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Summary

As survival rates of children with cancer improved considerably during the past
decades, the long-term effects of antineoplastic therapy gained an increasing importance.
Survivors of childhood cancer remain at risk for radiation and chemotherapy associated
dental complications. Childhood cancer survivors may have experienced a high number
of invasive medical and dental procedures, which may affect their oral health-related
quality of life (OHRQoL).

This study was a cross-sectional assessment of the OHRQoL in pediatric cancer
survivors and a healthy control. Structured telephone interviews of child cancer survivors
and their parents, with a control group of University of Illinois at Chicago Hospital
outpatient children were completed using two surveys.

The purpose of the study was to compare the OHRQoL of pediatric cancer

survivors with healthy controls and to assess the OHRQoL of pediatric cancer survivors.

vii



1. INTRODUCTION

1.1 Background Information

A diagnosis of cancer is a life altering event for children and adolescents as well as their
families. Although it is promising that the overall 5 - year survival rates for childhood cancer
have improved due to improved diagnosis and treatment, yet cancer is still the second leading
cause of death in children aged 5 to 14 years (Murphy et al., 2013, Howlader et al., 2013).
Cancer is characterized by uncontrolled growth of cells that lack the normal growth controls seen
in healthy cells. This uncontrolled growth allows the cancer cells to invade adjacent structures
and then destroy surrounding tissues and organs. (Fraumeni, 1982, McCance, 1998).

1.2 Current Research on Oral Health in Cancer Survivors

Children diagnosed with childhood cancer often undergo therapies including radiation,
transplantation, immunotherapy and/or chemotherapy. These therapies, along with medications
provided to children during cancer therapy, have been known to cause oral complications such as
caries, and dental developmental abnormalities including agenesis, dental hypoplasia, root
stunting, and enamel defects. Survivors also have a higher prevalence of xerostomia, and
cariogenic microflora, which have been linked to risk of periodontal disease (Purdell-Lewis,
1988, Dreizen, 1988, Cowman, 1993, Makkonen, 1986, Nasman, 1994, Brown, 1992, Jones,
1992, Dahlloof, 1997).

While the oral condition of patients with cancer have been studied, and addressed in the
literature, yet no studies have examined Oral Health-related Quality of Life in the Pediatric
cancer survivors population. It is our belief that cancer and its oral complications may have an

impact on OHRQoL of the pediatric cancer survivor.



1.3 Purpose of the Study

The purposes of this study were:
1. To assess the impact of oral health in the quality of life of childhood cancer survivors.
2. To compare the OHRQoL of pediatric cancer survivors with healthy outpatients.

1.4 Hypothesis of the Study

The null hypothesis of the study is:
o There is no difference in OHRQoL scores between cancer survivors and healthy

controls.



2. REVIEW OF LITERATURE

2.1 Childhood Cancer

A structured review of the literature on the topic of Childhood Cancer Survivor and oral
health was undertaken using the search engines PubMed, Cochrane database, and Medline Plus.
A PubMed search was completed using MeSH terms “Childhood Cancer Survivor” and:
“Childhood Cancer”; “Oral Health”; “Dental Caries”; “Dental Health Surveys”; as well as
general searches of “Childhood Cancer review”; “oral health-related quality of life”; and
“COHIP”. PubMed features ‘Related Searches’ and ‘Related Citations’ were used to find
additional articles. Eighty-nine articles were selected by the contents of the abstract and full
review.

In the United States, it was estimated that 15,270 children and adolescents ages 0 to 19
years would be diagnosed with cancer and 1,790 would die of the disease in 2017 (Siegel et al.,
2017). Data published by the National Cancer Institute’s Surveillance, Epidemiology and End
Results Program in 2014 demonstrated the incidence, mortality, and survival rates of childhood
cancers. Among children ages 0 to 14 years, it was estimated that 10,270 would be diagnosed
with cancer and 1,190 would die of the disease in 2017 (Howlader et al., 2017).

In the United States, approximately 419,000 survivors of childhood and adolescent
cancer diagnosed at ages 0 to 19 years were alive according to the latest data published
(Howlader et al., 2017).The number of survivors will continue to increase, given that the
incidence of childhood cancer has been rising slightly in recent decades and that survival rates

overall are improving.



Acute lymphoblastic leukemia (ALL) is the most common type of cancer diagnosed in
children ages 0 to 14 years in the United States, followed by brain and other central nervous
system tumors, lymphomas, soft tissue sarcomas, neuroblastoma, and kidney tumors (Siegel et
al., 2017). Lymphomas are the most common types of cancer diagnosed in 15- to 19-year-olds
adolescents, followed by brain and other central nervous system tumors, leukemia, gonadal germ
cell tumors, thyroid cancer, and melanoma (Siegel et al., 2017).

Due to the improvement in treatments modalities introduced beginning in the 1960s and
1970s, the 5-year survival rate for children diagnosed with ALL before age 20 years raised from
less than 10% in the 1960s to about 88% in 2007—2013. Furthermore, the 5-year survival rate for
children diagnosed with non-Hodgkin lymphoma before age 20 years has increased dramatically,
from less than 50% in the late 1970s to about 89% in 2007—2013.

ALL is more common in industrialized countries than in developing countries. Higher
incidence rates of ALL have been noted at ages 2 to 4 years. In the United States, ALL is more
common in boys than in girls and Hispanic and white children than in black children (Ward et
al., 2014).

The exact causes of most childhood cancers are not known. About 5% of all cancers in
children are caused by an inherited genetic mutation. For example, an inherited mutation in
a gene RB1 causes 25% to 30% of cases of retinoblastoma (Moore, 2009). However, only 4% of
all cancers in children ages 0 to 14 years are retinoblastoma. An increase in the risk of childhood
cancer has been documented in many syndromes that are associated with inherited mutations.
Examples are Li-Fraumeni syndrome, Beckwith- Wiedemann syndrome, Fanconi anemia

syndrome, von Hippel-Lindau syndrome (Moore, 2009). Children who have Down syndrome,



also known as trisomy 21, are 10 to 20 times more likely to develop leukemia than children
without Down syndrome.

Development of leukemia has been associated with the exposure to ionizing radiation.
This was seen in children and adolescents who were exposed to radiation from the World War |1
atomic bomb blasts as they had an elevated risk of leukemia (Hsu et al., 2013). Furthermore,
children whose mothers had radiographs during pregnancy and children who were exposed after
birth to diagnostic medical radiation from computed tomography scans also have an increased
risk of developing cancers (Linet et al., 2009).

Parental exposure to cancer-causing chemicals, childhood exposure to common infectious
agents, prenatal exposure to pesticides and living near a nuclear power plant, are possible
environmental risk factors that have produced mixed results in different studies. While some
studies have found possible associations between these factors and risk of developing cancers in
children, other studies have found no such associations (Belson, 2007, Kinlen, 2011, Ma X,
2009).

Clinical signs and symptoms of cancer include anorexia, irritability, lethargy, anemia,
bleeding, petechia, fever, lymphadenopathy, splenomegaly and hepatomegaly. Oral side effects
that may manifest with the disease include lymphadenopathy, sore throat, laryngeal pain,
gingival bleeding, and oral ulceration (Best, 1990, Berkowitz, 1988, Fayle, 1991, Pinkham,
2005).

Depending on the cancer type, different advanced treatment approaches are utilized,
including surgery, radiotherapy, chemotherapy and hematopoietic cell transplantation (HCT).
These treatments approaches target the rapidly dividing cells that can lead to destruction of the

tissues. Common side effects to these approaches include nausea, hair loss, and anorexia. A child



diagnosed with ALL will be treated in multimodal therapies, completed in phases. The phases of
cancer treatment are induction, consolidation/intensification, and maintenance phases. The aim
of the induction phase is to Kill all the leukemic cells in the blood and bone marrow. Eradication
of any potential leukemic cells that may regenerate is the goal for the consolidation and
maintenance phases (L.ittle et al., 2008). Allogeneic bone marrow transplantation is
recommended for some children whose leukemia has high-risk characteristics at diagnosis and
for children who develop recurrence after remission. It may also be used if the leukemia does not
go into remission after successive courses of induction chemotherapy (Margolin et al., 2010).

2.2 Childhood Cancer Survivor

The overall 5-year survival rates for childhood cancers have steadily increased since the
1970s and are currently over 80% (Howlader et al., 2017). Despite the advanced approaches to
treat cancer, cancer survivors are at risk for numerous physical and psychological late effects
with different effects on their health-related quality of life because of their cancer and the
therapy (McDougall and Tsonis, 2009). To better understand these late effects, to increase
survival, and to minimize harmful health effects, the Childhood Cancer Survivor Study (CCSS)
was started in 1994. It is funded by the National Cancer Institute and other organizations and it is
a large, geographically and socioeconomically diverse, retrospectively established cohort study
that follows health and disease outcomes in individuals from 26 North American pediatric cancer
hospitals who were diagnosed with cancer during childhood or adolescence and who survived at
least five-years. (Robinson et al., 2002, Robinson et al., 2009). The distribution of cancer types
among the CCSS cohort reflects the general representation of these cancers among children. As

expected, the most common primary diagnosis is leukemia (34%), followed by Hodgkin disease



(14%) and CNS tumors (13%), with a lesser representation of kidney, soft tissue and bone
tumors, non-Hodgkin lymphoma, and neuroblastoma.

According to the CCSS investigations, late effects have been documented and
summarized. These effects are increased number and severity of chronic health conditions
(Oeffinger, 2006, Hudson, 2013), hospitalizations (Zhang, 2014, Kurt, 2012), psychological
distress, neurocognitive dysfunction (Zeltzer et al., 1997, 2008) and reduced productivity due to
health problems. Adult survivors of childhood cancers also report poorer overall health and
physical health-related quality of life (HRQOL) (Dowling, 2010). It has been estimated that
approximately 60% of survivors experience one or more late physical effects, which can include
cardiopulmonary, renal, endocrine, or pulmonary dysfunction, neurocognitive impairments, the
development of secondary cancers, and infertility (Stevens, 1988). Survivors of childhood brain
tumors are at increased risk of late neurological and neurosensory morbidities. These morbidities
include hearing impairments, blindness, cataracts, and double vision, neurological dysfunction
specifically coordination and motor problems, and seizure disorder. Combinations of the primary
tumor and treatment with surgery, radiation and chemotherapy contribute to these morbidities
(Anderson, 2001).

