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Accepted 23 September 2016 treatment in the developed world, few reports of support groups for burn survivors and their

caregivers in the developing world exist. This study records the findings of a support group in
Malawi and provides a qualitative analysis of thematic content discussed by burn survivors
and caregivers.

Keywords: Materials and methods: We established a support group for burn survivors and caregivers from
Africa South of the Sahara February-May 2012 in the burn unit at Kamuzu Central Hospital in Lilongwe, Malawi.
Burns Sessions were held weekly for twelve weeks and led by a Malawian counselor. The group
Malawi leader compiled transcripts of each session and these transcripts were qualitatively analyzed
Psychotherapy for thematic information.

Group Results: Thematic analysis demonstrated a variety of psychological issues discussed by both

survivors and caregivers. Caregivers discussed themes of guilt and self-blame for their
children’s injuries, worries about emotional distance now created between caregiver and
survivor, fears that hospital admission meant likely patient death and concerns about their
child’s future and burn associated stigma. Burn survivors discussed frustration with long
hospitalization courses, hope created through interactions with hospital staff, the
association between mental and physical health, rumination about their injuries and
how this would affect their future, decreased self-value, increased focus on their own
mortality and family interpersonal difficulties.

Conclusions: The establishment of a support group in our burn unit provided a venue for burn
survivors and their families to discuss subjective experiences, as well as the dissemination of
various coping techniques. Burn survivors and their caregivers in Malawi would benefit from
the establishment of similar groups in the future to help address the psychological sequelae
of burns.
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1. Introduction

Burns are a common cause of injury in sub-Saharan Africa,
especially amongst children. An international study of
pediatric burn survivors indicated that the highest incidence
of these survivors is in Africa [1]. Poverty is a significant risk
factor for burns, with 90% of burn deaths occurring in low
and middle income countries [2]. Malawi has a high
prevalence of burn, with one study demonstrating that they
accounted for eleven percent of injuries occurring in
pediatric patients from 0 to 16 years of age presenting to
the emergency department [3] and four percent of all injuries
for patients of any age [4]. In Malawi, burns are most likely to
occur in individuals less than 5 years in age [5], in individuals
with a seizure disorder [6], in the cold season and at evening
time [4]. The majority of patients hospitalized for burns in
Malawi are less than 30 years in age and most burns are due
to scalding [4,5], though burns due to open flame predomi-
nate in patients with epilepsy [5-7].

The mortality rate from burn in Malawi is high, ranging
from 11% in a hospital with a burn unit [8] to 27% in a hospital
without one [4]. The strongest predictor of mortality for these
patients is the total body surface area of the burn. Significant
efforts in Malawi have helped increase the LAS0 (percentage of
body surface area burned that is lethal to 50% of patients). In
the United States, most burn centers have achieved an LA50 of
90% or higher [9]. The LA50 is significantly lower in Malawi.
However, following the establishment of a burn unit at
Kamuzu Central Hospital in 2011 the LAS50 for patients there
rose from 14% to 39% [8].

Despite the surgical and resuscitative advances in Malawi
that have led to decreased mortality and also allowed patients
with larger burns to survive, there has been only minimal
advancement in aiding patients in dealing with the psycho-
logical sequelae of burns, which include loss, griefand changes
in one’s body image. Psychological distress following a burn,
even in individuals without a prior psychiatric diagnosis, is
associated with longer hospitalizations and delayed recovery
[10]. The fact thatburns are most commonin children less than
five years of age in Malawi is also important, since children are
most vulnerable to developing disorders of attachment at this
age, especially during infancy. Preoccupation with body
integrity is a hallmark of children from two and half to six
years of age [11], which also makes burns in this age group
particularly traumatic.

While psychological care, including supportive group
therapy, is a mainstay of burn treatment in the developed
world [11], a review of the literature revealed few reports of
psychological support groups for burn survivors and their
familiesin the developingworld [12,13]. Thoughitlikely affects
survivor recovery, the impact of burns on family members of
survivors is a neglected area of research [14]. Therefore, the
intention of this article is to provide an account of what
appears to be the first recorded support group for burn
survivors and caregivers in Sub-Saharan Africa, outside of
South Africa. We also sought to conduct a qualitative analysis
to determine themes that were most often discussed by group
participants.

