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ABSTRACT

	As more and more educational therapists (ETs) have been increasingly encountering terminally-ill or life-limited children in their practice, the need for training and involvement in Pediatric Palliative Care (PPC) has become more pressing. The author of this paper advocates to equip ETs with the adequate competencies necessary to support holistic care, aligned with PPC principles encompassing physical, emotional, psychosocial, and spiritual needs. The paper outlines the key types of terminal conditions commonly seen in educational therapy (EdTx) and also introduces the HEARTS Checklist, an easy-to-remember planning tool for delivering developmentally appropriate, compassionate, and individualized interventions. It also explores the application of the Pediatric Palliative Screening Scale (PePaS), which requires the involvement of medical professionals, as a collaborative assessment tool to inform EdTx strategies, despite its medical origins. Emphasizing interdisciplinary collaboration, family-centered planning, and cultural sensitivity, this paper positions ETs as essential contributors to enhancing quality of life for terminally-ill children and their families.	Comment by acer: Abstract loss the basic methodology and aims and it look like compostion not scientific methods followed
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Introduction
Although educational therapists (ETs) do not normally work with clients (the term will be used throughout this paper referring to children and adolescents) with terminal illness or life-limitation, they do also encounter such cases in their professional practice. As a result, it becomes crucial for ETs to be better prepared to know, learn and understand what they need to do should such cases be referred to them. In other words, educational therapists need to be properly trained and adequately equipped with the know-what and know-how in providing support service that involves Pediatric Palliative Care (PPC). 
  
In this paper, the author has chosen to use the definition of PPC provided by Bendle and Laddie (2019). PPC is defined “as an active and total approach to care, embracing physical, emotional, social and spiritual elements, for clients and young adults with life-limiting or life-threatening conditions” (Bendle &  Laddie, 2019, p. 431). Other terms to describe life-limiting/life-threatening/terminally-ill conditions include complex chronic diseases (CCDs), complex chronic conditions or chronic childhood conditions (CCCs), and all these terms will be used interchangeably throughout this paper. Palare, Tavares and Machado (2023) have argued that “[T]he PPC approach is aimed at reducing excessive interventions and therapies in advanced complex chronic diseases (CCDs), improving quality of life through effective symptom control and reducing the emotional burden on both the patients and their parents and family” (p. 327). 

While the World Health Organization (WHO, 2023) does not provide a specific global prevalence percentage for CCDs, it has reported that these chronic childhood conditions (CCCs) are common throughout the world, and they contribute substantially to the burden of disease and disability in all age groups, particularly older clients. The WHO (2025) has emphasized that these CCDs are emerging priorities in the global child health agenda. However, the methodology or algorithm applied in identifying and/or measuring the prevalence of CCCs or CCDs varies by country, e.g., the United States, Spain and Singapore, as illustrated below. 

For example, in the United States, according to an earlier study, involving about 1.9 million children in Colorado, Massachusetts, and New Hampshire, done by Leyenaar et al. (2022), the prevalence of these American children with CCDs is not fixed, but it varies widely between 0.7% and 11.4%, depending on the algorithm (e.g., Pediatric Medical Complexity Algorithm, Complex Chronic Condition Classification System, and/or Children with Disabilities Algorithm) applied as well as how strictly the algorithm defined the complexity (e.g., requiring multiple claims or multiple body systems involved). The findings from this study have highlighted the importance of selecting the appropriate algorithm for research, clinical programming, and policy-making in pediatric care. A more recent study done by Wisk and Sharma (2025) analyzing data from the National Health Interview Survey found that the prevalence of CCDs among American children aged 5 to 17 years increased from about 23% in 1999/2000 to more than 30% by 2017/2018. This rise was largely driven by conditions, e.g., ADHD/ADD, autism spectrum disorder (ASD), asthma, pre-diabetes, and depression (including major depressive disorder and dysthymia) or anxiety (including generalized anxiety disorder and other subtypes). 

In the next example, Serrano-Pejenaute et al. (2025) in Spain conducted a study using the data from the Basque Public Health System found that the prevalence of clients with CCDs was 681 per 10,000, with higher rates in males and an increase with age. The most affected systems were neurological, respiratory, mental health, musculoskeletal, and metabolic. 

