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The psychosocial evaluation plays an essential role in the multidisciplinary assessment of pediatric
patients for thoracic organ transplantation or ventricular assist device (VAD) placement. However,
there is considerable practice variation with regard to the content and process of the evaluation, with no
known recent published guidelines. Furthermore, the pediatric evaluation necessarily differs from the
adult evaluation in a number of substantive ways, including caregiver roles and decision-making. A
writing committee of 25 multidisciplinary experts in pediatric cardiothoracic transplantation/VAD was
established, who conducted a comprehensive literature review which resulted in the development of
this consensus-based framework. This framework, which is a collaborative effort of the International
Society for Heart and Lung Transplantation (ISHLT), the International Pediatric Transplant
Association (IPTA), the Pediatric Heart Transplant Society (PHTS), the Advancing Cardiac Therapies
Improving Outcomes Network (ACTION), and Transplant Families, represents the first known fra-
mework specific to both the content and process of the psychosocial evaluation for pediatric cardi-
othoracic transplantation/VAD. Attention was paid to relevant ethical, cultural and health equity
considerations inherent in the pediatric evaluation process. Rather than provide a proscriptive eva-
luation process, the goal was to create a flexible framework to encourage consistency across centers,
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while also acknowledging the complexities inherent in evaluating children and their families for

cardiothoracic transplant and VAD.
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1. Introduction

In both pediatric and adult settings, the psychosocial evaluation
is a critical component of the multidisciplinary evaluation for
heart and/or lung (thoracic organ) transplantation and ven-
tricular assist device (VAD) placement. In pediatrics, this eva-
luation typically serves multiple purposes: (1) to collect
psychosocial information about the patient and family relevant
to post-transplant/VAD functioning; (2) to provide re-
commendations to the patient, family and medical team with
regard to interventions to support optimal functioning post-
transplant/VAD; and (3) to establish an early relationship with
patients and families to provide decision-making support and
psychoeducation around expectations for the various stages of
VAD placement and/or transplant (e.g., listing, surgery, re-
covery, post-transplant care requirements) as they relate to
one’s readiness or willingness to pursue transplant.’

In 2018, a consensus paper describing best practices for the
adult psychosocial evaluation for thoracic transplant and VAD
was published in the Journal of Heart and Lung
Transplantation.” With the aim of creating consistency across
programs, these guidelines embodied expert opinion across an
international group representing multiple transplant and VAD-
related organizations. The consensus paper provided a summary
of the current evidence base for adult psychosocial evaluations
as well as expert-reviewed recommendations for both the
content and the process of the psychosocial evaluation. It re-
presented the first known published document of its kind.

The pediatric transplant literature and practice in thoracic
transplant and VAD evaluation have lagged behind their adult
counterparts. As such, many of the early attempts to develop
standardized instruments and assessment practices have in-
volved the adaptation of adult evaluation materials’ and the
utilization of a risk-identification approach. In adult settings,
psychosocial evaluation findings often contribute heavily to the
team’s decision-making regarding patient suitability for trans-
plant. Given that high-quality data demonstrating the predictive
value of the pediatric transplant psychosocial evaluation is
lacking, pediatric patients are less likely than are adults to be
declined for transplantation due to psychosocial reasons. Insight
yielded from pediatric psychosocial evaluations should in most
cases be used to identify areas for intervention and support for
patients and families, rather than to determine transplant suit-
ability. From a psychosocial perspective, the question in pe-
diatric thoracic transplantation is most often regarding when,
not if, a child will proceed to transplant/VAD.

Furthermore, the evaluation of the pediatric patient differs
from that of the adult patient in a number of important ways.
First, the evaluation of children must include an understanding
of the context in which the child exists, including the family and
community“; second, in pediatrics there is a reliance on

caregiver report for most of the information about child func-
tioning'; third, decision-making and treatment responsibility
typically rests in the hands of caregivers; and fourth, there are
ethical considerations in transplantation and VAD implantation
that are unique to pediatric patients.”

Given these marked differences in the pediatric vs adult
thoracic transplant/VAD assessment as well as the challenges in
developing a pediatric assessment process that parallels the
adult process, we are proposing shifting the lens of the pediatric
thoracic transplant/VAD assessment from a primarily deficit-
oriented approach (which focuses on risks and vulnerabilities)
to a framework that also includes consideration of patient and
family strengths and resilience, developmental factors that in-
fluence functioning, and the dynamic, interactive impact of the
contexts in which children and families live. Likewise, we
consider the impact of cultural factors and health disparities on
child health and well-being, in the interest of promoting equi-
table care.

As a result of the absence of standardized practices for
conducting the pediatric pre-thoracic organ transplant/VAD
evaluation, there is considerable practice variation across cen-
ters with regard to who conducts the evaluation, content areas
and level of depth of each area, methods of assessment (i.e.
clinical interview vs standardized measures), how findings are
reported both in writing and in communication with the trans-
plant team, and how recommendations are utilized. Similar to
the Dew et al adult consensus repor’[,2 the lack of standardiza-
tion across pediatric centers has the potential to result in in-
equities in decision-making and care provided.

A paper published in 2014" described best practices in
the pediatric solid organ transplant psychosocial evaluation,
based on the extant literature at that time. This current
consensus statement differs from that paper in that it in-
cludes a large international group of experts representing a
number of different professions and organizations; it in-
corporates advances in knowledge and practice over the
past 10 years; and it reflects an increased focus on issues of
culture, diversity, and health disparities. Furthermore, this
statement focuses on issues specific to thoracic transplan-
tation and VAD implantation.

2. Guidelines for the use of this document

Similar to the Dew” paper, this document represents a con-
sensus of expert opinion in pediatric heart and/or lung trans-
plantation and VAD and would not meet criteria for “‘systematic
review” as defined by Cochrane (www.cochranelibrary.com) or
other similar organizations. While the many areas in which
there is strong empirical evidence are highlighted, the general
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dearth of large sample, multi-center psychosocial research in
pediatric thoracic transplantation and VAD necessitates the
addition of expert clinical input. Furthermore, there are nu-
merous factors involved in the evaluation of children and their
families for thoracic organ transplant and VAD, encompassing
varied domains of functioning and well-being, including in-
dividual attributes of the patient, the family, and the multiple
larger systems in which they exist. As such, the range of lit-
erature reviewed for these guidelines is quite wide. Finally, we
purposefully developed this framework in the form of domains
to include and processes to consider — as the actual evaluation
itself requires flexibility as each patient undergoing evaluation
represents a unique combination of these many factors. A
prescriptive evaluation process would not sufficiently account
for all that is encountered. Instead, the ultimate goal is to pro-
vide a framework to encourage consistency in how pediatric
transplant centers and VAD programs approach the evaluation.

