
CHAPTER 2

Treatment refusal and abandonment in 
childhood acute lymphoblastic leukemia 
in Indonesia: an analysis of causes and 
consequences

1* 2   2Mei Neni Sitaresmi, MD , Saskia Mostert, MD , Romane M Schook, MSc ,
3 2Sutaryo, MD, PhD , and Anjo J.P. Veerman, MD, PhD

1Department of Pediatric, Faculty of Medicine, Gadjah Mada University, Yogyakarta, 
Indonesia
2Department of Pediatric Hematology-Oncology, VU Medical Centre, VU, 
Amsterdam, the Netherlands
3Department of Pediatric Hematology-Oncology, Faculty of Medicine, Gadjah Mada 
University, Yogyakarta, Indonesia

Psycho-Oncology, March 2009, in Press



2120

ABSTRACT

Background

Treatment refusal and abandonment are common causes of treatment failure in 

childhood acute lymphoblastic leukemia (ALL) in many developing countries. In 

most studies reasons for abandonment were based on the opinion of health-care 

providers, very few studies have focused on the parental point-of-view. Aims of the 

study were to analyze the parents' reasons of abandonment and to ascertain the fate 

of children who abandoned treatment in a pediatric oncology centre in Yogyakarta, 

Indonesia.

Methods

We conducted home-visits to interview families of ALL patients, diagnosed 

between January 2004 and August 2007, who refused or abandoned treatment. 

Results

From January 2004 to August 2007, 159 patients were diagnosed with ALL of 

which 40 children (25%) refused or abandoned therapy. Thirty-seven (93%) of 

these children were home-visited. Reasons for abandonment were complex. Most 

parents mentioned several reasons. Financial and transportation difficulties were 

not the only, or even the main reasons, for abandonment. Belief of ALL incurability, 

experience of severe side-effects and dissatisfaction with health-care providers 

were also important considerations. Most patients (64%) abandoned treatment 

during the diagnostic-evaluation or remission-induction phase. Of the 37 patients 

who refused or abandoned treatment, 26 (70%) children died, and 11 (30%) 

children were still alive, 2 of them more than 2 years after abandonment.

Conclusions

Reducing treatment abandonment of childhood ALL in developing countries 

requires not only financial and transportation support, but also parental education, 

counseling and psychosocial support during therapy, improvement of quality-of-

care and adequate management of side-effects.

Keywords: cancer, pediatric oncology, treatment refusal or abandonment, reasons, 

consequences

BACKGROUND

In developed countries, the 5-year survival rate of acute lymphoblastic 

leukemia (ALL), the most common malignancy in children, has improved in recent 
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1;2years to about 80% . However, cure rates are often less than 35% in developing 

countries. Causes of treatment-failure in developing countries include delayed 

diagnosis, treatment abandonment, death from toxicity caused by suboptimal 

supportive care, co-morbid conditions and non-compliance with treatment 

protocol which leads to increased number of relapses. In many developing 

countries, this disparity in survival is mainly due to treatment abandonment, a 
3-10complex problem almost unknown in developed countries .

Treatment refusal is defined as rejection of any treatment for a potentially 

curable cancer after a diagnosis is made, and abandonment as missing four or more 

consecutive weeks of treatment or follow-up while still in therapy. Loss of follow-
11up refers to missing subsequent appointments once treatment has been completed . 

Rates of treatment refusal or abandonment of ALL in developing countries vary 
8from 16 to 50% . Abandonment has been associated with low educational and 

socio-economic status of parents, long travel-time to hospital and non-affordable 

available treatment.  However, these associations are mostly based on medical 

records studies or on opinions of treating health-care providers (HCP). There is 

little evidence from families themselves about their reasons for refusal or 
9abandonment.

