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CHAPTER ONE
1.1
General Introduction
Neurodevelopmental Disability
Neurodevelopmental disability remains a significant global public health issue (World Health
Organisation, 2008). While children with disabilities can lead fulfilling lives, for many,
disability is linked with minimal development and social participation, with poor educational,
health and employment outcomes (Department of Work and Pensions, 2013).
Definition of neurodevelopmental disabilities
The European Union defines neurodevelopmental disabilities as deficits in the functioning of
the brain that affect a child’s behavior, memory or ability to learn, such as mental retardation,
dyslexia, attention deficit hyperactivity disorder (ADHD), learning deficits, and autism
(European Union, 2003). Solarsh and Hofmann define neurodevelopmental disabilities as
dysfunctions of the developing nervous system that is evident during infancy or childhood as
developmental delay or as limitations of functions in one or more of various domains,
including cognition, motor performance, vision, hearing, speech, and communication (Solarsh
& Hofmann, 2006).
A more globally accepted definition which is in line with United Nations (UN) Convention on
the rights of persons with disabilities and the International Classification of Functions,
Disability and Health (ICF) defines neurodevelopmental disability as an interaction of
individuals’ impairment and conditions of the context in which they live (United Nations,
2008; World Health Organisation, 2002). One implication of this definition is that any attempt
to improve the situation for children with disabilities and their families through service
provision and other means needs to be based on an understanding of children’s individual
conditions, the environment in which they live, and on the dynamic relationship between
these two facets. The ICF classification integrates the medical and social models of disability
to provide a more comprehensive biopsychosocial model of disability. The biopsychosocial
model recognizes that disability results from the interaction of the health condition and the
environment. In this thesis “disability” is described from the ICF model of disability.
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Figure 1.1: ICF model of disability (WHO, 2002)

Prevalence of neurodevelopmental disability
The prevalence of children with neurodevelopmental disabilities varies in different parts of
the world. The Global Burden of Disease estimates that 93,000,000 (5%) with moderate to
severe disability (World Health Organisation, 2008). A recent literature review conducted in
middle-and-low resourced countries estimated child disability prevalence from 0.4% to 12.7%
(Maulik & Darmstadt, 2007).
Estimates of prevalence vary depending on the diagnostic criteria used. Using the broader
Diagnostic and Statistical Manual of Mental Disorders IV (DSM-IV), it is estimated that 39% of school-aged children and young people have some form of neurodevelopmental
disability. The narrow criteria of International Classification of Disease 10 (ICD-10) suggest a
prevalence of 1-2% (NICE, 2008). The world disability report estimates a prevalence of 12%
for high-resource countries and 18% for low-resource countries (World Health Organisation,
2011). These estimates are based on the World health survey, a face-to-face household survey
conducted during 2002-2004 in 59 countries. The conceptual framework and functioning
domains for this survey came from the ICF (World Health Organisation, 2002, 2007).
Neurodevelopmental Disabilities in sub-Saharan Africa
Neurodevelopmental disabilities are important public health issues for children in subSaharan Africa that need to be addressed (Davidson, Durkin, & Khan, 2003). This has
become increasingly essential due to the decrease in infant mortality in the last few decades.
Neurodevelopmental disability in children can lead to poor health status, and increase the risk
2

of death resulting from a range of potential mechanisms. Such children may be less likely to
receive appropriate preventive and therapeutic health interventions (Durkin, Zaman, &
McConachie, 1998). The lack of therapeutic interventions could lead to major caring burdens
to caregivers of these children.
Neurodevelopmental disabilities are usually caused by biological factors. They include
genetics, fetal infections and birth asphyxia. In low-resource environments, the primary cause
of neurodevelopmental disabilities is adverse health, social and environmental conditions,
such as poverty, infections, poor nutrition, and social deprivation during critical years of early
brain growth and development (Solarsh & Hofmann, 2006). For instance, mothers living in
poverty are more likely to have babies who are premature, have low-birth weight, are growth
retarded and experience behavioral deficits (Bradley, Corwyn, & Whiteside-Mansell, 1996).
After birth, poverty can lead to inconsistent parenting (Richter, 1994; Richter & Griesel,
1994), little nutritional intake, inadequate healthcare, lack of adequate cognitive stimulating
materials (Bradley & Corwyn, 2002), and family misunderstandings (Evans, 2004).
Existing literature has shown that cultural beliefs and community practices have a major
impact on neurodevelopmental disabilities (Helander, 1995). This is because some
communities view neurodevelopmental disability as a social category in which the individual
is unable to meet the culturally specific standards and fill the role of a normal integrated
community member (Ingstad & Whyte, 1995). In such communities, perceptions of
neurodevelopmental disability could be significant determinants of type of treatments sort by
caregivers (Danesco, 1997; Dicken, 2006).
However, there is limited literature discussing caregivers’ understanding of disability in
Africa. A study conducted in South Africa explored the knowledge, attitudes and beliefs of
South African caregivers of children with disabilities (Masasa, Irwin-Carruthers, & Faure,
2005). This study revealed that South African caregivers held both traditional and biomedical
beliefs but generally lacked information on the causes of disability. The results of this study
emphasized the need for service providers to be sensitive to the culture, values, beliefs, and
expectations of clients in rehabilitation service delivery. Cooperation between service
providers and traditional healers was highlighted as a beneficial factor to knowledge transfer.
Other studies in low-resource settings have revealed that caregiver’s beliefs and mode of
health practices, either biomedical or traditional may influence treatment seeking behaviors.
In Bangladesh, traditional beliefs on causes of disability include possession by ghosts and evil
spirits (Shaheen & Rahman, 2002). Traditional treatment was sought through spiritual or
village healers, and involved application of massage oils and wearing of talisman. On the
other hand, biomedical beliefs and practices involved visiting health facilities with legally
approved practitioners of modern scientific medicine (Shaheen & Rahman, 2002). A study in
Turkey revealed that caregivers of children with disabilities who perceived disability as a
result of traditional cause were more likely to seek traditional intervention, as opposed to
those who perceived a biomedical cause as they would seek medical attention (Dicken, 2006).
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Other studies have found that caregivers of many cultures hold dual biomedical and
traditional beliefs concerning the nature and cause of disability, which may lead them to seek
multiple treatments (Hosain, Hasain, Ganguly, Chatterjee, & Atkinson, 2005; Ingstad &
Whyte, 1995; Kleinman, 1980). Conversely, other caregivers may not perceive biomedical
intervention as effective or even essential, or may not perceive their child as disabled
(Crabtree, 2007; Dicken, 2006; Hasain & Chatterjee, 1998). For those who believe in
reincarnation, they perceive their child’s condition as temporary (Danesco, 1997) and may be
less likely to seek treatment for their child.
Caregiving Burdens of Neurodevelopmental Disabilities
Lack of early intervention of neurodevelopmental disabilities on infants has negative
implications on caregivers. Although caregiving is a normal part of being a parent of a young
child, this role takes on an entirely different significance when a child experiences functional
limitations and possible long-term dependence. Within different cultures the interpretations
and reactions to the birth of a child with a disability vary greatly. It can be interpreted as a
punishment from God for wrong-doing (Black, 1981). Such misinterpretations lead to sociocultural constraints and possible emotional distress to caregivers (Green, 2007).
Children with neurodevelopmental disabilities generally have special health care needs.
Caregivers with such children have high levels of family finance-related problems (Kuhlthau,
Hill, Yucel, & Perrin, 2005). Therefore the provision of such care may prove detrimental to
the physical health, cognitive functioning and the psychological well-being of caregivers
(Hassall, Rose, & MacDonald, 2005; Johnson, 2000; McConkey, Truesdale-Kennedy, Chang,
Jarrah, & Shukri, 2008; Raina et al., 2005).
Rehabilitation Services
The UN Convention of the rights of persons with disabilities (Article 1) defines disability as a
human rights issue and not one related to health conditions (United Nations, 2008). The
convention clarifies the right of disabled people and their families not only to access health
services but also to education and employment opportunities and all mainstream services and
events (Articles 24, 25, and 27). The convention states that these should be accessible for all
people regardless of their level of functional capacity (Article 9). It also highlights disabled
people’s rights to special services when these are required and emphasizes the need for these
services to be available in local communities (Article 26).
In contrast, many of the services that do exist in sub-Sahara Africa for persons with
disabilities and their families are dominated by medical conceptualizations. The services
consider disability as a predominantly medical issue, using disease related labels around
which they plan medical interventions, with an “expert” typically making decisions on behalf
of the disabled person and their family. Such initiatives seek to ‘normalize’ or cure the people
concerned (Mpofu & Harley, 2002). But in low-resource countries where poverty,
sociopolitical unrest, socioeconomic imbalance and poor infrastructure combine to cause
4