With regard to psychological effects, brain tumor survivors are at greater risk for
psychological distress, fatigue, cognitive problems, and diminished life satisfaction. Moreover,
survivors of leukemia, neuroblastoma, bone tumor and sarcoma, Wilms tumor, and lymphoma
are at-risk for depression, anxiety, impaired physical or general health, or somatic distress as
compared with other diagnostic groups or sibling controls (Zeltzer et al., 1997, 2008).

Many studies have assessed and evaluated academic achievement among survivors of

specific types of childhood cancer based on investigations using the CCSS cohort (Nagarajan et.,



2003, Mitby et al., 2003, Mulrooney., 2008, Punyko et al., 2007). According to Mitby et al.
(2003), when comparing the brain tumor survivors to their siblings, brain tumor survivors who
were diagnosed as preschoolers had 18-fold higher odds of a special education history than did
those in the sibling group. Nagarajan et al (2003) found deficits in education among bone tumor
survivors when compared with their siblings. Punyko et al (2007) evaluated educational
outcomes among rhabdomyosarcoma survivors compared to siblings, and reported that the
survivors of childhood rhabdomyosarcoma were more likely than siblings to have failed to
complete high school. Similar results were found in the Canadian Cohort of Childhood Cancer
Survivors. In this cohort study, cancer survivors age 17 years or younger were matched by age
and sex with a group of control participants and evaluated for social outcomes. More survivors
than controls repeated a grade in school, attended learning disability or special education
programs, had no close friends, and did not use friends as confidants. Specifically, survivors of
brain tumors, followed by leukemia and neuroblastoma, were most likely to have educational
problems and no close friends (Barrera, 2005).

2.3 Childhood Cancer and Oral Health

Research from the past three decades suggests patients with childhood cancer have an
altered oral health condition, which negatively affect their oral health. According to the
American Academy of Pediatric Dentistry (AAPD) and National Cancer Institute: 2013, the oral
cavity is highly susceptible to the effects of chemotherapy and radiation and is the most
frequently documented source of sepsis in the immunosuppressed cancer patient. The prevalence
and management of oral complications in cancer patients are well-established (Belfield, 2004, da
Fonseca, 2004, Fayle,1991, Scully, 1996, Sonis,1998). Common oral complications include oral

mucositis, oral infections, salivary gland dysfunction and taste dysfunction. These complications



can lead to secondary complications such as nutritional disorder, xerostomia or hemorrhage.
(National Cancer Institute: 2013, Hong CH et al., 2009, da Fonseca, 2011).

The immunocompromised status of a cancer patient can lead to oral mucosal infections
(candidiasis, herpes simplex, varicella/zoster, cytomegalovirus) (Belfield, 2004, Brennan, 2008).
Studies have shown an increased proliferation and colonization of gram-negative bacteria
including Escheria coli, Pseudomonas aeruginosa, Klebsiella and Enterobacter species in the
oral cavity of patients with ALL when compared to their healthy counterparts (Napenas, 2007,
Sixou, 1996). Medication side effects and cancer therapy, such as radiation, as well as a change
in oral hygiene practices, alter the oral environment, creating an increased risk for opportunistic
oral infections. Pediatric patients with cancer are at a higher risk for fungal infections, due to the
use of broad- spectrum antibiotics, steroids, poor oral hygiene and poor nutrition (Belfield,
2004). Childers et al. (1993) reported that Candida was four times more likely to occur in
children with solid tumors than children with leukemia.

Childhood cancer survivors remain at risk from late dental complications after receiving
treatment with either radiation, chemotherapy or stem cell transplant. These effects can be
summarized according to the treatment received.

First, radiation therapy to the head and neck region is the mode of treatment in certain
forms of cancer. Radiation interferes with dental development by directly inhibiting mitotic
activity of odontoblasts. The availability of rapidly dividing presecretory odontoblasts in young
children makes them particularly susceptible to the effects of radiation. Enamel formation is, on
the other hand, indirectly affected by radiation which induces formation of osteodentin, replacing
normal dentin. Osteodentin inhibits nucleation of enamel crystals and this leads to deficient

enamel mineralization (Collett WK, 1965, Arsenault, 1989, Kaste,1994). According to Kaste



(1994), tooth development is arrested by 30 Gray (Gy), and mature ameloblasts are damaged by
10 Gy, of direct irradiation. However, Fromm (1986) reported late dental effects in patients
treated with radiation doses as low as four Gy. Several variables play a role in the dose related
oral changes, including patient age, total radiation dose, daily radiation fraction size, exposed
tissue volume, interaction with specific chemotherapeutic agents, pre-existing dental health, and
presence of chronic graft-versus-host disease in HCT survivors. The risk of dental abnormalities
after radiotherapy is influenced by both younger age at irradiation (McGinnis, 1985, Sonis,1990,
Kaste,1997) and by higher doses of radiation (Jaffe, 1984, Kaste, 2009)

Dental root stunting, microdontia, hypodontia, enlarged pulp chambers, and over-
retention of primary teeth are some of the dental abnormalities seen in children treated with
radiation therapy for ALL (Kaste,1997). Scully, et al. (1996) similarly reported long-term
complications of radiation to the oral cavity in children, including enamel hypoplasia,
microdontia, delay or failure of tooth development and eruption, altered root formation, and
maldevelopment in the craniofacial skeleton. In addition to the changes of oral structures,
radiation therapy damages salivary glands, salivary flow rate, pH and production of saliva
(Whitmyer,1997). Post-radiation salivary gland damage reduces salivary secretion, makes saliva
more acidic, and promotes highly cariogenic oral microflora such as streptococci mutans and
lactobacilli (Whitmyer,1997). Xerostomia, along with mucosal ulcers, creates dental pain and
discomfort, which can lead to changes in eating habits. Consumption of foods with high sucrose
content and ease of eating are preferred by the patient, and as a result, predisposes the patient to
caries (Sonis, 1988, Scully, 1996).

Although the dental effects of chemotherapy have been well studied in childhood cancer

survivors, yet it can be difficult to distinguish whether these effects are caused by chemotherapy
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alone or combination of chemotherapy and radiation. Vincristine and alkylating agents have been
associated with dental abnormalities among survivors of childhood cancer. Prominent
incremental lines on the dentin of extracted teeth among survivors of various childhood cancers
corresponding to cycles of intravenous chemotherapy including vincristine were reported in two
studies (Maguire, 1987, Macleod, 1987). This could be related to the inhibitory effect of
vincristine on the secretion of collagenous dentine matrix by odontoblasts (Moskalewski, 1975,
Stene, 1980). A dose-dependent risk of having at least one dental abnormality among survivors
treated with alkylating agents when compared to those who received no alkylating agents was
reported by Kaste et al. (2009). Dental caries (Pajari, 1988, Purdell-Lewis, 1988, Fromm, 1986,
Kaste, 2009, Dens, 1995, Kaste, 1998, Kupeli, 2006, Avsar, 2007) a higher DMFT score
(Fleming,1993, Dens, 1995, Alberth, 2004, Hutton, 2010), or a higher decayed, missing, filled
surface (DMFS) score (Pajari, 1988, Dens, 1995, Alberth ,2004) are the most commonly reported
dental late effects following chemotherapy in childhood cancer survivors. It has been
hypothesized that changes in the oral cavity, eating habits, and hygiene practices promotes a
cariogenic environment for the pediatric cancer survivor. Avsar, (2007) reported after mean
follow up of two years and half, 96 survivors of childhood cancer treated with chemotherapy and
no radiation to the teeth had lower salivary flowrate and higher cariogenic bacteria such as
mutans streptococci and lactobacillus compared to healthy controls. Among cancer survivors, the
prevalence of caries and DMFT scores were reported higher than the healthy controls. Pajari,
(1995) studied the caries incidence of children with ALL related to the therapy used and
compared them to healthy controls. Overall, a higher proportion of filled anterior permanent
tooth surfaces were found at the age of 12 years among those treated with chemotherapy alone,

chemotherapy and cranial radiation, and chemotherapy and total body radiation when compared
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to controls. Similarly, another study found that DMFT scores of children undergoing
chemotherapy and radiation therapy was significantly higher when compared to children
undergoing chemotherapy alone (Nasim et al., 2007).

Disturbances to both odontogenesis and amelogenesis, due to chemotherapy treatments
lead to dental developmental abnormalities. Dental agenesis, dental hypoplasia, root stunting,
and enamel hypoplasia after chemotherapy have been reported in several studies. Maciel JCC,
(2009) studied the oral health and dental anomalies in children and adolescents treated for ALL
with chemotherapy. Higher prevalence of hypodontia, microdontia, enamel discoloration and
root stunting among the survivors when compared to healthy controls in ALL and neuroblastoma
survivors treated with chemotherapy (Alpaslan, 1999, Maciel, 2009, Kaste, 1998). Moreover,
Avsar et al (2007) investigated the association between chemotherapy and dental abnormalities
among childhood cancer survivors with various diagnoses. In this study, higher rates of arrested
root development with short V-shaped root formation and white/cream enamel opacity were
found in cancer survivors compared to healthy controls matched on age, sex, and socioeconomic
status.

Several studies concluded that there is a direct relationship between the age of cancer
survivors at chemotherapy treatment and concomitant radiation treatment on the incidence of
dental developmental abnormalities (Cubukcu, 2012, Maciel, 2009, Minicucci, 2003, Pedersen,
2012). Minicucci et al. (2003) found an increased prevalence of dental abnormalities, including
delayed development, microdontia, malformed roots, and enamel hypoplasia with younger age at
treatment (1-6 years of age vs. 7-12 years). Maciel et al. (2009) reported a higher mean number

of teeth with dental abnormalities found among survivors of ALL treated with chemotherapy,
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radiotherapy and HCT when compared to those treated with chemotherapy and radiotherapy or
chemotherapy.