Our previous study found that treatment refusal or abandonment was the 

most common cause of treatment failure in Indonesia, where 35% of patients 

refused or abandoned treatment. There were significant differences in 

abandonment rates between poor and prosperous patients and between patients 

having low, intermediate or high education. We found that poor patients received 

less individualized attention from oncologists and less structured parental 

education. Most poor patients could not afford treatment and access to donated 
12chemotherapy was inadequate . To increase access to parental education and 

donations, a structured parental education-program (PEP) was instituted in January 

2004, in which families are taught about leukemia, its treatment, possible side-

effects and availability of donated chemotherapy for all new ALL parents.

Aims of this study were to interview parents of children who refused or 

abandoned treatment to solicit their reasons, and to ascertain the fate of children 

who refused or abandoned treatment.



METHODS

Setting

Our study was conducted at the pediatric department of Dr. Sardjito 

Hospital, a teaching and tertiary-care referral hospital, in Yogyakarta, Indonesia. 

Annually aproximately 30-50 children are diagnosed with ALL. The pediatric 
st nd rddepartment consists of a clinic (VIP, 1 , 2 , and 3  class) and a policlinic (VIP and 

stgeneral). VIP and 1  class patients can chose their own pediatric oncologist and 

attend a special VIP policlinic where they are treated by their own personal 

pediatric oncologist. The second and third class patients go to a general policlinic 

where they are treated by monthly rotating pediatric residents under the supervision 

of the pediatric oncologists.

During our research 2 successive ALL protocols were used: the Wijaya 

Kusuma ALL protocol (January 2004 to December 2005) and the Indonesia ALL 

2006 protocol (December 2005 to August 2007). The latter protocol is more 

intensive: 4 doses of daunorubicin and  4 doses of L-Asparaginase are added in the 

induction phase and high-dose methotrexate is added in the consolidation phase. 

Both protocols used the same risk classification, based upon NCI criteria plus day 8 

blast count and patients were thus stratified into standard risk (SR) and high risk 

(HR). Both protocols consist of an induction, consolidation, and maintenance 

phase, with an additional re-induction phase for HR patients. 

Study design

This was an exploratory descriptive study. We conducted home-visits to 

interview families of ALL patients who refused or abandoned treatment, diagnosed 

between January 2004 and August 2007. Home-visits were conducted between 

September 2007 and January 2008. Respondents gave informed consent to 

participate and to allow tape-recording. Confidentiality was assured. Semi-

structured questionnaires and observations of housing circumstances were 

conducted by a social pediatrician and psychologist. Interviews focused on reasons 

for abandonment, parental health-seeking behavior and patients' condition after 

discontinuing treatment. We observed family circumstances to gain insight about 

their transportation-difficulties and housing conditions. We classified the housing 

condition as either poor or good. This classification was based on 3 determinants: 

floor condition (soil, concrete, or ceramic), quality of cooking facilities (firewood, 

kerosene, charcoal, or gas) and presence of refrigerator. Families were categorized 

as having good house condition if at least 2 of the following conditions were 

present: floor was made of ceramic tile; cooking with electricity or gas; and/or 

presence of refrigerator. Parental educational status was categorized into low 

education (no education, elementary school, junior high-school) and high 

education (senior high-school, academy, university).

The study was approved by the Medical Ethics Committee of Medical Faculty, 

Gadjah Mada University.

Data Analysis

Frequency distributions, median, means, and standard deviations were 

assessed for each variable.  Data management and analysis were performed by 

using SPSS for Windows version 12. 

RESULTS

Patients' characteristics

From January 2004 to August 2007, 159 patients were diagnosed with 

ALL. At the time of analysis on August 2008, 40 (25%) patients had refused or 

abandoned therapy. There were no significant differences in age, risk stratification, 

class of hospitalization, parental education level and transport-time between 

abandonment group (25%) and non-abandonment group (75%). Girls abandoned 

slightly more often but this difference did not reach statistical significance (table 1).