In the third and last example, Singapore has a centralized electronic health record system that supports the tracking and management of patients with multiple chronic diseases. Known as Chronic Disease Management System (CDMS), it was Introduced in 2005 by the National Healthcare Group (NHG; Toh et al., 2019), and system centralizes patient data from various NHG institutions, facilitating comprehensive healthcare support services for patients with CCDs, and also enabling evidence-based population health and wellness management. Currently, the CDMS contains data for over 1.2 million unique patients and is configured to provide statistics for over 100 CCDs and CCCs, which include diabetes, hypertension, and chronic kidney disease (Singapore Ministry of Health/MOH, 2021). Additionally, the National Electronic Health Record (NEHR) system used in Singapore helps to consolidate patient health records from public as well as private healthcare providers. This NEHR system allows for a more comprehensive tracking and management of patients with CCCs, and thereby, it ensures a continuity of support services across different healthcare settings (Singapore MOH, 2025). By 2025, all private hospitals in Singapore are required to contribute their patients’ health records to the NEHR (Begum, 2024). This will further enhance the comprehensiveness of the NEHR system (Begum, 2024).

Five Common Challenges in managing CCDs in PPC
Providing support services for Pediatric Palliative Care (PPC) is rather challenging as a result of the complex integration of medical-emotional-developmental needs (see Figure 1) of both the terminally-ill clients concerned and their family (Best, 2024; DiDomizio et al., 2023; Riera-Negre et al, 2024). Additionally, healthcare providers (including counselors, social workers and educational therapists) need to navigate sensitive communication, cultural differences, and limited specialized resources available to them.
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Figure 1. The Complex Integration of Medical-Emotional-Developmental Needs 
of a Terminally-Ill Child & Family

Feudtner et al. (2019) have identified five most common challenges that pediatric professionals face when working with terminally-ill/life-limited clients, and these challenges have been identified as follows: “(1) Patient diversity and small population size; (2) Interdependencies and dynamic interactions between child, family members, and disease processes over time; (3) Outcomes and measurement; (4) School (for school-age children)/workforce (for working adults) and infrastructure limitations; and (5) Presumed burden of PPC research on patients and their primary caregivers” (p. 909). The same goes for educational therapists when they have to manage such cases of CCCs under their care.

The author of this paper has identified four key holistic needs integral to delivering Pediatric Palliative Care (PPC), and they are as follows (see Figure 2): (1) Physical (DiDomizio et al., 2023); (2) Emotional (Costa, Barros, & Diogo, 2025); (3) Psychosocial (Chia, 2024); and (4) Spiritual (Amâncio et al., 2024; Best, 2024) - of clients facing life-limiting or terminal illnesses. Practitioners in Educational Therapy (EdTx) or ETs, in this context, plays a crucial supportive role by promoting learning, development, and quality of life, customized to the unique needs of each client and their family.


Figure 2. Four Key Holistic Needs in PCC
 
In the field of EdTx, clients with CCDs/CCCs or terminal illnesses that ETs have under their care in the PPC support service can be categorized into four broad groups, which are provided by the Association for Children with Life-threatening or Terminal Conditions and their Families (ACT for short) - a UK-based charity founded in 1993 - in collaboration with the Royal College of Paediatrics and Child Health, to represent and support children with life-limiting illnesses and their families (see Register of Charities, 1993) as shown in Table 1 below (also see Palare, Tavares, & Machado, 2023, p. 331).


Table 1. The Four ACT Groups of CCDs/CCCs
	ACT Group
	General Remark

	[bookmark: _Hlk199779912]ACT Group #1: Life-threatening conditions with potential for cure but high risk of failure
E.g., cancer (e.g., leukemia, neuroblastoma), congenital heart disease, and organ failure. 

	Palliative care is concurrent with available curative treatment.
(also see Bisen et al., 2024; Palare, Tavares, & Machado, 2023)


	ACT Group #2: Conditions where premature death can be inevitable
E.g., cystic fibrosis, Duchenne muscular dystrophy.

	Children may live for many years but will eventually succumb to the illness.
(also see Bisen et al., 2024; Palare, Tavares, & Machado, 2023)


	ACT Group #3: Progressive conditions without curative treatment available
E.g., Batten disease, Tay-Sachs disease, metachromatic leukodystrophy.

