


Contents

1. Background and RAtiONAIE .......eeiiiiiieee e e e s e e s e e e s srraeeeeanee 3
1.1. Community Child & Adolescent Mental Health Service Project, NIMHANS ..........ccccceevvveeeennen. 3
A) Understanding the Psychosocial Implications of Chronic Illness in Children..........ccccoccveeeicnneenn. 3
B) Kidwai Hospital Service Providers’ Understanding of to Child Mental Health Issues..................... 5
C) Screening Children for Child and Adolescent Mental Health ISSUES ..........cceeeeeciieeeccieeeecciieeee, 6
D. Findings and Analysis: Children aged 7 t0 15 YEaIS.....cccccciieiiiiiiieeiiiee ettt siee e 6
D.1. An Overview of Emotional and Behavioural Issues in Children with Cancer ..........cccceecvvevennneen. 6
D.2. Basis of Emotional Problems in Children.........ccoceiiiiiiiiiiiieccec et s 8

D.3. Basis of Behavioural Problems in Children with Cancer ..........c.ccocovvevevereininenennns 14
D.4. 1lINESS ANd DISCIOSUIE .....c.eouiriiriiriiriesieieeee ettt st e aessesbesaens 17
D.5. Treatment @nd PaiN ..........ccooieiriiiieiee ettt e st e e eee e esseseeeneens 20
D.6. PArEntal ISSUES......ccueecierieeieieeteeterteetete st te st st et e et st e eestesseesesteentensesssensesseensessesneens 21
D.7. Children who need further assessments and interventions ...........ccccceeevvveecenennnnns 25

Findings and Analysis: Children aged O t0 6 YEAIS........c.ccceevvevieeerieieeeesie et 26

E. Recommendations for Psychosocial Care INterventions...........cccceeeeveeeecieseeciece e 28

E.1. Screening and Identification of Mental Health Problems............cccoovvinininciininnncee 28

E.2. Depth Assessments and INTENVENTIONS ........cccecveiriririreneeeee et 28

E.3. Referral to Tertiary Mental HEaAltNCare. ..........ccovvveeciiieeeeceeeeeee e 29

E.4. Group Sessions for ChIlAIEN ..........oviiieeeeec et s 29

E.5. Parent COUNSEIING......ccuviieiecteeeeteetectee ettt sttt st ettt s be et e beeasensesreennas 29



1.1. Community Child & Adolescent Mental Health Service Project, NIMHANS
NIMHANS, Dept. of Child and Adolescent Psychiatry in collaboration with/ with support from
Dept. of Women and Child (Govt. of Karnataka) is conducting a pilot (service) project on
community-based child and adolescent mental health services. For nearly two years now,
the project has been providing promotive, preventive, and curative child mental healthcare in
vulnerable urban areas of Bangalore and also reaching out to some rural sites. This is being
done through direct service delivery to children and training and capacity building of child
care workers from  community-based governmental and  non-governmental
agencies/institutions and professionals, including primary health centres, schools,
anganwadis and child care institutions.

A key component of the Project’s services is to assist children in difficult circumstances
(CIDC), namely street and working children, orphan and abandoned children, children with
disability, children infected/affected by chronic illness such as HIV and cancer. This is
because these children are at higher risk of developmental lags and mental health
morbidities due to their experiences of socio-economic difficulties, illness, and
developmental disabilities.

Even within this group, children suffering from chronic illness form an especially vulnerable
group with higher mental health and psychosocial risks. The project already initiated
assistance to HIV/AIDS infected children through direct individual and group services (in
select child care institutions and in IGICH) and training and capacity building activities for
staff working with these children, and was keen to do the same for children affected with
cancer.
The objectives of our support and services to children affected by chronic iliness/ cancer are:
i. To obtain a clear understanding of children’s issues as well as the scope and
feasibility of integrating mental health issues into the existing (cancer) treatment
protocols through mental health screening processes.
ii. Based on this initial scoping, to design mental health and psychosocial interventions
and services for the children.
iii. To provide mental health services, through individual and group interventions to
children affected by chronic illness
In the initial 2 months, the Project focused on achieving objective (i) and (ii) so as to plan the
delivery of objective (iii) i.e. the next stage of project implementation.

Thus, as part of the Project’s objective to assist children in difficult circumstances, including
children with chronic illness such as HIV and cancer, work was initiated at the Dept. of
Paediatric Oncology, KIDWAI Memorial Institute of oncology, in the month of April 2016. This
document first provides a brief background to understanding children with chronic illness,
specifically cancer, and then describes the initial work done by the Project over a period of
two months, April-May 2016.

A) Understanding the Psychosocial Implications of Chronic lliness in Children
Chronic iliness is or medical condition defined as “a health problem that lasts three months
or more, affects a child’s normal activities, and requires frequent hospitalizations, home



health care, and/or extensive medical care.” Specifically, definition of chronic health
conditions in a child or adolescent is “any physical, emotional, or mental condition that
prevented him or her from attending school regularly, doing regular school work, or doing
usual childhood activities or that required frequent attention or treatment from a doctor or
other health professional, regular use of any medication, or use of special equipment”.

Major advances in the diagnosis and treatment of chronic illness in children and adolescents
have changed the outlook of clinical pediatrics. Diseases that were once fatal are now
successfully treated and children survive at much higher rates than 20 to 30 years ago®
These improved outcomes are based on early detection and diagnosis and powerful
methods for the treatment and management of many previously life-threatening diseases. As
a consequence, millions of children and adolescents now live with chronic illnesses and
medical conditions including type 1 and type 2 diabetes, cancer, sickle cell disease, asthma,
and chronic pain. These illnesses and their treatment present children, adolescents and their
parents with significant sources of chronic stress that can contribute to emotional and
behavioral problems and can compromise adherence to treatment regimens. Further, many
pediatric illnesses are exacerbated by stress encountered in other aspects of children’s lives.
It is therefore essential to understand the ways that children and adolescents cope with
stress to better understand the processes of adaptation to illness and to develop effective
interventions to enhance coping and adjustment. Children with chronic illness have
increased risk of developing behavioral and emotional issues?. It is therefore imperative to
emphasize the importance of early detection of mental health issues in the children with
chronic illness® such as cancer.

Chronic illnesses in childhood and adolescence are cause significant stress and are also
affected by stress in other life domains. For example, a child who has been experiencing
headaches and nausea is brought to the emergency room by her parents who assume that
she is ill with the flu. The family is shocked when they are told that results of a scan identified
a tumor in the posterior portion of her brain. She has to undergo immediate surgery to
remove the tumor followed by an extensive regimen of cranial radiation therapy. This
example reflects the challenges and stressors of serious chronic illnesses such as cancer,
which are often unanticipated, uncontrollable and functionally impairing for children and their
parents. Further, the acute medical events surrounding the diagnosis of a serious illness
such as cancer are often the beginning of a long process of treatment and adjustment to a
chronic condition.

Treatment of pediatric cancer can extend for months or years, followed by uncertainty about
the threat of recurrence and the impact of often significant late effects in endocrine, cardiac,
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and neuro-cognitive function®. Thus, chronic illnesses present children and adolescents
and their parents with the acute stress of a diagnosis followed by long-term chronic stress.

B) Kidwai Hospital Service Providers’ Understanding of to Child Mental Health Issues
The Project initiated work in KIDWAI Memorial Institute of oncology, with the Dept. of
Paediatric Oncology by first meeting with the treating team in the department in order to
understand i) the treatment protocols and related hospital systems; ii) the knowledge and
viewpoints the treating team has on the impact of illness on children’s mental health. They
reported that:

e The treating team tends to be very busy and pre-occupied with the treatment of the
medical conditions as most children seeking treatment are already at critical stages
of the illness.

¢ They have not observed any major mental health issues in the children they treat.

e Their only mental health-related protocol is for children above 5 years to be assessed
for cognitive development before and after they undergo cranial radio-therapy.

¢ No particular protocols are followed for disclosure to children about the illness and
that since the children reside in a large ward, wherein all of them have the disease,
and ‘most of them know that they have the disease and are even aware of the
treatment protocols—for example, they know about bone marrow procedures, IT etc’.

¢ Most children are ‘very sharp and intelligent’ (since they know about the disease) and
are usually ‘happy’.

Having said this, some members of the team believed that there is a need for psychosocial
assistance and because they have neither the time nor the skills, are perhaps unable to
discern what children’s psychosocial issues really are.

The hospital has a psychologist who serves the entire patient population, children and
adults, and consequently also has limitations of time and coverage. A brief interview with her
gave us to understand that:

e She mostly deals with children having leukaemia because it has a better prognosis
(good survival rate) than other cancers, and that she provides a psycho-education
package for parents.

e She usually sees the children after the first course of treatment (1.5 months after the
treatment is underway) as children and families are ‘busy with treatment procedures’.

e Some of the common mental health problems seen in children are bedwetting and
temper tantrums and those seen in adolescents, are oppositional defiant disorder
(mainly relating to medication adherence).