Thirty-seven families of 40 patients (93%) who refused or abandoned treatment 

were visited. Two families could not be interviewed due to unclear home-

addresses, and 1 family had moved to another island. Duration between interview 

and abandonment ranged from 1 to 46 months, median 19 months. Twenty-five 

(68%) respondents mentioned that the decision of treatment refusal or 

abandonment was made by both parents together. However, they also often 

mentioned that other persons, on whom they were financially dependent, played an 

important role in the decision to abandon (table1).

Patient outcomes after abandonment

Of the 37 children who abandoned treatment, 11 (30%) were still alive and 

looked healthy 1 to 39 months after their last treatment. It was quite surprising that 

two patients were still alive 2.3 and 3.4 years after their last treatment, which had 

been given at week 35 and 54 of maintenance phase, which by protocol should last a 

2322

Chapter 2 Causes and consequences of treatment refusal and abandonment



Table1 Demography and medical characteristics

Characteristic Abandonment group
(n=40)
n (%)

Non abandonment
group (n=119)

n (%)

p

Age: mean+ SD (years)
Gender
        Male
        Female
Risk classification
        High risk (HR)
        Standard risk (SR)
Class of hospitalization

st        VIP and 1  class
nd rd        2  and 3  class

Father's education level
        Low (elementary- junior high school)
        High (senior high school  university)
Mother's educational level
        Low (elementary- junior high school)
        High (senior high school  university
Travel time to hospital
        < 1 hour
        2-3 hours
        > 3 hours
Phase of abandonment 
        Diagnostic evaluation
        Remission induction
        Consolidation
        Re-induction
        Maintenance
Patient's condition at home visit (n=37)
        Alive 
        Deceased
Respondents (n=37)
        Both parents
        Mother
        Father/ others
Decision of abandonment (n=37)
        Both parents
        Father
        Mother
        Patients
Father's occupation (n=37)
        Laborer/ irregular job
        Private employee
        Government employee
Mother's occupation (n=37)
        Laborer/ irregular job/ no work
        Private employee
        Government employee
Housing condition (n=37)
        poor
        good
Income: mean (ranged) USD

5.97+4.3

17(43)
23 (57)

23 (57)
17 (43)

5 (12)
35 (88)

27 (68)
13 (32)

27 (68)
13 (32)

10 (25)
8 (20)
22 (55)

5 (12)
19 (48)
5 (12)
1 (3)
10 (25)

11 (30)
26 (70)

17 (46)
15 (35)
5 (14)

25 (68)
5 (14)
3 (8)
4 (8)

19 (51)
14 (24)
4 (10)

29 (78)
5 (14)
3 (8)

33 (89)
4 (21)
85 (15  400)

5.7+3.7

88 (57)
51 (43)

61 (51)
58 (49)

22 (18)
97 (82)

67 (56)
52 (44)

66 (56)
53 (44)

23 (20)
32 (27)
62 (53)

0.77

0.07

0.49

0.98

0.21

0.18

0.59
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total of 104 weeks. Of the 37 patients, 26 (70%) died. Twenty five of the 27 patients 

who refused or abandoned treatment during induction phase died and 1 of the 5 

patients who abandoned treatment during consolidation, re-induction and first 

maintenance phase died. All 5 patients who abandoned treatment during 

maintenance phase were still alive (figure 1). Duration between abandonment and 

death ranged 0-8 months. One patient died en route from the hospital to their house.

Parents perceived that the condition of their children at time of 

abandonment was good in 16 (43%) respondents, not good in 9 (24%) and very 

poor in 12 (32%). Some parents of deceased children reported that their children's 

condition after abandonment looked better for several weeks and became worse 

only after that period.

