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START Model
The START (Systemic-Therapeutic-Assessment-Resources-Treatment) model is an evidence-
informed model of integrated community crisis prevention & intervention services for individuals 
ages 6 and older with intellectual and developmental disabilities and mental health needs. 

START was first developed in 1988 by Dr. Joan B. Beasley and was cited as a best practice in the 
2002 US Surgeon General’s report and by the National Academy of Sciences in 2016.

The National Center for START Services at the UNH Institute on Disability oversees the 
development, measurement and quality of START programs across the country.



Objectives
1. Review current understandings of grief and differentiate from depressive 

disorders, PTSD, or Separation Anxiety.
2. Distinguish Prolonged Grief Disorder and specific risk factors, specifically PTSD.
3. Discuss the trajectory of grief and how it is processed and experienced differently 

in the ASD/IDD population with attention to the influence of cultural norms and 
values defining this trajectory. 

4. Provide interventions and strategies to discuss and process grief with individuals 
with neurodevelopmental differences such as IDD and ASD.



What is Grief?
- Definition

- The emotional experience in response to a death or 
the loss of someone important. 

- Misconceptions
- It’s a state of sadness
- Grieving is a linear process
- People with disabilities don’t experience grief

This Photo by Unknown Author is licensed under CC BY-NC-ND

Presenter Notes
Presentation Notes
Grief is more than sadness; it’s a state of yearning and desire for something that is just outside your reach until you remap your relationship with that person or thing


https://inspiringbetterlife.blogspot.com/2012/07/engaging-our-eternally-personal-grief.html
https://creativecommons.org/licenses/by-nc-nd/3.0/
https://creativecommons.org/licenses/by-nc-nd/3.0/
https://creativecommons.org/licenses/by-nc-nd/3.0/
https://creativecommons.org/licenses/by-nc-nd/3.0/
https://creativecommons.org/licenses/by-nc-nd/3.0/


Grief and the Brain
- Nucleus accumbens: Reward and 

motivation
- Hippocampus: Long-term memory
- Amygdala: Emotional processing, 

memory formation, and activation
- Prefrontal cortex: Executive functioning 

and emotional regulation. 
- Anterior cingulate cortex: attention, 

emotion regulation, and decision-
making

Chen, et al, 2020; Huberman, 2022

ACC

Presenter Notes
Presentation Notes
In summary, during the early grief experience, the brain is screaming: Something important has been lost…. Here’s everything I remember 

Andrew Huberman, a neuroscientist, discusses grief as a complex biological and psychological process involving brain circuits for pain, motivation, and reward. He explains how grief can be understood as unfulfilled yearning and how it activates brain regions associated with both pain and motivation, particularly the nucleus accumbens, which is linked to dopamine-driven states. Grief can also rewire the brain, potentially leading to a prolonged stress response, and can manifest as brain fog, cognitive difficulties, and emotional challenges. 
Here's a more detailed breakdown:
Brain Mechanisms of Grief:
Pain and Motivation:
.Grief activates brain regions associated with both physical pain and motivational states. The nucleus accumbens, a brain area involved in reward and motivation, becomes active during grief, indicating a drive to seek out what was lost. 
Memory and Attachment:
.Grief is linked to the way our brains map relationships in space, time, and emotional closeness. Strong episodic memories of loved ones can trigger a natural expectation of their presence, making their absence feel particularly painful. 
Stress Response:
.Grief can reinforce brain pathways that keep the body in a state of stress. This can contribute to the physical and emotional toll of grief, making it crucial to strengthen the brain regions that regulate the stress response. 