Common late dental effects of HCT were also reported in the literature. Regarding dental
caries, two studies reported no effect of HCT on mean of DMFT or DMFS scores among HCT
survivors who were conditioned with 10 Gy TBI and cyclophosphamide and controls (Nasman,
1994, Dahllof, 1997). The authors concluded that these findings could be attributed to the use of
fluoride prophylaxis, chlorhexidine rinse and parental training in dental care. On the other hand,
higher DMFT scores among survivors treated with HCT compared to those treated with
chemotherapy alone were reported by other studies (Hutton, 2010, Maciel, 2009, Uderzo, 1997).
Regarding dental developmental abnormalities after the HCT treatment, several studies found
increased risk later in life. This was especially for children conditioned with TBI and high-dose
chemotherapy before HCT (Dahllof et al., 1997, Nasman et al., 1994, Nasman et al., 1997,
Uderzo et al., 1997, Vaughan et al., 2005, Vesterbacka et al., 2012).

2.4 Studies on Oral Health- related Quality of Life

Oral Health Related Quality of Life (OHRQoL) is an extension of HRQoL that
specifically reflects the patient’s perception of the impact of their current oral health status on
their current quality of life. The OHRQoL has been defined as a multidimensional concept which
includes a subjective evaluation of the individual’s oral health, functional well-being,
expectations and satisfaction with care, and sense of self (Sischo & Broder, 2011). Oral Health
Related Quality of Life in children and adolescents can be assessed with two different
approaches. Either children can directly report their own perceptions, or parents can report and
rate their child. In the last decade, many OHRQoL questionnaires have been developed for

children and adolescents. They include the Child Perceptions Questionnaire (CPQ) (Jokovic et
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al., 2002, Jokovic et al., 2004, Jokovic et al., 2006), the Child Oral Impacts on Daily
Performances Index (C-OIDP) (Gherunpong, 2004), the Child Oral Health Impact Profile
(COHIP) (Broder & Wilson-Genderson, 2007), the Early Child Oral Health Impact Scale
(ECOHIS) (Pahel, 2004) , the Scale of Oral Health Outcomes for 5-year-old children (SOHO-5)
(Tsakos, 2012), the Michigan Oral Health-Related Quality of Life scale (MOHRQoL) (Filstrup,
2003) and the Pediatric Oral Health-Related Quality of Life Measure (POQL) (Huntington,
2011).

The Child Oral Health Impact Profile (COHIP) is the first children’s OHRQoL
instrument to incorporate both positive and negative health impacts, therefore has the potential to
measure more than the absence of a condition but can measure positive attributes or enhanced
well-being as a result of care. (Sischo and Broder, 2011). It displayed good validity and
reliability in children and adolescents ages 8-15 years (Broder and Wilson-Genderson, 2007).
The COHIP questionnaire contains items to assess both positive and negative aspects of
OHRQoL, following the World Health Organization concept that health is more than the absence
of disease (Broder et al., 2007). The COHIP questionnaire is available in a long version with 34
items and a short version which contains 19 items. The short version of COHIP has been tested
and its reliability and validity are consistent with those reported in the literature for the long
version COHIP (Broder et al., 2012). The COHIP measures OHRQoL in five domains: Oral
Health, Functional Well- Being, Social-Emotional Well-Being, School Environment and Self
Image. Oral health quality of life has been studied in other conditions such as sickle cell disease
(Ralstrom, 2014), orofacial defects (Ward, 2013), orthodontics, craniofacial, and pediatric

medicine (Broader et al., 2007) and cystic fibrosis (Patrick et al., 2016).
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While the oral condition of patients with cancer have been studied, no studies have

examined OHRQoL in childhood cancer survivors population.
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3. MATERIALS AND METHODS

3.1 Study approval

This study was approved by the Institutional Review Boards (IRB) of the University of Illinois at
Chicago (UIC) IRB (approval #2017-0694), Chicago, IL (Appendix A).

3.2 Study Criteria

The following were the inclusion criteria for eligibility to participate in this study:

For cases:

1. Patients at least one year cancer free.

2. Patients between 8 and 15 years of age.

3. Patients at the Pediatric Cancer Clinic at the University of Illinois Hospital

4. Patients and legal guardians who are able to speak and read English or Spanish.

For controls:

1. Healthy controls between 8 and 15 years of age.

2. Patients at University of Illinois Hospital outpatient clinic.

3. Patients and legal guardians who are able to speak and read English or Spanish.

The exclusion criteria were:

For cases:

1. Patients and/or legal guardians who have a diagnosis of intellectual disability or any other
cognitive problems.

For controls:

1. Patients who have a diagnosis of cancer or any medical condition.

2. Patients and/or legal guardians who have a diagnosis of intellectual disability or any other

cognitive problems
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3.3 Recruitment Process

The research method was structured telephone interviews of child cancer survivors and
their parents, with a control group of outpatient children from the UIC hospital system. The
project was a collaborative effort between the Pediatric Cancer Clinic and the Pediatric
Outpatient Clinic at the University of Illinois Hospital. After determining eligibility, patients and
legal guardians were contacted by two doctors at the UIC hospital to obtain permission to be
contacted by the principal investigator for the study by phone call interview (see the medical
doctor telephone script English & Spanish version, Appendices B & C). Once the legal guardians
agreed, the child name, contact phone number and preferred language were added to an
eligibility criteria checklist (Eligibility criteria checklist, Appendix D) and the list was sent to the
principal investigator via encrypted email. A one-page information sheet was mailed to a
parent/guardian of all patients included in the study, explaining the purpose of the study (Subject
information sheet English & Spanish version, Appendices E & F). A maximum of three
telephone attempts were completed by the Pl and Spanish speaking co- investigator on three
separate days and at different times of the day to obtain the interview. Once the
parents/guardians were reached by telephone, the study details were provided and verbal consent
to participate was obtained by the PI or the Spanish speaking co- investigator (P telephone
script, English and Spanish, Appendices G & H). Parents/guardians were given the option of
completing the interview at that time or scheduling a more convenient day and time for them and
their child for the phone interview, which required approximately 15-20 minutes to be
completed. The consent and assent were discussed with the patient and legal guardian. Study

subjects were informed that participation was strictly voluntary, with no compensation. Filled

questionnaires were identified with an identification number which was not linked to any
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personal information, thus remaining anonymous (Telephone script assent English and Spanish,
Appendix | & J). The parents/ legal guardians were asked to answer the parent survey (English
and Spanish, Appendix K & L) and the children were asked to answer the Child Oral Health-
Related Quality of Life Impact Profile (COHIP) survey (English and Spanish, Appendix M &
N). No protected health information was collected from the interview.

3.4 Parent Survey Instrument

The Parent Survey (Appendix K) contained questions about demographics, specifically
the patient’s gender, age, current health status, dental utilization, ethnicity and estimated annual
household income, type of cancer and type of treatment.

3.5 Child Oral Health Impact Profile Survey Instrument

The second survey, the Child Oral Health-related Quality of Life Impact Profile (COHIP),
was completed by the patient. The COHIP (Appendix L) was designed to assess self-reported
OHRQoL in children ages 8-15 years. The instrument contains 19 questions related to oral health
and quality of life, focused on five areas: oral health, functional well-being, social- emotional
well-being, school environment and self-image. The format of the COHIP elicits responses with
five choices. Scoring of the negatively worded items were recoded and structured so that a score
of zero was the most negative, while four was the most positive. Nineteen items were used in the
overall COHIP score calculation. Overall COHIP scores range from 0-76, with high COHIP

scores indicating a better OHRQoL.

3.6 Data Analysis

Data gathered through all study forms were transferred into Microsoft Excel Spreadsheet
(Microsoft Inc., Redmond, WA, USA). The data file was stored on a password-protected

computer. The Excel data file was then transferred to the IBM SPSS Statistics 22.0 software
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(IBM Corp., Amok, NY, USA). Statistical analysis included descriptive statistics, frequencies,
Chi-Square, independent T- test, regression model and Analysis of Variance (ANOVA). Our
goal was to achieve a power of 80% to detect a significant difference using an independent T-test

and an alpha of 0.05 for the total scores and domain scores for analyses of the COHIP.
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4. RESULTS

41 Data Collection

This study was a cross-sectional assessment of the OHRQoL in pediatric cancer survivors
and a control group of UIC outpatient children. Patient recruitment, verbal parental consent,
patient assent and questionnaire administration were completed by the P1 and a Spanish speaking

UIC dental student.

For the cancer survivors group recruitment, 63 eligible children were identified as seen in
the last three years and otherwise eligible for the study. Fifty-six were able to be reached. They
all agreed to be contacted by the PI. Only 42 could be reached by the Pl and the Spanish
speaking co-investigator. One parent refused to participate in the study after being contacted by

the PI.

For the healthy controls recruitment, a physician identified potential subjects from the last
300 patient visits. All parents who were reached by the physician agreed to participate in the
study. The physician provided the Pl with a list of the 56 parents who agreed to be contacted.
Out of the 56 subjects only 41 could be reached by the PI and the Spanish speaking co-
investigator. Forty-one pairs of subjects and parents were completed for each group. All surveys

were completed in paper form.

4.2 Parent Survey

The Parent Survey (Appendix K) provided demographic information (Table I),
characteristics of cancer survivors (Table 1), and an assessment of general and oral health status
(Table I111). The average age of the subjects was 12 years old for the cancer survivor group and

11 years old for the healthy control group. The proportion of male and female participants was
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about half in both groups. Reported race information for cancer survivors group in descending
order was Caucasian (44%), Hispanic (34%). African American (22%). Reported race
information for healthy control group in descending order was African American (39%),
Caucasian (34%), Hispanic (27%). The healthy controls were more likely to speak Spanish and

had lower incomes than the cancer survivors (p<.000).
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Table |

Demographic characteristics of childhood cancer survivors and healthy controls
Cancer Healthy Total Significance
survivor control N (%)

N (%) N (%)
Patient Gender P>0.1
Male 15 (37%) 23 (56%) 38 (46%)
Female 26 (63%) 18 (44%) 44 (54%)
41 (100%) | 41 (100%) 82 (100%)
Patient race P>0.1
1. African American/ 9 (22%) 16 (39%) 25 (30%)
African / Caribbean /
Black
2. Caucasian / White/ 18 (44%) 14 (34%) 32 (39%)
Middle east
3. Hispanic/ Latino 14 (34%) 11 (27%) 25 (30%)
41 (100%) | 41 (100%) 82 (100%)
Language
1. English 29 (71%) 41 (100%) 70 (85%) P<.000
2. Spanish 12 (29%) 0 (0%) 12 (15%)
Patient age P>0.1
8 years 9 (22%) 8 (20%) 17 (20%)
9 years 6 (15%) 9 (22%) 16 (19%)
10 years 6 (15%) 4 (10%) 10 (12%)
11 years 1 (2%) 5 (12%) 6 (7%)
12 years 1(2%) 5 (12%) 6 (7%)
13 years 2 (5%) 4 (10%) 6 (7%)
14 years 7 (17%) 1 (2%) 19 (23%)
15 years 2 (5%) 5 (12%) 7 (8%)
Annual Household income P<.000
Less than $50,000 20 (49%) 39 (95%) 59 (72%)
$50,000-99,000 15 (37%) 2 (5%) 17 (21%)
$100,000-149,999 6 (15%) 0 (0%) 6 (7%)
Type of health insurance P=.06
1. Private health 5 (12%) 0 (0%) 5 (6 %)
insurance
2. Medicare /Medicaid 36 (88%) 41 (100%) 77 (94%)
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Table 11 shows most of the cancer survivors were diagnosed with leukemia and treated with

chemotherapy. Most of the cancer survivors were five-year cancer free.