3. Methods

The original idea and plan for this document came out of a
meeting of psychologists in May, 2021 representing a
number of different organizations related to pediatric
transplant and VAD, including the Cardiology and
Transplant Special Interest Groups (SIGs) of the Society for
Pediatric Psychology (SPP), the International Pediatric
Transplant Association (IPTA), and the International
Society for Heart and Lung Transplantation (ISHLT) with
the identified goal of developing a version of the publica-
tion by Dew et al” that was appropriate for use with pe-
diatric thoracic populations. A Writing Committee was
developed which consisted of transplant professionals in
these organizations as well as those representing the Ad-
vancing Cardiac Therapies Improving Outcomes Network

Table 1

(ACTION), Pediatric Heart Transplant Society (PHTS), the
Society for Transplant Social Workers (STSW) and
Transplant Families. The goal was to develop as diverse a
group of professionals as possible, representing multiple
disciplines involved in pediatric transplant and VAD (psy-
chology, social work, cardiology, nursing, advanced prac-
tice nursing) and varied geographic location (with members
from 18 programs across 5 countries and 2 continents).

The Writing Committee was organized into a leadership
group, which consisted of the Chair, Associate Chair, and then
multiple subgroups, including (1) Recommendations for the
content of the psychosocial evaluation; (2) Recommendations
for the process of conducting the psychosocial evaluation; (3)
Recommendations specific to evaluation of pediatric candidates
for VAD; and (4) Special considerations, which included re-
view of the evidence and recommendations in the areas of re-
cognizing (a) ethical considerations, (b) developmental factors,
and (c) sociocultural considerations. Any members of the
Writing Committee not assigned to one of the four paper sub-
sections were involved either in writing the introduction,
methods, and conclusions, and/or reviewing drafts of the
manuscript.

The main strategy for the literature searches for each
section focused on identifying empirical papers and review
articles (see Table 1) regarding (1) psychosocial risk and
protective factors for adverse medical and psychosocial
post-thoracic transplant or post-VAD implantation out-
comes in pediatric populations, (2) developmental factors
influencing the evaluation process and post-thoracic trans-
plant or post-VAD implantation outcomes, and (3) impact
of sociocultural factors and health disparities on pediatric
thoracic transplant/VAD outcomes; and (4) ethical issues in
the pediatric transplant evaluation. The forthcoming re-
commendations come from this iterative process which
included review of the available literature as well as expert

Inclusion Criteria and Search Strategy for Empirical Evidence Supporting Consensus Recommendations

Inclusion Criteria:
1. Peer-reviewed articles
2. Articles published in English

3. Articles focused on children under the age of 18, and/or parents of children

4. Publication dates between 2000 and mid-2023, inclusive
Search term strategy combination of:

1. Terms to identify the relevant patient population [pediatric heart transplant* or pediatric lung transplant* or pediatric heart/lung
transplant* or pediatric ventricular assist* or pediatric transplant*] and parents/caregivers

2. Terms to identify content area [evaluation* or psychosocial* or developmental* or sociocultural* or health disparities*]

3. Terms to identify relevant post-transplant/post-implantation clinical and behavioral outcomes that could be affected by
psychosocial factors ([title words: survival or morbidity or mortality or rejection or adheren* or complian* or medicat* or self-
manage* or health-manage* or substance*] OR [key words: health or survival or morbidity or mortality or rejection, or patient
compliance or medication adherence or coping or parent coping]). And (c) Additional terms iteratively identified by Writing
Committee members charged with examining the literature on specific psychosocial domains (e.g., medical adherence history,
mental health history, substance use/abuse history, social support).

4. Articles that did not include the key search terms but were important in documenting the impact of other factors (e.g. child
developmental stage, health disparities, racism) on child health outcomes more generally.

5. Additional articles either found in the bibliographies of identified publications or authored by or known to Committee members.
Included (especially when little to no literature was identified in pediatric cardiothoracic transplantation or in VAD) were seminal
empirical articles from other areas of pediatric organ transplantation and from literature on advanced pediatric heart and/or lung

disease populations.
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opinion/experience on current and evolving clinical appli-
cations of the available literature.

4. Recommendations for the content of pre-
transplant psychosocial evaluation

The following domains include recommended content areas
of assessment as part of a comprehensive psychosocial
evaluation and are also summarized in Table 2.

4.1. Assessment of risk factors for poor post-
transplant outcomes

4.1.1. Treatment adherence and health behaviors

4.1.1.1. Background

One of the most profound and controllable factors that may
prevent negative outcomes after thoracic organ transplant is
adherence to immunosuppression medications,”” as non-
adherence is associated with allograft rejection and other
poor medical outcomes.”’ Nonadherence is common
among pediatric post-transplant patients, with estimates
ranging from 22-97% per systematic review of the litera-
ture.'’ Tn addition to adhering to their medication regimen,
patients must regularly attend clinic visits and procedures
and maintain healthy physical activity, sleep, and diet to
promote both psychological and physical wellness."'
Missing medical appointments, limited physical activity,
poor sleep or dietary patterns may affect patient health and
outcomes pre- and post-transplant.” Engagement in such
health behaviors are strongly influenced by patients’ and
caregivers’ self-management abilities, which are dynamic
across development and include abilities to modulate
emotions, cognitions, and behaviors towards health-related
goals.'”"? Many of the domains of the psychosocial eva-
luation discussed below impact adherence, and it is essen-
tial to assess adherence directly.

4.1.1.2. Evaluation recommendations

Pre-transplant evaluations should assess current ability to
engage in medical treatments and regimens prior to trans-
plant, as it is predictive of future behavior.'" It is re-
commended that multiple modalities be used to assess how
a child and caregiver are following their medical regimen,
including child/adolescent and caregiver interviews, med-
ical records review, and clinical and laboratory tests” as
available. Barriers to engaging in adaptive health behaviors,
including giving or taking medications, should be assessed
early and re-assessed on an ongoing basis. Patient barriers
to adherence may include pill swallowing difficulties, for-
getting, unpleasant side effects, issues of body image, or
wanting to avoid negative peer perceptions in adolescence;
caregiver barriers may include disorganization secondary to
skills deficits or mental health concerns, management of
multiple concurrent stressors, or poor communication be-
tween multiple caregivers in the same home or between
caregivers of different homes in which the child resides.
Assessment of executive functioning, cognitive ability, and

self-regulation of emotions and behaviors may also be
warranted as they relate to patient and family ability to
understand and follow their medical regimen. Patients with
limited cognitive and executive functioning capacities may
need additional support and supervision from a caregiver,
particularly with medication and health management.
Caregivers with limited skills in these areas may need ad-
ditional assistance from other family members, community
resources, or the healthcare team.

