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ARTICLE INFO ABSTRACT

Keywords: Background: Pediatric patients with intestinal failure are at risk for psychopathology, yet the role

Short bowel syndrome of psychology in their care has not been widely discussed.

Intestinal rehabilitation Case report: In this case report, a psychologist embedded within an intestinal rehabilitation

Intestinal failure . . . . .

Mental health program completed psychological assessments and provided intervention for three patients dur-

Psychology ing an inpatient hospitalization. In each case, despite concepts having been discussed among the
patient, family, and medical team, factors discovered during psychological assessment and
intervention directly altered the medical treatment plan.
Conclusion: Given the high level of medical involvement intestinal rehabilitation patients receive
over years, there are many ways in which psychological intervention can augment medical care.
This case series demonstrates the benefit of a psychologist embedded within an intestinal reha-
bilitation team beyond a traditional consultation or co-located outpatient referral model to
improve patient outcomes from both psychological and medical perspectives.

Introduction

Intestinal failure (IF) occurs when the bowel is unable to absorb fluids and essential nutrients to support normal growth and
development and sustain life [1]. Short bowel syndrome (SBS) is the most common cause of intestinal failure in pediatric populations,
often secondary to congenital conditions or neonatal complications, and requires chronic medical and surgical care [2,3].

Pediatric patients with IF and SBS are at risk for psychopathology, yet the role of psychology in the care of these patients is poorly
described. Much of the mental health-related research in this population has focused on caregiver quality of life. Existing literature
demonstrates greater stress, anxiety and depression symptoms, and lower health-related quality of life for caregivers [4], particularly
in parents of children on home parenteral nutrition (PN) [5].

To our knowledge, there have been fewer studies focusing on patient psychological outcomes. Research demonstrates risk for
impaired neurodevelopment, including adverse cognitive outcomes in patients requiring PN particularly with low gestational age, long
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hospitalizations, and multiple surgical procedures [6]. Feeding disorders are common in this population, with one cohort demon-
strating 60 % overall prevalence [7]. Children on home PN have shown impaired quality of life related to increased dependency on
caregivers for daily living tasks and described learning, hobbies, and sports as challenging [8]. One study demonstrated increased
concern for executive, internalizing, behavioral, and adaptive functioning compared to norms [9]. Vlug et al. (2023) found increased
risk of psychopathology, with the most common concerns being anxiety, attention deficit hyperactivity disorder, and emotional dif-
ficulties. Authors also found that 14 % of their sample had experienced medical traumatic stress [10]. Thus, while not fully elucidated,
psychopathology is a substantial concern among children undergoing intestinal rehabilitation.

Historically, the role of a psychologist in treating patients with medical needs was generally separate from the medical care. An
outpatient referral is ordered, the patient is placed on a wait list, and a psychologist sees the patient in a separate office at a later point
in time. Prior to the 1960s, psychologists were typically only involved in inpatient psychiatric hospitalizations. However, across the
field of pediatric psychology, there have been significant efforts towards the integration of psychology within medical teams to
augment medical treatment at all levels of care [11].

More recently, there has been a call specifically for the integration of psychology on intestinal rehabilitation teams (IRT) to provide
services such as palliative support as well as individual treatment and family support [12,13]. Norsa et al., (2023) proposed that a
psychologist is crucial in caring for patients with IF/SBS to help with adjustment to a new diagnosis, address anxiety and the child’s
awareness of their differences from their peers, and promote quality of life for patients and their families [14].

Case report

The three cases described were all adolescent males seen by the IRT psychologist during a hospitalization. Table 1 summarizes the
etiology of each patient’s IF, reason for hospitalization, psychology’s role, and patient outcomes. Consent and assent for participation
in a case report were obtained from patients and guardians as required by hospital and journal standards.

