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ABSTRACT
Living with Chronic Renal Failure During Adolescence: An Exploration of Issues
Through Art Therapy
Heather R. Hawkins
Chronic renal failure is a pervasive illness that drastically affects the lives of

adolescent patients. The complexities of how living with chronic renal failure affects the
psychosocial adjustment for patients during adolescence can be better understood by
taking into account the developmental tasks that face this age group. This research
presents a qualitative case study that investigates how art therapy can be used to explore
the psychosocial issues experienced by a 15-year-old female diagnosed with chronic
renal failure. Over a seven-month period, data was gathered during art therapy sessions
conducted while the participant was receiving hemodialysis treatments at a pediatric
hospital. Prevalent issues that emerged from the data were the participant’s perceived
lack of control, difficulty integrating her illness into her self-concept, and challenges in
adhering to treatment. Violet was able to express, acknowledge and work through these
issues through art therapy. The findings suggest that art therapy is an appropriate
intervention while working with this population. Further study is needed to evaluate the

effectiveness of art therapy in addressing specific issues, such as treatment adherence.
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LIVING WITH CHRONIC RENAL FAILURE DURING ADOLESCENCE: AN

EXPLORATION OF ISSUES THROUGH ART THERAPY

Overview

The kidneys are vital organs responsible for a number of essential bodily
functions. Chronic renal failure is a pervasive illness, affecting every aspect of a person’s
life. When the kidneys fail to function at a level that maintains life, invasive medical
interventions are required. Patients often experience painful procedures and spend a large
portion of their time at the hospital receiving treatments. The physical symptoms and
treatment regimens are emotionally and physically taxing for the patient, especially
during adolescence. The complexities of how living with chronic renal failure affects the
psychosocial adjustment for patients during adolescence cannot be understood without
taking into account the developmental tasks that face this age group. The developmental
theories of Erikson (1950/1963, 1968) and Piaget (1967) provide relevant perspectives
through which to explore and understand the psychosocial effects of renal disease.
Adolescent patients diagnosed with chronic renal failure tend to show poor psychological
adjustment, low self-concept (Devins, Beanlands, Mandin, & Paul, 1997; Eiser, 1985;
Fielding & Brownbridge, 1999; Garralda, Jameson, Reynolds, & Postlethwaite, 1988),
poor body image (Reynolds, Garralda, Jameson, & Postlethwaite, 1986; Travis, 1975),
lack of control (Rosenkranz et al., 1992), and poor treatment adherence (Brownbridge &
Fielding, 1994; Maikranz, Steele, Dreyer, Stratman, & Bovaird, 2006; Rianthavorn &

Ettenger, 2005). This paper presents the case study of one adolescent female with the



purpose of exploring the use of art therapy as a means of addressing the psychosocial
effects of chronic renal failure.
Renal Disease
Sequelae
Renal disease is not a single illness but a category of diseases affecting the
kidneys, the causes of which range from diabetes to congenital malformations. The
kidneys are vital organs that are part of the cardiovascular-renal system. Kidneys are
described as two bean-shaped, fist-sized organs that lie below the back of the rib cage.
Their function is to maintain the chemical balance in the body by cleansing the blood of
metabolic wastes and various ingested substances (Travis, 1975). The kidneys regulate
the volume and concentration of urine produced. They also regulate blood pressure and
the production of red blood cells. When damage is caused to the kidneys to the point of
failure, uremia occurs. This means that waste products, normally removed, remain in the
blood stream and eventually lead to death. Symptoms of renal failure include loss of
appetite, stunted growth, weakness and lethargy, high blood pressure, and impaired
cognitive functioning. End stage renal disease (ESDR), or chronic renal failure, occurs
when “the kidneys are permanently impaired and can no longer function normally to
maintain life” (Canadian Institute for Health Information, 2001). It wasn’t until the
1940s, when Wilhelm Kolph invented the artificial kidney machine (hemodialysis) that
renal failure didn’t mean certain death (Weldt, 2003). The Canadian Institute for Health
Information reported that between 1990 and 1999, there were 677 new pediatric patients
(18 years and under) diagnosed with ESRD. Over half of these patients were between the

ages of 10 and 18 years (Canadian Institute for Health Information). Prior to kidney



transplant, children and adolescents diagnosed with renal failure are treated both through
diet and hemodialysis.
Treatment

Diet

Individuals diagnosed with renal failure are put on restricted diets to slow the
progression of kidney deterioration, which in some cases can put off the need for dialysis
for over a year (Brownbridge & Fielding, 1994). Diet is usually changed in four main
ways: the amount of protein, sodium, potassium, and phosphorus, which are limited in
the patient’s diet. Protein consumption is limited to reduce the amount of waste present in
the blood, which slows the progression of kidney failure. Foods that are high in protein
include meat and dairy products. Due to a low-protein diet, patients are often severely
anemic and have an iron deficiency, requiring iron supplements (Travis, 1975). To help
control health problems prevalent for patients diagnosed with renal failure, such as high
blood pressure and fluid retention, sodium consumption is limited. Table salt and salty
snack foods are restricted.

Due to renal failure, the body is no longer able to remove excess phosphorus from
the blood. A buildup of phosphorus causes the patient’s bones to lose calcium, often
resulting in bone disease (Travis, 1975). Phosphorus intake is limited and calcium
supplements are taken to prevent bone deterioration. Foods high in phosphorus include
dairy products, beans, nuts, cocoa, and some cola drinks.

Another mineral that can build up in the bloodstream due to renal failure is
potassium. Potassium, found in most fruits and vegetables, plays a role in maintaining

muscles and a regular heartbeat. High levels of potassium in the blood can result in



irregular heartbeats and heart attack. Levels of these nutrients are monitored through
frequent blood tests, which then determine how much of each can be allowed in the
patient’s diet. The restricted diets allowed are relatively unpalatable contributing to the
loss of appetite that patient with renal failure experience (Travis). In addition to these diet
restrictions patients are usually restricted to a certain amount of fluid per day to prevent
excess fluid from being retained in the patient’s body tissue, which can result in high
blood pressure. Fluid restrictions are determined by regularly measuring the patient’s
fluid weight.
Hemodialysis

Hemodialysis is one of two forms of dialysis treatments meant to replace the
functions of the human kidney. On average children spend four hours a day, three days a
week on hemodialysis (Brownbridge & Fielding, 1994). It is not an end in-and-of-itself;
rather, it is the means by which patients are kept alive while awaiting a kidney transplant.
Waste products and fluid from the patient’s blood are removed through the use of a

hemodialysis machine (see Figure 1).

Figure 1 Hemodialysis machine



The patient’s blood is accessed through a number of methods. One of which is
through a central venous catheter (CVC) inserted into a large vein near the patient’s neck.
A circuit is created through which the patient’s blood is withdrawn and filtered though
the dialysis machine, then replaced back into the patient’s circulatory system. The
patient’s blood is filtered through a dialyzer, which functions as a semipermeable
membrane, diffusing waste products from the blood into the dialysis solution
(Brownbridge & Fielding, 1994).

There have been vast improvements in the use of hemodialysis with children, but
it is by no means a perfect replication of the functions performed by the human kidney.
The medical complications and cost of hemodialysis make it a less than ideal form of
treatment (Travis, 1975). The symptoms of hemodialysis are caused by the rapid removal
of fluid from the body. During a typical three to four hour hemodialysis treatment, over
two liters of fluid and waste products are removed from the patient’s blood. Symptoms
include headaches, vomiting, muscle cramps, and fatigue (Travis). These tend to be
increasingly present as more fluid is removed, making the end of treatment sessions
particularly uncomfortable (Brownbridge & Fielding, 1994). Additionally, the sight of
blood running through tubes and the alarms that sound on the equipment can be very
anxiety provoking for the new hemodialysis patient (Travis).