Health seeking behavior

Before being diagnosed as having ALL, all patients visited and were 

treated by other HCP. Surprisingly, none visited traditional-alternative healers 

before the diagnosis was made. However, after abandonment all but 3 (n=34) 

parents reported that they tried to find alternative treatments for their children. Two 

parents did not take any action because they perceived their child was healthy and 

one patient died shortly after abandonment. Most of them (n=28, 76%) used 
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Figure2  Fate of patients after treatment refusal or abandonment
decreased after start of child's illness according to 23 parents (62%). During their 

child's illness, 20 (54%) fathers lost their job because they had to accompany their 

children to hospital.

Regarding the financial problems, their families, relatives, and religious 

communities supported them. However, some parents (n=22, 60%) still had debts, 

and 15 (41%) sold valuables (heritage land and house).  Three parents mentioned 

that only after 3 years they had finally paid off their debts. 

Twenty-two (60%) parents said that transportation to hospital was difficult, 

24 (65%) parents reported it was time-consuming and expensive. However, only 8 

(22%) parents mentioned transportation difficulties as a contributing reason to 

abandon and none mentioned that transportation difficulties was the only reason for 

abandonment. Nine (24%) parents needed more than 5 hours to get from their house 

to the hospital, and the mean one way transportation-time was 3.1+1.9 hours. Some 

patients (n=10, 27%) needed to change to connecting buses 5 times or more to reach 

the hospital.

Health beliefs

Belief about incurability of ALL and children's experience of side-effects 

were two of the reasons for abandonment, reported by 22 (60%) and 13 (35%) 

respondents, respectively. Parents of patients who refused treatment due to their 

beliefs about incurability thought that chemotherapy would not result in a better 

quality-of-life and would only cause side-effects. They believed that alternative 

treatments were more effective than chemotherapy. Their beliefs were based on 

stories and experiences of their relatives or from sources such as magazines, 

newspapers, and internet.
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traditional herbs and spiritual-religious treatments (n=28, 76%), few parents used 

massage (n=9, 24%) and paranormal healers (n=5, 13%). Seven of 12 patients who 

died were taken to other HCP to receive supportive treatment in the end of life.

Reasons for abandonment

Reasons for treatment refusal or abandonment were complex. Most parents 

mentioned several reasons that fell into 4 main categories: 1) financial and 

transport difficulties, 2) beliefs about curability and side-effects, 3) children's 

refusal, and 4) dissatisfaction with health-care providers.

Financial and transportation difficulties

Most respondents (77%) mentioned that they had financial problems due to 

the child's illness and 22 (60%) said that this problem was one of the reasons to 

abandon. However, only 6 (16%) families reported that financial difficulties were 

the only reason for dropout. Starting in March 2005 the government provided 

limited insurance for poor families. Most respondents (n=26, 70%) thus had 

insurance after March 2005, but only 4 (15%) mentioned that the insurance fully 

covered the costs. They still had to spend money to buy certain drugs (second or 

third line antibiotics and analgesic-sedatives for lumbar-punctures (LP) and bone-

marrow puncture (BMP), and food and toys for their child, accommodation of 

parents, and transportation.

Most parents (n=28, 76%) did not have a regular income. Family-income 

Table 2 Reasons cited for treatment refusal or abandonment

Reasons n (%)*

Financial difficulties
Belief that  ALL was not curable
Child's experience of severe side-effects 
Transportation difficulties
Patient refusal
Dissatisfaction with health-care providers
No room available for hospitalization
Child looked healthy

22 (60%)
22 (60%)
13 (35%)
8 (22%)
8 (22%)
4 (11%)
2 (5%)
2 (5%)

* Number of parents that reported the reason; each patient could have more than 1 reason

Causes and consequences of treatment refusal and abandonment



In contrast, parents of patients who abandoned later initially believed that 

ALL could be cured. However, during the course of treatment they started to doubt 

it, because they saw patients die from complications. Most patients (26 of 32, 81%) 

who started treatment suffered from side-effects and most of them (n=15, 58%) 

perceived their side-effects as moderate to severe. The most common and 

bothersome side-effect was behavioral alteration: children felt scared, frightened, 

and traumatized by the medical procedures, according to 24 (66%) parents. Other 

common and severe side-effects were mouth-ulcers, infection and fatigue. These 

parents could not face their children suffer during therapy and preferred to have 

their children live a normal life and die in a peaceful manner.

