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CHAPTER THREE

Interventions Targeting Absences 
Increase Adherence and Reduce 

Abandonment of Childhood Cancer 
Treatment in El Salvador

In El Salvador, about 200 new cases of pediatric cancer are diagno-

-

and interviewed to ascertain and address the reasons. Patients who did 
not return after this initial contact were contacted again through local 
health clinics and municipalities. Law enforcement was a last resort 
for patients undergoing frontline treatment with a good prognosis. The 

-

person. The annual rate of abandonment was reduced from 13–3% du-

contacts with caregivers and institutions. The three main reasons for ab-

and domestic needs (86, 12%). Use of the treatment adherence tracking 

appointments and the allocated aid stemming from these interviews 

Keywords:  adherence; childhood cancer; developing countries; patient 
tracking; treatment abandonment
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CHAPTER THREE

Soad Fuentes Alabi, Roberto Vásquez, Miguel Bonilla, Catherine G. Lam, and Raul 
C. Ribeiro. (2015). Interventions Targeting Absences Increase Adherence and Redu-
ce Abandonment of Childhood Cancer Treatment in El Salvador. 
Cancer 62:1609-1615.
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CHAPTER THREE

BACKGROUND

and mid-income countries (Arora et al., 2010; Lam et al., 2012; Mostert et al., 

-

which a person’s behavior corresponds with agreed recommendations from 

-

rates as a consequence (Castellano, Copeland-Halperin, & Fuster, 2013; 
-

diagnostic procedures, and treatment for childhood cancer are provided free 
-

-

cause of treatment failure (Bonilla et al., 2009). Therefore, additional factors 

Focusing adherence to treatment appointments, we reasoned that a 

provide important information about the unaddressed barriers to treatment. 
-
-

mented for follow-up of all patient care, including admission, clinic visits,  
 

the absence, and discussed possible options of help. In a similar initiative to 
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CHAPTER THREE

the one we are reporting here, Kumar et al. (2013) showed that interventions 
are more effective in a preventive frame instead of after an event of aban-

detected. Here we describe the implementation and results of the time sen-

recording of absences, 2) contact with the patient’s caregivers, 3) documen-
tation of reasons for the absence, 4) instruction of parents about the impor-
tance of adherence, and 5) appropriate interventions to overcome barriers to 
a prompt return and prevent further absences.

PATIENTS AND METHODS

Patients and Setting

-

-
vels among the population, all Salvadorans own a cellular phone or have 

-

An undetermined number of patients’ missed appointments were und-
-

tection, investigation of the reasons for absence, and provision of appropri-

the implementation of the TS-ATP, who missed one or more appointments 
-

lignancies, who were on or off treatment, receiving palliative care, or under-
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CHAPTER THREE

Procedure

-

-

created for this purpose at the time a patient failed to appear for a scheduled 
appointment. Patients’ names were highlighted in the database to indicate 

-

Phone contact with caregiver

Contact with local entities  
-health units or municipalities

Contact made a week after  
absence and no show

Show before 4 week absence:  
Not abandonment

No show or show after 4 weeks  
of absence: Abandonment

Show

Show

No Show

Contact made on day 1 or 2  
after absence

Absence

Information of absence  
entered in database

No Show

Patients in frontline curative treatment  
reported to social services

Contact made 2 weeks after absence

Chemotherapy
appointment

Appointment
consultation
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CHAPTER THREE

Patient/family contact and interviews 
The intervention process began with attempted telephone or personal 
contact with the child’s caregiver to ascertain the reasons for the absen-

-

-
base. Patients with ALL in the induction phase were contacted within 
24 hours, all other patients in treatment within 48 hours, and patients off 

and interviews more on concern and willingness to help  than  on  re-
primanding  the  caregivers.  After the patient arrived at the hospital, the  

-
tervention process remained in the database. If no reasons were given for the 
absence or if a more in-depth interview was needed, for example for families 

-
wed the caregivers after their return to the hospital.

-
tention from a clinical professional can have on the average parent in this 

-
cation, creating a great economic and sociocultural divide between these 
families and the educated professionals who care for them. The effort of a 

child’s caregivers. The information obtained from the interviews and the dis-

to all team members.
-

terventions were devised according to the reasons stated for the absences. If 

the patient’s residence was contacted, and local nurses or health workers 
visited the caregivers’ home to check on patients and persuade the parents 
to take the child to the hospital. If this effort proved unsuccessful for a patient 
undergoing frontline treatment with curative intent, the case was referred to 
social services to be pursued according to a law introduced in 2010 to pro-
tect the welfare of children. This law states that when a child requires treat-
ment for a life-threatening condition, the medical instructions must be fol-
lowed. The hospital’s social services report the child’s case to the pertinent 
state authorities and locate the patient to return him to the hospital. When 
the child was not located before the 4 weeks hiatus from treatment, the case 
was entered in the database as abandonment. The disruptive nature of this 
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CHAPTER THREE

this measure as a last option. For missed appointments of patients off treat-

online internal database of the hospital.

or contact, reasons given for the absence, team member who made the con-

available from the initial diagnosis interview of all patients. All members 

stated reasons for absence on the basis of information from the interviews,  

-
-
 

understanding of or adjustment to the treatment regimen or hospital routine. 
Although assistance might have been available earlier for these families, their 

-

RESULTS

Patients and Missed Appointments
-

-
-

pointments for 491 patients, some of whom had numerous absences some-
times at different phases of treatment. There were 1–18 absences per patient. 