Transplantation

Over the past few decades the success rates of renal transplants for pediatric
patients have improved due to medical advances (Fischbach, Edefonti, Schroder, &
Watson, 2005; Goldstein et al., 2006; Rianthavorn & Ettenger, 2005). Depending on the

cause of renal failure, a new kidney serves to prolong the child’s life, but is not always a



cure for the underlying cause of damage to the kidneys. Transplant kidneys come from
either living or cadaveric donors. In Canada, the list of patients waiting for kidney
transplants isTong. Recent statistics show that the waiting recipients far outnumber the
kidneys available to be donated (Canadian Institute for Health Information, 2005).
Kidney failure patients comprise 78% of all patients waiting for organ transplants. In
2000 alone, 3,085 patients were waiting for new kidneys, of which 3% were under the
age of 15 (Canadian Institute for Health Information). In the same year there were 54
kidney transplants performed in patients under the age of 15. This number has seen a
steady increase over the past decade (Canadian Institute for Health Information).

Receiving a transplant is generally considered the best treatment option for renal
failure, but it is not without risks. There remains a high risk that the recipient’s body may
reject the new kidney. For adolescents, this occurs in approximately 23% of kidney
- transplants after five years (The Scientific Registry for Transplant Recipients, 2005).
There is a long recovery period after receiving a transplant, which includes multiple visits
to the hospital for monitoring. Individuals who receive kidney transplants must take
immunosuppressant drugs their entire lives, which put them at risk for infection. With
medical advances, such as hemodialysis and kidney transplantation, the lives of those
with chronic renal failure can be extended and maintained, but concerns have been raised
in regards to the psychosocial effects living with renal failure has on these individuals
(Garralda et al., 1988; Rianthavorn & Ettenger, 2005; Wallace et al., 2004).

Adolescence
The age and developmental stage of the patient are important indicators of how

his or her life is affected by renal failure and treatment (Garrison & McQuiston, 1989;



Goldstein et al., 2006; Hergenroeder & Brewer, 2001; Polinsky, Kaiser, Stover,
Frankenfield, & Baluarte, 1987; Travis, 1976). Developmental issues can be viewed
through two lenses: The first emphasizes the impact that chronic illness has on how
children and adolescents develop; the second focuses on how the developmental stage of
the child or adolescent influences their conceptualization of their illness (Garrison &
McQuiston). As Councill (1993) so aptly points out, children and adolescents who are
living with a chronic illness go through the same developmental stages that any other
child would. What would be considered a normal developmental task is made
exponentially more difficult by the physical, mental, and environmental factors related to
living with renal failure (Garrison & McQuiston). Adolescence is a time fraught with
social tensions and stress (Erikson, 1968). The already rocky terrain of adolescence is
made even more difficult by the symptoms and restrictions of a chronic illness.
Erikson

Erikson’s (1968) stages of psychosocial development are helpful in understanding
how age and development influence the psychosocial issues manifested in children with
chronic illnesses (Eiser, 1985; Garrison & McQuiston, 1989; Travis, 1976). According to
Erikson’s (1968) developmental tasks, adolescence is defined by the search for identity.
Individuals either resolve this crisis through identity synthesis, which is a “reworking of
childhood and contemporaneous identifications into a larger, self-determined set of self-
identified ideals;” or identity confusion, which is “an inability to develop a workable set
of ideals on which to base an adult identity” (Schwartz, 2001, p. 9). These two states
represent polar ends of a continuum. Erikson (1950/1963) believed that it was best to be

near the middle of the continuum, but closer to the identity synthesis pole.



Identity synthesis is normally achieved through identification with peers and
separation from parental figures to demonstrate independence (Garrison & McQuiston,
1989). The demands that renal failure places on an adolescent’s time restrict the amount
of social contact that he or she has. Physical limitations due to renal failure also limit
adolescents’ involvement in social activities. This makes it very difficult to identify with
an appropriate peer group.

Using Erikson’s theories, Marcia (1993) developed two dimensions of identity
formation: exploration and commitment. Exploration is defined as “problem solving
behaviour aimed at eliciting information about oneself or one’s environment in order to
make a decision about an important life choice” (Grotevant, 1987, as cited in Schwartz,
2001, p. 11). Commitment is “the adherence to a specific set of goals, values and beliefs”
(Marcia, 1988, as cited in Schwartz, p. 11). From these two dimensions, Marcia (1993)
devised four identity statuses, each representing a high or low degree of exploration and
commitment. For example, identity diffusion is the state that is characterized by an
individual who is apathetic, and does not engage in either exploration or commitment;
identity foreclosure symbolizes the individual who has made a commitment to a certain
identity, but without first exploring various alternatives; and identity achievement is
representative of the individual who has searched for an identity and has chosen facets
that he or she commits to (Schwartz). Due to the limited opportunities for patients
diagnosed with renal failure to engage in exploration, they are more likely to enter a state
of identity diffusion or foreclosure (Garrison & McQuinston, 1989).

According to Travis (1975) “being different is the touchstone of identity problems

in the chronically ill adolescent” (p. 61). A key aspect of Erickson’s (1968) stages is that



healthy adjustment includes the integration of a person’s self-concept and the demands of
their environment. Chronic renal failure places a large number of demands on an
adolescent both physically and emotionally. By considering relevant developmental
issues, Erikson’s theory offers a means of identifying the areas of psychosocial
adjustment that potentially pose the most difficulties for adolescents living with chronic
renal failure. Erikson’s psychosocial stages of development focus on how the interaction
with one’s environment plays a large part in the formation of identity during adolescence.
The cognitive development during adolescence is also relevant when attempting to
understand the challenges faced by patients living with chronic renal failure. This is the
focus of Piaget’s (1967) stages of development.
Piaget

Piaget (1967) describes the age of adolescence as the formal operational stage.
During this stage of development, starting at the age of eleven, children begin to acquire
the ability to think abstractly and hypothetically (Piaget & Inhelder, 1969). Piaget and
Inhelder identify this as the stage where adolescents develop the ability to adapt to their
present reality, but more importantly, they develop the ability to see beyond the here-and-
now. Eventually, adolescents are able to grasp the possibilities that his or her choices
hold (Inhelder & Piaget, 1958). Until this developmental milestone is achieved, the
adolescent’s ability to foresee the consequences of his or her actions is limited. For
children who have renal failure this may manifest in noncompliance with medical
regimens (Garrison & McQuiston, 1989). Hemodialysis and other medical treatments
come with immediate and undesirable side effects, making it difficult for adolescents to

look beyond the side effects and foresee the long-term benefits.
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As the adolescent acquires the skills for formal operational thought, he or she
pays particular attention to existential issues (Inhelder & Piaget, 1958). These issues are
especially difficult for adolescents living with a chronic illness because of the very real
possibility of premature death (Garrison & McQuiston, 1989). This reality can make it
difficult to experience hope for the future, another factor exhausting the adolescent’s
" motivation to adhere to medical regimens (Maikranz et al., 2006).

During adolescence the development of a value system, by internalizing societal
ideals and theories, serves as a foundation upon which a life plan is built (Inhelder &
Piaget, 1958). A key feature of adolescent development is an inherent need to change
society. The adolescent “feels he has to work out a conception of life which gives him an
opportunity to assert himself and to create something new” (Inhelder & Piaget, p. 342).
For adolescents diagnosed with chronic renal failure this need to be assertive and self-
sufficient is compromised by the lack of control they experience in their lives due to
illness (Garrison & McQuiston, 1989). By considering the developmental tasks that
challenge adolescents, the ways in which chronic renal failure possibly impede
psychosocial adjustment and development become more evident.