The first patient was hospitalized due to vomiting, enteral feeding intolerance, loose stools, and fatigue. The patient demonstrated
uncharacteristically low mood and did not disclose a reason to the medical team. The medical team therefore placed a psychology
consult. The psychologist, being familiar with the patient and his interests, explored factors about the patient as they applied to
hospitalization, such as the impact of hospitalization on his sport. He shared his low mood was related to inability to play with his team
during hospitalization and associated worry that he would become physically deconditioned. Intervention focused on coping skills,

Table 1
Patient specifics.
Patient Gender Etiology of Reason(s) for Indication for Previous Psychology Resulting Patient
Intestinal Admission Psychology therapeutic Intervention Change to Outcome
Failure Involvement relationship Medical Care
with treating
psychologist
1 Male Necrotizing Vomiting, Coping with Yes Psychological Addition of Improved
enterocolitis intolerance of hospitalization, assessment of mood physical therapy mood;
enteral feeds, concern for low and coping, during increased
loose stools, mood problem-solving hospitalization engagement
fatigue around distress,

coordination with
medical team

2 Male Jejunal and Fever, Concern for Yes Thorough Addition of 1:1 No additional
colonic polymicrobial possible suicidal psychological observation by CLABSI;
atresia and CLABSI, behavior assessment of events staff, specific
gastroschisis infection leading to reclassification of ~ counseling

hospitalization as CLABSI regarding self-
well as ongoing risk harm and
assessment and plan infection

for safe discharge control

home, coordination
with medical team

3 Male Trauma Transfer from Pain-related Yes Psychological Personalized care Improved
(gunshot outside adult distress assessment and with dressing mood;
wound) hospital for treatment of medical ~ changes (e.g., increased

specialty traumatic stress patient can hold engagement
pediatric care symptoms, line during flush) with all
and surgery psychoeducation and modification consulted
about medical of physical therapies
trauma for patient/ therapy
family/staff,

coordination of care
with medical and
therapy teams to
modify expectations
and activities
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problem-solving, and coordination with the medical team to involve physical therapy to support important activity and health
maintenance goals while also supporting the patient’s mental health. The patient’s mood improved significantly, and he was more
engaged with providers and his cares for the remainder of the hospitalization. After discharge, the psychologist occasionally met with
patient during IRT clinic follow-up, and has initiated outpatient therapy for behavioral strategies to increase oral consumption.

The second patient, also well known to the psychologist, was hospitalized for a fever and found to have a central line-associated
bloodstream infection (CLABSI). Due to the nature of the bacteria that grew in the collected cultures (oral flora), the medical team was
concerned for intentional line manipulation. The patient denied intentional manipulation to the medical team. However, during an
interview with the psychologist, the patient revealed he had injected saliva into his line which was related to suicidal ideation. As a
result, suicide precautions were initiated on the medical floor and adapted to his medical needs given our psychiatric unit and external
psychiatric institutions were not equipped to manage his medical complexity. The patient had previously completed some aspects of
line care; this responsibility was removed during and after this hospitalization when possible. Ongoing safety planning and education
were completed from both infection control and suicide prevention perspectives prior to discharge. The psychologist coordinated care
with outpatient mental health. Following subsequent hospitalizations, which were again suspected to be related to intentional line
manipulation, and in the setting of the patient having acknowledged secondary gains with hospitalizations (e.g., a break from chal-
lenges in daily life, etc.), suicide precautions were extended to future hospitalizations to minimize incentive for withholding the cause
of his infections.

The third patient was initially treated at an adult hospital for IF/SBS secondary to severe abdominal trauma following a gunshot
wound. He was transferred to our institution for specialized pediatric medical and surgical care. He experienced significant distress
with movement and resisted hands-on nursing cares. Based on observation and assessment by the psychologist, it was determined he
was experiencing medical traumatic stress symptoms (MTSS). The patient, family, and staff were given psychoeducation on MTSS and
trauma-informed methods of care. Psychologist-directed modifications included active participation in some aspects of line man-
agement, medical management of pain-related anxiety by psychiatry, and daily adjustments to physical therapy goals depending on
acuity of distress. Over the course of his hospitalization, the patient was increasingly able to tolerate hands-on procedures and
endorsed improved coping skills and emotion regulation. The patient requested to continue telehealth therapy after discharge during
which the focus remains on cognitive behavioral techniques to assist in coping with chronic medical illness and addressing remaining
trauma symptoms.