-
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CHAPTER THREE

absence is shown in Table I.

-

who missed 1–3 visits (0.022) and in those who missed more than three visits (0.013). 

chart.

Number of patients who missed appointments = 491 (30%)
Number of missed appointments = 1111 (2%)

Number of patients missing  
one to three appointments = 416 (85%)

Number of patients who  
abandoned treatment = 9 (90%)

Number of patients who  
abandoned treatment = 1 (10%)

Number of patients missing  
more than three appointments = 75 (15%)

Number of patients with appointments,  
all phases of treatment = 1627

Number of scheduled appointments = 44,894
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Contact With Caregivers
Of the 1,111 absences, 806 (73%) had successful contacts. Contact with pa-

an absence resulted in 1,472 attempts. Some patients had several attempts to 
contact. Of these 1,472 attempts, 1,379 (94%) resulted in interviews. Most 

The remaining 93 (6%) were patients off treatment and a treatment protocol 

had shown up and it was not detected. (Table I).

Of these, 183 (60%) were absences of patients off treatment whose contact 
information was outdated. The remaining 122 absences (40%) were of patients 

-

with whom attempted contact was unsuccessful (e.g., unanswered calls, dis-
connected telephones).

Patients in Active Treatment
The 269 patients in active treatment had 704 absences. Of these, 486 ab-

(5%) were of children with CNS neoplasms, 62 (9%) were of children with  

TABLE I. Absences and Interventions According to Phase of Treatment

 All Phases of Treatment  n  (%) In Treatment  n  (%)

Number of Absences  1,111   704
 In treatment 704  (63)
 Off treatment 326  (29)
 Palliative care 61 (1)
 Pending diagnosis  20 (2)
Absences with No Intervention*  305  (27)  108  (15)
Total Number of Interventions  1,472   1,098
 Telephone calls 1,005  (68) Telephone calls  790  (72)
 Interviews 374  (26) Interviews  301  (27)
 Database Searches 93  (6) Database Searches  7  (1)

*Refers to either no attempt to contact or no answer obtained from attempted contact.
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CHAPTER THREE

Of these 269 patients, 128 (48%) had one absence, 59 (22%) had two absen-
ces, and 29 (11%) had three absences. The remaining 53 (19%) patients had 
4 to 18 absences.

The 704 absences during active treatment prompted 1,098 attempts at 
contact, representing 75% of the 1,472 total attempted contacts: 790 (72%) 
telephone calls, 301 (27%) interviews, and 7 (1%) searches for last attended 
appointment. Seven patients undergoing frontline treatment with curative in-
tent had caregivers who declined to return to the hospital; meetings of the pe-

cases to social services for legal action. Four of the seven children were re-
turned for treatment within 4 weeks. The remaining three were returned later 

rates and contact interventions during all phases of treatment and during active 
treatment.

Abandonment of Treatment

return to the hospital within 4 weeks despite telephone contact and were 

curative treatment outright; seven patients abandoned treatment with no pri-
or absences, while three patients had had two, three, and six absences, res-

was detected, except in three cases: one child with retinoblastoma whose 
caregiver refused enucleation outright, one child who had an undetected 
absence of one month before returning, and a patient with ALL who had a 
complex constitutional medical condition and whose caregiver refused cura-
tive treatment for ALL. Ten of the 12 cases of abandonment occurred within 

Reasons Given for Absence

Lack of funds was most common (165; 23%). The Domestic Needs catego-
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CHAPTER THREE

no one else was available to take the child to the hospital. The Unforeseen 

and transportation problems (28 absences, 24%). Finances, domestic needs, 
and unforeseen events accounted for 52% of patient absences.