23



Table 11

Demographic characteristics of childhood cancer survivors

Cancer survivor
N (%)

Diagnosis
1. Leukemia 16 (39 %)
2. Brain and central nervous system (CNS) tumors 0 (0%)
3. Neuroblastoma 4 (10%)
4. Non- Hodgkin 0 (0%)
lymphoma (NHL)
5. Others 21 (51%)
Type of cancer treatment
1. Chemotherapy 34 (83%)
2. Hormonal therapy 0 (0%)
3. Stem cell/ Bone marrow transplant 0 (0%)
4. Surgery 4 (10%)
5. Radiotherapy 0 (0%)
6. Unsure 0 (0%)
7. None of the above 0 (0%)
8. Chemotherapy and surgery 2 (5%)
Cancer free (years)
Less than 1 year
1 year 5 (12%)
2 years 8 (19%)
3 years 7 (17%)
4 years 5 (12%)
5 years and above 16 (39%)
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Table III shows excellent oral health was reported by half of the cancer survivors’ caregivers,
and less excellent oral health by the healthy controls.; and nearly more than half of cancer
survivors had a dental visit within six months. The presence of caries was higher in the health

controls than the Pediatric cancer survivors (p <.05).
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Table 111
Parental view of child’s general and oral health

Cancer Healthy Total
survivor control N (%)
N (%) N (%)
Child’s General Health (in last 4 weeks)
1. Excellent 33 (80%) 28 (68%) 61 (74%)
2. Less than excellent 8 (20 %) 13 (32% 21 (26%)
Child’s Oral Health
1. Excellent 23 (56%) 15 (37%) 38 (46%)
2. Less than excellent 18 (44%) 26 (63%) 44 (54%)
Time since child’s last dental visit
1. 6 months ago or less 20 (49%) 22 (54%) 42 (51%)
2. Between 6 months and 12 months ago. | 21 (54%) 18 (44%) 39 (48%)
3. On an emergency basis only 0 (0%) 1 (2%) 1(1 %)
4. My child has never seen the dentist 0 (0%) 0 (0%) 0 (0%)
Presence of caries *
Yes 8 (20%) 18 (44%) 26 (32%)
No 33 (80%) 23 (56%) 56 (68%)
Frequency of child’s brushing
Daily 40 (97%) 40 (97%) 80 (97%)
Not everyday 1 (2%) 1 (2%) 2 (2%)
Weekly 0 (0 %) 0 (0 %) 0 (0 %)
Rarely 0 (0 %) 0 (0 %) 0 (0 %)
Never 0 (0 %) 0 (0 %) 0 (0 %)
Who brushes child’s teeth
Child alone 38 (93%) 41 (100 %) | 79 (96 %)
Child and adult 3 (7%) 0 (0 %) 3 (4%)
None 0 (0%) 0 (0 %) 0 (0%)
Parent’s Belief that Child’s Oral Health is
Related to Their General Health
Yes
No 41 (100%) | 41 (100%) | 82(100%)
| don’t know 0 (0%) 0 (0%) 0 (0%)
0 (0%) 0 (0%) 0 (0%)
*p<.05
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4.3 Child Oral Health Impact Profile Survey

The COHIP total score and individual domain scores were analyzed (Table 1V) using a
Mann Whitney U and T tests. Pediatric cancer survivors had lower total COHIP scores than
control subjects. The controls reported higher oral health quality of life in three domains: Social-

Emotional Well-being, School Environment, and Self-Image.
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Table IV
Child Oral Health Impact Profile score by child cancer survivors and healthy controls

Cancer Healthy P value
survivors Controls P <.05
Mean (SD) Mean (SD)
Total Score 64 (10) 70 (6) P <.000
19 items
Oral Health Well-being 17 (3) 18 (2) P >.05
5 Items
Functional Well-being 15 (2) 15 (1) P >.05
4 items
Social-emotional Well-being 19 (5) 23 (2) P <.000
6 items
School Environment 6 (2) 7(2) P<.01
2 items
Self-image 5(2) 7(1) P<.01
2 items

T test compared scores on total score, oral health well-being, functional well-being and social
emotional well-being.
Mann-Whitney compared scores on School environment and self-image.
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Since the cases and controls differed in income, the COHIP scores for subjects with incomes
under $50,000 were summarized in Table V. There was still a significance difference in total
COHIP score and in three domains of the COHIP, comparing by t test and Mann-Whitney U

tests.
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Table V
Child Oral Health Impact Profile score by annual household income

Cancer survivors Health controls

Under 50 k Under 50 k

COHIP Mean (SD) Mean (SD)
N= 20 N= 39

Total Score 64 (10) ** 70 (6)
19 items

Oral Health 17 (3) * 18 (2)
Well-being
5 Items

Functional Well- 14 (2) 15 (1)
being
4 items

Social-emotional 20 (4) ** 23 (2)
Well-being
6 items

School 7(1) 72
Environment
2 items

Self-image 6 (2) ** 7(2)
2 items

T test compared scores on total score, oral health well-being, functional well-being and social
emotional well-being.

Mann-Whitney compared scores on school environment and self-image.

* P <.05

**p<.01
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All COHIP questions and responses are included in Tables VI-X.

Table VI
Child Oral Health Impact Profile oral well- being scores between cancer survivors and healthy
controls
In the past 3 Never (1) Almost Never (2) | Sometimes (3) Fairly-Often (4) N | Almost All the
months, how N (% of total) N (% of total) N (% of total) (% total) Time (5)

often have you?

N (% of total)

Oral well- being | Cancer | Healthy | Cancer | Healthy | Cancer | Healthy | Cancer | Healthy | Cancer | Healthy
5 items survivor | control | survivor | control | survivor | control | survivor | control | survivor | control
1. Had pain
in your 34 18(44 | 3(7%) | 16 3(7%) |4 1(2%) | 3(7%) | 0(0%) | 0 (0%)
teeth/tooth | (82%) %) (39%) (10%)
ache
2. Had
discolored | 20 29 6 (15%) | 12 12 0(0%) | 2(%) |0(0%) |1(2%) | 0(0%)
teeth or (49%) (70%) (29%) (29%)
spots on
your teeth
3. Had
crooked 30 28 7(17%) | 13 2(5%) |0(0%) |[2(5%) | 0(0%) | 0(0%) | 0(0%)
teeth or (73%) (68%) (32%)
spaces
between
your teeth
4. Had bad 25 31 11 10 5(12%) | 0(0%) | 0(0%) | 0(0%) | 0(0%) | O (0%)
breath (61%) (76%) (27%) (24%)
5. Had 31 28 4(10%) | 11 6 (15%) | 2(5%) | 0(0%) | 0(0%) | 0(0%) | O (0%)
bleeding (76%) (68%) (27%)
gums
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Table VII
Child Oral Health Impact Profile functional well- being scores between cancer survivors and
healthy controls

In the past 3
months, how
often have
you?

Never (1)
N (% of total)

Almost Never (2)
N (% of total)

Sometimes (3)
N (% of total)

Fairly Often (4) N
(% total)

Almost All the
Time (5)
N (% of total)

Functional
well- being
4 items

Cancer
survivor

Healthy
control

Cancer
survivor

Healthy
control

Cancer
survivor

Healthy
control

Cancer
survivor

Healthy
control

Cancer
survivor

Healthy
control

6. Had
difficulty
eating
foods
you
would
like to
eat

32 36
(78%) | (88%)

4 5
(10%) | (12%)

5 0 (0%)
(12%)

0(0%) | 0(0%)

0(0%) | 0(0%)

7. Had
trouble
sleeping

36 31
(88%) | (76%)

2(5%) | 10
(24%)

3(7%) | 0(0%)

0(0%) | 0(0%)

0(0%) | 0(0%)

8. Had
difficultl
y saying
certain
words

35 33
(85%) | (80%)

5(12%) | 7 (17%)

1%) | 10%)

0(0%) | 0(0%)

0(0%) | 0(0%)

9. Had
difficulty
keeping
your
teeth
clean

33 5 (12%)
(80%)

5(12%) | 5 (12%)

3(7%) | 1(2%)

0(0%) | 0(0%)

0(0%) | 0(0%)
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Table VIII
Child Oral Health Impact Profile Social/Emotional Well-Being scores between cancer survivors
and healthy controls

In the past 3
months, how
often have you?