Psychosocial Issues Related to Renal Failure
General Psychological Adjustment

There is little debate that the effects of chronic renal failure can have a negative
impact on the psychological adjustment of children and adolescents. Fielding and
Brownbridge (1999), Fadrowski et al. (2006), Garralda et al. (1988), and Goldstein et al.
(2006) have found that children and adolescents who have chronic renal failure are more

prone to experience psychological problems than healthy control groups. Garralda and
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colleagues conducted a study investigating the psychiatric adjustment of renal failure
patients (non-dialysis and dialysis patients) and a non-patient group. The children
involved were between the ages of 2 and 18 years. Data was gathered from multiple
sources, such as the patients, parents, and the school environment. Standardized
instruments were used to assess the children’s psychiatric functioning, which included the
Birleson Depression Inventory and the Lipsitt self-concept scale. Garralda et al. compiled
their data and created a composite psychiatric rating scale. They found statistically
significant differences between the groups’ scores. There was a high prevalence of poor
psychiatric adjustment in both groups of renal failure patients. Children in both the
dialysis and non-dialysis groups reported significantly higher rates of anxiety and
worrying than the controls. Definite global psychiatric disturbances were found in
approximately one third of the dialysis group. Garralda et al. found that these were
emotional and mixed conduct-emotional disorders. Magrab (1975) suggests that these
issues should be viewed as already preexisting and are only exacerbated by the stress of
hemodialysis treatment. Understandably, determining cause and effect is ethically
impossible. Nevertheless, a correlation exists between psychological maladjustment and
renal disease treatment.

The physical symptoms of renal failure are related to poor psychological
adjustment, manifested in anxiety and depression amongst children and adolescents
diagnosed with the disease (Fielding & Brownbridge, 1999; Garralda et al., 1988);
however, the psychosocial effects extend beyond the presence of poor psychological
adjustment. The omnipresent nature of chronic renal failure can reach the very core of

how children and adolescents perceive and construct their sense of self.
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Self-Concept

Eiser (1985) broadly defines self-concept as “any aspect of a sense of self,
including an idea of personal likes and dislikes, successes and failures, or interactions
with others” (p. 9). According to Eiser, the extent in which chronic illness influences a
child’s self-concept is dependant on whether or not the illness challenges the central
characteristics of his or her self-concept. Information that is inconsistent with the way
that they define themselves will be difficult to integrate with their self-concept (Eiser).
For example, if a child identifies herself or himself as an athlete and renal failure limits
her or his involvement in sports, the child will have a conflicted sense of self. According
to Erikson’s model of development, if the demands of chronic renal failure are not
integrated into the adolescent’s concept of self, development is impeded. Garralda and
colleagues (1988) found that children and adolescents diagnosed with ESRD had higher
rates of poor self-concept, an overarching issue associated with patients’ lack of
independence and poor body image.

Peer relations have a large impact on defining the adolescent’s self-concept
(Erikson, 1968). Having to miss school and social events interrupts the adolescent’s
social development. Primary peer relations tend to be limited to the family members and
the hospital staff. These strong relationships serve as proxies for the peer relationships
that these children and adolescents are isolated from (Travis, 1975). Therefore, the
function and qualities of these relationships should be taken into consideration when
addressing issues related to self-concept (Teyber & Littlehales, 1981).

Devins et al. (1997) note that a patient’s self-concept is often heavily influenced

by the central roles they play. ESDR limits the roles that adolescents can play by
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removing them from school and social environments. For some patients “the self is
defined exclusively in terms of one’s disease, its treatment, and related experience”
(Devins et al., p.530). Devins and colleagues investigated the relationship between self-
concept, age, and the psychosocial impact on patients diagnosed with ESRD. By using a
number of standardized tests and self-repot measures, they assessed 49 adult patients
maintained on dialysis and 52 adult renal transplant recipients for self-concept and illness
intrusiveness in relation to their age. The mean amount of time participants had been
diagnosed with ESRD was five years. The mean age of the entire sample was 43.5 years.
Within their findings Devins et al. refer to participants entering their early adult years;
however, no age range was given leaving the generalizability of their findings and their
definition of early adult years questionable. Self-concept was assessed through a self-
report measure that determined how closely patients identified themselves as being “the
chronic kidney patient” (Devins et al., p. 530).

Devins et al. (1997) hypothesized that patients diagnosed with ESRD entering
their early adult years who identified their illness as a central aspect of their self-concepts
would show lower psychosocial adjustment. Contrary to their hypothesis, Devins and
colleagues found that younger adult patients who saw their self-concepts as dissimilar to
that of “the chronic kidney patient,” experienced poorer psychosocial well-being due to
the intrusiveness of their illness. Younger patients who identified themselves as being
similar to “the chronic kidney patient” showed increased well-being, despite the
intrusiveness of their illness (Devins et al., 1997). The authors speculated that younger
patients with ESRD who had effectively integrated their illness as part of their self-

concept were more capable of adapting their aims to what they could realistically
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achieve. Devins et al. believe that this adaptation to reality is indicative of more effective
coping strategies, which result in better psychosocial adaptation. In contrast, young adults
who maintain self-concepts that ignore the realities of renal failure may subscribe to
goals that are out of reach. As symptoms and treatment for ESRD progressively disrupt
and limit meaningful activities for patients, the more likely they are to show lower
psychosocial well-being (Devins et al.). Devins et al. conclude that interventions to help

- patients adapt to living with ESRD should take into consideration the developmental
stage of the patient (Devins et al.).

During adolescence, as part of the development of one’s self-concept, physical
appearance is often of high importance. Physical appearance becomes one of the most
accessible ways for adolescents to express their identity. The physical differences caused
by chronic renal disease can make body-image issues a concern for this population
(Garrison & McQuiston, 1989).

Body image

“Body image is a term frequently used to describe how an individual mentally
represents or perceives his or her body. It can also include an individual's attitudes and
feelings about physical, emotional, and interpersonal views of oneself” (Malchiodi, 1999,
p 20). For the adolescent with renal disease, the expected normal body changes during
puberty coupled with stunted growth, swelling from retained body fluids, weakness, and
scarring from multiple surgeries, often makes it very difficult to develop a positive self-
image (Reynolds et al., 1986; Travis, 1975). Garralda et al. (1988) linked somatic
symptoms to psychological issues, such as low self-concept, experienced by patients

undergoing hemodialysis treatments.
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Most children diagnosed with renal failure are significantly smaller for their age
(Garalda et al., 1988). Through systematic interviews with adolescents diagnosed with
chronic renal failure, Reynolds et al. (1986) found that the issues for patients related to
growth and short stature were as equally anxiety provoking as the illness itself. Being of
short stature made finding clothes that fit, and were age appropriate, a major concern for
these teenagers. They were also often refused entry to age restricted events based on their
physical appearance (Reynolds et al.). Reynolds et al. found that teenage boys were
especially negatively affected by their short stature. They were often teased and bullied,
and could not keep up with their peers while participating in physical activities. Reynolds
and colleagues found that teenage girls most often had concerns relating to boyfriends
and worried about whether or not they would ever get married. Concerns about scars and
short stature led them to believe that they would not find a partner who would find them
attractive (Reynolds et al.).

Although these issues may not seem as serious as other physical symptoms of
chronic renal failure, in light of the developmental issues faced by adolescents, poor body
image and stunted growth greatly restrict the opportunities these adolescents have to
express their individuality and independence.