TABLE ll. Characteristics of the 12 Cases of Abandonment of Treatment    
  
Case Diagnosis               Age at Diagnosis Sex     Time since Diagnosis      Number of Legal  
  (years)  at Time of   Previous  Inter-  
    Abandonment a(years)   Absences vention

1 ALL 2.5 Female 0 Refusedb No
2 Retinoblastoma 2.2 Male .36 0 No
3 Ewing Sarcoma 3.4 Female .6 0 No
4 CNS Tumor 2.7 Male 1.3 Refusedb No
5 Ewing Sarcoma 11.3 Male 1.8 0 No
6 ALL 3.0 Female 2.3 0 Yes
7 Sarcoma 12.2 Male 3 0 No
8 Wilms Tumor 4.1 Male 4.3 0 No
9 Wilms Tumor 2.1 Female 5.2 0 No
10 Hodgkin Lymphoma 6.8 Male 6.4 6 No
11 Histiocytosis 4.2 Female 7.9 3 Yes
12 ALL 6.8 Male 12.3 2 Yes

aAbandonment 
 

b -
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TABLE III. Post-Hoc Categorization of Caregivers’ Reported Reasons for Absence    
   
Category Description                    Number of absences (%) 
    
Financial Need  Lacked funds for travel on day of appointment   165 (23) 
 Financial/transportation aid was not available   
 on day of appointment     
 
Unforeseen Barriers Natural Disaster (rain, flood, etc.)  116  ( 16) 
 Public transportation problem (labor strike, not in service, etc.)    
  
Domestic Needs Caregiver was ill; no one else could bring child to hospital 86  ( 12)
  Caregiver must care for another ill family member and one  

else could bring child to hospital    
  Avoid income loss (e.g., no permission from employer,  

a job opportunity for the day)    

Caregiver Decided Non-compliant treatment  69  ( 10)
Against Treatment Attending other appointments (school, community meetings, others) 
 Importantly, parents had a choice and opted to miss the appointment   
 
Caregiver Error Caregiver confused or forgot appointment date  56  (8)  
   
Ongoing Demands Constantly demanding living conditions (stresses of family conflicts,  
 lack of funds, other family members’ emotional/physical health) 48  (7)  
   
Missing Information Contact/intervention was done but reason for absence not obtained 
 or not documented  34  (5)  
   
Caregiver Disagreed  Caregiver fearful of emotional and physical consequences of
with Treatment treatment (side effects, surgery, radiotherapy)  16  (2)  
 Alternative treatment opted     
 
Miscellaneous Unclassifiable  6  ( 1)  
   
Palliative Care Patients not in curative treatment; appointments could be 
 attended when comfortable for the child  0  (0)  
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CHAPTER THREE

DISCUSSION

-
vention to address patients’ missed appointments. The absences were de-

contacted within the following 24–48 hr. Prompt contact and the process of 
interviews and actions allowed us to obtain most parents’ reasons for absen-
ce and to provide appropriate aid to prevent or reduce further absences. The 
main reported barrier to keeping appointments was lack of funds, either spo-

-

proper resource allocation to reduce or prevent abandonment. Our proce-

appointments. Our success in improving treatment adherence was attributa-

-
tem that facilitated prompt detection was the starting point of this interven-

member of the group; however, the effort and commitment of the team in 
-

dure to reduce or prevent absences was the decisive factor for success.
Despite free treatment and hospitalization and subsidies for housing, 

-
sing appointments. In some cases, patients who had missed several appoint-

-

in itself and increased their willingness to continue treatment despite great 

We found no clear relation of the number of missed appointments to the 
likelihood of abandonment. The fact that some patients who abandoned tre-

appointment is missed.
-

ses several questions. It is possible that parents who have multiple absences 



524504-L-bw-Curco-PLANO524504-L-bw-Curco-PLANO524504-L-bw-Curco-PLANO524504-L-bw-Curco-PLANO
Processed on: 21-9-2018Processed on: 21-9-2018Processed on: 21-9-2018Processed on: 21-9-2018

58

CHAPTER THREE

-

an institution begins to facilitate or underwrite travel. Although it was not 

receive treatment as planned and became less concerned about adherence 
to treatment.

Ten percent of missed appointments were attributed to lack of a second 
adult to take over domestic needs, even during a patient’s medical emer-

to manage domestic and job demands and cannot accommodate unexpec-
-

members would help with tasks at home to facilitate a parent’s travel to the 

options for assistance.
-

that surveillance of treatment adherence and prompt guidance of parents is 
vital during this time. We demonstrated that such monitoring and immediate 

Arabia that close monitoring increased treatment adherence in a comparable 
group of patients (Brown et al., 2009). Moreover, a report from Recife, Brazil  

-

abandonment (Howard et al., 2004). As in Recife, El Salvador’s pediatric 
-

dition of the treatment adherence tracking program appears to be reducing 
abandonment to an extent similar to that in Brazil.

-
-

ze the implications of this effect. However, we believe that the involvement 
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and support of local groups in helping to locate patients also helped to per-
suade the parents to continue their child’s treatment. It is possible that the 
parents realize that others care and are aware of their decisions regarding 
their child’s health.

-
ved absent patients, there remained at the time of this report room for impro-

-

of a team member to perform interviews at all times, subjective differences 
-

tion. Although tracking of missed appointments and subsequent intervention 
were time consuming, such a project is feasible and worthwhile.

Immediate detection and remediation of absences was successful in se-
curing patients’ prompt return to the hospital, reducing the decade-long 13% 
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