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ABSTRACT

Scientific advances that lead to early detection and treatment of childhood
illnesses once fatal to most children have contributed to higher survival
rates. This article outlines a model used at the Stephen D. Hassenfeld
Children’s Center for Cancer and Blood Disorders for providing outpatient
cancer and hematology treatments facilitated and supported by allied
health professionals. Coping is sometimes compromised by biopsycho-
social factors present in the lives of patients prior to illness. Allied health
professionals help patients and families cope by providing a supportive
environment for the child with a chronic illness and his or her family. A
multidisciplinary team approach is illustrated in this article. The authors
describe the process of creating a pathway foward holistic care for all
patients, from designing tools that integrate basic information about each
patient “in context” to how this is accomplished. Two case examples of
collaboration between disciplines are provided. Finally, ideas on the need
for research that demonstrates the benefits of psychosocial interventions
and the need for dissemination of information about what works within the
pediatric, allied health, and mental heaith professions are offered.

INTRODUCTION

The Stephen D. Hassenfeld Children’s Center for Cancer and
Blood Disorders (SDHCC) of New York University Langone
Medical Center functions both as a day hospital and an outpatient
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medical facility for children with cancer and blood disorders. It
provides modern medical treatments facilitated and supported by
allied health professionals. The last 30 years have witnessed scien-
tific advances that led to earlier detection and treatment of child-
hood illnesses once fatal for most children. For example, the 5-year
survival rate in pediatric cancer is approximately 80%, resulting in
a continuously growing population of childhood cancer survivors.
Data collected in the last 10 years shows 270,000 survivors of
childhood cancer in the United States. One in 1,000 individuals
- is a childhood cancer survivor. Demographics of the childhood
cancer survivors in the US show that while 33% of these survivors
are <20 years of age, 46% are 2040 years of age, and an additional
18% are >40 years of age.'

Children affected with blood disorders such as sickle cell
anemia are transitioning into longer, productive lives with
significantly less impairment than before thanks to transfusion
and oral medication therapies. However, despite the develop-
ment of promising future cures through procedures such as
bone marrow transplants and gene therapies, inadequate atten-
tion to psychological, social, and interpersonal functioning is
still present.? Along with these changes, the need for supportive
services (ie, nursing'and medical teams) for children, families,
and caregivers coping with a chronic, life-threatening illness
have evolved in specialized ways to further them.? In the 1990s,
changes in health care led to a reduction of available psychoso-
cial services because they were perceived as expensive and “less
essential than other evaluations and interventions.”

Most people who experience a chronic and/or life-threat-
ening disease cope adequately with the stressors it brings.
However, this is not an easy task. For a smaller number of
patients and families, their coping is compromised by bio-
psychosocial factors present in their lives prior to the illness
(eg, financial difficulties, psychological disorders). Child
life, creative arts therapies, family health librarian, pastoral
care, psychology, recreation and rehabilitation therapies,
and social work, along with the newly integrated comple-
mentary therapies, including mind/body techniques such
as aromatherapy, acupuncture/acupressure, dance-move-
ment therapies, herbalism, hypnotherapy, therapy massage,
music, Reiki, and yoga, now offer tools and support focused
on the needs of ill children and survivors of childhood dis-
cases. These therapeutic activities provide children with age-
appropriate ways to identify and discuss numerous feelings
associated with treatment.*

The SDHCCs allied health professional staff, comprised
by the disciplines outlined above, is dedicated to providing
a positive, nurturing, and supportive environment for chil-
dren with a chronic illness and their families. This psycho-
social team focuses on helping children gain and maintain
developmental skills during their illness, hospitalization,
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and treatment.* At the SDHCC, the family health librarian
is a member of the psychosocial team that participates in
clinical discussions. This is anchored in the understand-
ing of these professionals’ contribution to the therapeutic
needs of patients and families via their input, selection,
and recommendations of bibliotherapy resources. Similarly,
pastoral care services that address the spiritual and religious
needs of patients and families are a core component of the
group’s work (S. Harding, personal communication, August
2007).