	Palliative care focuses on symptom management and provides quality of life.
(also see Bisen et al., 2024; Palare, Tavares, & Machado, 2023)


	ACT Group #4: Irreversible but non-progressive conditions with high risk of complications
E.g., severe cerebral palsy with recurrent infections, profound intellectual disability with comorbidities.

	Focus on maximizing functional abilities and quality of life through individualized, multidisciplinary, and compassionate support strategies.
(also see Bisen et al., 2024; Palare, Tavares, & Machado, 2023)




As clients with CCCs or CCDs approach the End-of-Life stage, especially those categorized under ACT Group #2 (inevitable premature death), ACT Group #3 (progressive conditions), or ACT Group #4 (irreversible but non-progressive with complications), they may undergo a distinct and meaningful psychological and existential process though differently from the adults (Barbato, 2024; Devery et al., 2015). Understanding Deathbed Phenomena (DBP) and End-of-Life Visions (ELVs) experienced by dying children (especially those with advanced cancers, progressive neurodegenerative disorders, or severe cerebral palsy with comorbidities) in this context offers both clinical insight and developmentally appropriate support strategies for caregivers, families, as well as educational therapists working with these clients (also see Wholihan, 2016, for detail). ELVs/DBP may serve as adaptive coping mechanisms. Recognizing this phenomenon is especially important for educational therapists in the following situations, especially ACT Groups #2 to #4 clients nearing End-of-Life stage; those experiencing communication difficulties (non-verbal, intubated, using AAC); and families struggling with anticipatory grief or spiritual questions. Understanding ELVs/DBP matters to the educational therapists in providing appropriate PPC support service to their clients as follows: (1) Enhance empathic communication with clients and their families; (2) Reduce misdiagnosis (e.g., confusing ELVs with hallucinations); (3) Guide culturally sensitive support strategies; and (4) Promote legacy work and emotional closure in educational therapy.

Next, the three overlapping stages of End-of-Life or the final phase of lifespan development (see Figures 3 for diagrammatic presentation) reflect a developmental framework for terminally-ill or dying clients, integrating both physical and psychosocial transitions (also see Table 2).
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Figure 3. Diagrammatic Presentation of the 3 Overlapping Stages of 
the End-of-Life Development

In Figure 3, the emotional and psychological preparation (or ‘Emotional Preparation,’ in short) of terminally-ill clients (especially young children) involves helping them understand their condition in age-appropriate ways and supporting their ability to express feelings such as fear, sadness, or confusion. It also includes fostering a sense of security through honest communication, emotional presence, and consistent support from caregivers and healthcare professionals. Educational therapists may not be the best professionals to provide such a service and may have to work collaboratively with other healthcare professionals.

In the second stage involving the social withdrawal and sensory detachment (or ‘Sensory Withdrawal,’ in short), educational therapists need to be prepared rather being alarmed or adequately informed of ELVs and visions of deceased experienced and/or verbally raised by the clients during a session (Wholihan, 2016). It is during this stage, the author of this paper, in his previous encounters with at least three such cases, intervened using some of the techniques with their respective purposes listed in Table 2: e.g., storytelling about dreams or visions, drawing or journaling ‘who they see’, creating memory books or visual legacies.

Table 2. Activities to engage Sensory Withdrawal of Clients with CCDs
	Intervention Techniques
	Purpose

	Storytelling about dreams or visions
	Emotional processing and meaning-making

	Drawing or journaling ‘who they see’
	Supports symbolic expression and reflection

	Creating memory books or visual legacies (e.g., making figurines or handicraft)

	Fosters identity, dignity, and closure

	AAC-enabled reflection prompts
	Enables non-verbal children to express ELVs



In the last stage of the End-of-Life development involving physiological decline and final moments (or ‘Physiological Decline,’ in short), the opening ‘mouth’ (pointing to right) is drawn to symbolize the endless or eternal world hereafter or the spiritual realm beyond this physical world. It involves gently preparing the client for the natural process of life’s end, with compassion, dignity, and emotional support. 
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Figure 4. Tabulated Stages of the Final Phase of Lifespan Development

Figure 4 presents a tabulation of the same three overlapping stages of the End-of-Life development with their respective supporting citations, while Table 3 provides a further brief self-explanatory elaboration of phenomena related to each of the three stages.
  