Discussion

These three cases highlight the variety and complexity of emotional and behavioral difficulties experienced by patients with IF/
SBS, including ways in which psychological challenges affected their medical functioning and care. The first and third patients were
less engaged in their care due to low mood and trauma symptoms respectively. The second patient engaged in intentional self-harm
that led to hospitalization. As the result of psychologist involvement, the medical treatment plan for these patients changed, leading to
positive psychological and medical outcomes.

Given the high level of medical care and attention that intestinal rehabilitation patients receive over time, there are many ways in
which psychological intervention can be beneficial. While these cases detail examples from specific hospitalizations, it is important to
note the pre-existing nature of the psychologist’s therapeutic relationship with these patients, including involvement during most
inpatient admissions as well as on an outpatient basis, including for both multidisciplinary clinic visits and individual therapy as
needed. The psychologist participates in weekly team meetings and additional frequent “on the fly” care coordination efforts. The
psychologist aims to meet every patient receiving home PN and newly diagnosed patients cared for by the IRT. The goal is to introduce
the psychologist as a member of the team from the beginning of the patient’s care to decrease the stigma of receiving mental health
services and establish a relationship with the psychologist should more acute needs arise later.

In addition to the examples here, a psychologist who is truly integrated on an IRT can form long-term relationships with families.
Broadly speaking, integrated psychology has been shown to improve patient care including lower reported symptoms, decreased costs
and burden on the healthcare system, improved adherence to medical recommendations, improved accessibility to mental health care,
and caregiver and physician satisfaction [15]. This allows for monitoring of psychological development over time, such as concern for
autism spectrum disorder, need for psychiatric or neuropsychological evaluation, and feeding challenges as patients work to decrease
PN in favor of per oral consumption to achieve oral autonomy. Pediatric psychologists are trained to assist patients with procedural
distress related to needles or surgeries, coping with frequent and/or prolonged hospitalizations, and adjustment to chronic illness.
Patients receiving parenteral or enteral nutrition can benefit from assistance in coping with how they differ from their peers as well as
managing “burn out” with long-term complex care needs. Pediatric psychologists are also trained in supporting parents who expe-
rience unique challenges in caring for IF/SBS patients, as well as in supporting siblings or other family members. Depending on the
resources of each institution, a psychologist may also be able to assist with case management such as ensuring appropriate accom-
modations in the school setting in the context of the child’s medical needs.

Recognizing psychologist availability is limited, we present our model of care as evidence of the benefits of an integrated psy-
chologist within an IRT. At our institution, psychologist salaries are typically funded through the Behavioral Health department. Our
IRT psychologist meets productivity expectations by dividing time across several teams within the Gastroenterology department.
Clinical productivity is measured across outpatient therapy hours, time spent with the families in the medical clinic setting, and
inpatient consultation. Since joining the team, the psychologist aims to meet all IRT patients on PN and when hospitalized. On an
outpatient basis, if patient or family needs cannot be adequately addressed in the clinic setting, the psychologist can schedule addi-
tional outpatient therapy sessions. For patients who live a distance from the hospital, the psychologist attempts to coordinate therapy
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on the same day as other appointments at the hospital and/or can offer telehealth video sessions. Psychologists can obtain interju-
risdictional licensure to provide telehealth services across states if appropriate. Our experience and model could serve as a framework
for other institutions seeking to integrate a psychologist within their IRT.

This case report demonstrates the added benefit of a psychologist who is truly integrated into an IRT beyond a traditional
consultation or co-located outpatient referral model to improve patient outcomes.
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