¢ No specific illness disclosure protocol is followed; ‘younger children may know that
they have something called cancer but do not know the details’; ‘adolescents know’
so any additional questions they have are answered using psychological counselling
sessions.

¢ Not much is known about children’s reactions to mortality i.e. to children who die (in
the hospital ward, although the treating team reported that this was a relatively rare
occurrence).

6 Robison LL, Armstrong GT, Boice JD, Chow EJ, Davies SM, Donaldson SS, Green DM, Hammond S, Meadows
AT, Mertens AC, Mulvihill 33, Nathan PC, Neglia JP, Packer RJ, Rajaraman P, Sklar CA, Stovall M, Strong LC,
Yasui Y, Zeltzer LK. J Clin Oncol. 2009 May 10; 27(14):2308-18



In addition to the treating team and psychologist (both of whom are hospital staff), there is an
NGO called Samiksha that visits the children’s ward thrice a week to provide educational
and recreational inputs to the children. The staff report that they are not aware of any
emotional or behaviour problems in children.

C) Screening Children for Child and Adolescent Mental Health Issues

The Project began work by screening all the children before starting group sessions or
individual depth sessions so that the team has better understanding of the systemic issues/
treatment protocol/ common issues/concerns of the children and parents. Thus, following
meetings with the staff, the Project developed a child mental health screening protocol for
children/adolescents & parents in order to identify children‘s psychosocial and mental health
concerns (refer to annexes). Three types of screening proformas were administered:

i) For children age 7 to 15 years--administered to children, to understand their emotional
experiences, their insight into their behavioural issues, knowledge and concerns about
illness.

i) For parents/caregivers of children aged 7 to 15 years--administered to parents/caregivers
(mainly mothers) to understand their observations of their children’s emotional and
behaviour problems, concerns about illness and disclosure.

iii) For parents of children aged 0 to 6 years—administered to parents/caregivers (mainly
mothers) to assess young children for developmental delays and disabilities in the 5
domains of child development (physical, speech & language, social, emotional and cognitive
development).

During the Project team’s visits to the Paediatric oncology- comprising of two wards, a total
of 30 children, between age 7 and 15 years, 34’ parents of these children, and 47 parents
(mothers) of children between ages 0 and 6 years, were screened over the months of April
and May 20168. Subsequent sections of this report detail out (and analyze) the findings from
the screening activity.

D. Findings and Analysis: Children aged 7 to 15 years

Each sub-head provides findings and analysis in two parts: children’s reports and parents’,
so that the perceptions and viewpoints of both are reflected. This was done because relying
on one or the other may not provide a complete or accurate picture of the psychosocial
problems incident in this group. This approach is also based on children’s right to express
their feelings and views, to have their voices heard on the one hand; and on the other, to
note parents’ observations and experiences, also legitimate and necessary especially when
children are young and may not have knowledge or insight about their problems.

D.1. An Overview of Emotional and Behavioural Issues in Children with Cancer

As per the children’s report, 45 child and adolescent mental health issues were identified
(one child may have more than one disorder) in this group of children, of which 27 (60%)
were emotional problems relating to anxiety and adjustment disorders/ depression; 18 (40%)

7 A slightly higher number of parents than children were screened in the 7 to 15 year old group because some
of the children were not willing to engage in conversations with the Project team (either because they were
tired/ had just completed some treatment or were shy or anxious).

8 A slightly higher number of parents than children were screened in the 7 to 15 year old group because some
of the children were not willing to engage in conversations with the Project team (either because they were
tired/ had just completed some treatment or were shy or anxious).



were behaviour problems such as Anger/ Aggression, Demanding Behaviour/ temper
tantrums and Medication/ Adherence issues. (Refer Table 2 (f)). A higher number of 76
cases were identified by the parents’ screening tool, of which 33 cases of emotional issues

and 43 behavioural issues were detected.

Table 2 (f): Child and Adolescent Mental Health Issues in Children aged of 7- 15 years, April-

June 2016
Children’s Report Parent’s report
Child & Adolescent Mental Health Issues cgls?és % No. %
h=45 cases n=76
Anxiety* 20 44% 19 25%
Emotional Problems i ] i
Adjustment/ Dysphoria/ Depression 7 16% 14 19%
Sub-Total 27 60% 33 44%
Anger/ Aggression 7 16% 15 20%
Risk of ADHD NA** NA 6 8%
Behavioural issues Demanding Behaviour/ temper tantrums 8 17% 15 20%
Med!cat!on/ Adherence issues- Refuse for 3 6% 7 9%
medication and treatment
Sub-Total 18 40% 43 56%
Grand Total 45 76

*As a particular child may have more than one reason for anxiety to avoid repetition the highest number has been
considered in order to avoid double-counting.
** ADHD was not an item on the screening tool administered to children, since they may not have insight on it.

A striking finding is that 44% of children report having anxiety while only 25% of the
caregivers report that their children have this problem. This indicates that caregivers are
often not aware of their children’s anxieties or for various reasons (such as parents getting
upset), children do not share their worries with caregivers. According to children’s and
parents’ reports 16% and 20% of children have anger issues, respectively. That there is little
discrepancy here as well as in some of the other behaviour problems shows that children
have insight into some of their difficult behaviours.

The discrepancy between the numbers of mental health issues (cases) as per children’s and
parents’ reports are due to parents having greater insight into children’s problems (especially
as many of these children are young) with regard to behaviour problems, namely ADHD,
anger and demanding behaviour/temper tantrums. However, much of the discrepancy is
accounted for by the difference in reports on anxiety.

Overall, children report having more emotional problems while parents report that children
have more behavioural problems (than emotional problems). As in other contexts, most
behaviour problems (except for neuro-developmental problems such as ADHD) especially in
children in difficult circumstances i.e. those with chronic iliness, in this case, have their basis
in emotional problems. For instance, demanding behaviours and temper tantrums may be
due to children’s insecurity and anxiety with regard to the uncertainty and overwhelming
nature of the illness and treatments; children’s anger may stem from feelings of distress and
dysphoria regarding their illness.




D.2. Basis of Emotional Problems in Children

Within internalization disorders or emotional problems, which were a major proportion of
psychosocial problems expressed by children, the screening explored reasons for and
psychosocial contexts of anxiety and adjustment disorders/ dysphoria/ depression (refer to

Table 2 (b)
Table 2(g): Emotional Problems in Children between aged 7- 15 years, April- May 2016
Children’s Report FELEAS
report
Child & Adolescent Mental Health Issues No. of | % of | No.
cases | Cases cases | %
(n=45) n=76
Emotional Anxiety* 20 44% 19 25%
Problems Adjustment/ Dysphoria/ Depression 7 16% 14 19%
Sub-Total 27 60% 33 44%

Table 2 (h): Basis of Emotional Problems in Children aged of 7- 15 years, April- May 2016

dilEreme Parent’s report
Psychosocial Reasons for Emotional Problems | Report P
Context (Anxiety/Adjustment/ Dysphoria/ Depression) | No. % No. _
_ % N=100
cases | N=101 | cases
Concerns about going back home 9 9% 18 18%
liness | As a Response to Caregivers’ Worries and 10 10% 10 10%
_ related | Upsets
Family Separation from Family 14 14% 19 19%
Loss and grief 3 3% 3 3%
Other . :
Parental Marital Conflict 2 2% 2 2%
Sub Total 39 39% 52 52%
gor?r ISchool Attendance and Going back to 8 8% 10 10%
School choo
Academic Difficulty before the iliness 4 4% 4 4%
Academic Difficulty due to hospitalization 6 6% NA NA
Sub Total 18 18% 14 14%
Treatment/ Injection/ Pain 20 20% 15 15%
lliness Child's fear before treatment pain 17 17% 18 18%
Child is worried/ anxious about illness and 8 8% NA NA
prognosis
Child is worried/ anxious about hair loss NA NA 2% 2%
Sub Total 45 35
45% 35%
Grand Total 102 101

Family Context

Anxiety caused in the context of family can be categorised in two sub-parts namely family
concerns related to illness and family concerns related to other psychosocial context such as
loss grief, marital conflict i.e. unrelated to the illness but that may exacerbate the stress of
illness. In this group of children the reasons for anxiety in the family context Separation and
being away from home missing other family members constitute the majority. Both children




and caregivers report that the main causes of anxiety and adjustment as: parents’ upsets
and worries (10%) and separation from home and other family members (14% to 19%).

i) Concerns about Going Back Home
According to the children’s report, 9% of the total concerns and worries of the children
corresponds to concerns about going back home. Many children had questions and worries
such as:

o When will | go back home?

e How will people/other family member receive me?

e What should I tell them about where | had been/what illness | had?

¢ Will the relationships continue to be as they were before?

According to the parents’ report, 18% of the total children screened had concerns and
worries about going back home. When asked about concerns of their children about going
back home and missing their family, parents reported:

e She is worried about going back home.