In many ways, grief is like a phantom limb – after amputation, you will feel like your limb is still there when it’s gone
Five stages of grief (non-linear & not everyone makes their way through all stages): (1) denial; (2) anger; (3) bargaining; (4) depression; (5) acceptance
People move through grief at different rates due to life circumstances, hormones, etc.
Grief is not just for people– you can be immensely attached & grieve a person, animal, or thing that is no longer in life for any reason (death, rehoming, lost object)
Grief is both a state of pain and a state of wanting which drives the activation state – we seek out how to resolve the pain
Once someone is gone, we’re put into an action state of looking for and seeking that person, expecting them to contact us or see them when we’d expect
All relationships are mapped through the brain and body through three dimensions: (1) space; (2) time; (3) closeness (emotional)
To get through grief, we have to remap our attachment– grief is the process of uncoupling and reordering our relationship from space, time, and closeness (e.g., not expecting to see them at a certain place or time)
Get close to and deliberately experience attachment to that person/object/animal – don’t distract yourself or focus on counterfactual thinking (i.e., “what ifs”)
As always, sleep is critical to regulating hormones, neuroplasticity, and setting yourself up for the healthiest overall autonomic state which will help you navigate grief (and life)

Amygdala- The amygdala, a pair of almond-shaped structures deep within the brain, plays a central role in processing emotions, particularly fear and anxiety. It's involved in identifying potential threats and triggering appropriate emotional and physical responses, such as the "fight-or-flight" reaction. Beyond fear, the amygdala also contributes to emotional memory formation, social cognition, and regulating aggression.  Shows increased reactivity in response to memories of the person. Especially during periods of inense sadenss and intrusive thoughts. 

responsible for executive functions like planning, decision-making, and emotional regulation, is significantly impacted during grief. Grief can lead to reduced activity in this area, causing difficulties with concentration, decision-making, and managing daily responsibilities
Anterior Cingulate Cortex (ACC):
.This area is involved in attention, emotion regulation, and decision-making. In grief, the ACC may show altered activity, potentially contributing to difficulties with attention and emotional processing. 





Trauma and Grief
Adverse 

Experience

Trauma Grief

One event does NOT always 
result in the occurrence of the 
other event.



Developmental Disabilities and Grief

Children and adults with disabilities may 
experience grief differently due to:

◦ Developmental differences and challenges 
with thinking

◦ Social-emotional responses
◦ Reactions of those around them

ThePhoto by PhotoAuthor is licensed under CCYYSA.



Conceptual Differences: 
Understanding Death
• Piaget’s theory often doesn’t align with comprehension for those with IDD.

• Object permanence
• Magical thinking

• Challenges with abstract thinking and metaphoric language.
• “He passed away.”
• "They're at peace."

• Concrete teaching methods (e.g. visual aids, repetition) found most effective.

Presenter Notes
Presentation Notes
Here's how Piaget's stages relate to grief:
Sensorimotor Stage (0-2 years):
Infants primarily experience the world through senses and actions. While they don't understand death conceptually, they can experience loss through separation from caregivers and may show distress. 
Preoperational Stage (2-7 years):
Children in this stage develop symbolic thinking, but their understanding of death is still limited. They may think of death as temporary, reversible, or even caused by their own thoughts or actions (magical thinking). They may also struggle with the finality of death and experience intense emotions like sadness, anger, or even guilt. 
Concrete Operational Stage (7-12 years):
Children in this stage begin to grasp the concepts of permanence, irreversibility, and causality related to death. Their understanding becomes more logical, but they may still struggle with abstract concepts and may need concrete examples to help them understand. 
Formal Operational Stage (12+ years):
Adolescents can think abstractly and hypothetically, allowing them to understand death in a more complex and nuanced way. They can grapple with philosophical questions about death and their own mortality. 




Social Emotional Responses
• Differences in emotional insight and 

expression
• Manifestations: crying, anxiety, 

regression, new behaviors (e.g. hitting, 
withdrawal, clinginess), increases in 
frequency or intensity.

• Challenges include rigidity, routine 
disruption, non-verbal communication.



Disenfranchised Grief
•People with disabilities are often 
excluded from rituals or shielded from 
truth.

•Misunderstood expressions may lead to 
lack of support.

•Lack of validation increases risk for 
prolonged or complicated grief.