impairment leading to disability, health-related rehabilitation tends to have significant
limitations.
The primary issues faced by people with neurodevelopmental disabilities and their caregivers
in sub-Sahara Africa are not only their limitations in everyday functioning but also social
stigma (Corrigan, Markowitz, Watson, Rowan, & Kubiak, 2003), reduced access to resources
and high levels of poverty (DFID, 2004) that limit their full potential. Structures to promote
persons with disabilities’ inclusion and access to mainstream life include specialized
rehabilitation services and other social support, but it is not known what proportion of persons
with disabilities require such services and support nor what proportion actually receive it.
Such facilities are often very scarce in countries with low-resources, particularly in
community settings (Haaig, Im, Adewole, Nelson, & Krabek, 2009).
In Kenya, there is no integrated documentation of the rehabilitation services within the
country. However observation of the situation shows that provision of services for
approximately 1.7 million people with disabilities in Kenya is unsatisfactory (Bunning, Geere,
Gona, & Hartley, 2007). The available service provision is limited to county hospitals mainly
located in the urban centers. The health centers and dispensaries in the rural areas do not offer
any special services or support for persons with disability. Additional services and support are
offered by Non-Governmental Organizations and Community-Based Organizations, although
these tend to cover small populations in selected areas. Some of the organizations include
educational and assessment resource centers (EARC) mainly involved in the assessment and
referral of children to special needs programs. The association of the physically disabled of
Kenya (APDK) offers rehabilitation and orthopedic appliances to children and adults.
In sub-Saharan Africa, the burdens of caring a child with neurodevelopmental disability fall
on the hands of the caregiver. No substantial research work has been conducted to explore the
lived experiences, caring challenges and coping mechanisms these caregivers apply and what
treatment options they seek for their child with a disability. This thesis attempts to address
these issues.
Research questions
The studies which this thesis is based on set out to answer the following questions:
1. What are the challenges of caregivers of children with neurodevelopmental disabilities
on the Kenya Coast, and how do they cope?
2. What do caregivers perceive as possible causes of autism spectrum disorder, and what
treatment options do caregivers seek for?
3. What are the possible intervention approaches applicable in this setting?
Aims of the project
General aim
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The general aim of this thesis is to explore and describe lived experiences, perceived causes
and treatment options amongst caregivers of children with neurodevelopmental disabilities on
the Kenyan coast, and determine appropriate intervention approaches.
Specific aims for the six papers
Chapter 2 (Paper I): To explore the lived experiences of caregivers of children with
neurodevelopmental disabilities.
Chapter 3 (Paper II): This study investigates the challenges and coping strategies of caregivers
of children with autism spectrum disorder on the Kenyan Coast.
Chapter 4 (Paper III): This study explored perceived causes and treatment options of autism
spectrum disorder on the Kenyan Coast.
Chapter 5 (Paper IV): The study described the effects of physiotherapy treatment in an
institutional based setup.
Chapter 6 (Paper V): This study was conducted in order to explore the applicability of a
home-based intervention utilizing caregivers as the agents of change.
Chapter 7 (Paper VI): This study set out to determine the degree of functional change after the
application of a home-based intervention.
Chapter 8 discusses the general outcomes of the study papers presented in this thesis and
draws general conclusions and implications of the results.
1.2 Methodological Framework
The studies included in this thesis used predominantly qualitative research methods with
limited statistical analysis. Qualitative research is a generic term for investigative
methodologies described as ethnographic, naturalistic, anthropological, or participant observer
research (Bogdan & Biklen, 1992). It emphasizes the importance of looking at study
participants in their natural setting. Detailed data are gathered through open-ended questions
that provide direct quotations. The interviewer is an integral part of the investigation (Smith,
1998). Qualitative methods of individual interviews and focus group discussions were chosen
for the following reasons:
i.
ii.

There is little published work in this area, requiring an exploratory design for which
qualitative methods are best suited (Strauss & Corbin, 1990).
Qualitative research seeks to maximize the use of context as a means of locating lay
knowledge, understanding and subjective meaning (Popay, Rogers, & Williams,
1998). Qualitative methods make contextualized research and knowledge production
possible.
6

iii.
iv.

Qualitative methods allow culturally sensitive interpretations of data (Ekblad &
Baarnhielm, 2002; Greenhalgh, 2001).
Qualitative methods especially focus group discussions allow researchers to gain
access to communication that people use in day-to-day interaction when talking about
issues related to health and illness.

The most essential and challenging features of qualitative methodology are: first, data are
analyzed in all their wealth of detail while adhering as close as possible to the form in which
they are recorded or transcribed (Bogdan & Biklen, 1992). Second, the qualitative researcher
is concerned with process rather than simply outcome and product (Baarnhielm, 2000). .
Qualitative research is particularly useful when describing a phenomenon from the
participants’ perspective, but requires the researcher to continually distinguish between the
other's world and his/her own (self-reflection). By learning about the perspective of the
participants, qualitative research illuminates the dynamics of a situation that are often
invisible to the outsider (Baarnhielm & Ekblad, 2000).
1.3 Study Site
Research work for this thesis was carried out on the Kenya Coast, specifically in two
counties: Kilifi County and Mombasa County (figure 1. 2), formally called Kilifi and
Mombasa Districts.
Figure 1.2: Study site of the project
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Kilifi County
Based on the Kenya Population and Housing Census, Kilifi County has a population of
1,109,735. It covers an area of 12,245.90 km2 (Government of Kenya, 2009). Poverty in Kilifi
manifests itself in the inability by the majority of the population to access basic needs due to
geographical, economic, and socio-cultural barriers. Out of the 1,109,735 people in Kilifi,
65% can afford to have a meal, and 43.% are destitute meaning that they cannot meet the
minimum food requirements even after spending all their income on food alone (Government
of Kenya, 2009). In terms of sex, 45% of the poor are male and 55% are female. Factors that
contribute to the poverty in Kilifi include climatic conditions, low levels of education, and
land ownership. Accessibility of health services is low with 57% of the population living
more than 5km from the nearest health facility. The doctor patient ratio stands at 1:100,000
which in itself is a manifestation of staff shortages in the county (Government of Kenya,
2009).
The main communities residing in Kilifi County include seven Mijikenda sub-groups
(Giriama, Chonyi, Jibana, Kambe, Kauma, Rabai, and Ribe), the Bajuni, Swahili, and people
of Arab, Indian, and European descent who have permanently settled in the county. There are
other Kenyan communities who have also settled in the county because of their employment
or for purposes of doing business. Over time, these people have had close interactions with
each other, and fostered the Swahili culture and language. Most of the people in Kilifi County
are either Christians or Muslims, though other smaller religious communities exist.
Mombasa County
Mombasa County is located in Coastal Kenya and borders Kilifi County to the North, Kwale
County to the South and the Indian Ocean in the East. It has a population of 939,370 and
covers an area of 291km2 (Government of Kenya, 2009). Mombasa has a population density
of 4,289 inhabitants per km2. Mombasa County is urban with a poverty level of 38% and a
literacy level of 86% (Government of Kenya, 2009). The predominant inhabitants from the
county are from the nine Mijikenda sub-groups (Giriama, Chonyi, Jibana, Kambe, Kauma,
Rabai, Digo, Duruma, and Ribe), the Swahili, and the Arabs. Islam is the main religion,
though Christianity and other religions are practiced.
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CHAPTER TWO
Caring for Children with Disabilities in Kilifi, Kenya: what’s the caregiver’s
experience?