¢ He misses his grandmother very much; he has never been away from her.

e She misses her father, and starts crying suddenly.

¢ He wants to go back home.

e Children say: We have so many people back home, why have to be here all

alone? Let’s go back.

e What has happened to me? What to tell our relatives?
The treatment protocol in children with cancer requires the children to stay in the hospital for
at least 4-5 months away from home. Children therefore are forced to be away from the
comfort and familiarity of home and home routines, and separated from loved ones. It is
normal for children to feel anxious about change in place and routine and about separation
from family; but this is compounded by a hospital environment, a routine that is
characterized by not only uncertainty and unpredictably but by various (painful) treatment
procedures, thus leading to anxiety and adjustment issues in children, particularly in the
initial duration of their stay. Later on, many children gradually grow used to the new/ hospital
environment, particularly as they are part of a larger community of children, so that these
anxiety and distress symptoms may be less evident. However, the larger anxiety about
‘when am | going home’ tends to be a pervasive one, lasting the entire duration of the
hospital stay.

ii) Separation from Family
Around 14% of the children reported that they are worried about them being away from
family. They have often said:

e | miss my father, everyday night | cry.

e | miss my grandmother she is the one | love the most.
Some children also report that they are anxious when their mother/primary care giver is
away for short periods of time within the hospital i.e. when she goes to bring food, for
instance.

About 19% of parents reported that their children are often worried and upset that they are
away from their family and are anxious when they are away for some time.
o She always asks ‘did appa call?” She misses him very much. He cannot stay here he
has go back to work.



e He loves his grandfather, if he doesn't talk to him over the phone he doesn’t eat
properly. Every day he talks to his grandfather.
Caregivers also report how some of their children like them to be around all the time and that
their children experience fear and anxiety when they go away to do chores within the
hospital for short durations.

From a child mental health perspective, all children feel some degree of separation anxiety
in early childhood/ during a child’s pre-school years, and this is normal at this developmental
stage. However, as the child grows older (post age 6 to 7 years of age), such separation
anxiety becomes a mental health problem which usually occurs in specific contexts of
trauma such as child sexual abuse, domestic violence, parental marital conflicts. In such
extreme contexts, children are afraid of leaving their caregivers even for short durations of
time, and may also show ‘clingy behaviour’. Children with chronic illness are also vulnerable
to separation anxiety because: i) they tend to spend more time with primary caregivers than
the average child of the same age and this may create greater attachment; ii) these children
also have an increased dependency on their caregivers, especially considering that
caregivers respond to children’s iliness needs. Consequently, they are less independent and
more reliant on their caregivers for various needs (more than the average child) and
experience fear when their caregivers are not around.

From our work, it appears that in children there are two types of separation issues: the first
one is (temporary) separation from the primary caregiver even for short durations i.e. more
akin to separation anxiety; the second one pertains to separation from other family members
(some of whom may also be attachment figures—such as fathers/ grandparents). While the
first type of separation is experienced more as anxiety, the second type of separation may
be experienced more as a sense of loss. Younger children experienced both types of
separation issues (anxiety and loss), while for most older children, their concern was not
temporary or short-term separation from primary caregivers but separation from loved ones
at home—so their experience was that of ,missing home and family and sadness about
being away from fathers and other loved family members.

Having said that, some older children also do have some anxieties related to temporary/
short-duration separation from their caregivers within the hospital premises, and they need
to be further assessed for separation anxiety.

iii) As a Response to Caregivers’ Worries and Upsets
It was observed that about 10% of the total concerns and worries of the children
corresponds to parents’ worries i.e. children worry more and become upset when they know
that their parents are worried and upset. When parents sometimes are extremely worried
they cry, and children report they were worried and feel like crying.
Parents also corroborate this view.
Children often said:

e “When Amma cry, even | feel like crying”

¢ “If Amma is tense and worried | get worried that something is wrong”

Parent’s often reported:
o “When | am tense and worried he asks me repeatedly what happened.”
e “Whenever she sees that | am crying, she becomes very anxious and doesn’t
want me leave her alone even for some time.”



When children see that their parents are worried and tensed they feel that something is
wrong; this compounds their existing worries and concerns about their own health. It is a
well-established fact that when there are worries and tensions in a family, felt or projected by
adults, whether due to illness or death of a family member or marital problems or financial
stress, children also reflect the worries of adults and caregivers; Even if they do not
comprehend completely what the problem is (as in case of infants and very young children)
and the fact that the adults/caregivers are worried and upset makes children feel fearful and
upset. Frequent crying, thumb-sucking, nail biting, inattention (due to pre-occupation with
worry), frequent complaints about body aches and pains (that have no medical basis), and
oppositional defiant behaviours are some examples of anxiety-related behaviours that
children develop in response to caregiver worries and tense home and family environments.
(Worries and concerns of parents have been documented later in the report).

iv) Loss and Grief

A few children (3%) screened had suffered loss experiences in the family context, ranging
from a few months to a fear years prior to (detection of) illness. A child who has lost an
attachment figure and a primary caregiver is already vulnerable to emotional issues because
these children invariably experience deficits of love and care, a sense of sense of loss and
insecurity, for, losing a parent/ caregiver can never be a ‘normal’ experience for any child;
and such loss impacts children’s development, especially in socio-emotional domains. A
child who has to contend with loss of a caregiver along with the experience of illness
therefore is more vulnerable to anxiety and adjustment issues.

In some children the anxiety and feelings of vulnerability created by iliness triggers the sense
of loss (even if it has been some years since the loss event occurred) and get children to
return to ruminating about the loss experience; difficult memories brought to the fore by the
illness therefore exacerbate anxiety and distress. For children who may have had loss
experiences more recently, they compound the anxiety and worries brought on by the illness
adding to the emotional and psychosocial vulnerability. Also, the illness experience itself is a
type of loss experience—loss of school days, play, friends and many other childhood
experiences that normal, well children would otherwise have.

Further, loss of a parent impacts family and psychosocial systems and support that children
would otherwise have access to; children with chronic illness/cancer need greater financial,
systemic and psychosocial support than others and in the absence of these will be at risk of
anxiety and other psychosocial problems.

v) Parental Marital Conflict

As we this was just an initial screening done in order to pick up major concerns and worries
of the children in terms of illness and the treatment a detailed history of the family regarding
marital conflict domestic violence etc was not taken. However, some parents did report that
there were marital conflicts. Given that children with chronic illness already have many
anxieties about their illness, other stressors such as marital and family conflicts only
exacerbate the (illness) worries and upsets.

School Context

In the group of children screened, around 18% of the total concerns and worries expressed
by the children and 14% of parental concerns were about school and academics. When
children and parents were asked what their concerns and worries about school, a majority of




them reported that they are worried about going back to school: what to tell the friends, how
will they be treated, and difficulty in their academics due to long absence.

i) Poor School Attendance and Going back to School
8% of the concerns and worries expressed by children were about going back to school:
o Will I be treated differently by their friends and teachers because | missed so many
days of school or due to their illness?
e What will they ask about my treatment/illness? And what to tell them?
e | haven't written my 7" final exam as | was in hospital. Now | have to study 7"std
again, all my friends will be in 8" std.

Among the 34 parents, around 10 of them (a third) reported that their child is often worried
and concerned about going back to school:
e She is constantly asking whether he will go back to the same school.
e He says he does not want to go to the same school when he goes back.
e Children ask: What should | tell my friends if they ask why had | not come to school
for so many days?
e She says she wants to go home so that she can go to school; she loves to go to
school.

Chronic illnesses such as like cancer and HIV adversely impact children’s school
attendance. While this issue might not seem critical to adults, for children, not being able to
be to do the things that other children do (e.g. going to school, physical activity and games)
is @ major concern; added to this, having to take medicines, visit the hospital frequently, limit
physical activities and games create a sense of otherness, and children feel very conscious
that they are different from their peers. Hence, the worry about ‘what to tell everyone’ or the
reluctance to disclose to others about their illness—and this includes the fear of being
labelled in case their health status is known to peers and teachers®.

When children are not able to do their final exams, detention in the same class create fears
in children that they will be treated differently or made fun of by other children and some are
upset that all their friends will be in a higher class while they will be still in the same class.
Being left behind also means that these children have to make new friends and adapt to a
new group of children. There is also a risk of stigma and discrimination by the new peers as
the child has not moved to the next class.

We also noted that parents sometimes instruct children to not disclose about their iliness to
others outside the family/peers/teachers because of their own worries of stigma and
discrimination; this increases existing anxiety in children who are already not quite sure of
what to tell/ how to explain their long absence from school to their peers/teachers.