2. Methods

2.1.  Establishment of the psychological support group

Our support group was established as a cooperative endeavorby
trauma surgeons (AG and MK), a psychiatry resident (BB) and a
Malawian counselor (MM) in February 2012 in the burn unit at
Kamuzu Central Hospital (KCH) in Lilongwe, Malawi. KCH is a
tertiary care hospital with 600 beds, serving approximately five
million people from Lilongwe and central Malawi. The burn unit
at KCH was created in 2011 and averages between 25 and 40
patient admissions each month [15]. The unit has 31 beds and
treats both adult and pediatric patients, while employing 10
nurses and two surgical clinical officers. The University of North
Carolina Institutional Review Board and the Malawi National
Health Sciences Review Committee granted ethical approval for
this study. Though a majority of patients being treated on the
unit were under the age of five years, the group was open only to
patients age twelve or older due to its thematic content.
Children under twelve were invited to participate in a play
therapy group, which is not reported here. Though patients
younger than twelve were not included in the study group,
caregivers of any patient on the unit, regardless of age, were also
invited to participate. Sessions were held at a set time for an
hour on Thursdays for a total of twelve weeks from February-
May 2012. Patients and their caregivers were personally invited
to attend the group by the group leader or nursing staff. Written
informed research consent was obtained from all group
members. If a participant was under the age of 18, child assent
was obtained along with parental/guardian consent.

2.2 Group process and format

Rather than solely offering medical information, the purpose of
the group was to allow patients and their caregivers to discuss
theiremotions and struggles while findingmutual support from
other group members. Sessions were conducted in Chichewa,
the primary language of the area, and led by MM, a Malawian
counselor who had completed undergraduate training in
counseling.

The counselor usually initiated each session with the
introduction of a topic for discussion. These topics included:
the experience of being in a hospital, the relationship between
psychological stress and patients’ physical recovery, coping
with physical and emotional pain following burns, managing
epilepsy and otherrisk factors for prevention of burns following
hospital discharge, stress management, depression following
burns and benefits from participating in group therapy
sessions. After introducing the topic, the counselor would
speak for 5-10min aboutitin a general manner to help facilitate
group discussion. Formal scripts for each session topic were not
prepared. Following examination of these particular topics by
the counselor, the group was opened up for general discussion
in an unstructured manner.

2.3.  Data analysis

Descriptive data concerning participants was collected and
stored in a Microsoft Excel spreadsheet. Data were analyzed



using Stata 12.0 (Stata Corporation, College Station, Texas,
USA). Fisher’s exact tests and Student’s t-tests were used to
assess for differences between study participants and eligible
patients on the unit who declined or were not asked to
participate. However, this investigation was primarily de-
signed to be an exploratory qualitative study of a supportive
group therapy intervention. Transcripts were compiled by MM
based on notes taken during and after each support group
session. These transcripts form the basis of our data analysis.
Transcripts included issues brought up by group participants,
aswell as direct quotes. They werereviewed by two individuals
(MM and BB) and analyzed using thematic analysis [16].
Transcripts were then coded using the open coding technique
to search for recurring themes in subject matter. The themes
coded by eachreviewer were then compared and those themes
on which both reviewers agreed are included in this analysis.

3. Results
3.1.  Participant characteristics

Thirty six patients who were 12 years of age or older were
treated in the burn unit during the study period and eligible to
participate (Fig. 1). Eighteen of these patients (6 female and 12
male) participated in group sessions. Twelve patients declined
to participate in the sessions, with eight (67%) stating that they
felt too unwell to participate, two (17%) stating that they did not

think the group would be helpful and two (17%) others declining
for unknown reasons. Patients participating in the group were
24 +9years (range 1245 years) in age. There were no statistically
significant differences in characteristics between patient
participants and eligible patients who declined to participate
or who were not asked to participate (Table 1).

Forty-eight caregivers (35 female and 13 male) participated
in the study and had a mean age of 34+12years (range 19-63
years). An additional twenty-one caregivers were approached
to participate, but declined to do so, with 10 (47%) stating that
they would rather spend their time with the family member
who was a patient and was not participating in the group, five
(24%) stating they did not think the group would be helpful and
six (29%) declining for unknown reasons.

The mean number of participants during each group
therapy session was 13 (range: 5-23), which included 4+2
patients and 945 caregivers. The mean number of sessions
attended was 3 (range 1-6) for patients and 4 (range 1-8) for
caregivers. Cessation of attendance was most frequently due
to the patient being discharged (10 patients, 56%) or the patient
dying (3 patients, 17%). Two patients (11%) discontinued
attendance due to not feeling well enough to continue, and
three patients (17%) discontinued for unknown reasons.