4.1.2. Mental health history

4.1.2.1. Background
Assessment of patient and caregiver mental health histories,
including current and past psychological functioning, is an
important domain that should be assessed in pre-transplant
psychosocial evaluations. Psychiatric disorders are rela-
tively common in pediatric heart transplant patients, as one
study estimated prevalence rates of depressive or anxiety
disorders as high as 14.1% during the heart transplant ad-
mission, and up to 39.8% in patients 28 years of age re-
quiring VAD."” Similarly, approximately 17% and 13% of
caregivers of pediatric patients awaiting transplant have
also reported clinically elevated symptoms of depression
and anxiety, respectively.'®

The transplant process is a stressful experience for the
patient, caregivers, and family system.'’ While some de-
gree of distress is expected, mental health difficulties have
been shown to negatively impact post-transplant outcomes.
In a large sample (N=1192) of children undergoing heart
transplant, depression during or preceding admission for
transplant was independently associated with higher rates of
readmission and inferior graft survival post-transplant,
whereas anxiety was associated with higher readmission
rates.'” Lower behavioral functioning and higher distress
are also associated with more challenges following medi-
cation regimens post-transplant in pediatric patients.’
Medical traumatic stress or symptoms of posttraumatic
stress disorder (PTSD) related to other factors may be
present as well, and may be associated with medication
nonadherence.'” Less is known about the impact of care-
giver mental health on patient outcomes post-thoracic organ
transplant specifically; however, research across solid organ
transplant populations suggests that caregiver stress and
coping difficulties are associated with medication non-
adherence.”” Help-seeking behavior (e.g., past engagement
in therapy), insight into areas of challenge, and openness to
mental health treatment may be viewed as areas of strength
in the face of mental health symptoms. It is important to
note that assessment of mental health information should
not be used as means for disqualification of pediatric
transplant/VAD candidates; rather, it is to develop antici-
patory support structures for particularly vulnerable chil-
dren and families.
4.1.2.2. Evaluation recommendations
Current mental health symptoms and past mental health
history should be assessed via multiple sources (e.g., patient
self-report, caregiver proxy, and caregiver self-report), as
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(Continued)

Table 2

Evaluation Recommendations and Possible Measures

Background

Content Domain

7. Social support

® Assess patient and family social support history including family

® A healthy support system promotes patient treatment adherence and

dynamics, conflict, and support systems.
® Encourage family involvement in development of a plan of care for

quality of life.

managing patient medical needs.

8. Social history

® Assess social and physical environment conditions (e.g., housing,

® Hospitalizations, exposure to traumatic events, and socioeconomic

exposure to substances), trauma and mental illness histories,

challenges contribute to medical and psychosocial outcomes.

insurance coverage, and access to resources and transportation.

9. Sociocultural

® (onsider factors such as discrimination and social and cultural

® |imited social factors, including race, ethnicity, and socioeconomic

considerations

biases. Consider use of structured interview questions.

o Structural Vulnerability Assessment Tool
® (Consider social factors and support clinical care teams in

status have been studies in pediatric solid organ transplant.
® Black and non-White pediatric patients evidence poorer treatment

adherence and outcomes.

minimizing the effects of implicit and explicit bias on transplant

decision-making and care.

caregivers may under- or over-estimate their child’s level of
distress.”’ Patient and caregiver mental health history can
be assessed via clinical interview by inquiring about current
and past mental health diagnoses and treatments, including
prescription of psychiatric medications and engagement in
psychotherapy. Current mental health and psychological
adjustment may also be assessed via clinical interview and/
or use of patient- and caregiver-reported questionnaires.
Frequently utilized patient-reported questionnaires include
the Generalized Anxiety Disorder scale (GAD—722), Patient
Health Questionnaire-9 (PHQ-9°"), and PROMIS mea-
sures.”* Caregivers may report on their child’s functioning
using behavioral rating scales such as the Behavior As-
sessment Scale for Children, 3rd Edition (BASC-3""), and
their own distress and mental health using PROMIS mea-
sures and the Parenting Stress Index/Short Form (PSI-
SF”°). Lastly, suicide risk assessment for patients under-
going evaluation for transplant is also critical and tools such
as the Columbia Suicide Severity Rating Scale (C-SSRS”)
may be utilized.

4.1.3. Substance use history

4.1.3.1. Background

Concerns regarding substance use among pediatric patients
undergoing evaluation for transplant pose both ethical and
medical challenges. Research suggests that substance use
among adolescent and young adult transplant recipients is
similar to or lower than that of their peers, although pre-
valence rates differ by substance type.”” Among those un-
dergoing evaluation for transplant/VAD, however, there are
unique implications of substance use, including transplant
eligibility and increased risk for adverse outcomes post-
transplant. A recent review = of substance use and solid
organ transplantation in adolescents and young adults sug-
gested that although little research has examined patient
substance use in relation to post-transplant outcomes,
emerging evidence supports an association between sub-
stance use and medication nonadherence. The review also
highlighted substantial variability in transplant centers’
existence and content of policies around substance use.
Less is known about substance use among caregivers of
pediatric transplant patients; however, this domain is often
cited as an important area to assess in the pre-transplant
evaluation. In a study of non-adherence among pediatric
liver transplant patients, children of caregivers with a his-
tory of substance abuse had greater nonadherence.”” This
work may suggest that caregivers with a substance abuse
history have difficulties adequately supervising their child’s
post-transplant regimen.

4.1.3.2. Evaluation recommendations

Although some insurers and transplant programs may in-
clude toxicology screenings as part of the pre-transplant
evaluation, psychosocial providers should assess current
and past substance use via interview. Assessment should
include both patient and caregiver report of patient’s sub-
stance use history, given potential discrepancies in knowl-
edge and reporting. Open-ended questions such as “What
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substances have you tried in the past?” or “How often do
you drink alcohol?” versus closed questions (e.g., “Have
you engaged in any substance use/used any substances in
the past?”) may better normalize potential substance use
and elicit more accurate responding. Substance use as-
sessment should include alcohol, nicotine, inhalants, can-
nabis, and other illicit drugs.