Both the quality of patients and parents’ perception of
the support received and their individual reactions at the
time of diagnosis determines the experience at different
stages of medical treatment. It colors their transition out
of treatment. The authors believe that a multidisciplinary
team approach®>7 is essential, as they describe the process of
creating a pathway toward holistic care for all patients from
the designing of tools that integrate basic information about
each patient “in context” to how they accomplish this. Two
examples of collaboration between disciplines are offered.
The authors hope that these practices lead to well-adjusted

survivors of childhood cancer.*

PATHWAY

In an effort to fine-tune the available therapeutic offer-
ings, as well as keep a finger on the pulse of the team’s
professional interests and potential contributions, periodic
meetings focusing on program planning were organized with
administrative leadership. A survey that combined feedback
from parents and staff was designed and conducted, and its
results were compiled by a social work trainee. The results
were incorporated into an in-service presentation for all scaff
to assist with program planning. How patients and their
families moved from the point of diagnosis to participation
in active treatment was reviewed.

ASSESSMENT

The SDHCC’s social workers obtained various tools
already in use in similar local hospital settings. One model
was selected and adapted for the author’s purposes in a series
of multidisciplinary reviews. The authors examined its ease
of use, whether it built-in basic relevant information regard-
ing each child, its cultural relevancy, and the inclusion of
all professionals needed for child-in-context services. The
clinic’s manager consulted with hospital administration
concerning the viability of the document draft and the pro-
tocol for approval.
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THE PROCESS OF MEETING NEW
PATIENTS

The tool adaptation was followed with a review of com-
munication pathways, starting from the moment patients
enter the medical center’s system to their first visit to the
clinic (Table 1).

The psychosocial rounds forum is a meeting in which high-
risk issues are identified from the initial interview and impres-
sions and concerns are articulated. The main objectives are to
design a multidisciplinary care plan for patients and caregivers,
discuss in greater detail relevant psychosocial/behavioral health
issues, prepare to follow up with those issues by presenting
them at our Interdisciplinary Medical Rounds, and address
urgent issues or emergencies. In addition, this meeting serves
as a forum for program planning and administrative problem-
solving related to services provided to patients.

The standard procedure for case discussions begins with
soliciting patients’ names and topics from all medical/psy-
chosocial staff in advance to generate a list for discussion.
Urgent issues are addressed first, followed by newly diagnosed
patients and a review of ongoing cases. For new patients, a
care plan is designed. For existing patients, the care plan is
periodically reviewed.

A summary of the discussion is shared with all faculty and
staff in medical rounds. The patient’s chart, psychosocial
assessment form (excerpted in Table 2), and psychosocial
treatment planning form (excerpted in Table 3) are used to
guide the psychosocial discussion.

This form is completed by the social workers after complet-
ing three meetings with a new patient and his or her family.
Table 2 contains examples of basic psychosocial information

O
TABLE 1

MEETING NEW PATIENTS

e Patients may be referred from ER directly to inpatient unit at our medi-
cal center; or from a pediatrician’s office to ER to inpatient unit/or
Hassenfeld Center

» When a patient is hospitalized, the team is notified during weekly rounds
of his or her newly diagnosed status

» When a patient comes from another facility or from home, team is noti-
fied by treating MD/NP on the day of appointment, or as early as possible

» Patient/family meets with social worker for initial psychosocial assessment

» Member of allied heatth professionals’ team takes family on a tour/intro-
duces them to all staff on their first to third visit

* Patient's psychosocial plan is designed during weekly team meeting

 Coordination of patient care is discussed with entire medical team
ER=emergency room; MD=medical doctor; NP=nurse practitioner.
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included in the form. The information collected is shared with
the team. When a patient is referred to other disciplines, this is
noted in the “professional collaboration” section. The form is
stored in the patients’ medical record. From there on, all perti-
nent allied healthcare providers document psychosocial inter-
ventions in the progress notes section of the medical record.