Thirty one caregivers (65%) discontinued participation after
the patient they were caring for was discharged or died. Our
data recording process did not differentiate between whether
the caregiver reason for discontinuation was patient discharge
or death. Twelve caregivers (25%) discontinued attendance

102 burn patients
admitted during
study period

36 patients eligible

66 patients not
eligible due to being
<12 yearsin age

30 patients invited
to participate in
study

6 patients not asked
to participate for
unknown reasons

18 patients agreed
and participated

12 patients declined
to participate

(8 felt too unwell, 2
did not think group
would be helpful and
2 declined for
unknown reasons)

Fig. 1 - Study enrollment flowchart.



Table 1 - Demographic and clinical characteristics of participants and non-participants.

All eligible patients on Group Group non- Statistical
unit (36) participants (18) participants (18) significance®

Age in years (Mean+SD) 29+16 24+9 34+19 0.07
Female (%) 11 (31) 6 (33) 5 (28) 1.00
Male (%) 25 (69) 12 (67) 13 (72) 1.00
Type of burn—flame (%)* 22 (61) 13 (72) 9 (50) 0.31
Type of burn—scald (%)* 13 (36) 5 (28) 8 (44) 0.31
% Total Body Surface Area Burned 21+24 19+17 22430 0.75
(Mean+SD)

Underwent surgical procedure (%) 18 (50) 11 (61) 7 (39) 0.32
Disposition—discharged (%)* 28 (78) 15 (83) 13 (72) 0.69
Disposition—died (%)* 7 (19) 3(17) 4(22) 0.69

@ Percentages for these variables do not total to 100% due to missing data.
Y Fisher’s exact test for categorical variables and Student’s t-test for continuous variables.

due to having to return to work or other duties outside the
hospital, and five caregivers (10%) discontinued for unknown
reasons.

3.2.  Thematic analysis of session content

Analysis of the group leader’s transcripts revealed several
themes that were recurrently discussed by participants. These
are discussed below, along with direct participant quotes that
demonstrate the thematic material. For caregivers, the most
common subject themes were:

e guilt and self-blame related to their children’s injuries,
how this guilt created an emotional distance between them
and the patient,

fear that being admitted to the hospital meant that their
children would likely die,

concerns about the future of their child and the stigma
associated with burn scars.

The following quotes exemplify some of these themes:

e One mother of a pediatric patient stated, “It is my fault my
child is here. I feel as though I was not caring for him
properly. What will his future be like with all these scars?
Will he have emotional problems? These questions keep
repeating in my mind.”

One father of a pediatric patient admitted, “I am angry at

myself, but I know this is not good for my daughter.  know

this sends a message of no hope to her. That will only make
her pain worse.”

e Another motherreported, “When my child was burned and
the clinical officer [at the clinic] directed us to KCH, I was
fearful that he would die. Only people who are very ill go
there. Since being here though, the nurses have given us
hope and we have seen the medications do good things.”

Patients discussed the following subject themes:

frustration with long hospitalization courses,
the hope that interactions with nurses and other staff
members instilled,

the link between their emotional state and physical
recovery,

struggles with rumination about their injuries and the
impact on their future,

decrease in self-value,

being more cognizant of their mortality following the
burns,

interpersonal difficulties with family members.

The following are quotes from some patients in the group:

One man admitted, “The fear of death was overwhelming. I
could not move past it.”

An adolescent patient stated, “It is difficult to manage this
stress by myself. Now my mother has left for home to
attend to my brother, who is psychotic. This situation has
removed a large part of meaning from my life. I cannot do
this alone.”

One female patient observed, “I have realized that thinking
about this too much makes my pain grow and my overall
condition worse.”

Group members provided one another with a variety of

coping mechanisms, which included:

maintaining a close emotional relationship with their
children during this time [for caregivers],

returning to the support group sessions,

talking openly about their feelings with friends and family,
relaxation techniques such as breathing exercises, think-
ing about positive aspects of their lives and praying/
spiritual practices.

Related quotes include:

One patient offered, “The best way I have found to deal with
this stress it to keep speaking with your friends and
guardians. You should also develop a network of rela-
tionships within the burn ward.”

One patient stated to another, “You should accept the fact
that things can change and focus on your situation now.



Allow God to take control of your life.” Another added, “Put
your suffering in the hands of almighty God.”