Table 3. The Three Stages of the End-of-Life Development
	Stage
	Description
	Related Phenomena
	Source of Reference

	1. Emotional & Psychological Preparation
	Life review, seeking reconciliation, existential reflection
	Expressions of peace, closure needs
	Kübler-Ross (1969)

	2. Social Withdrawal & Sensory Detachment
	Diminished external engagement, increased inner focus
	ELVs, visions of deceased, symbols
	Mazzarino-Willett (2010)

	3. Physiological Decline & Final Moments
	Systemic organ shutdown, fluctuating consciousness, approaching death
	‘Crossing over,’ seeing light beings
	Greyson (2010)



It is also during the first stage of the End-of-Life development that the family members of the deceased would experience undergoing through some or all five stages of grief (i.e., denial → anger → bargaining → depression → acceptance) based on Kübler-Ross model of grief, which may also apply in a cycle representation or non-linearly in this developmental trajectory (Kübler-Ross, 1969, 1973). This is during the time an educational therapist may want to collaborate with a grief counselor to work mindfully with the family of the deceased, helping them to come to a proper closure.

Role of Educational Therapy in the Context of Pediatric Palliative Care
Educational therapy (EdTx) in PPC (or EdTx-PPC for short) does not provide or aim for long-term academic goals, but rather focuses on providing the following support services that are currently needed as shown in Table 4.

Table 4. EdTx-PPC Support Service
	Support Service
	What to do

	Cognitive stimulation & engagement
	Adjusted for the client’s abilities & energy levels.


	Emotional expression & psychological support

	Through play and/or art therapies, & storytelling

	Routine & normalcy
	Offering a sense of identity & purpose through structured activities.


	Family support
	Coaching parents how to meaningfully interact & educate at home, especially during periods of decline.


	Communication support
	Especially important for clients with reduced ability to express themselves (e.g., due to intubation, degenerative disease, or pain).


	Grief preparation & legacy work
	Helping the client create memory boxes, letters, or journals as developmental closure (also see Chia, 2024, for detail).




Steps that Educational Therapists should consider 
When working with terminally-ill clients and their families in the context of Educational Therapy (EdTx), educational therapists (ETs) need to consider the following important points when providing their support services in PPC as shown in Table 5.

Table 5. Steps in EdTx-PPC 
	Steps to be taken
	What should be done

	Step #1. Establish interdisciplinary collaboration with other professionals

	· Work with the PPC team: physicians, nurses, psychologists, social workers, spiritual counselors.
· Ensure the goals align with the client’s medical condition & family priorities.


	Step #2. Assess the client holistically

	· Cognitive and developmental status
· Fatigue levels, pain management needs
· Emotional coping & understanding of illness (developmentally appropriate concepts of death)
· Communication needs (including AAC if necessary)


	Step #3. Develop a flexible, customized plan
	· Set short-term, meaningful goals, e.g., being able to enjoy a favorite story, complete an art project.
· Use multi-sensory, low-demand activities that promote engagement.
· Adapt pacing & timing based on health status.


	Step #4. Support the family

	· Educate caregivers on how to support learning & development at home.
· Validate their grief, hopes, & fears.
· Include siblings, where appropriate, in activities to foster connection & coping.


	Step #5. Emphasize psychoeducation and emotional resilience
	· Use therapeutic storytelling, visual aids, or play to process difficult emotions.
· Encourage self-expression through projective drawing, music therapy, or legacy activities.
· For older clients, consider guided journaling, poetry, or video messages.


	Step #6. Prepare for decline & end-of-life transitions

	· Shift focus to comfort, sensory experiences & emotional presence.
· Respect cultural and spiritual preferences in how learning or play is delivered.
· Offer support for bereavement after the client’s passing.


	Step #7. Practice ethical sensitivity
	· Be attuned to the client’s cues & readiness for engagement.
· Always seek assent from the clien, even if formal consent comes from parents.