Apart from the socio-emotional anxieties that poor school attendance creates in children,
there is the academic and developmental aspect. When children miss school for weeks and

9 One critical difference between children with cancer and those with HIV is that the former have a non-
communicable disease while the latter have a communicable disease that is also transmitted in ways that society
tends to be more judgemental about (sexual transmission). Consequently, children with HIV tend to be more
stigmatized than those with cancer. Also, they tend to be more discriminated against than children with cancer
because HIV is a communicable disease and schools and parents of other children in school are fearful that other
children will get the disease. Thus, while there are similarities, there are also great differences between children
affected by chronic illness, depending on what the iliness is.



months, it is difficult to catch up when they return to school and to maintain their grade levels
and performance. Difficulty with academics becomes an added stressor for these children.

ii) Academic difficulty in children Before and After illness

During the screening, the project staff checked for any kind of learning difficulties children
may have had prior to illness detection and hospitalization and found that 4% of children
reported they had some kind of learning difficulty before the illness was detected. Learning
problems in children have many underlying causes ranging from specific learning disabilities,
mild intellectual disabilities or dull-normal intellectual abilities or ADHD to emotional and
behaviour problems and under-stimulation®.

Even for those children with neuro-developmental disabilities and other pre-existing learning
problems, but without medical problems, and who are able to attend school normally,
academics can be difficult to cope with.

Children with learning difficulties and chronic iliness have increased risk of learning problems
and poor academic performance because of under stimulation and lack of opportunities for
learning in the hospital setting!'. About 6% developed learning difficulties after
hospitalization. Children reported that:
e | may find it difficult to score good marks in my tests as | have missed all the
classes.
e After | go back to school | will have lot of homework, as | have missed school for 3
months now.

Thus, long absences from the school create under-stimulation and lack of opportunities/
exposure to learning either creating learning difficulties or exacerbating existing learning
disabilities. The anxiety created by learning problems and low academic problems,
especially in the light of systemic/ teacher pressures to perform, places these children at
higher risk of anxiety disorders such as school refusal and psychosomatic disorders.

Concerns about lliness

When children and parents were asked what their (children’s) concerns are about the iliness,
they said they were worried about the treatment and the pain caused by it, children are often
anxious and worried before few treatments such as Bone marrow and IT; few children also
reported that they are worried about the illness and about whether or not they will be
completely cured.

Almost 45% of the concerns and worries expressed by the children correspond to the
anxiety caused in the context of the illness. Children’s concerns include:

e The treatment and the pain caused due to it.

¢ When will the treatment finish?

o Wil it pain too much?

10 Under-stimulation refers to lack of (educational) opportunities, never went to school, migration, change in
medium, long absence from school.
11 sameeksha, the NGO, provides children with educational activities so that they can continue to learn while in
hospital. However, in the current set up and on-going medical treatment, children do not attend classes
regularly; also, the education activities are not geared to formal schooling needs of children i.e. the system they
return to when they go home.



e Has the treatment procedure been successful?
¢ What kind of illness | have? Is it dangerous?

About 35% of the parents reported that their child is often worried and upset about the iliness
and treatment:
o He was a very happy child, always making jokes and talking to everyone. But now he
is always worried and sad.
¢ She frequently asks me whether she will ever be cured of this disease.
e Even before 2 days of her Bone marrow treatment, she starts crying.
o She will be very anxious and worried before her investigation reports come.
e She is always worried and keeps on asking question about her illness to all the
doctors who come in.
e He often say- why did this happen to me? And starts crying.

Most of the children expressed that there major concerns and worries related to illness is
treatment and the pain it causes. Children reported that they are often afraid and tense even
before the treatment is done (i.e. 1 day prior to the treatment). When asked about the
reasons for it they reported they are worried about the pain as well as the outcomes of their
treatment (Usually Bone marrow procedure is done at the end of each phase, children are
often worried about the outcome of the procedure. If the test result is not good, in the normal
range, children will not be able to move to the next phase of their treatment. Hence, children
are anxious and worried about iliness, treatment and prognosis of the illness.

Thus, although hospital staff assume that children ‘know’ about the illness and can ‘name’
various treatments, and also that children are unafraid of treatment procedures, these
assumptions are questionable. It is evident that children have questions and concerns about
the nature of their illness; that being able to ‘name’ treatment procedures does not
necessarily mean that they understand them; not articulating anxiety and fear about the
illness, treatment and pain (especially since children are not asked) does not mean that they
do not have these feelings about the illness.

On the other hand, a few of the children also reported that they feel happy when they have
bone marrow procedure as it indicates the end of one cycle of the treatment; more
importantly the count-down to going home can begin. (Subsequent sections of the document
further discussed issues of illness and pain).

D.3. Basis of Behavioural Problems in Children with Cancer
This sub-section describes the basis of behaviour problems in children with cancer.

Table 2 (i): Behaviour Problems in Children between aged 7- 15 years, April- May 2016

Children’s .
Report Parent’s report
Child & Adolescent Mental Health Issues: No. of | % of
No. _
cases Cases cases % n=76
(n=45)
Anger/ Aggression 7 16% 15 20%




Risk of Attention Deficit Hyperactive Disorder NA** NA** 6 8%
Demanding Behaviours/ Temper tantrums

including Oppositional Defiant Disorder (ODD) | 8 17% 15 20%
Behaviours

Medication/ Treatment Adherence issues- 3 6% 7 9%
Sub-Total 18 40% 43 56%

a) Anger and Aggression

16% of children reported having anger issues. When children were asked what makes them
angry, they reported that they usually feel angry because their parents insist on their doing
certain things and try to control their actions. They also reported that their anger is usually
related to following certain dietary requirements, because their parents do not let them eat
what they want or force them to eat what they don’t like (most of them reported they don'’t
like eating fruits).

Around 20% of parents reported that their children have anger and aggression issues. They
report that these anger problems were noticed after their child was hospitalized. They often
complained that their children get angry for relatively minor issues such as taking bath,
eating, that they do not obey instructions, not even when requested politely. They state that
they find it very difficult to manage such oppositional behaviour and requested assistance for
this.

Usually, children who are suffering from illness, or under treatment and/or hospitalized, show
anger and aggression, experienced because of the loss of health, school, routine and normal
life. An illness like cancer which is protracted in nature and also includes series of painful
treatments, creates lot of stress such as separation from family, the pain of the treatment,
the frustrations of hospitalization and coping with unfamiliar, unpredictable environments.
This emotional distress often manifests as anger and aggression in children. Further, when
children are not given information about the illness in ways they can understand, not
prepared for hospitalization and then subjected to invasive procedures, this also causes
increased verbal and physical aggression in them. According to a study almost 71% of
children between 6-12 years and 43% of 12-16 year olds were affected in this manner.*?

b) Demanding Behaviour and Temper tantrums
17% of cases, as per children’s reports, were found to have problems relating to demanding
behaviour and temper tantrums. When children were asked “do you feel that since you are
sick, your parents need to get/buy whatever you ask for?”, some of them said:

¢ As | have to take medicines and follow the diet, which is difficult, they should buy

me whatever | ask.
e | am sick, so my parents get me whatever | ask for.
e Ifmy mom doesn’t get me ice cream | won't take the injection.

According to parents’ reports, 20% of the cases were identified with demanding behaviour
and temper tantrums. Parents often said that they were frustrated and did not know how to
handle their children when they are demanding. They said:

e Ifldon’t buy her what she asks, she won't eat.

12 Aisenberg RB, Wolff PH, Rosenthal A, Nadas AS. Pediatrics. 1973 Jun;51(6):1051-9.



o If we don't get him sweets/toys then he won't take medicines/injections.
o She threatens me that if | don’t get her what she ask she will not take medications
nor eat food. So | get her whatever she asks even though it is difficult for me.

When children are sick, especially with a serious chronic illness like cancer, parents and
caregivers feel a sense of distress as well as sympathy towards the child. Given the child’s
pain and deprivation of normal life and routine/ play and other pleasurable activities, they
may tend to feel the imperative to compensate by meeting the child’s demands, especially
for material things (such as toys and gadgets, which are often what children demand for).
Children then learn to use their illness to gain what they want and this knowledge is again
put to use by making bargains with parents when painful treatment procedures need to be
undergone; parents and caregivers also lure children into cooperating with treatment
procedures children by offering gifts and treats. This imperative to give into children’s
demanding behaviours is thus compounded by the fact that parents are desperate for
children to cooperate with the treatment and are willing to strike these bargains/ buy
whatever it takes if children comply with treatment procedures.

That these children are really ill and deprived of a normal life is not in question at all. That
loving parents and caregivers make all efforts to comfort them and meet their needs and try
to compensate children for their discomfort is also not wrong. However, the issue is that
temper tantrums and demanding behaviours are learnt behaviours and this learning, which
was takes place in the context of illness, may be extended to other contexts and to greater
proportions, which make it difficult for parents and caregivers to manage their children.

c) Treatment Adherence Issues

In this group of children, only around 6% of them (3 cases) reported that they have refused
medication and treatment at least 2-3 times as the treatment was very painful and because
they hate to take medicines. One of the children refuses any kind of oral medication but he is
comfortable to take injections as is unable to swallow pills. Another child said he used to
refuse to take medications in the beginning but he is used to it now takes the medication as
it will help him to get well.