Parents of a 6 year-old patient who abandoned in week 15 (maintenance 

phase) and at the time of interview (5 months later) looked healthy and happy, said: 

“I could not face my child suffer from severe side-effects. She suffered from severe 

mouth-ulcers, diarrhea, vomiting and high fever and of course she did not want to 

eat. She was very scared, angry and cried when doctors or nurses came into her 

room and she intended to go home. One week at home, after stopping the 

medication and taking herbal medication she looked better, showing no symptoms 

at all. Now, she is happier, lives a normal life, and plays with her siblings and 

friends and next month she will return to school.”

Child refusal

Eight patients refused to continue treatment, even though parents tried to 

persuade them to continue treatment. All but one of them was older than 10 years. 

Parents reported that their children shared their experiences, feelings, and beliefs 

with other similar-aged patients. They believed that chemotherapy could not cure 

the disease and could even worsen their condition. They did not want to suffer from 

more side-effects. They were traumatized with medical procedures especially bone 

marrow puncture and lumbar puncture. They also believed that their lives and 

health were in God's-Allah's hands. They felt guilty and did not want to be a 

financial burden to their family.

Dissatisfaction with healthcare providers

Four parents said they were dissatisfied with their doctors and this was one 

of the reasons to drop-out. They thought that doctors should improve their skills, 

especially in performing lumbar puncture and bone marrow puncture, and these 

procedures should be done by oncologists. Parents also asked the interviewers 

whether there were ways to reduce or prevent pain and traumatic effects of invasive 

medical procedures.

DISCUSSION

Previous studies were based on expert opinions and found that lack of 

financial, transportation, essential drugs and local medical facilities were the main 
3;6;9-11;13contributors to abandonment of therapy in developing countries . We actually 

interviewed families of children who abandoned treatment and found that reasons 

for abandonment were complex. Financial and transportation problems related to 

the treatment were major concerns for the parents. Most parents mentioned that 

they had financial and transportation difficulty. However, only few parents stated 

that financial difficulty was the only reason for abandonment and none mentioned 

transportation difficulty as the only reason for abandonment. This finding 

supported our results that there were no significant differences in class of 

hospitalization and transport-time between abandonment group and non-

abandonment group.

Most parents mentioned several reasons. For example, one parent of a 

patient who abandoned treatment during the consolidation phase mentioned that 

besides financial difficulties, the child's condition became worse after receiving 

chemotherapy. She suffered from severe side-effects, she could not walk anymore, 

which made her frustrated and bored. They also complained about un-professional 

young doctors, who failed to perform lumbar puncture. Being a poor family their 
rdchild was hospitalized in 3  class ward, and treated by monthly rotating residents, 

who gave different plans and explanations that confused them. It should be 

considered that pediatric oncology can not be done by rotating residents, even with 

good supervision.  Children should be taken care of by a pediatric oncologist.

Painful procedures especially LP and BMP were important factors for 

abandonment. In addition, a traumatic LP with lymphoblasts in the cerebrospinal 
14fluid at diagnosis can adversely affect the treatment outcome of childhood ALL . 

Howard et al, 2002 found that performing LP by a less experienced physician 
15increased the risk of a traumatic LP . To reduce patient pain and anxiety and 

prevent a traumatic LP, this procedure should only be performed by experienced 

physicians and ideally under short-acting general anesthesia.

Similar to study on pediatric cancer treatment in Melawi, belief of 

2928
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13incurability was an important reason for abandonment . We found there were 2 

different points of view regarding beliefs of ALL curability. Parents who refused 

treatment had health-beliefs based on “lay resources” such as stories or experiences 

of relatives, friends or other parents. Unfortunately, they went home immediately 

after diagnosis, before being exposed to a structured parental education-program. 