What and Why of Pediatric Palliative Screening (PePaS) Scale
For more than a decade, the Pediatric Palliative Screening Scale (PePaS Scale) - developed by Bergstraesser, Hain, and Pereira (2013) - is the clinical tool, most widely used (e.g., India, Singapore and South Korea), designed to assist healthcare professionals identify clients with complex chronic conditions (especially those who are terminally-ill) who may benefit from PPC support. Using a qualitative study approach, the authors developed the scale to support timely and appropriate referral by evaluating key domains associated with palliative care needs (Bergstraesser et al., 2014). With input from international PPC experts, the PePaS has undergone several iterative revisions to ensure its relevance, clarity, and usability in pediatric settings. There are also other screening tools like the Assessment Form for Complex Clinical Needs in Pediatrics (ACCAPED; Lazzarin et al., 2020), but they are not fully quantified or as widely applied as the PePaS Scale.

Briefly, the PePaS Scale consists of 11 items organized into five key domains (Bergstraesser, Hain, & Pereira, 2013): (1) Trajectory of the disease; (2) Expected outcomes and burdens of treatment; (3) Symptom and problem burden; (4) Preferences of patient, family, or health professionals; and (5) Life expectancy and disease progression. Each of the items in the five domains is scored to reflect the degree of concern. The higher the cumulative scores, they indicate a greater need to be referred for PPC support service. The screener aims to standardize the assessment of palliative care needs, promote early integration of PPC support services as well as to facilitate communication among interdisciplinary teams working with terminally ill clients.

Educational therapists working with clients who have complex chronic or life-limiting conditions play a vital role in identifying and addressing their developmental and educational needs. Although the PePaS Scale was primarily developed for medical professionals to assess palliative care needs, its administration by educational therapists, ideally in collaboration with the healthcare team, offers several important benefits as discussed below.

Firstly, the PePaS Scale can provide an early identification of palliative needs. In other words, the screener can assist educational therapists recognize when a client may benefit from PPC support service, even if the educational issues are not the primary reason for referral or intervention. Moreover, early identification enables educational therapists to do proactive planning for holistic support, rather than reactive crisis management. Secondly, the screener enhances an educational therapist’s holistic understanding of the inter-connected medical-emotional- psychosocial complexities affecting a child’s condition and their ability to engage in learning and play. This insight is certainly crucial for adapting educational goals appropriately. Next, when educational therapists contribute to or interpret PePaS results, they are better equipped to communicate with PPC teams (which include pediatricians, nurses, psychologists, counselors) and align educational interventions with medical and emotional care plans. This helps to promote better interdisciplinary collaboration over time, and, in turn, it also benefits the client’s well-being. Lastly, the PePaS Scale also supports ethical and compassionate decision-making by the professionals in consultation with the families. The screener encourages thoughtful consideration of a client’s disease trajectory and quality of life. This helps educational therapists balance educational engagement with comfort, dignity, and family priorities, especially near end-of-life transitions.

However, there are also several limitations of the PePaS Scale that educational therapists should be aware. There are three key ones raised by this author as follows: Firstly, the screener is not designed for educational use. The PePaS Scale was developed for healthcare professionals, and educational therapists may require training to properly interpret its results within their scope. Next, the PePaS Scale focuses on medical criteria. Some items (e.g., ‘Treatment side effects’) in the screener may not directly translate into educational implications unless interpreted collaboratively with medical professionals. Lastly, the screener may overlook functional and learning aspects that the educational therapists are most familiar in their field of practice. While the scale addresses the need for PPC, it does not directly measure cognitive, behavioral, or academic abilities. Hence, educational therapists need to supplement it with their own developmental and educational assessments.

Results obtained from the PePaS Scale administration can be applied in Educational Therapy (EdTx) planning with the following steps: 
Step #1: To customize learning goals 
If the PePaS score indicates a high need for PPC, it is crucial for educational goals to shift from long-term achievement to short-term. Meaningful activities that prioritize comfort, joy, identity, and interaction should be the focus in PPC.
Step #2: To adjust intensity and format of interventions 
High PePaS scores may reflect fatigue, symptom burden, or frequent hospitalizations. Using this information, educational therapists can adapt scheduling, reduce cognitive load as well as incorporate sensory-rich, low-demand activities.
Step #3: To prioritize emotional and psychosocial support 
A strong indication for PPC emphasizes the importance of grief preparation, legacy building, and emotional expression. All of these should be supported through therapeutic storytelling, journaling, art, and family-inclusive activities that an educational therapist or palliative counselor can offer.
Step #4: To conduct family coaching and maintain communication 
PePaS results can justify increased focus on family education. An educational therapist or palliative counselor can help caregivers understand how to support the client’s developmental needs at home in the face of medical decline.
Step #5: To prepare transition planning and closure 
The PePaS Scale can help educational therapists recognize when to begin preparing the client and family for end-of-life transitions, ensuring that educational services support dignity, meaning, and closure.