Joseph K. Gona, Victor Mung’ala-Odera, Charles Newton, Sally Hartley. (2011). Caring for
children with disabilities in Kilifi, Kenya: what’s the carer’s experience? Child: Care, Health
& Development; 37 (2), 175-183.
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Abstract
Background: Caregivers of children with disabilities have highlighted their feelings of
discrimination, stigma and exclusion in many domains of their lives. There is little research
from Africa addressing these issues. This study investigated the challenges encountered by
these caregivers and the mechanisms of coping with these challenges while caring for children
with disabilities in a poor rural setting in Kenya.
Methods: Thirty-five in-depth interviews were conducted with 20 caregivers, 10 community
members and 5 primary school teachers. Ten unstructured observations were also conducted
in home environments to observe mechanisms used in meeting the needs of the children with
disabilities. All interviews were tape-recorded, transcribed and translated from the local
dialect. Note-taking was performed during all the observations. Data were stored in NVivo
software for easy retrieval and management.
Results: The arrival of a child with a disability severely impairs the expectations of
caregivers. Hospital staff underestimates caregivers' emotional distress and need for
information. Fear of the future, stress, rumor-mongering and poverty are encountered by
caregivers. As caregivers grapple with lost expectations, they develop positive adaptations in
the form of learning new skills, looking for external support and in some cases searching for
cure for the problem. For their emotional stability, caregivers apply spiritual interventions and
sharing of experiences.
Conclusion: Despite the challenges faced by the caregivers, values and priorities in
adaptation to the challenges caused by the child's disability were applied. It is recommended
that these experiences are considered as they may influence programs that address the needs
of caregivers and their children with disabilities.
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2.1 Introduction
In the West, caregivers of children with disabilities have repeatedly highlighted their feelings
of discrimination, stigma and exclusion (Corrigan, Markowitz, Watson, Rowan, & Kubiak,
2003; Huffstutter, Bradley, Brennan, Penn, & Rosenzweig, 2007; Rosenzweig & Huffstutter,
2004). There is little research from Africa addressing these issues. Studies from Uganda
reveal that caregivers of children with disabilities, who are mainly mothers or grandmothers,
feel stress manifested as physical ailments, isolation and they complain of insufficient time
for other household chores (Bwana & Kyohere, 2001; Hartely, Ojwang, Baguwema,
Ddamulira, & Chavuta, 2005) Caregivers of children with hearing or speech deficits face
specific challenges of a breakdown in communication because of inadequate knowledge in the
use of signs ((Hartley et al., 2005).
Existing research has shown that caregivers of children with special needs undergo strain
because of unusual demands that include disrupted family and social relationships,
exhaustion, financial difficulties, guilt and parenting distress (Angold et al., 1998; McDonald,
poertner, & Pierpont, 1999; Yatchmennoff, Koren, Friesen, Gordon, & Kinney, 1998).
Although not much has been reported on the economic consequences of caring for a child
with disability, there are few studies that have examined direct costs of care, and the indirect
effects on families’ financial position. Families with children who have mental health
conditions have reported substantial costs incurred by treatment (Burns et al., 1995; Ringel &
Sturm, 2001). Outpatient care accounts for most of the expenditure by the families. The
indirect costs include limited career aspirations and time diverted from the ordinary activities
of daily living to the needs of the disabled child (Lynch, 2007; Scott, Knapp, Henderson, &
Maughan, 2001).
The association between care-giving and negative health outcomes has been investigated in
many Western studies. In a study conducted in Canada, Cadman established that parents of
children with disabilities were more likely to experience depression and distress than parents
of children without disabilities (Cadman, Rosenbaun, Boyle, & Offord, 1991). Dyson in a
study in USA reported significant increased parental stress in parents of children with
disabilities (Dyson, 1993). These were also found to be pessimistic with regard to their future
(Dyson, 1993). In another American study of mothers of children with disabilities, poor
emotional and physical health was reported, further, the mothers experienced greater demands
on their time by the child (Dunst, Trivette, & Cross, 1986).
Similarly, other studies have reported that mothers of children with disabilities had more
difficulty caring for their children and felt lack of time for themselves because of increased
daily demands associated with the caring for a child with a disability (Friedrich & Friedrich,
1981; Gowen, Johnson-Martin, Goldman, & Appelbaun, 1989).
Evidence suggests that there is considerable variation in how caregivers adapt to their caregiving demands (Rosenzweig & Huffstutter, 2004; Solomon, Pistrang, & Baker, 2001; White
& Hastings, 2004). Contextual factors such as socio-economic status, severity of disability
11

