrk


Presenter Notes
Presentation Notes
We serve as a thought leader in this space by publishing articles, appearing on podcasts, and highlighting new research from around the world.


Thank you!

Jen Aspengren, Founder and CEO
(612) 232-6626 / jen@alongsidenetwork.org

www.alongsidenetwork.org
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