Never (1)
N (% of total)

Almost Never (2)
N (% of total)

Sometimes (3)
N (% of total)

Fairly- Often (4) N
(% total)

Almost All the
Time (5)
N (% of total)

Social/Emotional | Cancer | Healthy | Cancer | Healthy | Cancer | Healthy | Cancer | Healthy | Cancer | Healthy
Well-Being survivor | control | survivor | control | survivor | control | survivor | control | survivor | control
6 items
10. Been
unhappy or | 26 35 8(19%) | 4 6 (15%) | 2(5%) |0(0%) |0(0%) | 1(2%) | 0 (0%)
sad (63%) (85%) (10%)
11. Felt
worried or | 19 35 12 5 9(22%) | 1(2%) |0(0%) |0(0%) |1(2%) | 0(0%)
anxious (46%) (85%) (29%) (12%)
12. Avoided
smiling or 18 10 10 5 12 (2%) | 0(0%) |0(0%) |0(0%) | 1(2%) | O (0%)
laughing (44%) (24%) (24%) (12%)
with other
children
13. Felt that
you look 20 30 10 9 11 2(5%) | 0(0%) | 0(0%) |0(0%) |0 (0%)
different (49%) (73%) | (24%) (22%) | (27%)
14. Been
worried 20 33 9(22%) | 7 11 1(2%) |0(0%) | 0(0%) | 0(0%) | O(0%)
about what | (49%) (80%) 17%) | (27%)
other
people
think about
your . ..
15. Been
teased, 23 33 9(22%) | 7 1(2%) |2(5%) |0(0%) |0(0%) | 0(0%) | 0(0%)
bullied, or | (56%) (80%) (17%)
called
names by
other
children
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Table IX
Child Oral Health Impact Profile school environment scores between cancer survivors and
healthy controls

Inthe past 3 | Never (1) Almost Never (2) | Sometimes (3) Fairly Often (4) N | Almost All the
months, N (% of total) N (% of total) N (% of total) (% total) Time (5)
how often N (% of total)
have you?
School Cancer | Healthy | Cancer | Healthy | Cancer | Healthy | Cancer | Healthy | Cancer | Healthy
environment | survivor | control | survivor | control | survivor | control | survivor | control | survivor | control
2 items
16. Missed
school | 27 33 7(17%) | 6 4(10%) | 2(5%) | 3(7%) | 0(0%) | 0(0%) | 0 (0%)
for any | (66%) (80%) (15%)
reason
17. Not
wanted | 22 30 9 (22%) | 10 9(22%) | 1(2%) |1(2%) | 0(0%) | 0(0%) | 0 (0%)
to (54%) (73%) (24%)
speak/r
ead out
loud in
class
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Table X
Child Oral Health Impact Profile self-image scores between cancer survivors and healthy

controls

In the past 3 | Never (1) Almost Never (2) Sometimes (3) Fairly-Often (4) N | Almost All the
months, N (% of total) N (% of total) N (% of total) (% total) Time (5)
how often N (% of total)
have you?
Self-image | Cancer | Healthy | Cancer | Healthy | Cancer | Healthy | Cancer | Healthy | Cancer | Healthy
2 items survivor | control survivor | control survivor | control | survivor | control | survivor | control
18. Been

confide | 1 (2%) | 0 (0%) 2 (5%) | 0 (0%) 11 2(5%) |13 11 14 28

nt (27%) (32%) (27%) (34%) (68%)
19. Felt

that 1(2%) | 0 (0%) 0 (0%) | 0 (0%) 13 2(5%) |14 12 13 27

you (32%) (34%) (29%) (32%) (66%)

were

attracti

ve

(good

looking

)
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5. DISCUSSION

5.1 General Findings of the Study

To the best of our knowledge, this is the first study to assess the OHRQoL in pediatric
cancer survivors. Our convenience sample from the UIC hospital enabled the comparison of
OHRQoL between two groups. Our results indicate that pediatric cancer survivors had lower
OHRQoL scores than healthy controls, particularly in social-emotional well-being, school
environment, and self-image subscales. The results of this study indicate that pediatric cancer has
an impact on oral health related quality of life in cancer survivors compared to healthy controls.

The nonequivalent demographics between the study and control groups is a serious
limitation of our study. We did not have the resources to obtain a group matched for anything
except age and sex. Pediatric cancer survivors’ families were more likely to speak Spanish and
had higher incomes. This made it difficult to compare the results meaningfully.

The majority of both childhood cancer survivors and healthy controls brushed their teeth
daily and without supervision. Most cancer survivors’ parents thought their child had no caries,
but only half of the parents of healthy controls thought their child had no caries. The low number
of cancer survivors with self-reported caries in our study is not in accordance with some studies
that suggest that patients with cancer have higher caries prevalence than healthy controls (Pajari
U,1988, Purdell-Lewis DJ, 1988, Fromm, 1986, Kaste, 2009, Dens,1995, Kaste SC, 1998, Kupeli
S, 2006, Avsar A, 2007). This may be a credit to our oncology clinic which emphasizes oral
health care, compared to the healthy controls who did not receive special encouragement to
support oral health.

In spite of the higher income, the pediatric cancer survivors had a lower oral health

quality of life than the control. In contrast, the literature reports that children with higher
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incomes families report better oral health related quality of life (de Paula, 2013, Abanto J, 2011,
Baker SR, 2010, Locker D, 2007, Pani SC, 2013, Piovesan C, 2010, Scapini A, 2013, Scrapelli
AC, 2013). This was a surprising outcome and we don’t have an explanation for it.

When evaluating individual COHIP items, no difference was found between the cancer
survivor group and the control group in the Oral Well-Being and Functional Well-Being
subscales. This finding could be explained from the nonequivalent demographics between the
study and control groups in our study. Another explanation to our finding might be late dental
effects of cancer were mild or were not yet experienced in the studied group of cancer survivors.

For the Social-Emotional Well-being subscale, cancer survivors reported lower scores
than healthy controls. It has been documented that cancer and its treatment are potentially
disruptive to the social development and emotional health of children and adolescents with
poorer rating of quality of life when compared to general population (Stam et al., 2006, Zeltzer et
al., 2008). Our assessment instrument asked whether the cancer survivors are worried or anxious,
experience bullying or teasing, feel like they look different, are worried about other people’s
perception, and whether they are upset or uncomfortable because of their teeth, mouth, and face.
Bullying at school was found by Van Dijk, 2007 as an independent predictor of limitation for
survivors of neuroblastoma. Our finding means that oral health has an impact on the overall
social development and emotional health of children and adolescents.

Moreover, for school environment subscale, cancer survivors reported poorer scores
when compared to healthy controls. This was expected, as several studies documented that
adverse effects in school environments for childhood cancer survivors exist and are not limited to
the acute treatment phase, but may last for the duration of the developmental life course (Ness &

Gurney, 2007).
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For the last subscale in COHIP, self-image scores, cancer survivors reported poorer
scores when compared to healthy controls (Mean= 5 vs 7; P <.05). This finding is not surprising
given that anxiety and depressive symptoms are well assessed in several studies assessing the
general QOL in cancer survivors. These studies documented lower self- image and self-esteem
levels (Neff, 1990, Pendley, 1997). However, Maggiolini et al. (2000) found that survivors of
leukemia showed a more positive and mature self-image than their controls.

These results are consistent with the findings of other studies in patients with chronic
conditions such as sickle cell disease (Ralstrom, 2014), orofacial defects (Ward, 2013),
orthodontics, craniofacial, pediatric medicine (Broader et al., 2007), and cystic fibrosis (Patrick

etal., 2016).

5.2 Limitations and Strengths of the Study

5.2.1 Limitations of the Study

The primary limitation was the nonequivalent demographics between the study and
control groups in our study. Another limitation was the sample size of the study.

A third limitation was that only one site was employed. We understand that demographic
variations and population discrepancies may limit the generalizability of our findings to other

areas of the United States and countries around the world.

5.2.2 Strengths of the Study

To the best of our knowledge, this study is the first to assess self-reported OHRQoL in

childhood cancer survivors. Another strength of the study is using the instrument COHIP, which
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has been validated in many different patient populations and has been found to have excellent
reliability(Broder and Wilson-Genderson, 2007).

5.3 Conclusion of Study

The following conclusions can be made based on the results of this study:
e Pediatric cancer survivors in our study reported a lower OHRQoL than healthy controls,
particularly in social- emotional well-being, school environment and self-image.
e Even though parents were more likely to report excellent oral health in the cancer
survivors than in controls, those children reported lower OHRQoL scores.

5.4 Future studies

» Future research should compare equivalent groups.

« Future research should consider a larger, multi-center sample of childhood cancer

survivors and their parents.

» Future research should complete clinical and radiographic exam of the cancer survivors

to detect late dental effects of cancer therapy.
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H0% Administrative (dfioe Budlding
1737 West Polk Strect
Chicaga, [linals 6612-TEET

Approval Notice
Initial Review (Response Tp Modifications)

September 13, 2017
Shahad Alshamali, BDM
Pediatric Dentizstry

801 5. Paulina 5t

Phome: (219) 718-0613

RE: Protocol # 2017-0694
“Oral Health-related Quality of Life in Pediatric Cancer survivors.”

Diear Dr. Alshamal:

Please remember to submit translations of all data collection instruments and
recruitment/consent documents that will be used for subjects whose primary langnage is not
English. Translations must be accompanied by an Amendment form and a translator’s
statement attesting to the translator’s credentials and accuracy of the translations.

Please note that stamped .pdfs of all approved recruitment and consent documents have
been upleaded to QPRSLive, and can be accessed under “Approved Documents™ tab. Please
remember to use only those approved documents to recruit and enroll subjects into this
research project. OPRS/TIRE no longer issues paper letters or stamped/approved documents.

Your Initial Beview (Besponse To Medifications) was reviewed and approved by the Expedited
review process on September 10, 2017, You may now begin your research

Please note the following information about vour approved research protocol:

Protocol Approval Period: September 10, 2017 - September 10, 2018
Approved Subject Enrollment &: 600

Additional Determinations for Besearch Involving Minors: The Board determined that this
research satisfies 43CTFP46.404, research not invelving greater than minimal risk. Therefore, in
accordance with 43CFE46 408, the [RB determined that onlv one parent'slegal guardian's
permission/signafure 18 needed. Wards of the State may not be enrolled unless the IRE grants
specific approval and assures inclusion of additional protections in the research required under
45CFR46.409. If you wish to enroll Wards of the State contact OPRS and refer to the tip sheet.
Performance Sites: UIC

Research Protocol(s):

Phome: 312-994-1711 http-/ oo nic edu'depts/'ovor'oprs FAX: 312-413-2929
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Page 1 of 4

Oral Health-related Quality of Life in Pediatric Cancer survivers; 06/21/2017

Recruiitment Material(s):

a)
0]

Telephone Script (Medical Doctor); Version 2; 08/:07/2017
Eligibility Criteriz Checklist; Verzion 2; 08/07/2017

Informed Consent(s):

a)
)
c)

d)

&)

Subject Information Sheet; Version 2; 08/07/2017

Telephone Script PI (Oral Informed Consent/Parental Permiszsion); Version 2; 09/092017
Waiver of Documentation of Informed Consent, Permission, and Assent has been granted
45 CFR. 46.117; for clinic doctors to obtain subjects’ verbal agresment to- a) be screenad
for ehigibility; and b) provide rezearch staff with their contact information to be recnuted
for the study (minimum risk; if subjects agree they will recelve a written information sheet
via mail contaming all the elements of conzent prior to being contacted by phone and by
English or Spanish speaking investigator to participate in a phone interview).