When questioned about their experiences in the group,
members felt it was beneficial to see that others were suffering
in situations similar to their own and to learn about how to
maintain psychological wellbeing and manage stress. They
also reported increased comfort in talking about burns, as well
as reduced fears of the hospital environment and greater
valuing of the importance of social support when dealing with
challenging health situations.

e One mother of a patient stated, “This is the first time since
comingto this ward thatI have seen patients and guardians
from different families come together to share experiences
and learn from one another. I think this has value. I am
worried though that we have not been told of any
counseling for after discharge.”

4, Discussion

This study demonstrates the first look at a psychological
support group for caregivers of patients with burns in Sub-
Saharan Africa, outside of South Africa [13]. Our support group
was unique in that it also included patients. The psychological
effects of burns on pediatric patients are well established. Two
factors are related to psychological and social adjustment,
which are the quality of family and social support that a
patient receives and the willingness of the patient to take
social risks. Poor prognostic factors include social shyness,
learned dependence on family members, impaired family
cohesion and high family conflict [17]. All of these factors are
ones that can be addressed in the setting of a support group
such as ours.

Given the complex needs of burn patients, hospital staff
members are often unable to talk with family members other
than to provide clinical updates and information about the
treatment plan [18], which led to the establishment of the first
recorded support groups for family members of burn patients.
Itis important to address the needs of family members of burn
patients (especially parents in the case of child patients), to
decrease psychological morbidity. It is known that the
prevalence of depression in mothers of burned children
exceeds that of the general population [19]. In a South African
family support group, it was reported that blame and guilt of
mothers is the most prominent theme because they are
usually blamed for the child’s burn [13]. This is important not
only for the health of the mother, but also the psychological
recovery of the patient. Emotional distress in mothers of burn
patients is associated with impaired psychosocial adjustment
in adolescence for burned children [20]. Themes discussed in
our support group by caregivers were similar to those reported
elsewhere and included guilt and self-blame of parents [13], as
well concerns about the future of their child and the stigma
associated with burn scars [18]. Group members were also
exposed to a variety of coping mechanisms that may be useful
for them, such as maintaining close relationships between
caregivers and patients, performingbreathing exercises, being

more emotionally open with others and conducting spiritual
practices.

Given our hospital’s limited resources, our support group
also allowed for the inclusion of patients (some of whom were
adolescents) in addition to caregivers. Psychological distress
following a burn is associated with delayed physical recovery
in patients and longer hospitalizations as well, primarily due
to poor adherence and discharge issues [10]. Patients in our
group discussed concerns about how their self-value had
decreased due to their injury, how their future would be
affected and how the experience of beingburned had led them
to think much more about their mortality. By addressing
psychological distress in the setting of a support group, as we
have done, patients may be able to decrease the amount of
time they spend in the hospital following a burn through
increased treatment adherence.

Previous research has shown that adolescent participants
in burn support groups cited defining how one copes with
being burned, meeting others who had similar experiences,
expressing feelings about having been burned and learning
new coping skills [21] as the most common benefits of
participating in a support group. Themes of psychological
growth reported by support group members include accep-
tance of self, perspective change, value of community, and
reciprocity [22]. The facilitation of community and develop-
ment of relationships with other group members have also
been reported as particularly useful benefits of participation.
Patients in our group noted the benefit of returning to the
group each week and the value of having a community in the
hospital to share their thoughts openly. The small sample size
and short time frame is a limitation of our study. Due to having
a limited number of study staff, there were also difficulties in
inviting all eligible participants to participate and with
obtaining complete data about participants and non-partic-
ipants. Our study would also have benefited from audio
recordings of each session to make our thematic analysis more
accurate. Unfortunately, due to financial considerations the
group was not able to continue past the study period. However,
given the findings of this study, it is evident that a need for
groups like this exists for patients receiving burn care in
Malawi and their family members. In the future, it would be
beneficial to conduct a study comparing patients and care-
givers randomized to participate in a support group to those
who were not, to see whether depressive and anxiety
symptoms are improved following group participation, as
well as length of patient hospitalization.

5. Conclusions

Burns pose a serious threat to an individual’s physical, as well
as psychological wellbeing. As burn care becomes more
comprehensive in the developing world, more attention is
now being paid to the psychological treatment of burn
survivors. It is also important to address the psychological
health of caregiversin this setting, since most burn victims are
children and their recovery is heavily influenced by the
wellbeing of those caring for them. The establishment of a
support group in our burn unit provided a venue for burn
survivors and their caregivers to discuss subjective



experiences, as well as the dissemination of various coping
techniques. Future investigation should focus on assessing
quantitative changes in mood and anxiety symptoms in group
participants as measured by appropriate symptom scales and
whether group participation is associated with decreased
length of hospitalization.
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