The WHO defines adherence to long-term therapy as “the extent to which a person's
behaviour—taking medication, following a diet, and/or executing lifestyle changes—
corresponds with agreed recommendations from a health care provider!®. Unless the child
adheres to the medication and treatment cure of the illness is not possible. Hence
adherence to medication and treatment is critical. It is a well-established fact that nobody
likes to take medication and it especially true in case of children, who due to their
developmental immaturity, lack the understanding the importance of medication and sense
of responsibility as adults.

One of the reasons that adherence to medication and compliance with other treatment
processes may not be an issue for these children is the fact that they are in hospital. Given
where they are, they have little choice in treatment matters i.e. even if they were to refuse,
they would be coerced into taking medications and treatments. How the treatment
compliance and adherence plays out at home, when there are no enforcement systems may

13Sabaté E, editor. , ed. Adherence to Long-Term Therapies: Evidence for Action. Geneva, Switzerland: World
Health Organization; 2003.



be another matter. The fact that a lot of temper tantrums and demanding behaviours are
centred around medication/ diet and treatment adherence issues also indicates that children
do have treatment compliance and adherence problems—they are, in their current
circumstances, masked by the hospital systems and its requirements and by parental
behaviours that pander to children’s demands and conditions for taking treatment.

d) Attention Deficit Hyperactivity Disorder

Attention Deficit Hyperactivity Disorder is a common neuro-developmental problem that
underlies certain difficult behaviours in children, namely restlessness, inability to sit in one
place/ engage in and complete tasks, disruptive behaviours, poor social skills and
judgement, impulsivity, emotional dysregulation (including poor anger control). Therefore,
the screening process sought to identify children with ADHD so that their behaviours, which
are attributable not only to illness but a neuro-developmental provlem, may be addressed
appropriately.

In order to identify children with ADHD in the children, parents were asked a few (screening)
questions regarding the child’s attention, activity level and impulsivity. Of the 34, 6 children
(8% of the total mental health issues) were identified with ADHD or risk of ADHD (to be
confirmed upon depth assessment).

As in any normal population of children there will be certain percentage of children with
neruro-developmental disabilities such as ADHD irrespective of the chronic iliness. For a
child who is already neuro-compromised, inadequate stimulation and learning opportunities,
and particularly of structured activities and routines, as happens with chronic illness and
hospitalization, will exacerbate the ADHD symptoms. Children with ADHD already have
emotional regulation issues, so those with chronic illness which brings its own set of
emotional concerns, may have more severe problems such as temper tantrums/anger and
aggression issues, making these children increasingly difficult for their parents to manage.

In older children or adolescents, ADHD manifests in the form of poor social judgement, poor
decision-making and impulsivity, all of which lead children to engage in high risk behaviour
such as substance abuse, risky sexual behaviour and maladaptive coping strategies. Thus,
untreated ADHD symptoms combined with the psychosocial effects of illness i.e. anxiety and
dysphoria, makes such children prone to high risk behaviours.

Like in case of parents of children having demanding behaviours and temper tantrums,
parents with ADHD children were not aware of their child’s additional child mental health
issues and have considerable difficulty managing them. In fact, parents of ADHD children
with chronic iliness found it even harder to set limits or enforce discipline than other parents.
Thus, interventions for ADHD are crucial as if they are not done it further facilitates and
compounds other difficult behaviours in these children.

D.4. lliness and Disclosure

Disclosure essentially means providing information on the illness to children in such a way
that they understand it and at the same time, are reassured that the illness is manageable if
certain efforts are made by them (adherence to medication and adopting appropriate life
style) to treat and control it. With increased survival rates (the 5-year survival rate for
children with Acute Lymphoblastic lymphoma is up to 85% with the best facilities available),



one of the greatest psychosocial challenges that parents and caregivers of children with
cancer face is how to talk to children about their illness. Cancer disclosure entails
communication about a potentially life threatening illness, and caregivers fear that such
communication may create distress for the child.

In Kidwai Hospital, out of the 34 children (between ages 7 and 15 years), 33 of them i.e.
nearly all had at least some knowledge about illness. This is more in the nature of some
information about the illness—in our observation (and as per hospital staff reports), children
were able to name the illness (cancer). However, this knowledge was largely come by ‘on
their own’ or not through a direct conversation or planned interaction with the hospital staff/
treating team or with the caregivers.

Table 2(j): Disclosure Status of Children aged 7-15 years

Disclosure Status No. & % of Children (N=34)
None 0
Partial 33
Full 1
Total 34

*No. of children=34 as this information was provided by parents (all 34 parents responded).

Surprisingly, parents tend to tell their younger children that they have cancer. Parents state
that they do so because they feel that the children do not have the knowledge to really
understand and process the serious nature of the illness (and therefore are less likely to be
upset or distressed). Similarly, parents also do not tell older children about the illness
because they are afraid that children will understand more about the disease and generally
know more about it (and therefore are less likely to be upset or distressed). Thus, contrary to
the disclosure framework, wherein younger children may receive limited or less information
about the iliness, and older children, given their higher cognitive capacities are given more
information, in these hospitalized children, younger children are more likely to be told their
illness diagnosis and older children are less likely to have details of their illness given to
them—thus, these disclosure decisions are not based on children’s rights or need to know,
but rather on parental concerns and worries about the distress children are likely to feel upon
knowing their diagnosis/ illness facts.

The Project team was also told that ‘children know’ because ‘everyone here has cancer’ and
‘they hear all the time about medical procedures’. In a system wherein disclosure does not
happen in a discreet session with a doctor/parent, with follow up sessions/interactions with
the child to address his/her concerns/questions and disclosure depends on general hospital
environment (other children and parents), there are several issues that may arise: i) Even if
no direct disclosure has been made, the fact that the children are in the hospital for long
periods of time, undergoing various (painful) treatment procedures mean that children,
especially older children, certainly know that they have a serious illness; ii) not telling them
what it all about and providing detailed information about the illness can only mean that they
receive half information, at times perhaps incorrect information based on hearsay and then
what they assume or interpret; iii) since the ward comprises of many children and parents
with the same kind of illness children hear and pick up bits and pieces of information and
apply to their own condition which may be incorrect and create unnecessary anxiety and
distress in children--because while there might be similarity in children’s illness and the
treatment protocol, the severity of illness, survival rates, and other vital conditions will vary,
so allowing for unmonitored unstructured disclosure may cause misinformation; iv) children’s



family contexts, socio-emotional and cognitive capacities and temperament may vary, all of
which affect how they process and respond to illness-related information; v) All these issues
are likely to create scope for greater anxiety and distress than if children were to be engaged
in planned processes of disclosure, to ensure correct and complete information-giving and
allowing for questions and confusions to be clarified.

When children were asked whether they had any questions related to hospitalization and
about their illness a majority of children, 53% (16 children) reported said they had questions
and queries. 7 children (23%) were not sure whether they had any questions—these were
younger children between age of 7-9 years. Another 7 children (23%) said they do not wish
to know as it may create unnecessary anxiety and tension in them and they do not want to
worry or be depressed about the illness. Interestingly, most of the children who said that they
do not wish to know are above 10 years. This indicates that these children are already
worried/ anxious and in actual fact have questions and concerns about their illness.

Table 2(k): Children’s Need for Disclosure

Presence of Questions/ Queries about lliness No. & % of Children (N=30)
Children having questions/ wanting more information 16 (53%)

Children who refused more information 7 (23%)

Children who were not sure 7(23%)

*No. of children=30 as this information was provided by children (not all 34 children responded).

Disclosing that they have cancer and engaging children in discussions about the illness is
critical because, from a child rights’ perspective, they are entitled to know. While this may
depend on the age and developmental level of the child, the matter has psychological
implications beyond the right to know. Unprocessed child interactions, caregivers’ silences or
diversionary methods can often worsen the anxieties and fears of a worried child—as is
evident from the children’s reports on illness concerns and parental worries. Providing half
answers or brief responses or generalized sweeping reassurances as a one-off response to
the child’s questions also does not help. Reliance on children’s observations and
experiences of illness in their families and/or peer disclosure only allow for misperceptions
and fears to build. And when concerns about their future and mortality are unanswered, they
escalate and result in serious mental health problems such as depression and self-harm.

According to literature on illness disclosure in paediatric oncology, prior to the 1970’s
children living with cancer were given limited information about their diagnosis and
prognosis. It was thought that they would have little understanding of the illness. Many
thought it would be best to protect them from the emotional burdens their parents faced.
However, in the 1970’s several factors led to more open illness-related communication to
children living with cancer, including: 1) improved survival rates, 2) the growing children’s
rights advocacy movement'4,3) the increasing need to enlist children’s cooperation with
difficult research protocols and aversive treatment regimens, and 4) the results of
psychological research pointing to a continuum of cognitions through which children orient
themselves to illness and death.®Also Waechter!® found that children show acute awareness
of, anxiety about, and preoccupation with their condition despite their parents’ stance of
protective communication!®!’.As providers challenged the notion of withholding medical

14GayIin W, Macklin R, editors. Who speaks for the child? The problems of Proxy Consent. New York, NY: Plenum Press;
1982.