and behavioral problems of child, social support and coping strategies have been associated
with psychological and/or physical outcome (Angold et al., 1998; Brannan, Heflinger, &
Bickman, 1997; McDonald et al., 1999; Trivette, Dunst, & Hamby, 1996). A number of
studies from Western countries have shown that spousal support or satisfaction with marital
relationship is associated with lower levels of stress in parents of children with disabilities
(Herman & Thompson, 1995; Kazak & Marvin, 1984; Sloper, Knussen, Turner, &
Cunningham, 1991). Support from extended family members, especially grandparents has the
potential of helping parents cope a disability (Hastings, 1997).
In Africa, the phenomenon of extended family is disintegrating because of many causes
including poverty and HIV/AIDS pandemic (Hartely et al., 2005). However, informal sources
of support such as friends and religious groups and the use of respite care service accorded to
caregivers have been associated with reduced stress in caregivers of children with disabilities
(Chan & Sigafoos, 2001; Hartely et al., 2005; Hastings & Johnson, 2001; Salovita, Italianna,
& Leinonen, 2003; Smith, Oliver, & Innocent, 2001). But caregivers have reported reduced
availability of these informal sources of support when the degree of disability in the child is
severe (Shin & McDonaugh, 2008).
High levels of family cohesion and togetherness has been identified as an important coping
mechanism (White & Hastings, 2004). In Africa, ethnic and cultural bonding has been
highlighted in different societies. The strength of the African societies lies in their
cohesiveness and supportive nature in all aspects of life. However this cohesiveness has been
compromised because of the collapse of traditional systems coupled with social inequality
existing in most African communities (Nduati, 1995).
Building relationships with others in a similar situation has been identified as a key indicator
of coping ability among caregivers (Solomon et al., 2001). Kagan and colleagues found out
that participation in community-based peer support networks may bring enrichment and a
sense of psychological belonging to the lives of parents of a child with a disability (Kagan,
Lewis, & Brennan, 2008). Several societal trends that include the shift from institutional care
to community and home-based care, and the growing interest in family centered services have
led to the growing interest in support groups. This paradigm shift has not been practical in
African communities, for reasons outlined below.
Studies in Uganda and Kenya have revealed that disability is still perceived as a curse,
punishment from God for wrong doing, or work of evil spirits (El Sharkawy, Newton, &
Hartely, 2006; Gona, Hartely, & Newton, 2006; Hartely et al., 2005). This has resulted in
parents hiding their children with disabilities for fear of isolation, segregation or
discrimination.
The perception of disability in some African communities has stereotype and negative
implications to the caregivers. The physical and psychological consequences during their
caregiving processes, and their adaptive coping strategies applied have not been explored indepth in African communities. This impairs the development of disability intervention
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programs for children with disabilities because interventions based on caregivers’ experiences
would have the potential of facilitating support and engagement of the community. This study
investigated these experiences in a rural African community with the purpose of identifying
important issues to inform effective interventions to support families with children who have
disabilities.
2.2 Design and methodology
Study design
We employed a qualitative phenomenological approach to explore the lived experiences of
caregivers of children with disabilities. The focus of the study was on the challenges and
coping strategies. In-depth interviews and unstructured observations were conducted.
The study addressed two research questions:
1. What challenges do caregivers of children with moderate and severe disabilities in
Kilifi face?
2. How do they cope with these challenges?
Sample size determination and sampling procedure
Children for the study were selected from 104 children identified in a house-to-house
neurological survey of children aged 6–9 years using the ten-question questionnaire (TQQ)
conducted in Kilifi, Kenya (Mung’ala-Odera et al, 2004). Caregivers of the selected children
were the study participants. Twenty children with moderate and severe disability in cognition,
motor, epilepsy, hearing and vision were purposively selected from the 104 children identified
in the survey. Definitions of moderate and severe disability were adopted from the World
Health Organization procedure manual (Table 2.1).
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Table 2.1: Definition of moderate and severe impairment (adopted from WHO
procedural manual)
Impairment
Moderate
severe
Cognitive
Z-score of below −2 on two
Z-score of below −3 on two
or more of the seven tests OR or more of the seven tests OR
mean Z-score for all tasks
mean Z-score for all tasks
below −2 for a child who had below −3 for a child who had
performed construction task
performed construction task
and a non-verbal task but not and a non-verbal task but not
the key verbal tasks (picture
the key verbal tasks (picture
vocabulary and information
vocabulary and information
questions tasks OR the mean questions tasks OR the mean
Z-score for verbal tasks was
Z-score for verbal tasks was
below −2)
below −3)
Motor
Difficulty in holding
Inability to walk and absence
implements, dressing and
of functional use of hands
sitting upright. Able to move
around with help
Epilepsy
More than one non-febrile
More than one non-febrile
seizure per month
seizure per week
Hearing
A 41–70 dB loss in the best
More than 70 dB loss in the
ear and difficulty in hearing
best ear, no useful hearing
even with a hearing aid
Vision
Vision loss of 6/18
Visual acuity worse than 6/60
meters, only light perceptions

The 104 children were first divided according to their impairment groups as follows: 18
children had cognitive impairment, 25 had hearing impairment, 8 had visual impairment, 18
had motor impairment and 35 had active epilepsy. A purposive sample of four children from
each group of impairment was selected. Inclusion criteria included sex, age, geographical
locations and proximity from health facilities (Table 2.2).
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Table 2.2: Distribution of children
Cognitive
Hearing
impairment impairment
Male
2
2
Female
2
2
Urban
2
2
Rural
2
2
Near
2
2
Far
2
2
Total
4
4
sample

Vision
Impairment
2
2
2
2
3
1
4

Motor
Impairment
2
2
1
3
2
2
4

Epilepsy

Total

2
2
2
2
2
2
4

10
10
09
11
11
09
20

Out of the 20 caregivers, 15 consented to participate in the study. We then purposively
recruited another five participants who consented. Each caregiver purposively identified a
community member they trusted to take part in the study.
Ten community members out of the 20 named by the caregivers consented to be interviewed.
All five teachers of the selected five children attending school were comprehensively
sampled.
Development of research tools
A checklist of questions was developed by the research team through discussion and
consensus. These questions were piloted with mothers of children with disabilities attending
occupational therapy at the district hospital (Table 2.3).
Table 2.3: Interview schedule
For caregivers
1.
2.
3.
4.
5.

What do you go through in your day-to-day caring of X?
How do these tasks affect you?
Why do you think they are happening to you?
How do you cope?
How do you get assistance?

For community members and teachers
1.
2.
3.
4.

What does (caregiver’s name) go through in her/his day-to-day caring of X?
How do these affect her/him?
Why do you think such things are happening to her/him?
How does she/he cope?
15