Dependence and Lack of Control
The teenage years are meant to be the time where independence is fought for
(Erikson, 1968). For the patient with chronic renal failure there is little opportunity for
independence. In fact, during the child’s younger years, “the normal developmental surge
for self-control.. - is largely defeated by the adults who drive him in the direction of

submission, dependence, and passivity” (Travis, 1975, p. 214). This is especially a
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concern for adolescents who are attempting to resolve developmental tasks related to
their autonomy and identity (Rianthavom and Ettenger, 2005). Dialysis treatment
basically immobilizes patients, requiring them to rely heavily on medical staff and family
members. Since dialysis is a life maintaining treatment there is little flexibility in terms

- of treatment schedules. Patients generally see the time that is spent on hemodialysis as
unproductive (Weldt, 2003). This lack of control is usually a very frustrating experience
for an adolescent living with ESRD (Garralda et al., 1988; Garrison & McQuiston, 1989).

Children and adolescents with ESRD on hemodialysis often display regressed
behaviour in two ways. One is in terms of neurological delays caused by the disease.
Patients often exhibit cognitive impairments related to the illness, which result in
developmental delays (Garalda et al., 1986; Rainthavorn & Ettenger, 2005; Travis, 1975).
Children and adolescents also display psychological regression, which serves as a defense
mechanism to cope with the infringement and lack of independence imposed by the
treatments they undergo (Garrison & McQuiston, 1989; Travis; Weldt, 2003).

This lack of independence has been shown to carry over into patients’ later stages
of life. Rosenkranz et al. (1992) conducted a survey to assess the psychosocial adaptation
and educational statuses of 479 children and adolescents living with chronic renal failure
who were receiving treatment in Western Germany nephrology centers. The mean age of
the patients at the time of assessment was 13.6 years of age, with 64% of the patients
falling between the ages of 7 and 18 years. Patients who were under 6 years old made up
16 % of the sample and those who were over 19 years made up 20% (no age range was
given). Patients were either (a) receiving conservative treatment, (b) on hemodialysis, (c)

another form of dialysis, or (¢) had received a transplant. Rosenkranz and colleagues
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found a lack of vocational training opportunities amongst the adolescents (13 to 18 years
old) receiving hemodialysis treatments. In addition, 86% of patients over the age of 17
did not display levels of independence that would be appropriate for their age group
(Rosenkranz et al., 1992). They attributed these findings to the delayed psychological
development and poor psychological adjustment related to the disease itself, as well as
the disruption and limitations that treatment for chronic renal failure placed on vocational
training opportunities.

During adolescence, patients with chronic renal failure often feel a lack of control
over their lives based on the dependency that they have on medical staff and treatment. In
order to feel that they retain control over their lives, adolescent patients can challenge the
dependency they experience by choosing not to adhere to treatment regimens (Garralda et
al., 1988).

Treatment Adherence

Research has shown that there is a relationship between psychosocial adjustment
and treatment adherence amongst pediatric patients diagnosed with chronic renal failure.
‘Garralda et al. (1988) found that amongst the group of children and adolescents on
hemodialysis, marked psychological disturbances negatively correlated with treatment
adherence. Therefore, children and adolescents who showed poor psychological
adjustment were less likely to adhere to treatment.

Brownbridge & Fielding (1994) completed a study that explored the relationship
between patients’ psychosocial adjustment and their adherence to diet restrictions and
medical regimens. The study included 60 children and adolescents already undergoing or

starting hemodialysis treatments over a period of two years, living in the United
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Kingdom. The mean age of the patients was 13.5 years, ranging from 2 to 21 years old.
The mean duration of hemodialysis treatment for the patients was 19 months, ranging
from one month to six years. Standardized questionnaires were used to assess patients’
anxiety, depression and behavioral disturbance. They found a positive correlation
between low treatment adherence and poor adjustment to diagnosis and dialysis. Higher
rates of anxiety and depression were also positively correlated with lower rates of
treatment adherence. Interestingly, patients who had a greater desire for a kidney
transplant showed lower treatment adherence. Age negatively correlated with treatment
adherence meaning that older patients tended to show less treatment adherence
(Brownbridge & Fielding). These findings suggest that the specific developmental issues
experienced by adolescents are relevant to treatment adherence issues amongst ESRD
patients.

Erikson’s (1968) theory of development is useful in understanding the issues that
may lead to nonadherence among adolescents living with ESRD. For adolescents who
have renal failure, teenage rebellion, can take the form of refusing to take medication or
not adhering to dietary restrictions (Brownbridge & Fielding, 1994; Travis, 1975).
Treatment adherence among adolescents is a serious issue having severe consequences.
In Canada, between 1990 and 1999, the leading cause of death amongst pediatric renal
failure patients (under 18 years old) was attributed to social causes, such as drug abuse,
suicide, and refusing to continue treatment (Canadian Institute for Health Information,
2001).

Treatment adherence is especially important for renal transplant recipients.

Current statistics regarding the outcome of transplants for adolescents are concerning.
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Adolescents (11 to 17 years old) show the second lowest transplant survival rate after five
years (77.3%) compared to all other age groups (The Scientific Registry for Transplant
Recipients, 2005). Non-adherence is believed to be a major factor in transplant failure
among adolescents (Maikranz et al., 2006; Rianthavorn & Ettenger, 2005). Over 12% of
all renal transplant failures in adolescents were found to be a result of not adhering to
medication regimens, which is four times the occurrence found in adults (Rianthavorn &
Ettenger). Rianthavorn and Ettenger acknowledge that the actual incidence of non-
adherence among adolescents diagnosed with ESRD is largely unknown. Self-reporting
represents the most common method of determining treatment adherence; however, its
reliability often is questionable. Patients who either do not realize the consequences of
not adhering to their treatment regimen, or those adolescents who actively make a choice
to not adhere to treatment regimens tend to not admit to these behaviours (Rianthavorn &
Ettenger).

According to Piaget’s (1967) theory of development, without the transition into
formal operational thought, adolescents are unable to think outside of their present
circumstances. Rianthavorn and Ettenger believe that the tendency for adolescents
diagnosed with ESRD to not comply with treatment regimens is related to an
undeveloped ability to foresee the long-term consequences of their immediate actions.
Even though this is a difficult developmental task for “healthy” adolescents, it is vital to
understand that for adolescents with ESRD it is compounded by developmental delays
caused by the illness itself (Rianthavorn and Ettenger). Rianthavorn and Ettenger stress

that when assessing patients with ESRD, developmental principles should be used to
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determine the stage at which they are functioning, as biological age is not a reliable
indicator.

Maikranz et al. (2006) investigated the relationship between hope and illness-
related uncertainty to the psychosocial functioning and treatment adherence among
pediatric patients receiving renal and liver transplants. Maikranz et al. used Snyder,
Irving and Anderson’s (1991) definition of hope as “a positive motivational state that is
based on an interactively derived sense of successful (a) agency (goal directed energy)
and (b) pathways (planning to meet goals)” (p. 287). Over a period of three months, 70
pediatric patients, aged 7 to 8 years, and their caregivers were given questionnaires to
assess perceptions of hope and illness uncertainty, while treatment adherence was
assessed through self-report and monitoring through blood tests. They found that patients
who did not exhibit depressive symptoms, but had high levels of hope and low levels of
illness uncertainty were more likely to adhere to treatment (Maikranz et al.).