4.2. Assessment of factors related to child and
caregiver knowledge, understanding, and capacity
to engage in shared decision making

and educational

4.2.1. Developmental status

functioning

4.2.1.1. Background

Another unique consideration for pediatric cardiothoracic
transplant includes issues related to developmental status.
For example, among typically-developing youth, adoles-
cence is a higher risk stage for long-term medical adherence
issues than are other developmental stages,'””’ which di-
rectly impact the life of the allograft. Evaluation may reveal
behavioral patterns that are developmentally common (e.g.
adherence difficulties, substance experimentation) which
may present as contraindications for listing when treatment
options are not successful.”’~" Furthermore, children with
certain heart and lung diseases (e.g., complex congenital
heart disease, cystic fibrosis, and/or diseases requiring ex-
tended hospitalization in infancy) are at heightened risk for
neurodevelopmental delay or disorder, including difficulties
with fine and gross motor skills, speech and language, at-
tention, learning, social cognition, visual-perceptive in-
tegration, memory, and executive function.”>**
Neurocognitive disabilities are not generally considered an
absolute contraindication to pediatric thoracic organ trans-
plant, as patients with cognitive delays can achieve com-
parable medical outcomes to youth without known
delays.” ** However, listing may be contingent upon a
strong social support system and caregiving plan for pa-
tients with neurocognitive disabilities, and an understanding
of the potential need for lifelong care for the child.” Re-
gardless of cognitive status, children who are hospitalized
for long periods or who are frequently unable to attend
school due to medical symptoms may have gaps in their
formal education, which may interact with cognitive and
social functioning.”’ The complex interplay of patient de-
velopmental stage, cognitive status, and degree of caregiver
support is important to assess as part of the evaluation
process.

4.2.1.2. Evaluation recommendations

Assessment of patient cognitive function is important to
contextualize their ability to understand and care for their
transplanted organ and identify areas for continued support
(e.g., developmental intervention, special education ser-
vices, need for future guardianship evaluation and plan-
ning). Assessment of the caregivers’ ability to understand
and follow post-transplant care responsibilities is also im-
portant. Assessment of patient cognitive functioning may

include screening measures, such as the brief PedsQL
Cognitive Functioning scale,”’ Behavior Rating Inventory
of Executive Function (BRIEF),"” and Adaptive Behavior
Assessment System (ABAS)"’; or, when available, full
assessment batteries, such as the Wechsler Abbreviated
Scale of Intelligence (WASI),44 or the Wide Range
Achievement Test (WRAT)."™ This information allows for
an understanding of the patient’s ability to take on age-
appropriate post-transplant care responsibilities, as well as
for customized transplant-related education and accom-
modations.”® Furthermore, information regarding the pa-
tient’s current educational achievement and supports should
be included in the pre-transplant evaluation for all school-
aged children, and can be used to guide post-transplant
educational supports and school re-entry.”’ In general, child
cognitive and academic delays should not be considered
contraindications to transplant, but must be considered as
areas for individualized intervention.

4.2.2. Knowledge of medical condition and

treatment options

4.2.2.1. Background

Thorough and developmentally appropriate knowledge
about the patient’s underlying disease, transplant process,
and the importance and function of immunosuppressive
medications is important for good post-transplant adherence
for both caregivers and patients.” Educational strategies to
enhance knowledge of medication management can im-
prove patient medication adherence,”’ as ‘misconceptions
about the transplant process are common.’’ Knowledge of
medical condition and treatment options can be influenced
by several factors, including language proficiency and
health literacy. Given the association between caregiver
health literacy and child health and wellbeing,”'”* in-
corporating opportunity for interventions to address health
literacy and improve knowledge during the evaluation
process can be critical to reducing health disparities.””
4.2.2.2. Evaluation recommendations

The assessment should obtain information on the patient’s
and family’s understanding of the medical illness and the
potential treatment options, benefits, risks, and side effects
of transplant medications at a developmentally appropriate
level."" It is important to explore the patient’s and family’s
expectations for transplant, both short-term and long-term,
and to correct misconceptions they may have about the
transplant process.”’ Provided information should be sim-
plified, well organized, and presented in the primary lan-
guage of the patient and/or caregiver, and providers are
encouraged to use teach-back methods to assess and support
understanding.”

4.2.3. Coping with illness

4.2.3.1. Background

Coping refers to an individual’s efforts to adapt to chal-
lenges and may present in the form of active/primary
coping (efforts to act on the source of stress or difficult



494 The Journal of Heart and Lung Transplantation, Vol 44, No 4, April 2025

emotions), accommodative/secondary coping (efforts to
adapt to the source of stress), or passive/disengagement
coping (efforts to avoid or deny the stressor).”* Disen-
gagement coping is associated with adjustment difficulties
in pediatric chronic illness populations, and may include
denial of illness or avoidance of lab draws due to a specific
phobia. Active and accommodative coping may be more
adaptive and help to promote resilience and adjustment —
for instance, using distraction or distress tolerance skills,
such as deep breathing or guided imagery, to get through
difficult medical procedures. Caregivers also engage in a
variety of coping strategies to manage distress related to
their child’s medical condition, and caregiver engagement
in adaptive coping strategies has been shown to relate to
higher caregiver psychological quality of life.”

4.2.3.2. Evaluation recommendations

Patient ability to undergo medical care, such as needle-based
procedures, pulmonary function tests, dressing changes, and
echocardiograms, should be assessed given the frequent need
for these interventions throughout transplant care. Information
about supports (i.e., child life, pre-medication) and coping skills
that are helpful to a patient when completing medical cares or
procedures should be gathered as part of the evaluation. The
patient’s engagement in coping strategies may be assessed via
interview and self-report measures, such as the Responses to
Stress Questionnaire (RSQ™) or the KidCOPE,”’ which have
both been widely used with pediatric chronic illness popula-
tions. Caregivers’ engagement in coping strategies may be as-
sessed via interview and self-report questionnaires, such as the
Coping Health Inventory for Parents™ or the Brief COPE.””
Interviews with the patient and caregivers may include ques-
tions to elicit what they do to manage stress or cope during
difficult times and what resources or supports are helpful. It is
important to not only assess the presence of or engagement in
coping skills, but also how the patient and caregivers appear to
be coping more broadly. For example, this may include gath-
ering information about the level and type of emotions the
patient and caregivers are experiencing in the context of the
child’s medical condition and the degree to which their emo-
tions may be impacting their ability to engage in activities and
responsibilities. Past traumatic medical experiences that may
adversely impact patient and caregiver coping with illness and
procedures should be understood.