5. How does she/he get assistance?

2.2.4 Methods of data collection
In-depth interviews
In-depth interviews were conducted using open-ended questions to allow individual variation
as described by Patton (Patton, 1990). Three groups of study participants: caregivers,
community members, and teachers were interviewed by me (JG). JG is a native of Kilifi
County and conversant with the languages and culture of the people. He is experienced in the
interview technique. Both the caregivers and the community members were interviewed at
their homes and the teachers at school. Guiding questions focused on daily challenges and
coping strategies applied by the caregivers (Table 2.3). The interviews were tape-recorded,
transcribed and then translated by me. The interviews were randomly monitored by a senior
fieldworker working with Kenya Medical Research Institute (KEMRI) through observations
to assure consistency in interview techniques for maintaining the validity of the information
collected.
Observations
Passive observations consisted of systematic watching of behavior and talk directed to the
child from the caregiver or sibling to capture the unexpected, unusual or unsaid and provide
knowledge of the context in which events occur (Patton, 1990). Both verbal and non-verbal
cues were monitored during the observations by a skilled observer. These direct passive
observations were carried out with 15 children in their homesteads for duration of 1 hour per
observation. The five children in school were not observed as observations were scheduled to
be conducted in home environments. During the observation, note-taking on verbal and nonverbal cues was done.
Data analysis
Inductive analysis as described by Patton was utilized (Patton, 1990). The interviews were
transcribed and translated in word document, then imported into NVivo program for storage,
easy retrieval and management. This process was applied to the raw data from the observation
notes.
With the assistance of NVivo, patterns and themes of analysis were formulated. During the
coding process free nodes were first created. Then patterns were identified and put together to
form tree nodes each bearing a name of a theme. Once the thematic structure was established
all the data was coded to this structure.
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Data triangulation from the interviews and the observations was done for validation and
reliability. The recording equipment was checked regularly to ensure it was functioning well.
The interview transcripts and observation notes were shared and cross-checked by coresearchers.
Ethical consideration
The study was approved by the Communication and Consent Committee in Kilifi and the
National Ethics Review Committee in Nairobi (SSC #1235). The study participants signed an
informed consent before taking part in the study.
2.3 Results
The results are presented in two main sections: (1) challenges faced by caregivers and (2)
coping strategies. This study used the definition of coping by Lazarus and Folkman as ‘the
constantly changing cognitive and behavioral efforts to manage specific external and/or
internal demands that are appraised as taxing or exceeding the resources of a person’ (Lazarus
& Folkman, 1984). They categorize coping to have two dimensions: problem-focused, which
is directed at managing or altering the problem that brings the distress, and emotional-focused
that is directed to regulating the emotional response to the problem.
Challenges faced by caregivers
Two main themes emerged from the data: shattered dreams and expectations from healthcare
staff. Shattered dreams main theme was broken down into four subthemes: fear for future,
stress; rumor-mongering and poverty. Expectations from health staff had one subtheme, lack
of information.
Shattered dreams
The data show that caregivers undergo pain and devastation when they realize that their future
dreams and expectations would not be met because of the child with disability. Most families
bank on their children for future prosperity and well-being, particularly when the parents
become elderly, when their children would be expected to come to them. Parents have to
clothe the disabled children, feed them and meet all their daily needs with less prospects of
maximum output from the child. The expectation that the child would marry is reduced.
You get a child to help you in future. So if those children you term will help you in
future have no future. . . . wash them, take them to bed. They will never help me.
[Mother (MI), rural, far from health facility]
One of the main outcomes of a child’s disability is caregiver’s stress. The data reveal stress in
the form of insufficient time for other chores and responsibilities and isolation from
community activities because of time spent attending to the child at home.
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I cannot help myself to earn a living since I have to look after them because they
cannot walk or sit and my ways to succeed in life are always closed. [Mother (MI),
rural, close to health facility]
. . . only that I can’t go out to perform other duties or attend to other issues rather
than staying at home caring for her. [Grandmother (CI), far from health facility]
The data further reveal that it is a common aspect for community members to speculate about
the cause of a child’s disability. The data indicate that because of the complexity of possible
causes of severe disability, coupled with cultural beliefs and superstitions related to disability,
people engage in rumormongering. The caregiver is either associated with evils spirits
(jinnis), punishment from God, or witchcraft.
So bringing up such a child, people look at you badly . . . as if there is something
wrong you did . . . something bad that you committed that is why you had a child like
that. [Mother (CI), urban, close to health facility]
When a person gets a disabled child, people think of witchcraft. [Community member
(HI) rural, far from health facility]
Because of poverty caregivers become handicapped in providing optimal care to the children.
All the external resources available to facilitate good caring practices are reduced by poverty.
The data reveal a lot of difficulties among caregivers in meeting basic needs like food,
clothing, fees and money for drugs.
So there are other important things they would do to this child but cannot be done
because of the poor condition they are in. [Teacher (HI), rural, close to health facility]
The family is poor. This forces the family to undergo more expenses to make child get
the right education, clothing and food. [Community member (MI), rural far from
health facility]
Expectations from healthcare staff
The data suggest that most caregivers expected the medical staff to give information about the
child’s condition that they could easily understand. However, information given was often
scanty or sometimes none at all.
I took the child to Kilifi Hospital, but I was told the hospital does not attend to
children like that. That was not enough information to me. [Mother (CI), rural, far
from health facility].
Then she came from hospital disappointed. She was not attended at the hospital. I
don’t know about her I think she went to a traditional healer. [Teacher (HI), rural,
close to health facility]
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The observational data support all the themes. Caregivers seemed be lonely and without hope,
as they were observed seated alone with one hand on the cheek. According to the Giriama
culture, one observed seated in that position signifies helplessness. During feeding, caregivers
of children with severe disabilities were observed to get frustrated. This was expressed in the
form of leaving the food in front of the child and walking away. Poverty was observed in the
standard of the housing, number of meals eaten per day, the quantity of food served and lack
of livestock at the homestead. Most houses were made of mud with half thatched roofs.
Livestock were rarely noticed in most of the homesteads visited.
Coping strategies
This section had two main themes: problem-focused and emotional-focused. Learning new
skills, search for cure and external support were the subthemes for problem-focused.
Emotional-focused had two subthemes: divine interventions and sharing of experiences.
Problem-focused
The data indicate that because of significant care-giving strain and lack of rehabilitation
services in the community, caregivers had to learn new skills to cope with child’s disability.
They improvised materials for exercises at their homes in order to maintain continuity of
therapy.
. . . I had learnt the exercises which are being provided at the hospital. So I continued
giving her the exercises at home till she started walking. [Mother (MI), rural, far from
health facility]
I used to make a hole to support my child sit [Mother (CI), rural, close to health
facility]
External support was in the form of materials. Non-Governmental organizations, charitable
organizations and sometimes individuals supported the caregivers in providing wheelchairs
and food. Sometimes assist in paying treatment bills.
Another help was from the Port Reitz people. They brought those wheelchairs and
food. [Mother (PI), rural, close to health facility]
I benefit from organizations that have assisted us like where I sent him to get
treatment . . . had promised me they would perform an operation. [Grandmother (VI),
rural, close to health facility]
The data suggest that most caregivers engage in looking for alternatives with the hope of
getting a cure. The obsession that there could be a cure somewhere facilitates the need to
move from healer to healer including traditional healers (‘Mganga’).
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. . . was another traditional healer (mganga) who was good, she should go and try
that because maybe the child was bewitched. She could be lucky and get healed.
[Community member (E), rural, far from facility]
That is where she was really treated traditionally. All the suggested methods were
performed, everything. [Mother (CI), rural, close to health facility]
The data reveal that sometimes it became necessary for caregivers to seek for confirmation or
second opinions of what steps to take from divine tellers. Divine tellers revealed the causes of
the disability, type of treatment to be offered and preventive measures for re-occurrence.
Then she again became sick went to a diviner and was told that she was bewitched.
[Grandmother (VI), rural, far from health facility]
First a diviner (diviner tells causes of sickness and procedures of treatment) was
consulted. Then all items (TASA) suggested by the diviner were collected including a
hen. [Mother (MI), rural, close to health facility]
Emotional-focused
The data indicate that caregivers sort spiritual interventions for emotional satisfaction.
Caregivers who turned to God and became ‘born-again’ believed that God had a purpose for
that child to have a disability. There is evidence from the data of children with disabilities
being taken to churches for deliverance prayers or for God to see and sympathize with their
situation.
But if it was your wish that he will live, then that is upon you. But if is the wish of the
devil, he will be defeated in the name of Jesus. I decided to be born-again because of
that child. [Mother (MI), rural, close to health facility]
We were given this child by God, so take her back to God . . . to church for prayers.
[Community member (CI), rural, close to health facility]