Table 3 shows a section of the treatment planning form used
to organize the psychosocial care plan. Not shown are the list of
all disciplines available to work with each child and the short-
as well as long-term goals section. This form is brought to the
psychosocial rounds and used as part of the treatment plan-
ning for the patient. After the initial psychosocial assessment
is discussed, the patient is referred to other disciplines if not
previously done. The date of the referral is noted, and the form
is filed in the patients’ medical record. As each team member
meets with the patient or after interventions are completed,
these are noted and dated in the form. A full progress note is
then added to medical record explaining the intervention.

Patients’ care can be brought up by any staff member
whenever issues arise. The following cases, concerning Linnea
and Beth, provide a general view of how these routine pro-
cedures work.

CASE EXAMPLES

Case 1: Linnea

Linnea, a 7-year-old female recenty diagnosed with medul-
loblastoma, was left visually impaired after having emergency
brain surgery- prior to beginning treatment. Her vision loss
was not discovered until after she began her chemotherapy
and radiation protocol. Linnea presented as a shy, quiet child
who did not interact much with psychosocial or medical staff.
Her mother was constantly tearful but was not forthcoming in
discussing these feelings with staff. The psychosocial team was
introduced to Linnea and her mother with the goal of amelio-
rating the crisis of a diagnosis of pediatric brain cancer and the
medical crisis of losing part of her vision. Linnea responded
well to social work and art therapy staff. Ongoing sessions were
arranged where Linnea could produce artwork that helped her
express her feelings regarding her diagnosis. Linnea also used
imaginative play therapy to cope with painful medical proce-
dures and long hours of receiving chemotherapy. (A general
description of these interventions can be found elsewhere.)®

Linneas mother met with the psychologist who assisted
her in understanding how to help her daughter and other
members of the family during this difficult time. In addition,
the psychologist helped her figure out the extent of Linnea’s
vision difficulties prior to her diagnosis. Linnea’s mother had
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expressed some guilt about whether there had been signs no
one had noticed. Linnea’s decreased appetite and weight loss
were also discussed, and her participation in creating a simple,
palatable menu was encouraged. Various members of the team
also worked with Linnea’s 8-year-old brother, Mike, who has
a love of theatre and music. The music therapist succeeded in
introducing music as the modality in which he could express
his feelings surrounding his sister’s illness. This shows how
easily psychosocial care extends to the whole family unit when
the patient’s treatment is provided in context and services are
available to address the different needs of its members.

Midway through Linnea’s treatment, eating issues became
a concern. The psychosocial team was consulted again. The
psychologist met with her mother to assess the reasons for
Linnea’s appetite issues and to monitor possible mood chang-
es secondary to her medical conditions. Consultations with
the inpatient unit team and a consultation/liaison pediatric
psychiatrist followed. Linnead’s social worker began to engage
her in an age-appropriate manner in order to better under-
stand why she was not eating. A plan to restructure Linnea’s
meal times with parental assistance was devised and, in this
way, the placement of a feeding tube was avoided. This was a
temporary solution as the team is still trying to find out the
best way to help her. The medical and psychosocial teams
continue to collaborate to support this family through their
battle with pediatric cancer.

Case 2: Beth

Beth is 8 years of age and was recently diagnosed with acute
lymphocytic leukemia. Beth lives with her parents in a New
York suburb. Her grandmother, who was her primary care-

giver, also lives near the family. There were initial identified
issues, including conflict within the family regarding care-
giving and Beth’s anxiety toward medical procedures. Beth’s
social worker spent time speaking with both the parents and
the grandmother reviewing caregiving details. Beth’s mother
had previously worked long hours and the grandmother had
cared for her. Since diagnosis, the mother had stopped work-
ing and began to care for Beth full time. Role changes are
often seen in families due to a medical diagnosis, as priorities
change for all members of the family when faced with life-
threatening circumstances. The mother expressed guilt over
her not being able to spend time with Beth prior to her diag-
nosis. The grandmother felt distant from the family now that
the mother was increasingly active with Beth's daily care.