4.2.4. Social support

4.2.4.1. Background

Social support (both emotional and instrumental) of the
patient and their caregivers plays a central role in health-
related outcomes, as social support may influence patient
adherence, coping and mental health, and overall patient
quality of life.”” Peer support and mentoring relationships
can increase disease management of adolescent patients
with chronic medical presentations.”’*” Protective factors
associated with greater medication adherence include a
two-caregiver household, fewer children in the home,
greater family cohesion, lower levels of conflict, and per-
ceived family support.”” """

Pediatric thoracic organ transplantation can disrupt the
family system and lead to psychosocial challenges and fa-
mily functioning difficulties,'” contributing to adverse pa-
tient outcomes.”” Significant demands may be placed on the
family system to support the transplanted patient.”” Unlike
adults who are generally responsible for their own ad-
herence to the post-transplant protocol, pediatric adherence
can be affected by caregiver and family functioning.
Caregivers often endorse psychological distress and family
disruption following transplantation”” which contributes to
pediatric patient medication non-adherence.””
4.2.4.2. Evaluation recommendations
It is essential to obtain social support histories for pediatric
transplant candidates, including caregiver distress and pa-
tient/family support, to determine how to best support the
patient and family system during transplant listing and
following transplant.”” Social support persons should be
involved in a collaborative effort to develop a plan for post-
transplant care. This plan should ensure caregivers are
knowledgeable about transplant, rejection, long-term follow
up plans, symptoms of clinical deterioration, disease impact
on family, potential complications, guidelines for avoiding
infection, and available resources. This care plan should
also identify the primary person to manage medication,
include strategies to manage aspects of patient care, and be
sensitive to neurodevelopmental outcomes and interven-
tions.” "

4.2.5. Social history

4.2.5.1. Background

It is essential to understand the patient’s social history to
determine appropriate needs and support placement of es-
sential resources before and following thoracic organ
transplant. Traumatic experiences, including hospitaliza-
tions, can affect health and factors associated with trans-
plant outcomes, such as following medical regimens post-
transplant.”*’"’? Infants and children with prolonged hos-
pitalizations (> 6 months) have elevated risk for mortality
and displacement from families after discharge.”’ Ad-
ditionally, adverse childhood experiences (ACEs) can
contribute to psychological and social challenges, com-
pounding the risk for poor medical and psychosocial out-
comes.”""*’* The physical environment where the child
lives, plays, learns, and spends time can affect the patient’s
health (e.g., access to healthy foods, exposure to smoke/
substances).”” Lower socioeconomic status is associated
with worse outcomes following pediatric heart transplant,”
and lapses in insurance coverage are associated with in-
creased risk of mortality when compared to continuous
public or private coverage.”’ A family’s ease of going to the
transplant medical center frequently for follow-up ap-
pointments may vary based on distance from the center and
family transportation resources.'”

4.2.5.2. Evaluation recommendations

Patient and family social factors, or the contexts and con-
ditions in which children and families live, learn and de-
velop, embedded in broader systems of influence,”® must be
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evaluated. Clinicians should assess traumatic medical ex-
periences and adverse childhood experiences (ACEs), in-
cluding but not limited to, household dysfunction, violence,
caregiver mental illness, and child maltreatment.”"”* Eva-
luations should include a thorough assessment of resources,
including but not limited to, insurance coverage, access to
healthy foods, food security, physical activities/rehabilita-
tion, transportation, basic utilities, and substance use ex-
posure (e.g., tobacco), through multidisciplinary evaluation.

4.2.6. Sociocultural considerations

4.2.6.1. Background

Sociocultural factors provide a crucial context for understanding
the child and family during the pre-transplant evaluation and
throughout the process as a whole. As such, sociocultural fac-
tors including ethnicity, race, socioeconomic status (SES),
geographic location,”” disability, health literacy, family struc-
ture and spiritual/religious beliefs are important considerations
during the transplant evaluation phase.”’ These factors coincide
with healthcare disparities, posing unique ethical dilemmas and
social justice concerns.”” Despite policies against discrimina-
tion, health disparities across race, SES, sex and gender, and
neurodiversity continue to impact the pediatric transplant pro-
cess.”*"** For instance, patients from historically marginalized
communities have persistently inferior wait-list and post-trans-
plant outcomes compared to White patients, including not only
increased risk for waitlist mortality but also increased rejection
episodes post-heart transplant.”*** The specific factors con-
tributing to these group differences remain understudied. In
general, lower treatment adherence and poorer transplant-re-
lated outcomes are observed among Black or non-White pe-
diatric patients,”******* Hispanic patients,”® and those of lower
SES.”* These data are largely derived from registry-based
studies, which cannot assess sociocultural context or systemic
factors, such as intergenerational mistrust of the healthcare
system among Black Americans in the context of a long history
of mistreatment and undertreatment.”’ As social constructs, race
and ethnicity can give rise to implicit bias, racism and dis-
crimination,”® and can also serve as proxy variables for other
factors that may dynamically influence health outcomes for
pediatric heart transplant patients.

4.2.6.2. Evaluation recommendations

Pediatric thoracic transplant evaluation frameworks should
consider systemic factors such as discrimination and social
and cultural bias. Structural discrimination, including but
not limited to, racism, sexism, ageism, ableism, and clas-
sism, can influence healthcare access, uptake, and out-
comes,”” and the contexts in which children and families
live must be a key consideration throughout the transplant
evaluation process. Interview questions or assessments re-
garding impacts of such discrimination may be informed by
the Structural Vulnerability Assessment Tool,”® which
provides screening and follow-up questions to gauge as-
pects of patients’ and family’s structural vulnerability (e.g.,
risk factors for negative health outcomes such as financial
security, residence safety, education, food access, dis-
crimination). Recognition of socially- or culturally driven

assumptions, biases, or expectations will assist in the de-
velopment of socio-culturally appropriate recommenda-
tions, more sensitive and attuned interventions, and better
patient-family-healthcare team relationships. Advocating
for understanding of patient and family sociocultural factors
to the broader transplant team is an important role of the
psychosocial clinician. During pediatric thoracic organ
transplant evaluation, every effort must be made to in-
tegrate consideration of social factors and to support clin-
ical care teams in minimizing the effects of implicit and
explicit bias on patient/family care-team relationships,
transplant decision-making and care.”'””