Waiver of Informed Consent, Permission, and Assent has been granted for recruitment
purposes only under 43 CFR. 46.1168{d) to identify elizible patient subjects from the
clinics’ patient rolls and medical records with director’s permission from Cancer Clinic at
the University of Ilinois Hospitals and the University of Illincis Hospital Pediatric
Qutpatient clinic {minimal nsk; information will be destroyed if potential subjects are not
eligible or decline to participate).

Wailver of S1zned Informed Consent, Permission, and Assent has been granted under 45
CFR 46.117; (Minmmum Rigk; Subjects will receive via mail information sheet containing
all elements of conzent and verbal consent will be obtained via phone prior to beginning
of the phone mterview).

Assentiis):

a)

Asgent | Telephone Script; Version 2; 08/03/2017

HIPAA Authorization(s):

a)

The Board determined that this research meats the regulatory requirsments for waiver of
authorization for recrurtment purposes only as permutted at 43CFR184 5120001000A).
Specifically, that the use or disclosure of protected health information (FHI) meets the
waiver criteria under 43CEFR 164 31302 N11); the research invelves no more than a
minimal risk to the privacy of the mdrviduals; the research could not practicably be
conducted without the waiver; and the research could not practicably be conducted without
access to and use of the PHI

Your research meets the criteria for expedited review as defined m 45 CFR. 46.110(b)(1) under the
following specific category(izg):

(3) Research mvolving materials (data, documents, records, or specimens) that have been
collected, or will be collected solely for nonresearch purposes (such as medical treatment cr
diagnosiz)., (7) Fesearch on mdividual or sroup characternistics or behavior {including but not
limited to research on perception, cognition, motivation, identity, language, communication,
cultural behefs or practices and social behavior] or research employing survey, interview, oral
history, focus group, program svaluation, human factors evaluation, or gquality assurance
methodologies.
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Please note the Review Historv of this submission:

Feceipt Date Submizsion Tvpe | Review Process | Review Date Feview Action
06/22/2017 Initial Eeview Expedited 077162017 Modifications
Fequired
08/08/2017 Fezponze To Expedited 09/10/2017 Approved
Modifications

Pleaze remember to:

—# Use your research protocol number (2017-0694) on any documents or correspondence with
the IEB conceming yvour research protocol.

=+ Beview and comply with all requirements on the guidance,
"UIC Investigator Responsibilities, Protection of Human Research Subjects”
{(http:/research uic.edw/irh/investizators-research-staffiinvestizator-responsibilities).

Please note that the UIC IEE has the prerogative and authority to ask further questions,
seek additional information, require further modifications, or monitor the conduct of your
research and the consent process.

Please be aware that if the scope of work in the grant/project changes, the protocol must be
amended and approved by the UIC IRB before the initiation of the change.

We wish you the best as vou conduct your research. If vou have any questions or need further
help, please contact OPES at (312) 906-1711 or me at (312) 413-1318. Please send any
correspondence about this protocel to OPES at 203 AQB, W/C 672,

Sincerely,

Alma Wilat, BS
IRE Coordinator, IRE # 2
Office for the Protection of Fesearch Subjects

Enclosure{z): Following approved recruitment and consent documents have been uploaded under
“approved documents” tab in QPRSLive:

1. Informed Consent Documentis):
2) Subject Information Sheet; Version 2; 08/07/.2017
b} Telephone Script PI (Oral Informed ConsentParental Permission); Version 2;
09092017
Assent Document(s):
a) Assent - Telephone Senipt; Verzion 2; 08/03/2017
3. HIPAA Authorization(s):

2) The Board determined that this research meets the regulatory requirements for
watver of authorization for recruitment purposes only as permitted at
43CFR164 31200 1KDCA). Specifically, that the use or dizclosure of protected
health information (PHI) mesets the waiver criteria under
45CER 164 51 2iW2N11); the research invelves no more than a minimal nisk to
the privacy of the individuals; the research could not practicably be conducted

=
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without the waiver; and the research could not practicably be conducted without
access to and use of the PHIL
4.  Recruiting Material(s):
a) Telephone Script (hedical Doctor); Version 2; 08072017
b) Eligihility Criteriz Checklist; Version 2; 08/07/2017

ce: Marclg Da Fonseca, Pediatric Dentistry, M/C 850

Amne Egerber, Faculty Spensor, Pediatric Dentistry, M/C 850
Privacy Office, Health Information Management Department, M/C 772

56



APPENDIX B

APPROVAL

EERAETT 0P LI o] CE

YT O ARG II 1- ] D Iﬂrtﬂ I -
Crral Health-related Cruality of Life in Pediatmic Cancer survivors.

Hello, my name is .......... and I am doctor at The University of Ilinois
Hospital. I am calling on the behalf of Dr. A15hamal regarding research
sindy we are conductng at the University of Ilinods, Chicago. I would like
o give you some information about the smdy and ask you if you are
interested in participating after you review the smdy information. The study
azsesges the impact of oral health in the gquality of life of the pediamic cancer
surviver and to compare the oral health snd the quality of life of pedistric
cancer survivor with healthy cutpatients.

The smdy imwvolves you snswering some questions about your child’'s health

and your child answering soome gquestions sbout how be or she feals about his
or her mowth This will take sbout 15-20 mimites.

Your taking part in this smdy is completely voluntary. If you wish to
participate, vou will receive by mail one page information sheet about the
study and then you will be comtacted by Dir. AlShamal by phone to
complete the questionnaire. If yon wish not to participate, your decision will
not affect your care at outpatient clinic at The University of Ilineis Hospital.
Are you inferested to be contacted?

Thenk you

Telephons s { Mool docior ¥ersm 2 Dmiz2FN7
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Appendix C

APPROVAL

STAATS EXFIRES
TERTNT = WIDEDhIE

Medical Doctor Telephone seript ot e

Calidad de Vida Relacionada con la Salud Oral en loz
Sobrevivientes de Cancer Pediatrico

Hola, mi nombre es ... v sum doctora en el Hospital de la
Umversidad de lllinois. Estoy llamando de parte de la Dra.
AlShamah sobre un estudio que estamos hacienda en la
Umversidad de llinois en Chicage. Le quiero dar mas
mformacion sobre el estudio y 51 esta mferesado(a) en participar
en el estudio despues de repasar la mformacion. El estudio
analiza el efecto de la salud oral en la calidad de vida de los
nifios que han sobrevivido al cancer, en comparacion con MGos
que no han temdo cincer. La mvestgacion requuere que le haga
unas preguntas en el teléfono acerca de la salud de su hijo y unas
preguntas para su hnjo acerca de sus boca. La conversacion y
preguntas se tomaran alrededor de 15-20 mumtos.

Su parficipacion en el estudio es completamente vohmtano. 51
desea participar, le mandaremos un ahoja de informacion sobre
el estudio. Y Iuego lo llamara la Dr. AlShamali por el teléfono
para hacerle la entrevista. 51 desea no participar, su decision
de ninguma manera afecta el tratamiento m cuidado en la climea
del Hospital de la Universidad de Illinois.

Desea que lo{a) contactemos? Gracias

Tamphaes wrpr Wil ScorrT Spanmh mealscn Yargm 1 D 122508 117
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Appendix E

APPROVAL

STARTS EXFIRES
RO — O

Ceitnisusesies | Subject Information Sheet
Oral Health-related Qualicy of Life in Pediatric Cancer Survivars

Iam a pedixmic dental resident at the University of Tlineds at Chicazo Collezs of
Deentistry. I want to leam more about the health of the testh and menth of children who
have survived cancer, compared to children with no cancer.

T'will telephone you to 2k if you and your child will be willing to answer some
questions abet your child's cancer experiences, and about your child's feslings about bis
or bher muich and teeth. If vour child hasn't had cancer, we wemt to ask the qoestions of
yorur child's fealmps about bis or ber menih and testh, to see if child cancer sorvivers
hawve different experiences than children with no cancer.

IFyou decide to participate and to allow vour child to participate, [ will ask you

amid yor child spme questions over the phone. This should take aboat 20 mimpies. T will
schedule this af your comenisnce.
The questions for you will be abost your child's health and experience and treatment for
cancer. The questions for vour child will be abdomu whether your child has amy pain in the
munrth or teeth, and whether vour child is happy and comfirtable with ber'his moath ar
teath.

The risk of this ressarch iz a loss of privacy (revealng o others that you are
takong part in thiz shady) or confidentiality (revealing mfrmason Ao vou i others to
whaom you bave not Ziven permmission o see this mfrmation). There are o divect and
persanal benefits o subjects participating in this stady.

We will make sure that the information we collect from you is Eept privade md
used only fior this research sudy. Your information will anby be seen by ressarchers at the
University of Iinoés at Chicams Collee of Dentistry. Each subject will be siven a code
for the sole parpose of conpecfing the questonraires of the children and their parent.
Caly the primary imvestizator will bave access to the code and she will mairdsin all
decmmentation in a password protected conypuier in a locked office. The list confaining
the subject identifiers will be stored and sequred separafely foom the coded data and
where it will be stored wniil it i destroved af the end of the dam collecton

Viomr taking part in this phene call is completely vohmiary. If v wish not to
participate, your decision will pot affact your or your child's care at amy the clinics,

inchiding The University of Ilinois Hespiml.