The literature involving children and adolescents diagnosed with chronic renal
failure has indicated that the unique experience of the illness and its treatment affects
multiple facets of their lives. Research has focused on the areas that pose psychosocial
challenges for this specific population. Children and adolescent patients living with
chronic renal disease tend to show poorer psychological adjustment, self-concept, and
body image (Devins et al., 1997; Fielding & Brownbridge, 1999; Fadrowski et al., 2006;
Garralda et al., 1988; and Goldstein et al., 2006; Reynolds et al., 1986; Travis, 1975).
These issues have been shown to be particularly difficult for adolescent patients. Over
dependency and a lack of control is a concern for this population (Rianthavom &

Ettenger, 2005). Recent research has focused on the serious issue of treatment adherence
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amongst adolescent patients diagnosed with chronic renal disease. A link has been made
between poor psychosocial functioning and low adherence to treatment regimens
(Brownbridge & Fielding, 1994; Garralda et al.).

Living with chronic renal failure poses many challenges for the adolescent
patient. Adolescent patients are not only dealing with the symptoms of the disease, but
also the effects of treatment. The normal developmental challenges faced by this age
group are compounded by the limitations and restrictions imposed by chronic renal
failure. Although medical advances have vastly improved the survival rates for
adolescents diagnosed with kidney disease, concerns over their psychological adjustment
and development has led to a body of research that identifies a need for interventions that
address these issues (Brownbridge & Fielding, 1994; Devins et al., 1997; Fielding &
Brownbridge, 1999; Fadrowski et al., 2006; Garralda et al., 1988; and Goldstein et al.,
2006; Reynolds et al., 1986).

Psychosocial Interventions
Common Approaches

Although there is a large body of research indicating a need to provide
interventions that address the psychosocial issues faced by children and adolescents
living with chronic renal failure, there exists little research exploring the use of
interventions for this population. Because of their extended contact, the nursing staff
often find themselves providing emotional support for patients with chronic renal failure
(Teyber & Littlehales, 1981).

Although it has commonly been the pediatric psychologist’s role to advocate for

the emotional and psychological wellbeing of patients, Magrab (1975) and Fischbach, et
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al. (2005) recommend that a multidisciplinary team be formed to address the
encompassing psychosocial issues faced by children and adolescents being treated for
chronic renal failure. Teams usually include the medical staff, dietitian, social worker,
pediatric psychologist or psychiatrist, and child life specialist.

It is common practice today for hospitals to employ child life specialists who are
trained to support children’s adjustment to the hospital environment (Child Life Council,
2007). They provide age appropriate activities that help prepare patients and offer support
to patients during medical procedures. Child life specialists often use therapeutic play
methods, which include the use of dolls and medical play to demonstrate procedures.
Their goal is to “minimize the negative impact of situational disruptions while
maintaining individual growth and development and family relationships” (Child Life
Council).

Supportive group therapy has been used to allow pediatric patients on
hemodialysis to share their emotions, as well as to provide opportunities to interact with
and feel connected to a peer group (Magrab, 1975). Magrab constructed a pilot project

-that used a token economy program to encourage treatment adherence amongst pediatric
patients on hemodialysis. When the patients’ blood levels showed they were adhering to
their treatment regimens they were given points that could be exchanged for rewards.
Patients were also awarded group points when all patients adhered to their treatment.
Points could be exchanged for toys for the unit, special time with the staff members, and
outings. Magrab reported that there was an immediate improvement in the children’s

treatment adherence.
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Although these interventions provide much needed support to children and
adolescents diagnosed with chronic renal failure, the research suggests that a variety of
interventions should be introduced to address the psychosocial effects these patients are
dealing with. Art therapy is a viable and appropriate therapeutic intervention that
provides patients with opportunities to express and deal with the issues they face.

Medical Art Therapy

Medical art therapy is a growing field that involves using art therapy within
healthcare settings to help individuals cope with the psychosocial issues of being ill.
“Medical art therapy is a term which has been applied to 'the use of art expression and
imagery with individuals who are physically ill, experiencing trauma to the body, or who
are undergoing aggressive medical treatment such as surgery or chemotherapy”
(Malchiodi, 1993, p. 2).

Cathy Malchiodi is the leading art therapist in this field. She states the following
about the utility of medical art therapy:

Because it encompasses both the creative process and self-expression, art is

recognized for its therapeutic role in helping children cope with stresses and short

and long-term sequelae associated with physical illness, impairment, or injury,
medical procedures such as surgery or pharmacological interventions, and

hospitalization. (Malchiodi, 1999, p. 13).

Malchiodi (1999) also notes that despite the inherent benefits of using art in these
situations there is little research available in this area of art therapy. Comparatively, there
is very little literature available regarding the use of art therapy with pediatric patients

diagnosed with chronic renal failure. However, literature available that describes how art
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therapy has been used with other pediatric populations, such as patients diagnosed with
cancer, offers suggestions of how art therapy interventions can be used to deal with the
psychosocial issues these populations often share.
Assessment

Malchiodi (1999) states that art-based assessments provide therapists, as well as
the medical team, information relevant to the patient’s psychosocial functioning. Art
therapy assessments can also be useful to determine the developmental stage or cognitive
functioning of the child (Malchiodi). This would be especially valuable with patients
experiencing renal failure to assess their use of regression as a coping skill and how
patients are affected by the cognitive symptoms of the disease.

Wallace, et al. (2004) asked kidney transplant recipients visiting a renal clinic
during a period of six months to participate in the study. They tested 64 patients between
the ages of 6 and 21 years old. They measured the prevalence of depression and
posttraumatic stress by using the Formal Elements Art Therapy Scale (FEATS) and two
self-report assessments. Out of the 14 FEATS scales, they used 7 (prominence of color,
color fit, implied energy, space, realism, details of object and environment, and person),
elements that have all been linked to severe depression. Since FEATS was not originally
standardized for use with children, normative scores for the age group were taken from
332 school-aged children. Wallace et al. found that unlike the self-report assessments, all
participants were able to complete the FEATS assessment, regardless of age. They found
that 36% of the pediatric renal transplant recipients had symptoms of depression and
post-traumatic stress disorder. Although FEATS was shown to be helpful in identifying

depression in pediatric and young adult patients who had undergone a renal transplant,
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the arts based assessment lacked sensitivity in identifying depression in the pediatric
sample compared to the self-report assessment. Wallace et al. admit that the validity of
their study could be limited due to the fact that the FEATS assessment was originally
standardized for an adult population diagnosed with severe depression, and was never
intended to be used with a pediatric population. Wallace and colleagues state that the
elements the FEATS scales focus on overlook the image as a whole, which could be a
more sensitive means of assessing for depression in this population. Wallace et al.
concluded that the study of more appropriate arts based assessments used with children
within a medical setting is warranted.

Developing Self-Concept

During adolescence, patients usually have the capacity to understand the concept
of death and the reality of their illness (Malchiodi, 1999; Travis, 1975). By engaging in
art making, patients can express feelings about themselves and their situation, which they
may not feel comfortable talking about. The artwork functions as a form of
communication, but also as a tangible expression of the patient’s sense of self
(Malchiodi, 1999).

Art therapy can be used to help children redefine or protect their self-concept.
Rollins (1990 as cited in Councill, 1993, p. 78) notes the “humanizing influence” that art
therapy has on children in a hospital environment where the majority of their interactions
are with machines rather than with humans. Art therapy has been used to address self-
concept issues with patients diagnosed with chronic illnesses such as cancer. Councill
(1993) describes a case example of a 5-year-old boy diagnosed with cancer who, after

-being subjected to distressing treatments and tests he immediately sat down to draw an
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image of himself and requested that it be hung up in the clinic. Councill suggests that this
was a way in which the boy could state and protect his self-concept while it was being
compromised by invasive medical procedures. Another case presented by Rode (1995)
describes how a child diagnosed with cancer used videotapes of herself performing dance
routines and plays as way to preserve her self-concept, despite her physical deterioration.
When her health worsened and she was no longer able to walk, she was able to watch the
videos of herself and present them to her visitors so as to keep her self-concept intact.