While the PePaS Scale was not originally intended for educational therapists, it can be a valuable tool, when used appropriately and collaboratively, to guide PPC support service planning, ensure ethical responsiveness, and promote a client- and family-centered approach within the framework of educational therapy (EdTx) in Pediatric Palliative Care (PPC) or EdTx-PPC.

A Comprehensive Checklist for Pediatric Palliative Care (PPC). 
The author of this paper has come up with a comprehensive checklist for Educational Therapy Planning (EdTxP) in Pediatric Palliative Care (PPC) or EdTxP-PPC for short - a tool that is meant to guide educational therapists as well as other allied healthcare professionals in creating developmentally appropriate, compassionate, and family-centered educational experiences for clients with terminal or life-limiting illnesses (see Table 6 below). The checklist does not replace the PePaS Scale. 

For ease, the author has named this informal screening tool: HEARTS Checklist, where H = Holistic assessment; E = Engagement planning; A = Adapted goals; R = Responsive support for families; T = Therapeutic interventions; and S = Sensitive closure and transition. The acronym conveys compassion and empathy - essential qualities in palliative care. Each of the six letters represents a core domain of educational therapy (EdTx) in PPC. Also, it is easy for both educational therapists and primary caregivers (e.g., parents and other family members) to remember, emotionally resonant, and suitable for interdisciplinary settings. More importantly, the HEARTS Checklist allows the educational therapists to administer the screener independently without having to involved the medical professionals. Table 6 below list the seven key steps in conducting the HEARTS Checklist with appropriate follow-up actions in designing an EdTx plan for PPC. 

Instructions for completing the HEARTS Checklist
The HEARTS Checklist (see Table 6) is a step-by-step guide to help an educational therapist to plan and deliver compassionate, developmentally appropriate educational therapy (EdTx) for children receiving Pediatric Palliative Care (PPC). For each item listed under the seven key steps, tick the box in the right-hand column once that item has been completed. Follow the guidelines as provided below while working through the checklist:
1. Read each item carefully under every domain/section from I to VII.
2. Complete the action or confirm it has already been done.
3. Tick the box  in the right column only after the step is fully addressed.
4. Use the checklist as a working tool to inform the EdTx planning and ensure all important areas are covered.
5. Revisit and update the checklist periodically, especially as medical status or family needs change.

Tip: This is not a compliance tool but a reflective guide to ensure that an educational therapist is addressing the holistic needs of both the client with CCD and their family.

Table 6. HEARTS Checklist 
	Domains
	Key Steps: What to do
	Tick once done

	I. Initial Intake & Assessment

	· Collaborate with PPC team for a holistic understanding of medical status, prognosis, and current goals.
	


	
	· Review client’s cognitive, communication, and developmental profile.
	


	
	· Assess client’s physical and sensory needs (e.g., fatigue, pain, vision/hearing, motor ability).
	


	
	· Identify current modes of communication (verbal, AAC, gestural, eye gaze).
	


	
	· Clarify client’s awareness and understanding of their condition and prognosis (age-appropriate).
	


	
	· Understand family’s cultural, religious, and personal beliefs around learning, illness, and death.
	


	
	· Screen for behavioral, emotional, or psychological issues requiring accommodations.
	


	II. Goal Setting

	· Set realistic, short-term, and meaningful learning goals that enhance quality of life.
	


	
	· Incorporate sensory, social, or expressive objectives (e.g., joy, interaction, comfort).
	


	
	· Include therapeutic activities that support identity, legacy, and self-expression.
	


	
	· Align goals with the client’s energy levels, preferences, and interests.
	


	
	· Include goals related to emotional coping, such as understanding feelings or making choices.
	