Sharing of experiences with one another was highlighted in the data as a mode of meeting
emotional demands. Caregivers of children with disability talked to each other, shared
experiences and advised each other on how best to cope with the child.
We call parents together to share their experiences. This gives them a lot of emotional
support. [Teacher (VI), urban, close to health facility]
When I met her in the bus I knew that this one had the same problems as I had. We
asked each other and it was true we were heading for the same issue. [Mother (MI),
rural, far from health facility]
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2.4 Discussion
One of the main issues that emerged from the data is that caregivers of children with
disabilities had lost dreams and aspirations. This is particularly important in African societies
as people expect their children to provide and support them during old age. When a disabled
child is born the future becomes uncertain. Caregivers engage in different activities to address
this uncertainty, but when positive outcome is not realized, they wonder if it was worth the
effort.
One of the conclusions to be drawn from the data is that caregivers in Kilifi who participated
in this study expressed elements of stress as they struggled to meet the needs of the child. A
mother needed time to attend to community obligations. But most of her time was spent on
the child with a disability. Sometimes the ability of the caregiver to look for means of living
for the family is significantly affected by the burdens of care. This leads to lack of basic needs
for other siblings leading to more stress on the caregiver.
Speculation about the child’s disability among community members could possible result
from lack of proper information on what causes a disability. As previous studies in Kilifi have
found that disability is associated with evil spirits, punishment from God or witchcraft, this
could possible explain the aspect of people spreading rumors. Caregivers expressed feelings
of guilt about their child’s disability leading to low esteem and feelings of helplessness.
An impediment to the caring process expressed by most participants was poverty. Taking into
account that 60% of people in Kilifi County live below the poverty line (Government of
Kenya, 2003), this could possible explain why caregivers of children with disabilities are hard
hit by poverty. Because poverty leads to disability and disability likewise leads to poverty,
this could be a big challenge to caregivers as they could never have enough resources for
anything.
Another point of discussion that emerged from the analysis is that hospital staff
underestimated caregivers’ emotional distress and need for information. Participants
interviewed indicated that caregivers visit health facilities with their disabled child, but the
reception accorded to them in these facilities are not to their expectations. Caregivers
experience frustration as they are detained in hospital wards without any medical attention or
advice.
Sometimes caregivers left the hospital without proper discharge procedures. This attitude
from the hospital staff could probably explain why most caregivers preferred attending a
traditional healer than a hospital clinician.
Finally the data indicate that caregivers adapt different mechanisms to cope with the
antagonizing forces because of the disabled child. Participants said that when caregivers
found themselves in a state of helplessness, they engaged in spiritual beliefs. Hope and
spiritual beliefs are important factors in people’s ability to meet life challenges. They have
been found to be important.
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CHAPTER THREE
Challenges and Coping Strategies of Parents of Children with Autism Spectrum
Disorders (ASD) on the Kenyan Coast
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Van de Vijver, Amina Abubakar (2015) Challenges and Coping Strategies of Parents of
Children with Autism on the Kenyan Coast. Rural & Remote Health, (Accepted for
publication)
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Abstract
Background: Research on the challenges of raising a child with autism spectrum disorder has
been done mostly in Europe, North America and Australia and has revealed that parents have
to come to terms with living with a life-long developmental disability. In addition, parents are
faced with numerous concerns, such as caring burdens, poor prognosis, and negative public
attitudes. However, virtually no research has been conducted in Africa in this subject.
Methods: Thirty seven 37 interviews and 8 focus groups were conducted with parents of
children with ASD and professionals in regular contact with these parents from rural and
urban counties of the Kenyan Coast to investigate challenges faced by parents and how they
coped with these challenges. A digital recorder was used to record all the interviews and focus
group discussions. Transcriptions were first done in Swahili and then translated into English,
then imported to Nvivo program content analysis.
Results: The results indicate that parents on the Kenyan coast experience common challenges
that include stigma, lack of appropriate treatment, financial and caring burdens despite
different religious and cultural backgrounds. Coping strategies these parents apply comprise
of problem focused aspects that involve diet management; and those that are emotional
focused that consist of believing in supernatural powers and spiritual healing.
Conclusion: This qualitative study reveals a range of challenges that could have significant
impact when caring for a child with ASD. Coping strategies applied by parents target the
physical health of the child and the psychological wellbeing of the parent. Consideration of
these outcomes is vital as they could impact the initiation of a community-based rehabilitation
service delivery where parents play an active role.
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3.1 Introduction
Research on the challenges of raising a child with autism spectrum disorder (ASD) is mostly
reported from Europe, North America and Australia (Lainhart, 1999) and has revealed that
parents have to come to terms with living with a life-long developmental disability. In
addition, parents are faced with numerous concerns, such as caring burdens, poor prognosis,
and negative public attitudes (Boyd, 2002; Gray, 2002). Other challenges include increased
financial burdens, misconception of the nature of ASD and low levels of social support
(Konstantareas & Homatidis, 1992; Trigonaki, 2002). Availability of services for treatment is
also limited even when a proper diagnosis is made (Brown et al., 2010).
Although awareness about ASD has increased in rich-resource countries, ASD still remains
poorly understood for most Kenyans and other people in sub-Saharan Africa (Africa Network,
2007; Autism Society of Kenya, 2007; Bakare, Ebigho, Agomoh, & Menkiti, 2008). Lack of
awareness limits access to appropriate services that are known to improve quality of life and
prognosis in children affected by ASD (Brown et al., 2010). In addition, parents of children
with autism face risk factors, such as single parenting or divorce, child-care needs, or lack of
financial resources, all of which have negative accumulative effects (McCubbin, McCubbin,
thompson, Han, & Allen, 1997).
The stress of living with a child with ASD can affect the psychological and emotional wellbeing of parents and generate conflicts among them (Lazarus, 1993; McCubbin & Patterson,
1983). This aspect is worsened by the poor prognosis of ASD (Fernell, Erikson, & Gillberg,
2013). Parents of children with ASD experience increased personal stress, problems in
interpersonal relationships and increased isolation (Altiere & von Kluge, 2009; P. Wang, C.
Michaels, & M. Day, 2011). Parenting stress has a negative impact on the mental and physical
health of parents of children with ASD (Allik, Larson, & Smedje, 2006; Lee et al., 2009).
Factors that contribute to elevated stress in parents of children with ASD include child’s
behavioral problems, lack of adequate professional support, and social attitudes towards
individuals with ASD. A study conducted by Werner revealed that lives of persons in families
that have children with ASD often revolve around dealing with the child’s unusual behaviors,
which may adversely impact on family functioning (Werner, 2001).
Stigma is one of the most difficult aspects of public encounters experienced by parents of
children with a disability in the West (Corrigan et al, 2003; Huffstutter et al, 2007). Stigma is
a social construct defined as a mark of shame or discredit, characterized by guilt or disgrace
(Goffman, 1963). Components of stigma include labelling, stereotyping, separation, status
loss, and discrimination (Link & Phelan, 2001). Parents of children with autism often find
public reaction to them is stereotyped and negative. Consequently, parents of a child with
ASD are required to have adaptive strategies to cope with the problems manifested in public
encounters so as to ensure a normal family life as possible.
Studies in rich-resource settings have revealed that parents harness a range of strategies to
cope with challenges. Gray highlighted 3 strategies used by parents of children with ASD
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(Gray, 2001): (a) accommodation to biological basis of ASD. In this strategy, parents accept
that the disorder is as a result of natural causes. (b) Resistance to biological basis of ASD. In
this strategy, parents tend to view autism as a consequence of external influences or forces. (c)
The use of spiritual beliefs to understand their situation. This dimension enforces beliefs in
God and that everything is possible through faith. Other coping strategies that have been
suggested include accessing information, withdrawal from social interactions, shifting
expectations, working towards inclusion and greater acceptance of the child have been seen to
help parents of children with autism cope (Gray, 2006; Loung, Yoder, & Canham, 2009).
Although coping with autism has been examined in a number of studies from rich-resource
settings, virtually no research has been conducted with parents of children with ASD in
Africa. Unpublished work provides scant information on prevalence of ASD and how children
with ASD are perceived (Autism Society of Kenya, 2007; Cohen, 2012).
Building on the scanty evidence base, this paper set out to explore the life impact of raising a
child with ASD and how parents living on the Kenyan Coast respond to these challenges they
face.
3.2 Design and Methodology
This study utilized a qualitative design and applied a phenomenological methodology. This
methodology is appropriate as we want to investigate real life experiences brought about by
the existence of a child with ASD in the family. The study addressed two questions:
1. What are the challenges faced by parents of children with ASD on the Kenyan coast?
2. What coping strategies do these parents apply?
Study site
The study was conducted in two counties of the Kenyan coast region: Kilifi and Mombasa
counties. Kilifi County is rural with a poverty level of 71% and a literacy level of 55%, while
Mombasa County is urban with a poverty level of 37.6% and a literacy level of 86.2%
(Government of Kenya, 2009). The predominant inhabitants from the two counties are from
the nine Mijikenda sub-groups, the Swahili, and the Arabs.
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Figure 3.1: study site