Waechter E. Children’s awareness of fatal illness. American Journal of Nursing. 1973;71:1168-1172. [PubMed]

165pinetta JJML. Death anxiety in the outpatient leukemic child. Pediatrics.1975;56:1034—-1037.
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information from children, studies consistently showed that open communication about
cancer diagnoses improved children’s psychological adjustment, with the positive effects
lasting into adulthood for both the child and family members!®. By the early 1990s, the critical
question was not “Should the child be told?” but rather “How and when the child is told?”
Several groups of investigators began to demonstrate that diagnostic disclosure to children
is generally most successful if accurately mapped to their cognitive and emotional
development.?® Disclosure may be seen as an on-going process as the child develops
cognitive, psychological, and spiritual awareness about the meaning of illness and death.?®
Based on the studies about disclosure of HIV?1222324preliminary work suggests, however,
that children who know their HIV status have higher self-esteem than infected children who
are unaware of their status.

D.5. Treatment and Pain

One of the attempts made during screening was to understand the degree of pain
experienced during various treatment procedures children undergo. Both children and
parents were asked to name which treatment procedures children found the most painful
and feared the most. Out of 34 children 24 of them or 80% reported bone marrow procedure
is the most painful among all the procedures. Children were also asked to rate the pain of
the most painful procedure by asking them to Look at the pain thermometer and tell us, for
most of the times how painful is their treatment?

Out of 30 children 17 of them or 57% rated their pain between 0-5 on the pain rating scale;
and 13 of them or 43% rated their pain between 6 and 10 on the scale. When children were
asked whether the treatment procedures are very painful they often reported that the pain
which they felt in the beginning was unbearable, now as they are used to it, they just feel

17 Claflin CJ, Barbarin OA. Does telling lies protect more? Relationships among age, information disclosure, and what
children with cancer see and feel. Journal of Pediatric Psychiatry. 1991;16:169-191.
18Katz ER, Jay SM. Psychological aspects of cancer in children, adolescents, and their families. Clinical
Psychology Review. 1984,;4:525-542.
19Bibace R, Walsh ME. Development of children’s concepts of illness.Pediatrics. 1980 Dec;66(6):912-917.
20 Disclosure of the diagnosis to a child with cancer should be individualized to include the child's cognitive ability,
developmental stage, clinical status, and social circumstances. Thus, the stages of disclosure are not based only
on age and children’s cognitive capacities to receive information but also on children’s socio-emotional readiness
to process such information. Therefore, disclosure is an iterative process where each interaction and discussion
between the counsellor and child or caregiver and child takes into consideration the previous one, the information
that was imparted at that time and the child’s processing and understanding of information already provided
before new/ additional information is provided. It may also entail re-iterating and repeating previous disclosure
content, for, young children may forget or still be unclear about what was shared the last time. And this brings us
to the final point about disclosure: that it needs to be centred on the child and child’s needs. According to HIV
literature, there are three stages of disclosure (which can also be adapted in disclosing children about cancer):
o No disclosure (age 0 to 4): when the child is completely unaware that he/ she has been diagnosed with
illness.
o Partial disclosure (age 5 to 9): when the child is aware that he/she has a chronic illness and is taking
daily medications for it/ undergoing treatment.
o Full disclosure (age 10 and above): are capable of receiving full disclosure of illness, with more detailed
information on mortality and other aspects of life affected by illness.

21] jpson M(1994) Disclosure of diagnosis to children with human immuno-deficiency virus or acquired immuno-
deficiency syndrome. J DevBehavPediatr. 15:S61-S65.

2Grubman S, Gross E, Lerner-Weiss N, et al. (1995) older children and adolescents living with prenatally
acquired human immunodeficiency virus infection. Pediatrics. 95:657—663.

BLipson M(1993) What do you say to a child with AIDS? Hastings Cent Rep. 23:6-12.

2American Academy of Pediatrics.Confidentiality in adolescent health care. AAP News. April 1989:9



pain for some time. Few of the children also reported that the pain which they feel is only for
few hours after the procedure.

Table 2 (1): Children’s Pain Reports for Various Treatment Procedures

Pr(_)cedure Reported to be  Most No. & % of Children Reporting Pain (n=30)
Painful
il 4 (13%)
Bone marrow 24 (80%)
VCR 1 (3%)
Injections 2 (7%)
Radiation 2 (79%)

0to 5 level 0
Pain Rating Scale  z-~o10 17 (57%)

0w 13 (43%)

D.6. Parental Issues

a) Over-Protection:

Parental overprotection has also been associated with adjustment outcomes in children with
chronic illnesses. Parental overprotection has been variously defined and conceptualized as
overindulgent, over-solicitous, overprotective, and overanxious parenting®. In the parental
overprotection literature, an overprotective parent is generally described as one who is
highly supervising, has difficulties with separation from the child, discourages independent
behaviour, and is highly controlling?. Based on various studies it is evident that children
raised in an overprotective environment may be at increased risk for anxiety and depression
later in life (e.g., Parker, 1983). Parents of children with a chronic illness, including cancer,
may be over-protective because they perceive their child to be vulnerable as a result of their
medical condition, or because they are attempting to gain control over a complex and
unpredictable medical situation.

During the screening parents were asked “All parents worry when they have sick children. In
your worry/concerns about the child, do you often insist on being with him/her all the time?
Do you tend to restrict his/her activities like not wanting him/her to do too much physical
activity or play, for instance? Do you feel anxious to leave your child alone even for short
duration?”

Table 2(m): Extent of Over- Protection by Parents of Children with Cancer, April-May 2016.

Parent's concerns No. & of parents (N=34)
Low extent 4 (12%)

Overprotection To some extent 23 (68%)
High-Extent 7 (21%)

A majority of 68% of parents reported that they are over-protective to some extent; only a
minority of 12% said that reported to high extent while one-fifth or over 20% parents reported
that they are over-protective to a high extent. One limitation of this data is that these are
parents’ perceptions and reports, which may also be biased and therefore not entirely

%5 | evy, 1931; Parker, 1981; Parker, 1983
%6Thomasgard& Metz, 1999



accurate. However, it is significant that a majority of parents do acknowledge that they tend
to be over-protective.

It is a well-established fact that parents of children with a chronic illness, including cancer,
may overprotect because they perceive their child to be vulnerable as a result of their
medical condition, or because they are attempting to gain control over a complex and
unpredictable medical situation. Recent studies also suggest that parents of children with a
chronic illness manifest more overprotective, controlling, and directive behavior than parents
of children without a chronic illness. Research on overprotection in the context of childhood
illness found that once a child had recovered from an illness and regained his or her
previous capacity for self-regulation and independence, some parents were unable to permit
their child to regain his or her autonomy. These parents retained an overprotective attitude
toward their child long after the child had recovered from his or his illness?’.

However, excessively protective parenting can be problematic, since it restricts the child’s
exposure to age-appropriate independent activities and may create excessive dependency
in the child and even cause children to develop separation anxiety (already discussed in
earlier sections of this report). Further, when parents, due to their over-protectiveness, limit
children’s social activities, children’s social and interpersonal skills are compromised and
may not develop age-appropriately. Limiting physical activity and mobility may prevent
children from developing skills in other areas of child development, such as loco-motor skills
(especially in young children), and cognitive skills (through limited access to avail of
education and learning opportunities); consequently, children’s socio-emotional skills are
adversely impacted as they suffer poor self-esteem and identity issues.

b) Parents concerns and Worries

A key aspect of emotional development in children is learning how to regulate emotions.
Children observe how their parents display emotions and interact with other people, and they
imitate what they see their parents do to regulate emotions?. For example, children more
prone to negative emotions or episodes of anger are deeply affected by hostile and
neglectful parenting, often leading to even more behavioural/ emotional problems. Also,
mental states of parents and care-givers influence the quality of parenting and care-giving
they are able to provide the child with. For instance, a depressed parent is less emotionally
available to a child and less able to respond to a child’s socio-emotional needs than a parent
who is not depressed.

Hence, in order to further understand the child’s emotional and behavioural responses and
examine the quality of parenting and support available to them, a screening of parents was
done, to understand their concerns and worries was done. Major concerns and worries of
the parents with respect to child’s iliness, child’s behaviour, about the disclosure of illness
and the survival chances of the child were elicited (refer table xx for further details) and will
be addressed through interventions for parents at a later stage of the Project
implementation.