In contrast, parents who abandoned treatment in later weeks initially believed and 

trusted the information given in a structured parental education-program. 

However, after their child suffered from severe side-effects and having seen other 

ALL patients die after receiving chemotherapy they started to weigh the benefits 

and harms of chemotherapy. This was quite similar to the findings in the study of  
16Kleffens et al , and requires a different approach for prevention. For the former 

group who did not start therapy, a structured parental education-program should be 

initiated immediately after diagnosis, or better yet, while diagnostic-evaluation is 

in progress. It is importance to conduct non-patronizing, careful and open 

discussions when alternative medical treatment is proposed by parents or 
9;17patients . For the latter group, a structured parental education-program should be 

an ongoing process, with regular group meetings of parents and professionals, to 

discuss their health-beliefs, fears, and experiences on ward. It is important to stress 

that, one the induction therapy has successfully been completed, the chance of cure 

in the Yogyakarta situation are already at least twice as high as at initial diagnosis, 

provided the treatment is not stopped or interrupted. More than half the events: 

abandonment, death or no complete remission, take place before or in induction. 

Besides that, preventing and managing side-effects should be emphasized. HCP 

should have appropriate knowledge and skills to detect early and treat vigorously 

any complications that might arise. Supportive care for treating infections and 

hemorrhage, the most common causes of treatment-related death, should be 

improved. 

Adjusting the protocol based on patients' observations is recommended in 

life-threatening conditions. It should be considered that most of our patients come 

from poor financial backgrounds and are malnourished. About 40% fall below 2 

standard deviations in weight and height (unpublished observations). Poor 

nutritional status decreases tolerance of chemotherapy, is associated with altered 

metabolism of chemotherapy and increased infection rate, resulting in poor clinical 
18,19outcome . Therefore, a simple situation-adjusted protocol based on local 

20;21conditions is recommended .

Some abandonment decisions were made by patients themselves. 

Adolescent patients decided to stop treatment because they believed that 

chemotherapy cannot cure the disease but may even worsen their condition. Their 

belief seemed to be influenced by other similar-aged patients. They shared their 

experiences, feelings, and beliefs with their peer group. Some of their information 

came from overhearing the clinical round discussions. It is important that 

physicians do not discuss patients' condition in front of the patient or other patients. 

Adolescents may pick up certain aspects of the information and may not be able to 

put it in the right context. This may create fear and misconceptions amongst them 

and their peers. Psychosocial support and open communication between HCP and a 

peer group of patients may facilitate their coping with the disease and its 
22;23treatment .

Study on pediatric cancer treatment in Malawi found that most parents had 
13visited first to see a traditional healer before visiting a pediatric center hospital . 

We found that before abandonment, most families complied with medical advice, 

and did not visit traditional healers. However after stopping the treatment they tried 

to find alternative treatments. In general, there were 2 reasons for using alternative 

treatment: 1) belief that alternative treatment was better than conventional 

treatment, and 2) a last effort, not to give up, to cure their children. This finding is 
24;25similar to other studies . The most common alternative method used was 

religious-spiritual. It correlated to their belief that suffering from ALL was destiny, 

the will of God/Allah. They believed that a religious method would at least improve 

the children's quality-of-life and that of their families.

CONCLUSION

Treatment refusal and abandonment are still a really big problem in many 

developing countries. Financial problems, transportation difficulties, beliefs about 

ALL curability, fear and experience of severe side-effects, child refusal and 

dissatisfaction with HCP should all be addressed to prevent abandonment. 

Education programs for parents and communities as well as psychosocial support 

for parents and patients are recommended. Other important interventions are 

improvement of supportive care, improvement of knowledge and skills of HCP, 

better coaching of young residents and prevention and adequate management of 

severe side-effects
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Abbreviation 

ALL: acute lymphoblastic leukemia

HCP: health-care provider
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