5. Recommendations for psychosocial
evaluation process

5.1. Qualifications and experience of evaluator

Pediatric patients undergoing evaluation for thoracic organ
transplantation and their caregivers are typically grappling with
numerous stressors related to acute or chronic illness and the
evaluation process can be an added stressor. Therefore, it is
important that clinicians completing the transplant psychosocial
evaluation have completed training in a healthcare discipline
that has prepared them to assess for risk and protective factors
for transplant while remaining sensitive to the inherently
stressful nature of the evaluation itself. Qualified individuals are
typically psychosocial providers (i.e., psychologists, social
workers, psychiatrists) who are licensed in their discipline and
have completed additional specialized accreditation deemed
relevant by the country and/or state in which they are licensed.
For pediatric transplant, the evaluator should have training in
child development and family systems to effectively assess for
risk and protective factors in these areas.”””* Evaluators should
take care to develop a therapeutic alliance by adopting an
honest, collaborative, and supportive approach with children
and their families.”” Involvement in continuing education in the
areas of pediatric transplantation, child development, medical
traumatic stress, and family systems in addition to continuing
education requirements to maintain licensure is strongly re-
commended.

5.2. Conducting the psychosocial evaluation

As has been discussed in the adult thoracic organ transplant
psychosocial evaluation literature, patients and caregivers
should be informed about the purpose and goals of the psy-
chosocial evaluation, including that results will be shared with
the multidisciplinary transplant team and may be taken into
consideration when determining transplant candidacy.” As
noted in the introduction, it is important that the psychosocial
clinician explain to patients and caregivers that the goal of the
psychosocial evaluation is to identify areas of strength, in ad-
dition to areas that may benefit from additional intervention or
resources. Encouraging open and honest discussion can help to
facilitate optimal supports for patients and families throughout
the transplant process. The evaluation should be conducted in
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the family’s native language with the use of hospital-approved
interpretation services when needed, so that all family members
present can fully participate.” Patients who are ultimately listed
for transplant should complete subsequent psychosocial eva-
luations at regular intervals at a time frame determined by in-
dividual centers (e.g., six months, annually) to ensure
psychosocial information is updated at the time of transplant.”

Specific to pediatric transplant, an identified adult care-
giver must participate in the evaluation interview to ensure
they are willing and able to care for a child with a trans-
planted organ and to support the longevity of the organ. As
pediatric patients under age 18 years are unable to legally
consent for transplant (at least in the US), a caregiver (legal
guardian) must also be available to consent for transplant
and other medical interventions as necessary. To be able to
make medical decisions on behalf of the child, caregivers
must demonstrate they are (1) competent to make reasoned
judgment, (2) possess adequate knowledge and information,
(3) are emotionally stable, and (4) are committed to the
child’s best interests.”® Information regarding a caregiver’s
ability to consent for transplant for their child can be
gathered via multimodal assessment including interview
questions demonstrating they are able to articulate the risks/
benefits of transplant and an understanding of why trans-
plant is being recommended for their child, in addition to
completion of assessment measures which screen for
emotional health and health literacy. Alternate caregivers
with legal rights to make medical decisions for the patient
should be explored for the purpose of consenting to medical
treatment should a caregiver be determined to be incapable
of making informed decisions on their child’s behalf.

Careful assessment of the patient and family’s separate
and unified understanding of goals and values of care and
existing end-of-life wishes and advanced care planning
provides context to the pre-surgical assessment and sets the
stage for future shared decision making. Communication
tools such as the MyCHATT" and Voicing My Choices”*
can be used to begin the conversation about patients’
communication needs and preferences regarding decision-
making and advance care planning. A detailed analysis of
the ethical issues around assent to transplant is beyond the
scope of this paper, but clinicians should have a founda-
tional awareness and attentiveness to principles of patient
autonomy, capacity to make decisions, assent/consent, and
justice.‘ﬂ).l()()

The patient’s medical or developmental status may
preclude their participation in the evaluation, but when able,
the patient should also be directly interviewed, and com-
plete assessment measures as previously discussed. Assent
to transplant — especially in the case of adolescents — is an
important consideration for the psychosocial evaluation as
children aged 14 years and older are generally thought to be
competent to make informed treatment decisions.'”’ Ado-
lescents prefer to be involved in the transplant decision-
making and as a partner in their care.'”” With the demand
for suitable organs exceeding the supply, adolescent assent
to transplant should be considered as part of the evaluation
process and lack of assent should be taken seriously.'’”
When patients and legal guardians agree with the medical

team as it relates to transplant decision-making, this process
is more straightforward. However, if the psychosocial
evaluation reveals an adolescent patient or caregiver is not
agreeable to transplant, time should be taken to explore
reasons for refusal and provide relevant supports or inter-
vention (e.g., further education, evidence-based treatment
of anxiety or depression). Should the caregiver or adoles-
cent maintain disagreement with transplant or goals of care,
the transplant team is then tasked with an ethical quandary
that involves determining whose preference takes pre-
cedence.” In these cases, consultation with hospital ethics
committees is strongly recommended.

When patients are unable to participate due to medical or
developmental status, caregivers are used as proxy and
other sources of information (e.g., school records, prior
neuropsychological evaluations) should be considered.
When psychosocial evaluations are completed urgently,
however, gathering information from outside sources may
not be feasible. If a patient has a previously established
relationship with the hospital where the evaluation is taking
place and/or medical records from the referring hospital are
available, documentation regarding appointment attendance
and medication adherence are additional sources of in-
formation that should be taken into consideration and can
be more easily accessible during urgent, time-limited eva-
luations.

5.3. Use of templates or checklists as adjuncts for
completing the psychosocial evaluation

Regardless of the psychosocial assessment measures used
by individual transplant centers, each center should take
care to implement a standard approach to their evaluation.
A set note template and/or checklist completed by the
psychosocial clinician that includes the areas of the psy-
chosocial evaluation can assist in standardizing the assess-
ment across patients and with summarizing findings.”
Standardized rating instruments which provide an overall
summary score of pediatric transplant psychosocial risk
have been developed but have not demonstrated acceptable
reliability and validity to date.'”* As such, the authors do
not endorse the use of a summary tool. Further, a standar-
dized approach to how psychosocial evaluations are con-
ducted (i.e., age of patient, discipline(s) conducting
evaluations, timeframe of evaluation) should be determined
and adhered to at each transplant center.