Complicated Grief (CG)

Persistent, acutely distressing, and functionally 
impairing grief reaction that goes beyond what is 
considered a typical mourning process. (O’Riordan, 
2022)

May result from misattribution of behaviors and 
diagnostic overshadowing.

Presenter Notes
Presentation Notes
CG remains poorly defined in IDpopulations.
Diagnostic overshadowing leads tomissed recognition. Diagnosticovershadowing (where griefsymptoms are attributed to the disabilityrather than recognized as distinct).
Differing terminologies: CG vs. PGD(prolonged grief disorder).
Need for ID-specific definitions anddiagnostic clarity.




Complicated Grief, cont.

Prolonged/ Complicated grief and delayed onset common.

High prevalence: ~33% in ID vs. ~9.8% general population.

Separation distress more frequent than traumatic grief.

Self-report tools reveal more symptoms than proxy reports.



PTSD, Complicated Grief, or Other?

CG

Depression 
or AnxietyPTSD



Protective Factors

Anticipated loss and 
bereavement education.

Involvement in rituals—if 
properly prepared.

Support from trained 
caregivers and consistent 

environments.

Reliable assessments 
and tailored interventions.



Key Takeaways
- Grief is experienced even if cognitive 

understanding is limited
- Individualized, concrete and honest 

approaches are essential. 
- Maintain routine and stability as well as 

possible. Understand the risks of 
secondary loss (e.g., routine disruption, 
caregiving changes, etc.)

- Recognize and address challenging 
behaviors and seek specialized 
support. 

https://tipsheets.vkcsites.org/helping-
people-with-intellectual-disabilities-
cope-with-loss/

https://tipsheets.vkcsites.org/helping-people-with-intellectual-disabilities-cope-with-loss/
https://tipsheets.vkcsites.org/helping-people-with-intellectual-disabilities-cope-with-loss/
https://tipsheets.vkcsites.org/helping-people-with-intellectual-disabilities-cope-with-loss/
https://tipsheets.vkcsites.org/helping-people-with-intellectual-disabilities-cope-with-loss/
https://tipsheets.vkcsites.org/helping-people-with-intellectual-disabilities-cope-with-loss/
https://tipsheets.vkcsites.org/helping-people-with-intellectual-disabilities-cope-with-loss/
https://tipsheets.vkcsites.org/helping-people-with-intellectual-disabilities-cope-with-loss/
https://tipsheets.vkcsites.org/helping-people-with-intellectual-disabilities-cope-with-loss/
https://tipsheets.vkcsites.org/helping-people-with-intellectual-disabilities-cope-with-loss/
https://tipsheets.vkcsites.org/helping-people-with-intellectual-disabilities-cope-with-loss/
https://tipsheets.vkcsites.org/helping-people-with-intellectual-disabilities-cope-with-loss/
https://tipsheets.vkcsites.org/helping-people-with-intellectual-disabilities-cope-with-loss/
https://tipsheets.vkcsites.org/helping-people-with-intellectual-disabilities-cope-with-loss/
https://tipsheets.vkcsites.org/helping-people-with-intellectual-disabilities-cope-with-loss/
https://tipsheets.vkcsites.org/helping-people-with-intellectual-disabilities-cope-with-loss/


Assessment- Understanding of Grief

Presenter Notes
Presentation Notes
he aim of the present study therefore was to examine the grieving process using the IGCS-ID, an informant-report questionnaire—tested for internal consistency reliability—to be completed by professionals working with people with intellectual disability. The questionnaire assessed the three dimensions most frequently cited in the literature. In summary, the understanding of the concept of death dimension is a good reflection of the area advanced by MacHale et al. (2009), that is, cognitive understanding of the biological concept of death, which is one of the most researched and theoretically grounded characteristics of grief (Stancliffe et al., 2016). The coping with the loss dimension mainly encompasses the areas of social response and relationship with the deceased, as advanced by Blackman (2008). Finally, the post-bereavement reactions dimension is related to the social impact, physical health and lifestyle dimensions captured in Blackman's BNAT (2008).



Assessment- Stressors



Supports and Tools
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