In one of the few studies conducted involving art therapy and dialysis patients,
Weldt (2003) investigated adult patients’ responses to the drawing experiences as well as
emergent psychosocial issues. All patients in this study were over the age of 30. The
patients were asked to draw three drawings. One drawing was meant to represent the
patient’s body-concept and self-image. Participants were instructed to “draw a person
from memory. Include the whole figure. For this drawing use grey pencils” (Weldt, p.
94). Interpretive protocols set forth by Bach (1990) and inductive reasoning were used to
analyze and interpret the data collected. One of the emergent themes noted was the
patient’s sense of self. While all patients gave positive verbal descriptions of themselves,
their self-portraits gave inconsistent information suggesting difficulty in integrating their
illness into their self-concept. For example, one patient, whose wish was to be
independent, completed a self-portrait that depicted a woman with very small
proportioned light blue feet. Bach (1990) identifies light blue to possibly represent a loss
of vitality. Also, the proportion of her feet may have symbolically represented her lack of
mobility (Weldt). These findings suggest that art therapy is useful by providing additional

information about a patient that would otherwise not be verbalized. In addition to the
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usefulness of art therapy to assess patients, Weldt found that there were therapeutic
benefits. All participants in Weldt’s study gave positive feedback about their art therapy
experiences. Patients reported that they felt their treatment time went by quickly and they
were able to better express their emotions through their drawings than verbally.
Control and Empowerment

The very nature of the creative process allows children complete freedom in an
environment where it is lacking. Rode (1995) states that art therapy creates a transitional
space where children can create structure and order with art materials. Bach (1990) notes
the necessity of choice when it comes to art therapy interventions. To truly give control
over to the child, the art therapist must give them the choice of whether or not to make art
at all (Bach). This sense of total control facilitates autonomy in the patient (Nishida &
Strobino, 2005). By engaging in the creative process children can gain a sense of
mastery, which helps them deal with feelings of helplessness (Malchiodi). Children can
depict medical procedures to gain better understanding and familiarize themselves with
what is being done to their bodies. According to Malchiodi (1999), while children are
often forced to remain passive during medical procedures, art therapy interventions give
them the opportunity to become active and regain a sense of control.
Body Image

The art images made by children with chronic illnesses can provide healthcare
providers a glimpse of how these children comprehend and view their body image, while
also helping to identify and understand their physical symptoms (Malchiodi, 1999). Art
therapy has been used with other adolescent populations who suffer from poor body

image such as those diagnosed with anorexia (Malchiodi). As Malchiodi suggests, a
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simple body outline can be drawn where patients can visually represent the physical
symptoms of their illness-and how they see themselves. Van der Vlist, Wolff, Nanta, and
Van deVen (1989) present a case example of a 15- year-old boy diagnosed with chronic
renal failure, who had been on hemodialysis, and undergone three kidney transplants, the
third of which was successful. Van der Vlist et al. found that being physically different
was an emergent theme within the boy’s drawings. While on hemodialysis he drew
pictures of himself as being overweight and described himself as “a fatty,” clearly
referring to the physical symptom of fluid retention. He was also able to depict the
painful side effects of the treatment by drawing self-portraits. Van der Vlist and
colleagues advocate the use of art to facilitate adjustment and the expression of emotions
related to the physical changes that occur in adolescents diagnosed with chronic renal
failure.

The fact that art therapy can be offered during dialysis treatment offers both
positives and negatives. While Weldt (2003), and Nishida and Strobino (2005) found
their patients enjoyed having meaningful activities during treatment, the hemodialysis
units were noisy and offered little privacy. There were many interruptions by medical
staff, which may have limited the patients’ disclosures about their images. Although these
environmental factors were disruptive, Nishida & Strobino found that they gained more
insight into how their clients experienced their treatment environment. Nishida &
Strobino also found that art therapy encouraged positive interactions between patients

and hospital staff.
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Conclusion
—Chronic renal failure is a disease that becomes embedded in every aspect of life

for a child or adolescent. The physical symptoms and treatments have a profound effect
on the patient’s everyday life. Adjustment and adaptation to the limitations of having a
chronic illness becomes an important part of development for these patients. This is
particularly true for adolescents. The developmental tasks that this age group is striving
for, such as gaining independence and a sense of identity, are often counter to the
demands of chronic renal failure such as dependence and limited social interactions.
Serious issues such as psychosocial adjustment and treatment adherence are in need of
intervention.

Art therapy literature in related populations suggests that art therapy could help
these patients cope with the psychosocial effects of chronic renal failure (Councill, 1993;
Malchiodi, 1999). According to Nishida and Strobino’s (2005) findings, an art therapist
would be a valuable addition to the multidisciplinary renal team. The lack of literature on
the use of art therapy with pediatric renal patients compared to the disease’s prevalence
emphasizes the need for further research in this area.

Present Research — Rational

The primary aim of this case study research is to explore how art therapy can be
used within the unique context of hemodialysis treatment with a female adolescent
patient diagnosed with ESRD. The literature points to a number of psychosocial issues
for this particular population and demonstrates a need for therapeutic interventions.
Because art therapy has been used with other medical populations and recognizing the

particular issues and experiences faced by pediatric patients on hemodialysis, the present
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study questions how art therapy interventions can benefit this population. This case study
serves as a preliminary study in which questions and suggestions will be made to
encourage further research.

The population has been delimited to a female adolescent undergoing
hemodialysis treatment three times a week at a children’s hospital in a large urban centre.
The case study does not attempt to make any causal links, and findings will be specific to
the experiences of the participant involved.

Research Questions
Primary Research Question

How can art therapy be used to address the psychosocial issues experienced by an
adolescent female diagnosed with chronicrenal failure?
Subsidiary Research Questions

D How can specific developmental theories provide further understanding of
a patient’s psychosocial issues?

2) How are arts-based interventions potentially useful when working with an
adolescent patient?

Methodology
Setting and Context

When collecting data for a case study, researchers must consider the context from
which they were taken (Stake, 1995). Data can be influenced by “temporal and spatial,
historical, political, economic, cultural, social, and personal” factors (Stake, p. 43). A
description of the case’s context helps paint it as both a unique and typical situation. The

hemodialysis unit is a unique setting that varies greatly from the context of the patient’s
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home or school environment, yet it gains a sense of ordinariness when compared to
descriptions of other pediatric hemodialysis units. The hemodialysis unit was a single
large room, approximately 400 square-feet, which offered dialysis treatment to a
maximum of six pediatric patients. The patients’ chairs were lined up side by side along
the wall facing the door. The amount of space taken up by the dialysis machines, medical
equipment, and storage left little room for the hospital staff and family members to move
about. The room was brightened with murals and seasonal decorations put up by the child
life specialist on the unit. There were windows in the room but the children’s chairs were
positioned facing away from them.

A description of the setting in which I was working is vital in understanding how
the art therapy sessions were managed by the client and myself. Malchiodi (1993) notes
that the context in which medical art therapy is offered differs from that conducted within
psychiatric settings. Privacy is not always possible when art therapy is conducted on open
units. On the hemodialysis unit there were curtains that could be pulled for minimal
privacy, but these were rarely accessible because of the placement of the chairs and were
seldom used because the nursing staff needed to continually monitor the patients’ health
and the hemodialysis machines. The room was often very noisy with staff members
talking, patients crying, and machine alarms sounding. Interruptions during the art
therapy sessions were commonplace due to the patient’s need for medical attention, as
well as the curiosity of staff members and other patients.