	III. Intervention Design
	· Use flexible scheduling based on medical fluctuations and hospital routines.
	


	
	· Plan multi-sensory, low-cognitive-load activities (e.g., music, visual play, tactile games).
	


	
	· Adapt materials for limited motor control (e.g., switch-activated tools, eye-tracking AAC).
	


	
	· Provide comfort-focused engagement during symptom exacerbation or end-of-life stages.
	


	
	· Incorporate legacy-building activities (e.g., storytelling, photo projects, keepsake creation).
	


	
	· Design tasks that allow for emotional expression (e.g., drawing, journaling, therapeutic play).
	


	IV. Family Involvement
	· Involve caregivers in planning sessions and activity observations (as appropriate).
	


	
	· Provide parents with home strategies for meaningful interaction and stimulation.
	


	
	· Offer psychosocial support and psychoeducation on development and grief.
	


	
	· Include siblings in activities when possible, to support family cohesion and coping.
	


	V. Ethical & Cultural Sensitivity

	· Respect client’s autonomy and voice (always seek assent, even if nonverbal).
	


	
	· Honor family’s cultural and spiritual framework in content and interaction style.
	


	
	· Avoid over-therapizing; focus on quality over quantity of engagement.
	


	
	· Ensure privacy and dignity during all sessions, especially near end-of-life transitions.
	


	VI. Monitoring & Adjustment

	· Use observational notes to monitor emotional response, engagement, and fatigue.
	


	
	· Regularly review and revise goals based on:
· Medical changes
· Emotional state
· Child’s preferences
	




	
	· Share updates with the PPC team and parents to maintain interdisciplinary alignment.
	


	
	· Document both progress and moments of connection/joy, not just outcomes.
	


	VII. Transition & Closure
	· Prepare for possible end-of-life transitions through gentle rituals or memory-making.
	


	
	· Offer grief and bereavement support to families post-loss, if within your role.
	


	
	· Ensure closure is handled with respect, compassion, and professional boundaries.
	


	
	· Reflect on therapist experience and seek supervision or emotional support as needed. 
	


	
	· Avoid pushing goals that conflict with palliative priorities.
	




The scoring scheme (see Tabe 7 below) for HEARTS Checklist is designed as a reflective tool to help educational therapists: (i) monitor their client’s progress, (ii) maintain holistic quality, and (iii) support professional development, while working with the client in PPC. It is not a pass/fail assessment but a guide to inform and enhance practice.

Here is how the scoring scheme can be used by the evaluating educational therapist:
1. Each item on the HEARTS Checklist is scored ranging from 0 to 3 (or mark N/A).
2. Brief notes for items scored 0-2 are added by the scoring educational therapist to track pending follow-up actions or mention challenges encountered.
3. It is crucial for the educational therapist to revisit the client periodically, especially to update on record any changes in medical or emotional status.
4. Always use trends (e.g., consistently low scores in one section) to guide personal as well as team reflection, supervision, or any further training that is required.

Table 7. Scoring Scheme for HEARTS Checklist
	Score
	What it means

	0
	Not yet considered or initiated.

	1
	Considered but not yet addressed.

	2
	Partially addressed with follow-up action though incomplete.

	3
	Fully addressed with appropriate follow-up action taken for current context.

	NA
	Not Applicable to this client or their family situation.



Table 8 provides a simple example of how selected domains from the HEARTS Checklist is recorded and scored with notes provided by the evaluating educational therapist.

Table 8. An Example of the Application of HEARTS Checklist 
	Domain
	Item
	Score
	Notes 
(by the Educational Therapist)

	I. Intake & Assessment
	Collaborate with PPC team
	3
	Initial meeting completed and ongoing updates scheduled.

	
	Clarify client’s awareness of condition
	2
	Awaiting input from psychologist to guide language.