Team members directly working with the family assisted
with creating a schedule for Beth’s care with which all mem-
bers felt comfortable. They addressed the mother’s feelings
of guilt and helped the grandmother feel comfortable with
the new limitations on her caregiving role. The psychologist
worked with them on basic parenting strategies such as relax-
ation techniques to decrease Beth’s anxieties. In addition, the
expertise of Beth’s nurse for identifying medication strategies
was incorporated to help the patient manage her anxieties
before spinal taps in the event that non-pharmacologic strate-
gies were not enough.

Both the music and arr therapists contributed to Beth’s care
by providing a multimodal intervention to calm her medical
procedures anxieties. Family issues that are still impacting
Beth’s treatment experience in the clinic continued to be
addressed with the help of the team’s psychologist on an “as-
needed” basis.

e ——————————

TABLE 2
PSYCHOSOCIAL ASSESSMENT FORM EXCERPT

Living Situation
Q Parent(s)
0 Relative(s)
O Foster Care,

Q) Homeless shelter

Q Can articulate needs
O Family friends

Q3 Stable housing

Religion
Language

Ethnicity,

Support System

Q Two-parent family

Q Single-parent family

Q Divorced/separated parents
Q Significant other

Q Number of children

U Adequate resources

(3 Adequate supports

0 Adherent with treatment/foliow-up
O Extended family

Q Understanding illness

O Other

Notes
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CONCLUSION

Psychosocial issues related to the treatment of pediatric ill-
ness have been given more attention in recent years.>>'" The
authors believe that their interdisciplinary team model allows
for the most comprehensive psychosocial care of patients and
their families. They attempt to identify issues at an early stage
and coordinate psychosocial care in a manner that alleviates
some of the stressors associated with pediatric illnesses. Their
team aims to enhance the quality of life of all patients and
families treated act SDHCC.

Future directions of this effort include conducting research
to demonstrate the benefits of psychosocial interventions.
More information is needed on the existing benefits of the
services provided formally and informally at the facility. Who
benefits from what? Which interventions are prioritized by
the families? Requesting and incorporating feedback from
each family on how they and their child benefited from vari-
ous psychosocial interventions will help refine the work.

The authors intend to compile a psychosocial care manual
based on the practice model as well as that of other centers in
the US and abroad. Its goal is to provide a map to make the
provision of modern medical treacments facilitated and sup-
ported by allied health professionals an essential part of any
center’s mission. Such models have been designed before® but
are not readily available; others require updated information
on how to provide services that fit the needs of families living
in complex social contexts with cultural, financial, political,
educational, and spiritual' challenges that are part of liv-
ing with cancer and other chronic childhood diseases. This
manual will offer basic principles of psychosocial care, as well

1 Multidisciplinary Approach to Psychosocial Care: The Stephen D. Hassenfeld Model I’

as general interventions that can be implemented by differ-
ent disciplines either collaboratively or individually. It will
also include specialized modules for patients and families at
higher risk of having more difficulties with the experience of
diagnosis and treatment. Dissemination of information about
what works for the authors within the pediatric, allied health,
and mental health professions will follow. The poet Maya
Angelou said, “Children’s talent to endure stems from their
ignorance of alternatives.”"? Primary care physicians can help
them endure less and cope more successfully by their know-
ing what works and creating better alternatives. PP
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TABLE 3
PSYCHOSOCIAL TREATMENT PLANNING FORM EXCERPT

Psychotherapeutic Services Date Referred

Began On Reviewed On

Case consultation

Crisis intervention

Cognitive rehabilitation

Counseling: individual/parent/mari-
tal/family/sibling/group/pastoral

Complementary therapies (eg, horti-
culture/massage/reiki/yoga)

Medical play/music therapy/recre-
ation therapy/art therapy

Onsite educational tutoring

Patient/family health education
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