Study participants
Two types of participants were recruited: parents of children identified with ASD and
professionals in regular contact with children who have ASD. A total of 103 participants were
recruited: 60 from rural Kilifi and 43 from urban Mombasa. Participants were from different
religious beliefs and included Christians, Muslims and traditionalists. Thirty-seven
participants from rural Kilifi and urban Mombasa participated in in-depth interviews that
lasted for thirty minutes each, while 66 participants from the two counties took part in focus
group discussions (FGD), each lasting for an hour. Participants from the two counties did not
know each other. The participants interviewed were different from those in the FGD. Table
3.1 gives details.
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Table 3.1: Demographic details of participants
Group
Age Range Educational
Religious
level
Affiliations
Parents of
25-75 years
children
with autism

Rural Kilifi
County

None to
tertiary
institutions

Christianity/
Islam/
Traditional

30

Urban
Mombasa
County
21

Total

51

Special
needs
teachers
Clinical
Officers

30-52 years

Diplomadegree

Christianity/
Islam

16

12

28

35-48 years

Diplomadegree

Christianity/
Islam

12

8

20

Social
Workers

35-50 years

Diploma

Christianity

2

2

4

60

43

103

Total

Sampling procedures
A purposive-convenience sampling procedure was used to recruit the study participants.
Parents of children with ASD from rural Kilifi were recruited from the neuro-assessment
clinic at the Kilifi County Hospital (KCH) while those from urban Mombasa were selected
through the Educational Assessment and Resource Centre (EARC). The EARC team is a
multidisciplinary team made up of assessment teachers, hospital rehabilitators (a
physiotherapist, an occupational therapist, and an orthopedic technician), a pediatrician, an
ear-nose-throat specialist and a social worker. An evaluation report from the team is necessary
before a child is put into a special education program.
Special needs teachers were recruited from specialized units and schools, while clinical
officers were from the county hospitals. Social workers were selected from the Ministry of
Culture and Social Services.
Data collection methods
In-depth interviews and FGD were used in the data collection. Thirty-eight interviews were
conducted; 19 in each county, while 8 focus groups were carried out; 4 in each county. The
interviews and focus groups were facilitated by me (JKG) and lasted for one hour each. The
interviews and focus group discussions were guided by questions that were set for parents and
professional. Table 3.2 gives details of the guiding questions.
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Table 3.2: Guiding questions for parents and professionals for interviews and focus
groups
Guiding questions for parents





What challenges do you encounter in your day-to-day caring of your child with
autism?
How do you cope with these challenges?
What kind of assistance or support do you get?
Do you have anything more to add?

Guiding questions for professionals






What challenges are faced by parents of children with autism in this area?
How have these challenges affected them in relation to their parenting duties?
What coping strategies do these parents apply as they care for their child with autism?
How have these strategies helped them?
Do you have anything more to add?

Data storage, analysis and interpretation
The interviews and the FGD were recorded, transcribed and translated into English; and
imported to the NVIVO 7 program (http://www.qsrinternational.com/products_previousproducts_nvivo7.aspx) for storage and management. Content analysis by Taylor-Powel and
Renner (2003) was utilized to analyze the data. I first analyzed the data. The text was read
thrice for familiarization to identify key issues. The data were then coded using free nodes to
identify consistencies and differences. All the free nodes with similar messages were grouped
into tree nodes each bearing a name of a theme. Connections within and between themes were
identified for interpretation. One of the supervisors (AA) went through the transcripts for
triangulation. Conflicting ideas were jointly discussed and analysis was utilized to clarify
interpretations for consensus.
The multidimensional conceptual model of caregiving process as described by Raina and
colleagues was used to interpret the results (Raina, O'Donnell, Schwellnus, & Rosenbaum,
2004).
Ethical Approval
Written informed consents were attained from the participants. It was emphasized that
participating in the study was voluntary and there were no subsequent consequences for
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refusal or withdrawal. The study was approved by the Kenya Medical Research Institute
National Ethics and Review Committee SSC# 2270).
3.3 Results
The results section of this study describes the challenges parents of children with ASD on the
Kenyan Coast encounter regardless of religious affiliations. Integrated within these challenges
are coping strategies parents engage in during the parenting process. Figure 3.1 gives details
of themes and sub-themes generated.
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Figure 3.2: Schematic diagram of themes and sub-themes
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Spiritual Healing

Challenges
Stigma
Majority of parents and the professionals from rural and urban settings interviewed felt that
parents of children with ASD were stigmatized and sometimes blamed for their child’s
condition and behavior.
People end up blaming me saying that I am raising my child in a bad way. I’m seen
as an irresponsible mother. I feel ashamed of myself. [Interview, parent, rural Kilifi]