5.4. Reporting evaluation recommendations to the
transplant/medical team

5.4.1. Part A: Writing of evaluation report into the
patient’s medical record

After conducting a thorough pre-transplant evaluation and
any follow-up assessments and testing, psychosocial clin-
icians are tasked with conveying these results through
documentation and discussions with the medical team. In
terms of documenting the results of the pre-transplant
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evaluation, there are several considerations that present
unique challenges and considerations. First, one may con-
sider the timing of sharing their report with the patient and
family. This is particularly relevant in the United States in
light of the 21st Century CURES Act, which gives patients
and families immediate access to their medical records.'””
Aspects to be considered include (1) whether the transplant
evaluation is complete, (2) whether the medical team has
met for selection committee to determine transplant candi-
dacy, and (3) whether these recommendations have been
discussed with the family. It may be helpful to have these
conversations prior to sharing notes with the patient and
family that may feel surprising to them; however, this is not
always possible given the timing of more urgent or acute
cases. In those cases, preparing the family during the pre-
transplant evaluation that the report will document psy-
chosocial recommendations may be helpful.

Further, confidentiality concerns may arise given the sensi-
tive nature of the psychosocial pre-transplant evaluation report.
Again, it is helpful to inform the patient and family as part of
the informed consent process that the information gathered
during the pre-transplant evaluation will be documented in the
evaluation report, and shared with the patient’s healthcare team.
While assessment of parental mental health is critical during
pre-transplant evaluation, documenting detailed information
about parental mental health in a patient chart is typically not
permissible. In the pediatric setting, however, this information is
necessary in the context of transplant candidacy and re-
commendations or requirements for transplant listing and thus
may be considered differently, as the information is often ne-
cessary for insurance authorization for transplant listing. This
may be an area where a discussion with an institution’s audit,
compliance and documentation team(s) may be helpful in terms
of how to handle documentation as this may vary across in-
stitutions.

Integrated psychologists, social workers, and/or psy-
chiatrists often attend multidisciplinary transplant selection
committee meetings to relay their pre-transplant evaluation
findings. These meetings present opportunities for each
discipline to present their perspective on the relevant factors
for the patient and family’s transplant candidacy. It is often
helpful for these psychosocial providers to discuss their pre-
transplant evaluation among colleagues who also conduct a
pre-transplant evaluation, to compare perspectives and
formulate a plan for psychosocial recommendations.
Ideally, psychosocial providers will present patient and
family risk and resilience factors that may impact post-
transplant outcomes. Psychosocial providers would also
provide and suggest recommendations and/or requirements
for transplant listing during selection committee meetings
and the multidisciplinary teams would discuss as a group to
come to a consensus about the psychosocial recommenda-
tions and/or requirements. While this is optimal, not all
psychosocial providers are embedded within transplant
teams in a manner that makes this feasible. Finally, a plan
should be presented to the patient and family by the mul-
tidisciplinary team, which may include medical providers
and the psychosocial provider(s) if there are specific re-
quirements related to psychosocial aspects of care.

5.4.2. Part B: Psychosocial contraindications to
and/or risk factors for transplant

In terms of specific psychosocial recommendations and
requirements for transplant listing, processes and criteria for
listing may vary significantly across centers and even across
solid organ transplant teams within centers. Further, cases
within thoracic organ transplant may be considered differ-
ently according to patient acuity and urgency of listing.
However, it is especially important to evaluate any provider
biases that may impact care and may cause different patient
groups, especially individuals from marginalized groups, to
be treated differently in the transplant listing process.'’*'*°
Team communication and ongoing professional develop-
ment, such as training in diversity, equity, and inclusion, is
crucial, and considering the whole person, comprehensive
care and additive influence of various risk factors is key.'"’
Psychosocial clinicians may use their clinical judgment
in terms of determining how concerning risk factors are and
whether they present absolute or relative contraindications
to transplant listing. Furthermore, there can be considerable
variation between and within teams as to how psychosocial
concerns impact listing decisions.'” When team members
disagree on how to move forward with listing, it is im-
portant to have open and honest communication among
multidisciplinary providers. Outside parties such as hospital
ethics committees may be helpful in certain circumstances.
Medical acuity may at times outweigh psychological risk
factors and recommendations or requirements; however,
this may be a case-by-case basis group decision, which
should be monitored for any biases or differences across
patients as well. It is recommended that teams identify and
use a consistent process across patients for discussion of
patient transplant candidacy, as a way of reducing bias.

5.4.3. Part C: Monitoring follow-up treatment
recommendations or requirements

Once the pre-transplant evaluation has been completed and
recommendations have been determined, it is important that
multidisciplinary teams discuss how recommendations will be
shared with patients and their families, and how they will be
implemented after the evaluation. Some multidisciplinary teams
may decide that psychosocial recommendations (e.g., specific
school-based accommodations, neuropsychological evaluations)
are not time-sensitive and do not require close follow-up.
However, if a caregiver or a child is presenting with significant
psychosocial concerns requiring follow-up with a mental health
provider, it may be appropriate for either a member of the
medical or psychosocial team to follow-up with that family as
they seek additional support. If a family is already receiving
intervention from a community behavioral health provider, it
may be helpful to obtain a release of information for the pur-
poses of care coordination.

Certain types of recommendations may require providers
and families to engage in goal-setting and utilize objective
markers of progress as they work toward these goals. For
example, recommendations for behavior change (e.g.,
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greater engagement in healthy habits, improved adherence to a
medication regimen) are best addressed utilizing a SMART
goal framework that promotes setting specific, measurable,
achievable, relevant, and time-bound goals. Small steps toward
a larger goal of seeking behavioral health treatment might in-
clude scheduling an intake, attending weekly visits, or fol-
lowing through with a psychiatric medication evaluation if
indicated.'”*'"”” To address engagement in healthy habits, goal-
setting may consist of a behavioral plan to increase physical
activity, water intake, or the establishment of a sleep hygiene
routine to promote both sleep quality and duration. To address
adherence, psychosocial providers should assess specific bar-
riers to adherence, and then utilize motivational interviewing
and problem-solving skills training to create an adherence
promotion plan in accordance with recommendations from the
medical team. Providers may also consider monitoring im-
provements in labs, reviewing pharmacy refill records, or log-
ging clinic visit attendance or frequency of labs to track
progress toward improved adherence over time. If families
demonstrate significant difficulty following through on re-
commendations to the extent that it may impact a child’s listing
status, multidisciplinary team members may consider co-
ordinating with their local mechanism for child protective ser-
vices to increase supports/resources in the best interests of the
child in need of transplant.