Recruitment
The site and participant were selected as part of my second year internship. The

patient, who will be referred to as Violet, was referred for art therapy sessions by the
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child life specialist working on the ward. I shared the role of researcher and art therapist,
which was explained to Violet during the initial session. Parental consent and Violet’s
assent were obtained for this study. A Preliminary Consent Form (See Appendix A) was
signed by Violet and one of her parents during the initial therapy sessions. Once the
proposal for the present study was reviewed and approved of by the university, Violet
and her parents were provided with a Letter of Information (See Appendix B) and an
Informed Consent Form (See Appendix C), which they both read and signed.
Participant

Personal & Demographic Description

Violet was a 14-year-old female patient, undergoing tri-weekly hemodialysis
treatments for ESRD at a children’s hospital, located in a large urban centre. One of the
first things I observed about Violet’s physical appearance was her small stature. Her
medical records showed her height and weight fell below the third percentile for her age
group. Violet’s appearance was often unkempt; her hair was not brushed, and she usually
had make-up smudges under her eyes, which was often a result of having to wake-up
- early to be transported to the hospital for treatment. Although Violet’s affect was often
playful and she was able to joke around with the staff members and other patients, she
could be quite standoffish and distant, acting indifferent towards any provisions made for
her. She was often observed complaining to the nursing staff about the hospital food or
being bored.

Violet lived with her parents and eight-year-old brother. Her father worked long
hours. Violet stated that he left very early in the morning and was usually very tired when

~ he came home. Her mother worked fulltime at a restaurant and had a university degree in
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psychology. Due to her parent’s busy schedule, Violet came on her own for treatment by
transportation arranged and provided by the hospital. Her hemodialysis treatments lasted
for approximately 5 hours a day, starting early in the morning. On the days Violet was
not on dialysis she attended public school and while at the hospital she had a tutor work
with her on homework assignments.
Beginning Diagnosis/Clinical Impressions

Violet was diagnosed with cystinosis at an early age. It is a recessive hereditary
disorder, meaning that both her parents were carriers of the recessive trait (Broyer, Tete,
& Gubler, 1987). Cystinosis is a disease where amino acids build up and crystallize
within the body causing damage to cells. Damage especially occurs to the kidneys and
eyes (Broyer et al.). Violet was also diagnosed with metabolic bone disease (caused by
ESRD) and had moderately severe asthma. Violet displayed high anxiety before having
medical procedures and often refused them. Nursing staff had, in certain cases,
administered sedatives to help calm Violet before these procedures.
Medical History

As was predicted by the prognosis of cystinosis, Violet was diagnosed with ESRD
at the age of 10. A year after beginning hemodialysis treatment, Violet received a renal
transplant from her mother. The following year she developed an acute cellular rejection
of the transplant, which was never resolved despite multiple attempts to suppress it with
immunosuppressant steroids. After two years, Violet was in the advanced stages of renal
failure and needed to begin hemodialysis treatments again. She was reluctant at first, but
said that she had been feeling “bad lately” and agreed with her physician that she needed

to begin treatments. In the following months, Violet’s fluid retention and blood pressure
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reached dangerously high levels. Due to concerns over the long-term impact on Violet’s
central nervous system, plans to remove her transplant were discussed. Violet accepted
the need for the operation.

Just prior to the beginning of the art therapy sessions, team members reported in
rounds that Violet had been experiencing nausea and significant weight loss. She had
refused a trial of nutritional supplements, and was currently not adhering to any diet
restrictions (a low potassium and low sodium diet, and 1.5L of fluid per day). Despite
medical requirement, her blood pressure was not being measured regularly at home.
Goals and Initial Treatment Plan

The initial therapeutic goals of the art therapy sessions were to develop an
alliance with Violet and a time and space in which she could express her emotions, needs
and desires. Art therapy sessions were planned to help promote Violet’s independence
and autonomy. Violet stated that she was often bored during her dialysis treatment and
said she needed more meaningful activities to fill her time.

Case Study Methodology

Due to the exploratory nature of this research, a qualitative case study
methodology was both appropriate and feasible. The questions being investigated could
not be answered with a yes/no or true/false statement, and require a more elaborate
inquiry. As Yin (1994) states, “how” and “why” questions, which do not lend themselves
to quantitative study, are better explored through qualitative methods. A case study
method allowed me to explore my research questions in a context where multiple

variables could not be manipulated nor controlled. Berg (2004) comments that case
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studies are “able to.pick up nuances, patterns, and more latent elements other research
methods overlook” (p. 251).

The criterion for evaluating qualitative case studies is based on the study’s
trustworthiness (Lincoln and Guba, 1985). Case studies allow for the collection of
detailed data in the interest of providing the best understanding of the participant’s
experiences (Yin, 1994). Stake (1995) fittingly uses the term “experiential
understanding” to describe this attribute of qualitative case studies (p. 37). Lincoln and
Guba state that a study’s credibility can be increased through “prolonged engagement”
with the phenomenon (p. 301). Over a period of seven months I remained present on the
hemodialysis unit for extended periods of time and was able to observe Violet in and
outside of therapy sessions. I was witness to the entire treatment process and the routine
medical procedures that Violet experienced on a weekly basis. I also observed her
interactions with other patients, family members, and the nursing staff.

Data used in case studies are characterized as being rich, detailed, and in-depth
(Berg, 2004). By collecting data from a variety of sources, case studies hope to present a
well-rounded depiction of the identified phenomenon (Berg). This increases the study’s
transferability and dependability (or in quantitative terms, validity and reliability). Data
can include life histories, documents, oral histories, in-depth interviews, and participant
observation (Berg). By triangulating multiple data sources the researcher can compare
and contrast her findings relating to the same phenomenon in question (Yin, 1994). This
addresses the credibility and dependability of a study by ensuring that one depiction of
the phenomenon correlates with another. In the present case study, verbal data, observed

behaviours, and the client’s artwork served as multiple data sources used to explore the
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same phenomenon. Direct quotes and participant artwork have been included in the
present study to increase the study’s transferability, and dependability. This “thick
description” allows the audience to view the data without having to look through the
subjective filter of the researcher (Stake, 1995).

“~To address dependability and confirmability the researcher’s methods need to be
explicitly stated so that any other researcher could conduct a similar study (Yin, 1994).
Ideally the entire process of the study should be clearly laid out and linked to each part of
the study (Yin). By defining and clearly outlining my research procedure, others are able
and invited to critically analyze my research methods to determine its strengths and
weaknesses.

Member checking is a research tool used to address the credibility of qualitative
research (Stake, 1995). It involves the researcher presenting his or her conclusions to the
participants, asking if they accurately reflect their experiences. At the conclusion of the
therapy sessions I reviewed Violet’s artwork with her. I took this opportunity to present
my preliminary findings and ask her if they were representative of her experiences. Violet
agreed with the themes I have presented in this study and identified them as being
important to understanding her experiences.