During the screening it was observed that almost 94% of the parents reported that they feel
depressed due to the child’s illness, 91% of the parents were concerned about the child’s

’Sameroff&Emde, 1992
28Sheffield Morris, A., Silk, J. S., Steinberg, L., Myers, S. S., & Robinson, L. R. (2007). The role of the
family context in the development of emotional regulation. Social Development,16(2)



survival chances, 70% of the parents were worried about disclosure issues (what to tell the
child about the illness and when to tell the child).

Table 2(n): Worries and Concerns of Children with Cancer, April-May 2016

0, =

Parent's Concerns/ Causes of Negative Emotional States e el v a=e
parents

Child’s lliness 32 94%
Frustrated with child's behaviour/ADHD/temper tantrums. 5 14%
Telling the child about illness/addressing child's concerns and 24 70%
questions- Disclosure issues.
Survival chances of the child. 31 91%
Child’s Future: Will the child be able to lead a normal life( 15 41%
social/education, family).
Care of family/home other siblings 17 47%
Stigma and discrimination in family and society 4 11%
Financial Issues 20 55%

a) Feels Depressed due to child’s iliness
As is a well-known fact, parents are worried and depressed when their children are ill. 32
parents out of 34 (94%) reported that they are depressed by the child’s having the iliness,
and often and feel like crying. Some of the mothers also cried during the interview. Mothers
reported that:
o | often feel very upset and want to cry, but can’t cry in front of my child.
e [ don’t know what to do when | am upset, | just go out and cry.
e He was a very healthy child, never even got fever why did this happen?
¢ Nobody in the family have this disease, why did this happen to my child?
e They have told he will be alright, but I am very worried.

The only 2 parents not worried about the child’s iliness, it was found, were not aware of the
seriousness of the illness/ or even the exact nature of illness their children were diagnosed
with. They also came from remote villages, and were not literate.

b) Frustrations with Children’s Behavioural Issues
Among this group of children 14% of the mothers reported that they found it exceedingly
difficult to manage their children’s behaviour and were therefore very frustrated. The children
of these parents had behaviour problems of temper tantrums and Attention Deficit
Hyperactivity Disorder (ADHD). They reported that:
o | sometimes feel like locking her up and hit her, later feel bad about myself for
thinking like that.
o She is so adamant, if | don’t get her what she wants she screams and sits on the
road, don’t know what to do.
e He is very stubborn, if he doesn'’t get what he wants he will hit me use bad language
in front of everyone.

As explained elsewhere, for children with difficult temperaments and problems such as
ADHD, the illness and treatment procedures/ long hospital stay may increase emotional
dysregulation and compound existing behaviour problems, making them exceedingly difficult
for parents to manage them. Disciplining sick children can be a hard choice for many parents



to make and so parents of cancer-affected children having behaviour problems, oscillate
between guilt and helplessness.

c) Dilemmas of Disclosure

When the parents were asked about their concerns, a majority of them 24 (70%) reported
that they are worried about whether they should tell their child anything about the illness,
what to tell the child about the illness, how to tell, how much to tell, and when to tell. They
were deeply concerned about how children are privy to all kinds of discussions and
information by virtue of over-hearing other caregivers’ and staff's conversations about other
children and their illness; most of these were mothers of children above the age of 8 years,
and were worried about how their children were processing and interpreting what they heard,
including the implications of children picking up bits and pieces of information and applying it
to their own condition, whether or not applicable. They reported that:

o Even if we haven't told anything to our child about the illness, he has heard others
talking.

e Few of the mothers don't understand what to talk in front of children.

e Parents of younger children don’t care about what they are talking, they just discuss
freely about the illness. My son now knows what is cancer, and since then he is
upset.

¢ When we go to OPD children pick up information read signs and they understand.

The importance of planned, systematic processes of disclosure and the implications of not
disclosing or incomplete disclosure have already been discussed. It is evident that disclosure
is not only an issue that pertains directly to children but also forms a major concern and
source of consternation for caregivers. Parents also need to be part of the disclosure
process i.e. through encouraging them to tell children about the iliness, and helping them
provide age-appropriate information to their children at every stage.

d) Concerns about Child’s Chances of Survival

Among the 34 parents 31 of them (91%) of them reported that they are worried about their
child’s survival chances given that the child has been diagnosed with cancer. Even with
advanced treatment and facilities the 5-year survival rate for children with ALL is only around
60-70%. Parents are not confident of the child’s recovery even for a child with good
prognosis as the very word ‘cancer’ spells impending dome for the child. Lack of proper
disclosures methods which involve parents counselling etc. coupled with the lack of
awareness in the parents about the illness results in more anxiety in the parents regarding
their child’s survival chances.

e) Worries about Children’s Future
Around 41% of the parents were concerned about their child’s future--whether their children
would be able to lead normal lives socially, educationally, and family-wise. They were
concerned that:

o Wil my child be able to study and go to school?

e Will he be able to play like other children?

o Will she be able to be normal, just like how she was before the illness?

o Will he be able to get a job in future?

o Will he/she be able to get married and have children?



Concerns about the future are linked to illness prognosis, mortality, relapses, long term
treatment, side-effects of medications, chances in the relationship market (whether a person
with chronic illness will be acceptable in the marriage market). All of these issues form
agendas for parent counselling and psycho-education so that their present anxieties
pertaining to future issues can be alleviated.

f) Care of Home, Family and Other Children
Due to the hospital rule that only female caregivers can be with the children in the ward,
most of the children are accompanied by their mothers and few children are accompanied by
aunts or grandmothers. As mentioned, children have to stay in the hospital for relatively long
periods of time i.e. 4 to 6 months, to complete the course of treatment. Since most of them
were mothers, who are primary caregivers within their families, they were anxious about the
running of the home and family in their absence, and in particular about care of their other
children. 47% of the mothers reported that:
¢ | have a very young daughter she is just 8 months old, | am often worried about
her.
e My father in-law is very sick, he needs hospitalization as we are here we are not
able to attend to him.
e | have 3 other children younger than him, have left them in my relative’s place |
don’t know whether they are taken good care.
¢ | have a younger son who is very adamant and difficult to manage, | don’t know
how my family managing him.
¢ | have never left my children alone even for 1 day, my son is very upset that |
have left him and come here.

g) Stigma and discrimination in family and society

A minority of 4 parents (11%) were worried that their children might be at risk of stigma and
discrimination by the society including school/ extended family/ neighbours. Parents were
concerned that relatives and neighbours might not want their children play or interact with
their own child. They were also concerned that their child might not receive the same
opportunities at school i.e. that in being sympathetic even to the child’s iliness the school
may discriminate against him/her—‘He is sick, don’t take him in sports/cultural activities’.
However, as mentioned elsewhere in this report, the stigma and discrimination issues for
children with cancer are nowhere near what is suffered by children with HIV/AIDS (people
are aware that the latter is a communicable disease, also obtained through sexual routes;
both these make HIV a far more stigmatized disease than cancer).

h) Financial Issues

Even with free treatment provided by Kidwai Hospital, there are other expenses incurred by
families for care of their sick children such as when they buy fruits, juices, other foods
children want to or need to eat. These costs amount to over Rs.200/day. Most of the children
admitted are from low socio-economic strata and thus, almost 55 % of the parents reported
that they had financial problems and many stresses result from this too.

D.7. Children who need further assessments and interventions



Based on the screening done, 17 children (50%) need further assessment and interventions
for various mental health issues. (See Table 7 below).

Table 2 (0): Mental Health Issues of Children Requiring Depth Assessments

Mental Health issues No. of children
ADHD 3
Depression/Adjustment 7
Anxiety 6
Anger aggression 1
Total 17

Findings and Analysis: Children aged O to 6 years

A total of 47 children were assessed aged 0-6 years. Of these, 7 children were aged 0 to 2
years and 40 children were between 3 to 6 years.

Table 2 (p): Demographic Details of Children aged 0 to 6 years, April-May 2016

Total No. of
Age Range Male Female Children
0-2y 6 1 7
2-6y 28 12 40
Total 34 13 47

Developmental Delays and Deficits

In this group of 47 children between ages 0 and 6 years, 39 cases of child mental health
issues were identified. Only 1 child had physical developmental delay, and 2 children had
speech and language delay.

The fact that there were no children with deficits in social development, is interesting
because usually, children with chronic illness/ who are hospitalized, due to isolation, lack of
mobility and limited peer interactions are at greater risk of developing social development
deficits. What might account for this not happening in Kidwai, is that these children are in a
large general ward type of setting. Consequently, they are constantly surrounded by other
children (and adults) and so they have continuous opportunities for play and other social
interactions. Moreover, since all the children are ill with cancer, there is no stigma and
discrimination felt by these children, and thus no risk of social exclusion either.

Table 2(q): Child Development and Mental Health Risks in children aged 0-6 years, April-May
2016

Developmental Domains and Issues Ak of_Cases
(n=39)
Child Physical/ Motor Development 1 (3%)
Development: o
Delays & Spee.ch and Language Development 2 (5%)
Deficits Emotional 27 (69%)
Development
Social Development 0
Cognitive Development 0




Other Child | ADHD 7 (18%)

Mental Health ) .
Risks Learning Problem 2 (5%)

Total No. of Cases 39

*Note: As few of the children have more than one mental health issues. The table shows number of cases, not
number of children.