6. Considerations for ventricular assist
devices (VADs)

While no formal guidelines exist regarding the psychosocial
evaluation of pediatric VAD candidates, the 2021 ISHLT
consensus statement for the selection and management of
pediatric and congenital heart disease patients on VAD does
state that a psychosocial assessment of patient and family
treatment adherence, facilitators and barriers to VAD and
disease management, VAD and disease-related knowledge,
neurodevelopmental functioning, mental health and sub-
stance abuse history, family and social support and abuse
and legal history should be gathered pre-VAD implant.' "’
Additionally, the 2018 ISHLT recommendations for psy-
chosocial evaluation of adult heart transplant and VAD
candidates recommends psychosocial evaluation of device
knowledge (i.e., how to operate, signs of device malfunc-
tion), cognitive and/or physical limitations that would in-
terfere with device operation (e.g., responding to alarms),
and the appropriateness of the home environment for device
operation, such as access to electricity and emergency
personnel.''" The U.S. Centers for Medicare and Medicaid
Services (CMS) require a social worker be present on VAD
teams as well as a psychosocial evaluation to be conducted
pre-implant.

VADs can be utilized for several reasons for pediatric
patients, including as a bridge to transplant, a bridge to
decision, a bridge to recovery, or as “destination” therapy.
Given unpredictability of the medical course in many cases,
the purpose of the VAD is not always known at the time of
the VAD evaluation. When it is known (i.e. a patient
deemed ineligible for transplant who is being evaluated for

destination therapy), this importantly influences the eva-
luation conversation around long-term goals and impact of
long-term VAD placement. Sometimes, the evaluation for
VAD is co-occurring with the evaluation for transplant;
when these time points are separated, psychosocial clin-
icians will need to be a complete a separate, updated psy-
chosocial evaluation with specific assessment of transplant-
related domains.

6.1. Patient and caregiver mental health

Both the pediatric''” and adult psychosocial VAD literature
underscore the importance of the psychosocial evaluation
prior to VAD implantation. Emerging research suggests that
children bridged to transplant with VAD experience higher
rates of psychiatric conditions with increased need for
psychopharmacologic treatment when compared with
transplanted peers not requiring VAD support. Nearly half
(40%) of pediatric patients bridged to transplant with VAD
in a national database sample had a psychiatric diagnosis,
most commonly adjustment, mood, and/or anxiety dis-
orders.'” These findings are supported by patient-reported
data from the ACTION Learning Network pediatric VAD
database, with sadness commonly reported by patients
themselves, along with VAD-specific concerns, such as
worries related to dressing changes and limitations in ac-
tivity due to VAD.''" A recent systematic review of the
pediatric VAD literature concluded that pre-implant psy-
chological assessments are critical given notable risk for
mental health concerns during VAD course, and under-
scored a need for psychological intervention throughout
VAD course, particularly during periods of transition (e.g.,
discharge home, transplantation).'"”

Caregiver mental health and ability to manage VAD care
are also important considerations in the pre-VAD evalua-
tion. Strong social support has been linked to improved
quality of life in adults with VAD.' "* Parents of children on
VAD endorse considerable worry, sadness, and challenges
regarding balancing caregiver demands.''” Thus, given the
critical role of parents/caregivers in VAD management and
care, pre-implant assessment of their own mental health,
coping, and social support needs is important for inter-
vention planning throughout the entirety of the VAD
course.

6.2. Additional considerations

6.2.1. Knowledge of VAD indication, strategy and
risks

It is critically important that patient (pending age and devel-
opmental level) and parent/caregiver understanding of VAD
indication and strategy is assessed prior to implant. Further, use
of VAD is associated with increased risks. Bleeding events are
a more common adverse event in VAD use, including early and
late bleeding episodes following implantation and cardiac
tamponade. Infection and stroke risks are elevated in VAD
use.' """ Neurological impairment, ranging from minor stroke
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and functional impairment to debilitating or fatal strokes, are a
common complication associated with pediatric VADs.''
Thus, it is important that patient (when possible) and family
understanding of VAD-related risks are also assessed prior to
implant. It has been recommended that advance care planning
discussions be considered prior to implant, given the ethical
considerations around VAD device deactivation.''”™""”

6.2.2. VAD management and discharge readiness

Overall, VAD implantation requires significant patient/
caregiver involvement and investment in health main-
tenance. Patients have to attend frequent cardiology ap-
pointments, manage complex medication routines, closely
monitor and maintain VAD battery life, engage in problem-
solving in an emergent situation (e.g., loss of power during
a thunderstorm), and provide adequate overall device care.
While patients and families are unlikely to have complete
knowledge of VAD management or home discharge needs
prior to implant, it is important that that the psychosocial
evaluation examine domains that may impact safe VAD
management outside of the hospital setting prior to implant,
so that interventions and supports can be implemented
early. For younger patients who have devices that require
hospitalization for the duration of implantation (i.e. Berlin
Heart), pre-implantation education to families about a po-
tentially lengthy hospital stay is important.

6.3. Conclusions

While the VAD psychosocial evaluation content and process
largely mirror the pre-thoracic transplant psychosocial evalua-
tion, there are some additional considerations that warrant dis-
cussion in the evaluation process. These include assessment of
understanding of VAD-specific risks, patient and caregiver
understanding of the health maintenance commitment involved
with VAD implantation, and ability of the home environment to
support safe discharge on VAD when relevant. Likewise,
content will need to be tailored to the intended purpose of the
VAD (bridge to transplant vs bridge to decision vs. bridge to
recovery vs. destination) as feasible.

7. Conclusions

The purpose of this document is to provide an up-to-date,
consensus-based framework, developed by an international
team of content experts, in the pre-thoracic transplant and
pre-VAD implantation psychosocial evaluation. Unlike
previously published guidelines, these focus on pediatric
populations and are specific to thoracic organ transplanta-
tion and VAD. Furthermore, the recommendations in this
paper reflect an increased recognition of the importance of
understanding the child in the context in which they live, as
well as of the historical and current impact of health dis-
parities on transplant eligibility and outcomes. By providing
a framework to encourage consistency in how pediatric
transplant and VAD programs approach the evaluation, we

aim to increase equity in the access to and outcome of the
use of these life-extending resources.
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