Feesident, (3alsah?7 e edu), ar Facolty Advisor Dir. Amme Feerher (akoerberzric. edu)
(312 006 0341 if vou hawe amy questions about this shady or your part in it

I you have any questions abouat your righis 25 a research subject, incloding
quEstHS, Conoems, congplaimts, or to offier input, you may call the Office for the
Protertion of Bessarch Subjects (0PRSS at 312-906-1711 or 1-865-T29-6215 (toll-fes)

or e-mail 0PRSS af wdryEmic sdu
PLEASE EEFP THIS INFORMATION SHEET FOR. YOUR RECORTYS

Sulject lnformalion Sheel eramn 1 BTNY
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APPENDIX F

APPROVAL
STARTS EXFIRES
TESRTF — WS
Hoja de Informacidn B AT s s |
calidad de vida Relacionada con la 5alud Oral en los Sobrevivientes de Cancer
Pediatrico

soy un residente dental pediatrica en la Universidad de Illinois en Chicago.
Quiero aprender sobre la salud oral de los dientes de los nifos gue han
sobrevivido al cancer, en comparacion con los nifios gue no han tenido cancer.

Le llamare para preguntarle si usted v su hijo estan dispuestos a contestar
algunas preguntas sobre la experiencia de cancer de su hijo, v sobre el
conscimients de su hijo sobre su boca y dientes. 5i su hijo no ha tenido cancer,
queremos hacerle preguntas sobre el conocimiento de su hijo acerca de su boca y
sus dientes, para ver si los sobrevivientes de cancer infantil tienen experiencias
diferentes que los nifos no afectados por el cancer.

5i usted decide participar y permite que su hijo/a participe, les hare algunas
preguntas por teléfono. Esto debe tomar cerca de 20 minutos y puedo programar
la llamada a su conveniencia.

Las preguntas para usted seran acerca de la salud y la experiencia de su hijo
y el tratamiento para el cancer. Las preguntas para su hijo seran sobre algun dolor
en la boca o los dientes, ¥ 5i su hijo/a esta contento y comodo con sus dientes.

El riesgo de esta investigacion es una perdida de privacidad (revelando gue
usted esta participando en esta investizacion| perdida de confidencialidad
[revelando su informacion a quienes usted no ha dado permiso para ver esta
informacien. Mo hay ningun beneficio para los sujetos que participaran en esta
investigacion.)

Mos vamos asegurar que |a informacion que ajuntamos s& mantenga
privada y se use solo para esta investigacion. Su informacion solo sera vista por
investigadores de la Universidad de lllingis en Chicago Escuela de Cdontologia. &
cada sujeto se le dara un codigo Unico para conectar los cuestionarios de los ninos
¥ sus padres sin usar los nombres. Solo el investigador principal tendra acceso al
codigo y mantendra toda la documentacion en una computadora protegida con
contrasena en una oficina cerrada con llave. La lista que contiene los
identificadores sera asegurada separadamente de los datos codificados. La
informacion sera almacenada hasta el final de la investigacion y luego sara
destruida.

Su participacién en esta llamada telefonica es completamente voluntaria. 5i
usted no desea participar, su decision no afectara el cuidado de su hijo/a en las
clinicas del Hospital de la Universidad de Illinois.
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Comuniguese con la investigadora principal, la Dra. Shahad Alshamali,
residente dental pediatrico, si tiene alguna pregunta sobre este estudio o si tiene
alguna pregunta sobre el caso. También puede contactar a la consejera de la
investigacion, a Dr. Anne Koerber [akoerber@uic.edu) (312 -906- 9341).

5i tiene alguna pregunta sobre sus derechos como participante de la
investigacion, incuyendo preguntas, preocupaciones, quejas o para ofrecer
sugerencias, puede llamar a la Oficina para la Proteccion de Temas de
Investigacion (OPRS) al 312-006-1711 o al 1-866- 789-6215 (llamada gratuita) o
por corres electronico a OPRS en wicirb@uic.edu.

POR FAVOR GUARDE ESTA HOJA DE INFORMACION PARA SUS ARCHIVOS
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APPENDIX G

APPROYVAL

BTARTE  EXPSSS
B T Ol 1 I

1 iy Telephone script

Crral Health-related Croality of Life in Pediatric Cancer survivors.

Hello, my name is Dr. Shabad AlShamali and I am a pediatric dental resident at the
Universify of Nlinods at Chicago College of Dentistry. I am working on a research
study to assess the impact of oral health in the quality of life of the pediamric cancer
surviver and to compare the oral health and the guality of lifs of pediatric cancer
surviver with healthy eutpatients. I appreciate vour willingness to participate in
this study.

If you decide to participate, your and your child’s information will only be seen by
researchers at University of Hlineis at Chicago Cellege of Dentistry. We will make
sure that the mfomation we collect from you is kept private and used ealy for the
research stody we are discussing. Your taking part m this phone call is completaly
volomtary. If you wish ot to participate, your decision will pot affect your child’s
care at any climic, not enly Pediatric cancer clinic at The University of Ilinois
Hospital.

I want to ask you whether you received the information sheet by mail? If ves, do
vou hawe any questions? If you didn’t receive it, do you want us to mail anpther
mformation sheet if you are mterested?

The study impolves you answering some questions about your child s health. and

your child answenng soms questions about how he or she fesls about his or her
mouath. This will fake about 13-20 minates.

May I azk some questions of you and your child rght now? [When would you like
to scheduls the interviswT)

Teliephame Serga (FT) Vermos 1 Dl L0ALIT
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APPENDIX H

APPROVAL

STARTS EXPIRES
1252 T - an0a018

Telephone script NPT OF ALBOE AT CHRLRRD
HERTITLTA M AL BEWEW BEMED

Calidad de Vida Eelacionada con la Salnd Oral en los
Sohrevivientes de Cancer Pediatrico

Mi nombre a5 Dra. Shahad AlShamali, soy un residente dental pediatrica en la
Universidad de Illinois en Chicago. Estoy haciends una investizacién sobre el
efecto de la sahad oral en la calidad de vida de los nifios que han sobrevivido al
CANCET, S COMMPEracion Con nifos que no han fenido cancer. Le agradezco por s

%i decide participar, sseguraremos gue su informacion ¥ la informacion de sa
hijo(z) == mantendra privads ¥ nada mas se use para &l estudio. Wada mas los
mwvestigadores en 1a Universidad de Dlineds en Chicago wan a poder ver la
informacion. Su participacion es completaments volmtaria v su decision de
ninguna manera afecta el watarmisnte &l ouidado de su hijoda), ni tampoco en la
clinica de cancer pedistrico en el Hospital de 1a Universidad de Illinods.
Recibio la informacion sobre la investigacion en el correa? 5i la recibio, tiene
alguna pregunta? 5ino la recibio, quiere qgue le mandemos la hoja con
informacion sobre la investzacion.

La investizacion requiere que le haga unas preguntas en el teléfono acerca de la
sahod de su hijo v unas preguntss para su hijo scerca 2 = boca. La conversacion
¥ preguntas se tomara alredador de 15-20 minoios.

Le puedo hacer 3 wsted v = hijo las prepuntas shora? [51 no poede ahorma, pars
cuEndo quiere quoe [lame de regreso?

Telephons scrapt (P c Spamish emmbstion Wermm | Dl | D8 AT
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APPENDIX |

APPROVAL

STARTS EXPFIRES
001" == DaM0a018
@ VI RS T O LB AT AR

FETTUT MM BEYEY BN O

TELEFHONE 5CEIFT FOR VEEEAL ASSENT TO PARTICIPATE IN
EESEARCH

Protocol title: Ciral Health-related Chaality of Life in Pedistric Cancer survivors.

By name is Dr. Shahad A15hamali and I am 3 pedismic dental resident at the University of
Iineis at Chicage Colleps of Dientstmy. I'm asking you o SDSWer some quUestions
because I am oying to learm more shast-yesr-oral Bealts how youn feel about your teeth,
pums and moath and its effect on your life. We wionld like to be sble to help children
who have had cancer, snd your answers might be helpful. ¥Your (MOTHER FATHEE)
said it was ok for you to answer these questions. But even if your parents say “yes™
you can still decide not to do this. If you say it is ok, I will sk yon 19 guestions abowt
your mouth and teeth. Femember, being in this study is up to you and no one will be
upset if you don’t want fo participate or even if you change your mind Laber snd want
T Stop.

Do you have amy guestions?
Bday I a=k you these gquestions shout your mouth?

Assent-Telephone script Version 2 BT
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APPENDIX J

TELEPHOME SCRIPFT FOR VERBAL ASSENT TO
PARTICIPATE IN RESEARCH

Calidad de Vida Eelacionada con la Salud Oral en los
Sobrevivientes de Cancer Pediatrico

Hola, sorv la Dra. Shahad AlShamali. sov un residente dental
pediatnea en la Universidad de Mlinois en Chicage. Chueria hacerle
unas preguntas para aprender sobre su salud oral ¥ que plensa acerca
de sus dientes, encias, su boca, ¥ como afectan suvida. CQueremos
ayudar nifios que han temido cancer, v su respuesta nos puedsen
ayudar. Su (mama‘papa) nos dio permso para que le hagamos estas
preguntas. Pero 51 sus padres dieron permmso no estan obligados a
responder 3 las preguntas. 51 esta ien con usted, le voy a hacer
diez ¥ nueve preguntas sobre su boca v dientes. Es su decision =1
quiere parbicipar v nadie se va enojar 51 cambia la mente v no quuere
contestar las preguntas o 51 quiere parar.

Tiene algunas pregunta para mi? Le puede hacer las preguntas
sobre su boca?

Spanish transiation
Mezman-Talephone script Wiersian 1 120an 7
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APPENDIX K

PAGE 1

PARENTAL SURVEY TOOL
Parent ard/ lzgal Guardian portion of the guesttonmaire
(dral Health-related Quality of Life in Pedistric Cancer survivors.

YVerbal consent ohtzined: YesMo

Thank you for agrecing to participate in our study. .. Please answer each guestion to the best

af your 2bility. All of vour responses are recorded conficentially.