Table 2 (r): Emotional Problems in Young Children with Cancer

Temper Tantrums 19 (70%)
Separation Anxiety 6 (22%)
Anxiety 2 (7%)
Total No. of Cases 27

What is striking is that a majority of children, nearly 70% of them, have emotional problems.
Of the 27 children (69%) with emotional problems, 19 (70%) children displayed Temper
Tantrums, 6 (22%) of children had Separation Anxiety issues and 2(7%) of children had
begin to show fear and anxiety.

Temper tantrums are one of the most common behavioral problems in younger children.
They become problematic when they are frequent and/or unmanageable by caregivers.
Generally, any experience of illness (even short-term normal childhood illnesses such as
fever and respiratory infections) in young children makes them cranky and easily irritable.
Given that at this age, children’s speech and language abilities are limited or still developing,
their ability to express their pain and discomfort is low and thus leads to greater frustration
and crying.

The caregivers in Kidwai said that temper tantrums took the form of kicking, throwing
objects, shouting, screaming and crying. Such behaviors were noticed mainly a during meal
time and treatment process (which is probably when children feel discomfort and pain). A
few parents reported that temper tantrums had increased after coming to the hospital and
some of them felt that children were learning such behaviors from other children. Parents
find very difficult to manage temper tantrums behaviors and thus their distress and
frustrations are exacerbated.

Parents of children also reported that separation anxiety had increased after coming to
hospital. Some of the behaviors reported were — children always clinging to mothers,
wanting the mother to be with them all the time, even during classroom/ recreational
activities. Separation anxiety in children necessitates primary care, namely mothers (who are
the caregivers in the Kidwai ward) to have to be with their children all the time or as in case
of young children, to carry them around all the time. This is stressful and tiring for the already
over-burdened mothers and adds to mothers’ distress and frustrations. Studies have also
found a strong relationship between the child’s behavioural problem and parents’ depressive
symptoms®,

Child Mental Health Risks

Children screened in the 0 to 6 years age group are very young and still developing certain
abilities and skills, especially in the areas of learning and cognition. Therefore, for pre-
schoolers, the screening sought to assess the risks of children developing learning
disabilities and ADHD. 7 (17.94%) children have been identified with Attention Deficits and
Hyperactivity Disorder (ADHD) risks and 2 (5.1%) of the children with Learning Disorder.

29 Manne SL, Lesanics D, Meyers P, Wollner N, Steinherz P, Redd W. Predictors of depressive symptomatology
among parents of newly
diagnosed children with cancer. Journal of Pediatric Psychology, 1995;20(4): p.491-510



As stated earlier, ADHD is a neuro-developmental disability that in young children manifests
as inattention, hyperactivity and impulsivity, which affect their learning and academics as
well as their social development/ peer relationships. These children require a lot of training/
attention enhancement tasks and structuring of their day and time, all of which are difficult in
a hospital setting, and especially as they are unable to go to school. In such a situation,
children’s ADHD problems could worsen—more so as emotional dysregulation caused by
ADHD is exacerbated by the chronic illness experiences and parents find it hard to set limits
for behaviour and following of daily routines.

Apart from ADHD, there are other issues that cause learning problems in children. 2 of the
parents of young children, who did not report any cognitive deficits in their children, said that
their children are not able to remember rhymes and that they avoid reading and writing. This
indicates that these children may have learning difficulty—either due to under-stimulation
(lack of opportunity to attend pre-school/ to gain readiness skills) or due to anxiety, or a
combination of both; or they might have specific learning disability, which neuro-
developmental disability—but that can only be diagnosed at a later stage, once adequate
learning opportunity and stimulation has been provided to the child.

Children with chronic illness because of long absence from school, illness-induced stress,
constraints on physical and social activities and decreased expectation from the family,
school are at a high risk of learning disorder or difficulties®®. Most of these children have not
had any preschool education. They would be under stimulation for the development of fine
motor and cognitive skills As a result many of them would be likely to develop problem in
readiness skills for reading and writing. In case there is co morbidity condition of ADHD
children may experience greater problems with learning maths, reading and writing?*.

E. Recommendations for Psychosocial Care Interventions

Based on the findings, the needs and concerns reported by children and their caregivers,
below are our recommendations for psychosocial work with hospitalized cancer-affected
children.

E.1. Screening and Identification of Mental Health Problems

With a view to identifying emotional/ behaviour problems & developmental disabilities, all
children admitted to the children’'s ward at the hospital should be screened. It is
recommended that this mental health screening is completed within a week of the child’'s
admission to the ward to allow for initial fears and anxieties to also be considered so that first
level assistance can be provided to allay these fears and enable the child to adapt to the
hospital environment more easily. In addition to identifying any pre-existing/ long-standing
mental health issues (those related to the illness and those that are not), the screening will
also enable speedy identification of a child’s disclosure needs, thereby preventing
exacerbation of anxieties and worries around illness and hospitalization.

E.2. Depth Assessments and Interventions

For those children identified with pre-existing/ long-standing mental health issues (those
related to the illness and those that are not) in the screening process, depth assessments
will be provided. These assessments will elicit details on the onset/ duration/nature of the
child’s problem, developmental history, family history and illness response. This holistic

30 Sexson SB, Dingle AD. Medical problems that might present with academic difficulties. Child and Adolescent Psychiatric Clinics of North America, 1997; 6(3): p.509-
522

31 Anderson, J. C., Williams, S. C., McGee, R., & Silva, P. A. (1987). DSM-IIl disorders in preadolescent children: Prevalence in a large sample from the general
population. Archives of General Psychiatry, 44, 69-76.



understanding of the child’s issues will be used to design the requisite therapeutic
interventions for the child and to provide family counselling.

The nature of interventions provided to the child may consists of: recognizing and
acknowledging (accepting) the child’s emotions, providing reassurance, framing the problem
in such a way as to help the child gain insight/ understanding of the problem and its
consequences, and suggesting to the child certain steps he/she can to reduce the problem.
This last part depends on the problem—for instance, a child with anxiety may be taught
relaxation exercises, or a child with anger issues may be taught anger management
techniques. Play, art and storytelling methods will also be used to assist children with their
problems. A critical part of working with these children would entail illness and disclosure
issues—the NIMHANS team has already developed a few stories that will enable the
disclosure process to occur i.e. for children to understand and make sense of their illness
experience in simple and comprehensible ways.

E.3. Referral to Tertiary Mental Healthcare

While children with mild to moderate problems are assisted through direct intervention and
inputs to the child and parent, others whose problems are more severe, thereby requiring
psychiatric medication and/or in-depth therapeutic intervention (over a longer period of time)
will be referred to the Dept. of Child & Adolescent Psychiatry, NIMHANS. Other than severity
of the disorder, certain other criteria are considered for referral, such as the type of disorder
and/or the context of the problem: children with post-traumatic stress disorder, self-harm
issues, severe conduct symptoms that include violent behaviour would warrant depth
assessments and longer term therapeutic work; also, children in extremely difficult family or
social situations such as those with experiences of loss/grief/trauma, physical and sexual
abuse may also be referred. Psychological testing required especially by children with
intellectual disability and learning problems will also be undertaken at NIMHANS, including
provision of disability certification (useful for school and for any government disability
benefits the child is entitled to).

E.4. Group Sessions for Children

Group sessions for children between age 7 and 15 years, as and when they are available
(given that they have various hospital treatment processes to undergo at different times in
the day), may be conducted with a focus on life skills. UNICEF defines life skills as
“psychosocial abilities for adaptive and positive behaviour that enable individuals to deal
effectively with the demands and challenges of everyday life”. There are a range of skills that
relate to communication, assertiveness, problem-solving, conflict-management, coping with
stress, managing inter-personal relationships and so on. While they are used more in the
context of adolescent work, the NIMHANS Project team has adapted them to fit the needs of
younger children (who form the bulk of the children in the Kidwai ward). The module
developed looks at common themes in children’s lives—such as dealing with anger and
anxiety, responding to bullying, maintaining friendships, staying motivated etc. These
modules, in order to address cancer-affected children’s lives and realities, could be
contextualized for them i.e. address these children’s emotional issues and help them cope in
the context of chronic illness.

E.5. Parent Counselling

Given that parents’ psychosocial well-being impacts the children’s emotions and behaviours,
sessions will be conducted for parents on management of emotional and behaviour
problems, responding to developmental disabilities, and disclosure issues. Emotional issues



will focus on helping parents understand children’s anxieties and how to respond to them;
behaviour management will focus on response to children’s temper tantrums and demanding
behaviours; and prevention and management of developmental disabilities will focus on
enabling mothers to practice early stimulation methods in the hospital set-up and after.