Qualitative Data Collection

After each art therapy session I recorded detailed process notes in a private room.
My process notes included Violet’s presentation that day, a description of the artwork,
the art making process, my own associations to the images, as well as a reflexive portion.
The artwork created during the art therapy sessions were documented by taking digital

photographs. Multiple sources of data were collected for the purposes of triangulating my
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findings. These included Violet’s medical charts, information provided by staff on the
health care team, and observations of the interactions between Violet and her parents.
Data Analysis
The process of data collection and data analysis in case study research usually

occurs in a simultaneous manner (Stake, 1995). This allowed the research questions,
literature, and theory to guide my research, while remaining flexible to the issues that
emerged in the art therapy sessions. I followed Marshall’s (2006) analytic procedures for
qualitative research to organize, and categorize my data, and form interpretations. I spent
time rereading my process notes and the information I had gathered from the nursing staff
and family members. After immersing myself in the data, I coded my notes by
highlighting key words and phrases. These key words and phrases were then categorized.
I was able to pull out the most prevalent categories and themes from the data using this
analytic procedure.
Reflexivity and the Researcher’s Role

_ Stake (1995) describes the researcher’s subjectivity as one of the main issues that
need to be considered when conducting case study research. This is directly related to the
trustworthiness and credibility of the study. Instead of acting as the expert on the
phenomenon being studied as in quantitative research, qualitative case study researchers
view their participants as the experts and try to come to understand the phenomenon
through their participants’ experiences (Yin, 1994). This being true, the subjectivity of
the researcher is not denied in qualitative research. My own experiences and assumptions

act as a lens through which I view Violet and her experiences. By keeping a reflexive
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portion of my process notes I was able to consistently reflect on my thought processes
and gain insight into how my subjectivity has possibly influenced my research.

By realizing and outlining my assumptions prior to conducting the present case
study, I have tried to minimize the amount that they bias how I collect my data and what
conclusions I draw. Based on the presented literature and my own similar experiences
with chronic illness, I made the assumption that having to be treated for renal failure and
being maintained on dialysis is a distressing experience for children, which negatively
affects their psychosocial adjustment. By suspending this assumption, I was able to note
the strengths Violet displayed. I was amazed by Violet’s resilience. I also assumed Violet
to represent a typical case within the larger population of adolescents on hemodialysis
treatment. A detailed understanding of a typical case “increases the confidence that
readers have in their (or researcher’s) generalization” (Stake, 1995, p. 9). Stake
comments that case study research emphasizes understanding a single case, and although
it is unable to provide grand generalizations, a single case study can lead to the
modification of generalizations.

Lincoln and Guba (1985) advocate for “peer debriefing” as a means of gaining the
unbiased perspectives of peers” (p. 308). For the present study I had both academic and
on-site supervision, with which 1 discussed the issues and questions that arose during my
research process. I also met with a peer group once a month to discuss our research
processes and were able to offer each other suggestions and bring up any potential issues.

Early on in the research process, I had hesitations in choosing to write a case
study due to the challenging setting where the sessions were to be held. I had assumed

that a traditional therapeutic frame would need to be adapted to suit the needs and
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situations of my client. For example, I assumed that the session needed to be held behind
closed doors with the assurance that there would be no interruptions. My advisor was
able to point out that I was making an assumption based on what my training was based
on. This setting was the antithesis of the above; privacy was thinly veiled by a curtain and
interruptions were a guarantee. Because the setting was not consistent with a traditional
therapeutic frame I was questioning the value and benefits of conducting therapy there.
Following my advisor’s advice, I allowed myself to challenge this assumption, and was
able to come to my own conclusions informed by my observations and experiences of the
present case.

I entered the site being aware of possible emotional triggers for myself. There
were a lot of convergent points where my own life events paralleled those that I saw
Violet experiencing. As a child I spent a lot of time in the hospital due to chronic illness
and had major surgery in my early teens. I’ve experienced similar medical procedures to
those that Violet has had. Being able to anticipate and prepare for these reactions has
been very helpful in separating my own experiences from those of Violet. I was able to
discuss some of these parallel experiences with my peers and supervisors, which allowed
me to gain an unbiased perspective and limited how these experiences affected my
research.

Taking on both a researcher and therapist’s role was challenging. I was forced to
continually compare ﬁly aims as a researcher to my therapeutic goals for Violet, making
sure that my need to gather data did not compromise the therapy I was offering Violet. I
was tempted to self-disclose to Violet my own experiences, but I made a choice to keep

my personal experiences separate and remained focused on Violet’s experiences.
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Undoubtedly, my past experiences affected my responses to Violet; however, I kept a
reflexive journal and discussed these potentially countertransferential issues in
supervision.

Reflexivity was essential in negotiating the dual role of both researcher and
therapist. The paramount goal of the art therapy sessions was to provide Violet with
therapeutic benefits in her best interest. This process has not only provided me with a
deep understanding of Violet’s experiences, but also has helped me as a clinician, by
putting my client’s interests as first priority.

Case Study
Selection of Sessions

Sessions were held on average twice a week for an hour, depending on Violet’s
treatment schedule. We met for a total of 26 sessions during a 7-month period. I have
chosen to include synopses of the sessions that were the most representative of the
themes and issues that emerged relevant to the research questions. Understandably, my
primary role was as therapist; therefore, there were many sessions that were
therapeutically important, but were not relevant to the current research questions.

Therapeutic Approach
Within the art therapy sessions I took a non-directive approach. According to
McNeilly (1983), themes within a non-directive art therapy approach may not be overt in
their development, but tend to be more relevant since they have not been forced upon the
client. A directive approach can elicit resistance from individuals who view the therapist
as an authority figure (McNeilly). This is especially pertinent to consider when working

with adolescents who are making efforts to gain their own autonomy and independence.
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A non-directive approach can avoid these issues, while encouraging the client to become
an active participant in their therapy (McNeilly). Bach (1990) emphasizes the importance
of choice and not forcing any matter when working with chronically ill children. By
taking a non-directive approach I hoped to emphasize Violet’s autonomy and to empower
her within the hospital setting.

Session 1 (#1) *

Violet had shown no hesitation in accepting art therapy when it was offered to
her, but was very aloof and guarded during our initial sessions. During our first session,
she was wearing a t-shirt she had bought at a concert. “My Chemical Romance” was the
band’s name and the t-shirt was black with red and white gothic print. It had been the first
concert she had ever attended. Violet said that her friend’s stepfather went with them
which meant they were able to do whatever they wanted. The enthusiasm with which she
described the feeling of freedom and independence indicated that she was in the process
of trying to distance herself from the parental restrictions that were normally placed on
her; a common occurrence during adolescence (Inhelder & Piaget, 1958). She said that
she had a good time but wasn’t able to go in the mosh pit because of her dialysis line.
Adolescents on dialysis treatment must be careful while engaging in physical activity so
as to not damage or pull out their line, which could result in bleeding to death (Reynolds,
et al., 1986).

I learned from the child life therapist on the unit that an art therapist had seen
Violet when she first entered dialysis five years ago, and I asked if Violet could tell me

about her experiences. She nodded and said quite plainly that her previous art therapist

* The first number represents the number of the session as discussed in the case study,
while the second number denotes the actual therapeutic session.
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was “weird and crazy. She always was trying to pull the curtains and wanted me to talk
about my drawings. She wouldn’t let me take them home either.” I realized that this was.
a possible role that Violet’s transference would have me play in the future: “The crazy art
therapist.” I would have preferred to pull the curtains for some privacy during our
sessions, but for the reasons mentioned earlier this was not always possible. More
importantly, Violet asked that they stay open. The only time the curtains were pulled was
when Violet was having an invasive medical procedure done. The action of pulling the
curtain had such a visceral effect that I chose to sacrifice privacy to allow Violet to feel
safe during our sessions.

As [ was aware of the difficulty I was going to have keeping a therapeutic frame
in the hospital environment, it was important to maintain the boundaries which I was able
to set in place. I explained to Violet that any artwork she made during our time together
was solely hers, and that for its protection it would be kept at the hospital in a locked
drawer until we finished working together. She shrugged her shoulders and asked me,
“Now what?”

As a way to get to know Violet I suggested she do a drawing of the things that s