1. What is your child's gender?
1. Mak=
2. Female
3. {rker

2. What is your child's age? YEATS

3. What is your child’s race” {check all that apply)
1. African Americar ./ Africar / Canbbean / Black
2. Asian / Pacific Islander’ Indian subcontient
I aARAsian White' Middle east
4 Hispanic / Latino
& Mative American
& Other
7. Prefer nat o respond

4. Wkat is the estimated annual ircome of your housshold?
1.Less than 550,0{0
2 550,000-59 959
1.5100,000. 146,995
4.5150,000-198,998
£ R200,000 or more
&, Prefer not to respond

5. What type of health irsurance or health care coverage does your child have?
1.Private health insurance
2 Medicare Medicand
1 5CHIP (CHIFY Children’s Health Insurance Program)
4 Military Healthcare
& Indiar Health service
6. Mo Covernge of apy-kind
7. Danp know

& .Chihers
6. What type of cancer kas yoar child heen diagnossd with?
1.Leukernia

2 Brair and central nervous sysiem (CHNE) tumors. (oemee tumioers)
1 Meuroblastoma

Parent Survey Tool Vearsion 2
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PAGE 2

4 Non- Hodgkin lymphoma (WHL)
£ Chihers

7. At what age your child was diagnosed with cancer?

#. Which form of treatment did wour child receive for cancer? (Check all that apply)

Chemotherapy

Flormonal therapy

Stem: cell! Bone marrow transplant
Surgery

Radiotherapy

Unsure

Mare of the above

HAE A e

9. How long wour chilé kas been cancer free?
1.Less than 1 wear
2.1 year
1.2 years
4.3 years
54 years
6.5 years and above

10. How would you rate the general health of your ckild in the last £ weeks?
1. Excellent
2. Very good
3. Gond
4. Fair
5. Poar

11. How would you rate the kealth of your child’s teeth and gams?
1. Excellent
2. Very good
3. Good
4. Fair
5. Poar

12, What is the total number of separaie madications your child is kaking?

13, When was your child's latest visit to the dentist {approximately)?
1. & momths aga ar less
2. Between 6 months and 12 mondhks ago.
3. Om an emergency basis only (Le., wher he' ske has a tootkache, infection)
4. My child has never seen the dentist

14. Why has your child not seen the dentist? (Check ALL that apply)

Parent Sureey Tool Version 2
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PAGE 3

. [ can™t find a dentist who is willing 1o sse my child doe to their health issue
. Thiere is no dertist in my commurity where 1 live.

. [ am too buasy to take my child to see the dentist.

- I am afraid to take my child to see the dentist becanse of their health issuwes
. My child bas been too sick 1o go see the dentist

. I om’™t have dertal insurance

. Dentists will not accept my deral irsurance

. (Mher: {Please explain)

N I

15. Do you think your child has cavities now?
1.YVes
2Mo

17. How often are ywour child's teeth brushed?
1. Everyéay
2.4 fow times in & week, but rot everyday
% Once per week
4 Rarely
& Waver (skin o gueslion #12)

18. Wha bruskes your child s teeth?
1.My child brushes kis'her own teeth
2 An adalt brushes his'her teeth for them
% My child will brush first, then an adult fimishes the job
4 My child does not brush his'her teeth

1%, I fkink my child’s oral health and teeth are impartant.
1.5trongly Agree
T Apres

3 Disagree
4 Strongly Disagres

Thank yoa

Parent Survey Tool Varsion 2 BTAT
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Appendix L

PARENTAL SURVEY TOOL PAGE 1

PAHENTAL SURVEY TOOL

Forcain del Cuestonzrio para kos Padres o Guardiznes
Oral Henlth-related Quelity of Life in Pedistric Cancer survivors,

Conzentimienio omal oblenido: %Mo

Grecies por nceptar su participacidn en este estudlo... Por favor conteste cada pregunta o
mejor posible. Tedas lzs respuesias son 2ninimes ¥ ninguna infoomecsin personal =2 va a
obieneT.

1. Cuml es el sewo de su hijofa?
1. Masculing
2. Femnemino
3. Ot

2 Cual es la edad de su hijofa.. .o iz,

1 {ual ex 1= raxza de su hijoa? [manque dodas las que apligee)
1.Africana Americana / Africana { Caribefa’ Negm
% Asidbica | Islas del Pacificol Subcontnenie Indio
1 Caucdsica / Blanca’ Madio Oriente
4 Hispinico ! Latino
& Americana Nativa
& [Nros
7.Prefiere no responder

4 Cual es el ingreso anual de == hogar?
1.Menos de 850,000
* 53000090 055
1 S100,000-14%590
4. 5150,000-15% 530
5 5200000 o mzs
& Prefiere mo responder

4, (lue tpo de seguro medicoo o coberfura de salud tiene su nino?
1. Segaro privadn de salzd

2 Medicare Wedicaid

3 SCHIP {CHIPY Children™s Heahh Insarance Program)

4 Segare Militar

5 Servicio de Salud IndigenosMativo

& Ningin seguro=de ninguna clase

7 Mo 52

i Oiros

. Com que ipo de cincer su hijofa fue diagnosticado?

1.Leucemia

O &
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PARENTAL SURVEY TOOL PAGE 2

2 Tumar cerebral o del Sistema Nermoso Central [CNE)
% Meuroblastoma

4 Linfoma Kan- Hodgicin (MHL)

5.(iro

T. A& que edad foe su hijoa dagnostcado?

E Due forma de tratamients su hijoda recthid parn o] cincer? (Margue todes las goe aplique)
1. Croimanterapia

b3 Terzpia Hormozal

1 Trasplante de células madre'n medala dsea

4 Cirgh

5 Redinterapia Radincidn

& Mo esia seguro

7. Minguna de las anteriores

9. Cuanto tempo Deva su hijo'a [dre de cénoer?
1. Menos de 1 ama
2.1 uhz,
.2 ahan,
4.3 s,
54
4.5 nfins v mas

10. Como califica usted 12 szlud generz] de su hijo'z en las ultimas 4 semanzs?
1. Excelente
2. Moy buena
. Buema
4, Regular
5 Mala

[=
(=

. Como califica usted la salud de los dientes v encizs de su hijofa?
Excelent:

Muy Buena

Huenza

Regular

Mala

Ln B fed B e

12, Chzal s 2] numero total de distodas medicinas que su hijo'z ioma?

13, Coandn foe 12 ultima visi@ de so hijo/2 2l dentisia [2proximadamente]?
1. Hace & meses o menos
2. Entre i ¥ 12 meses.
X, %olo cuando tiene una urgenciz {cuando tiene dolorfinfeccxdm )
4. Mi hijoa nunca ha visilado al dentista

o &
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PARENTAL SURVEY TOOL PAGE 3

14, Par que su hijofa numca ha ido 2] dentsta? (Mangze todas las que apligue]

. Mo encuentro un desista que quiera a%ender a mi hijo'a debido 2 sus problemas de saled
. Mo hay un dentsia en la comumidad donds yo vivo.

. Estay mary ocupado para llevar mi hijofz 2l dent=ta.

. Tengo temor de 1%evar 2 mi hijo'2 al dentisia por sus problemas de salud

. Mi hipo's ha estade muy enferma’a para ir 2! desista

Mo tengn sepurn medios

Los demitisizs no apepian mi seguro de salud

. Uizos motivos {por favor explique o=

=1 2 e e ba

15, Cree usted grze su hijo'a tenga cames™
1.5
2.No

IT. Cion que frecuenciz se lavan los dientes de su hipa/a?
1.Todos los dias
2 Waras veces o [a semana pern nio todos los dias
3.Lne vez a ala semana
4.De vez en cuando
& Wunca {salie 2 |2 pregenta 19)

1E. Qluien lava los dientes de su hdjoda?
1M1 hijo'a se lava sus propios dientes
2 Un adulio le lava Los dientes
3. M1 hijo hace parle ¥ leegs un adulto ermina
4 M1 hijo/z no s2 lava Los dientes

19. ¥o oreo que la salud oral ¥ los dientes de mi hijo'a son imporiantes.
1. Totalmenie de acuwerdo
2 De acuerdn

3 Mo estoy de acuerdn
4. Totalmentz no d= acuerdo

(Gracias

0 ¥
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APPENDIX M

COHIP "AGE

COHIF SURYEY TOOL
COHIF
Thank you lor helping us with our study. We are doing a study Lo betler understand how
children feel about their teeth and themselves.

Assent obtained from the child: I:l Yes I:l No

Some things to keep in mind:
« Answer the guestions & honestly as you can,
« Dan't talk to anybody about the guestions when answering them.
« Belare you answer, ask yoursell:
-“Does this happen to me becawse of my teeth, mouth and face?
« Choose the answer that best describes you in the past 3 maonths,

Mover Almost rover | Sometimes Fairly often Almost al
the tima

m thie past 3 mondha,
hiowy oftam have you?

1. Hisd giam i yier lisals'
B

o baeth o
SO Of your s

& Hied sl

O HEe crosked Ll o
e balwan- g leith

S HEE beadayg gusid

sy pou woskE e S il
Beciue of your leal®
h, ar lida

BeciuEe of your lsal=
Teeuth, o ladh
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[l Almost rfrver | Somelimes

Fairty aman

Almaost al
the ima

m thiz pasi 3 moniha,
how oftam haws you?

0. Hie

sty

ol yiue belh,

S
Tesu

11. Fa
AL
TR

T or Lk

Thank you lor your tme..
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APPENDIX N

SCHIF

(imacias por aceplar participar. For favor, responda las sigoientes preguntas de la mejor manern

pasile.

Esta seccion debe ser completada en colzeboraciin del padre o tlor legal del paciente y el pacienie.
[Esta seccidn sirve para identificar los impactos socizles y [ calddzd de vida en la necesidad denta’

FORIF SURVEY
COoHIF

¥ cita de su hijola). Margue ona respuesta para cada pregunia.

Autorizacidn del nigo

3 O[] W

o [

Algunas Puntos a Tener em Cusnta:

+ Contestar las pregunias o mas honestamente posible.
+ Mo hablar con nadie acerca de las preguntas mientras las este contestanda.
v jintes de contestar, preguniarse a 5 mismo:

-“Esto me sucede por mis dientes, boca o cara®™
+ Escofa la respuesta gue mejor lo describe a usted en los tresdltimos meses.

Munca

Casl nunca

A WODnS

ey

AECLENEETIETIE

Casl inda o
tiempo

= CRE R PR

i, g e U

=i su =Rsah ha

e

or an koE du-lich
Sa muekas

2. Diwr e S Exnio ol Sk
o TireliE an ke

[Tty ]

3. Lierilars
AEp e 0
[LEThalts ]

4. Mal abeni

3. B dim aengranias

[ TR PR T T

7. Probhi i pai

dorTie

-
s =
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