	II. Goal Setting
	Include emotional coping goals
	1
	Plan to discuss in next session with child and caregiver.

	IV. Family Involvement
	Include siblings in activities
	N/A
	Only child; no siblings present.



While not necessary or required, some educational therapists may want to take an additional step to compute a mean score per domain (excluding N/A items) to identify those domains that require more attention. For instance (as shown in Table 9 below):

Table 9. An Example of Calculation of Mean Score per Domain 
	Domains
	Mean Score
	Difference
	Note

	I. Intake & Assessment
	2.8
	0.2
	

	II. Goal Setting
	2.0
	-0.6
	Attention required

	III. Intervention Design
	2.6
	0
	

	IV. Family Involvement
	3.0
	0.4
	

	V. Ethical & Cultural Sensitivity
	2.7
	0.1
	

	VI. Monitoring & Adjustment
	2.5
	-0.1
	Attention required

	VII. Transition & Closure
	2.3
	-0.3
	Attention required

	Total Sum of Mean Scores
	17.9
	--
	--

	Client’s Mean Score
	2.6
	--
	--



In addition, the evaluating educational therapist should always remember the following three important points when using the HEARTS Checklist: Firstly, the emphasis of applying the checklist should be placed on flexibility, i.e., the checklist supports educational therapists in navigating complex emotional and clinical terrain, not checking boxes under pressure. Secondly, some PPC goals take time to attain, especially when dealing with medical fluctuations or emotional sensitivity. Hence, it is crucial for the educational therapist managing the case to normalize partial progress. Thirdly, it is important for the educational therapist to engage in regular dialogue with the PPC team or during supervision, using the scores from the HEARTS Checklist as conversation starters. 
  
Perhaps more importantly for educational therapists working with terminally-ill clients is that they must make a serious effort to understand these clients’ awareness of death or mortality (based on their developmental stages; see Chia, 2024, for detail). Within the context of PPC support service, educational therapists must always be mindful when managing such cases that involve the four age-based stages in death awareness/mortality among children (summarily adapted from Chia, 2024):
· Ages 0–2: No concept; feel separation and changes in caregiver response.
· Ages 3–5: See death as temporary or reversible.
· Ages 6–9: Begin to grasp death as final but may not link it to themselves.
· Ages 10+: Understand death’s permanence and may fear loss or isolation.

In addition, the educational therapists must also be culturally sensitive to their clients and their families, especially to be respectful of how different cultures and religions view death, suffering, and education.



Conclusion
The incorporation of the Pediatric Palliative Care (PPC) into Educational Therapy (EdTx) or EdTx-PPC approach presents unique challenges and responsibilities that extend beyond traditional academic goals. Educational therapists working with terminally-ill or life-limited clients must be equipped with the adequate counseling skills (including grief management), sensitivity, and interdisciplinary insight to provide developmentally appropriate, emotionally resonant, and culturally responsive support. In other words, this also requires proper understanding the holistic needs of the client (i.e., physical, emotional, psychosocial, and spiritual), while also supporting families through anticipatory grief and end-of-life transitions. Tools such as the PePaS Scale (or others) and the HEARTS Checklist, when used thoughtfully and collaboratively, can guide practice and promote dignity, meaning, and comfort in the final stages of life. Ultimately, the EdTx-PPC approach is not about prolonging learning, but about preserving connection, identity, and hope … no matter how short the journey of one’s life may be.


ABBREVIATIONS
Terms:		Explanation:
AAC		: Augmentative & Alternative Communication
ACCAPED	: Assessment Form for Complex Clinical Needs in Pediatrics
ACT		: Association for Children with Life-threatening or Terminal Conditions and their Families
ADD		: Attention deficit disorder (taken as a subtype of ADHD)
ADHD		: Attention-deficit/hyperactivity disorder
ASD		: Autism spectrum disorder
CCCs		; Complex chronic conditions or chronic childhood conditions (used interchangeably with CCDs)
CCDs		; Complex chronic diseases (used interchangeably with CCCs)
ELVs		: End-of-Life Visions
EdTx / ET	: Educational Therapy / Educational Therapist
EdTxP		: Educational Therapy Planning
EdTx-PPC	: Educational Therapy in Pediatric Palliative Care
EdTxP-PCC	: Educational Therapy Planning in Pediatric Palliative Care
HEARTS	: HEARTS Checklist where H = Holistic assessment; E = Engagement planning; A = Adapted  goals; R = Responsive support for families; T = Therapeutic interventions; and S = Sensitive closure and transition
PePaS		: Pediatric Palliative Screening
PPC		: Pediatric Palliative Care
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