They are suffering because as Africans, in any society, you know your hope is to get a
normal child. These parents are disregarded. [Interview, teacher, rural Kilifi]
There are those people like in a church. When they see a child moving up and down
and disturbing people, they blame the parent. Then you are banned from church
services. [FGD, parent, urban Mombasa (Christianity)]
Majority of the participants from the two counties highlighted non-acceptance of the child
with ASD by peers, family members, relatives and the wider community. Lack of acceptance
was expressed in the form of social exclusion of the child.
I would like the family, relatives, neighbors and the community to accept my child
because no one is happy to have a child with this condition. [FGD, parent, rural Kilifi]
There is a child at my aunt’s place, he is dirty, eats alone, and when he comes close to
other children, they move away from him. [Interview, social worker, rural Kilifi]
These children are isolated by the entire community. [Interview, teacher, urban
Mombasa]
Lack of adequate health services
The uncertainty of the ASD condition and lack of adequate information from the medical
personnel in hospitals increased chances of parents engaging in search for any available
treatment of ASD. Parents of children with ASD regardless of religious beliefs had visited a
traditional healer.
I was confused, so I took him to a traditional healer because I was told it was
witchcraft. [Interview, parent, rural Kilifi, (Christianity)]
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I went to many hospitals. At first I took him to a company hospital and they told me
that they don’t treat such illnesses. So I went to a ‘mganga’ (traditional healer).
[Interview, parent, urban Mombasa, (Christianity)]
I went to hospitals and when they told me that my child was not sick, I knew that it will
be a problem. I went somewhere else. I went to see a traditional healer. [FGD, parent,
rural Kilifi, (Traditionalist)]
Heavy financial burden in search for treatment
Majority of study participants interviewed from both rural and urban counties expressed
concerns that parents of children with ASD on the Kenyan Coast use almost all the money
they have towards treatment of their child with autism.
The child did not improve and was given medication. We later left that one but we had
already lost all our money. [FGD, parent, rural Kilifi]
Some days back we were at Likoni at a traditional healer called (…). The father gave
30 thousands shillings and there were no changes. We were left with no money.
[Interview, parent, urban Mombasa]
Also from the money point of view, depending on the setup of the family, if they don’t
have enough income to support this child then parents now tend to give up after using
the little they have. [Interview, clinical officer, urban Mombasa]
You may find that many of these children again are found in poor homes so you get
that parents look at it; they do not have money so they just leave it like that.
[Interview, Social worker, rural Kilifi]
Care-giving burden
Majority of the participants had the opinion that the child’s lack of daily living skills was an
impediment to parents of children with ASD to engage in income generating activities.
Parents are restricted in their homes to care for the child with ASD.
He has not known even toileting skills so I have to stay with him throughout the day.
You can’t even have time to go out to work or look for something to help you earn
little money. [Interview, parent, urban Mombasa]
Another problem is food. When eating you have to be there and help him eat because
one of his hands is not able to hold anything. He has also not been able to think well
so you have to put the food for him and supervise him because when you give him food
and you leave, he can even leave the chickens to eat with him. I don’t have time even
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to sell vegetables in my kiosk. This has affected me financially. [FGD, parent, rural
Kilifi]
Coping Strategies
Participants in this study brought out two main coping strategies that parents of children with
ASD applied in their day to day caring of their child with ASD. First was the problemfocused strategy and the second one was emotional-focused strategy.
Problem-focused
Diet
Majority of participants from urban Mombasa and few from rural Kilifi interviewed felt that
avoidance of certain foods in diets given to children with ASD could control autistic
behaviors. Some professionals seemed to advise parents on issues of diet.
He should not use sugar in his diet/food, should not take cow milk and other fruits like
pawpaw, and anything with sugar. This makes him hyper. [Interview, parent, urban
Mombasa]
We also advise the parent to be careful with issues of meals for example, because
there are some meals which when taken by a person with autism worsens the
condition. [Interview, teacher, rural Kilifi]
Certain foods are not recommended. I started taking the measures that my child
avoids those foods. When I did that I saw many changes happening; like a lot of fear,
it reduced; the hyperactive behavior has also reduced. I am grateful. [Interview,
parent, urban Mombasa]
Emotional-focused
Spiritual coping
An important coping strategy in this community was spiritual coping. This manifested itself
in two ways: belief and acceptance that the child’s condition was part of a bigger plan, and
actively searching for spiritual healing.
Belief in supernatural powers: The belief that the child’s condition was part of a predestined
plan by God was raised by several parents. These parents then expressed an acceptance of
this situation and it seemed to be a salient coping strategy in this community.
We have tried to treat him in the hospitals and have not got any success so we see it as
“majaliwa” (God’s wish). [FGD, parent, rural Kilifi, (Christianity)]
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There are many things that were said but I did not want to listen to that because I
know that on the way my child has been treated by various doctors with no success. I
know that this condition is “majaliwa” (God’s wish). [Interview, parent, urban
Mombasa, (Islam)]
Spiritual healing: Expectations of divine interventions were also highlighted by participants
in this study. Spiritual or prophetic healing was highly expected during prayer sessions.
So I have not gone to a traditional healer because I believe in prayers, and that the
prayers will heal my child. [FGD, parent, rural Kilifi, (Christianity)]
I went for prayers and the man of God told me that “this child has no problem it is
God who has blessed you with him just like that; we will pray for him and God will
perform a miracle. [Interview, parent, urban Mombasa, (Christianity)]
Because of her child‘s condition she decided to go to church for prayers. Prayers have
helped her very much to accept and live with the child happily. [Interview, teacher,
urban Mombasa, (Christianity)]
If these things are given follow up and even the church people get involved, for
example a brother to (…) was prayed for and got healed. Prayers work miracles.
[FGD, teacher, rural Kilifi, (Christianity)]
I went to a madrassa teacher (teaches Quran) and asked him to pray for my child. He
asked me if at the mosque or at home. I said at home. [FGD, parent, urban Mombasa,
(Islam)]
3.4 Discussion
Our study aimed to describe the effect of living with a specific disability, i.e. child who has
autism spectrum disorder in rural and urban settings on the Kenyan Coast. Participants in this
study included parents of children with ASD and professionals who interact regularly with
parents of children with autism from a rural county and an urban county. The study revealed
that parents of children with ASD living in this part of Kenya experience common challenges
when caring for a child with autism.
A number of key findings were observed. First, raising a child with ASD on the Kenyan coast
puts a tremendous strain on parents due to the stigma associated with the disorder. Second,
the impact of societal negativity towards a child with ASD may force parents to engage in a
search for possible treatments. Third, the need for constant monitoring of the child with ASD
has negative economic impact on the parents. Fourth, parents apply strategies that are either
problem focused or emotional focused to enable them cope with stresses of living with child
who is autistic.
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Our findings suggest that due to the stigma expressed by the community towards parents of
children with ASD in this region, shame was experienced by parents and isolation of the child
was reported. Parents from both rural and urban counties, regardless of their religious
affiliations and cultural beliefs, experienced social isolation of their child, community
intolerance and problems of negotiating public encounters. This insensitivity and negative
comments made by community members resulted in parents perceiving themselves as social
outcasts, negatively influencing their socio-emotional stability. Similar findings have been
sighted in studies conducted in India (Dhar, 2009; Edwardraj, Mumtaj, Prasad, Kuruvilla, &
Jacob, 2010; Vaidya, 2009). These findings also support the findings by Werner who reported
that parents were found to spend most of their time dealing with the undesirable behaviors of
the child (Werner, 2001). The results of this study suggest that stigma experienced by parents
of children with ASD is a global issue shared in rich and poor resource countries of the world.
A major challenge that this study brought to light and more unique to poor-resource countries
was the financial burden and limited time for economic activities experienced by parents of a
child with autism. This condition enhanced the risks of increased levels of poverty leading to
deprivation of basic family needs. Similar results have been sighted by Montes and Halterman
which showed that there was an association between childhood autism and loss of family
income (Montes & Halterman, 2008). It was estimated that approximately 14% of family
annual income went towards the care of a child with ASD. Parental financial caring
constraints for a child with disability have been mentioned in disability studies conducted in
the region (Carter et al., 2012; Gona, Mung'ala-Odera, Newton, & Hartley, 2011). Given that
this is a resource constrained setting where a significant percentage of parents (up to 66%)
live on less than a dollar a day, the financial burden associated with having a child with
disability must be devastating for the families.
So how did parents of children with ASD in this region deal with their challenges? Our
results indicated that they used both problem and emotion focused approaches. One
intervention that seemed to be very popular among parents here was diet intervention where
some foods or groups of foods were eliminated from the child’s diet. Parents took these
measures following advice of the different professional they had consulted. The popularity of
the diet intervention among parents of child with autism in Kenya could be attested by the fact
that the Autism Society of America also endorsed the use of dietary interventions (Autism
Society of America, 2007). Garvey, in 2002 also highlighted the use of an exclusion diet
together with nutritional supplements in the treatment of autism (Gray, 2002). However, a
recent review study has revealed that dietary therapy only is not sufficient in the management
of ASD (Kawicka & Requlska-Ilow, 2013).
Spiritual coping whether it was by belief or by seeking prayer was a salient approach for
dealing with ASD in this population. Some parents found relief in the belief that the presence
of a child with ASD in the family was planned by God. Parents utilized this strategy after
their efforts and consultations to get treatment for their child were unsuccessful. In a way,
parents were pacified by the belief that God wanted the child to have ASD. Similar strategies
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have been described in other studies of families of children with autism (Gray, 1994; Wang,
Michaels, & Day, 2011; Woodgate, Ateah, & Secco, 2008).
Anticipation of a miracle through prayer dedications was mentioned by participants from both
settings. There seemed to be widespread speculations in both rural and urban settings that
spiritual healing was possible through upholding of strong faith in prayers. This phenomenon
seemed to play a specific role in the adaptation of parents of children with ASD in this region.
Not much research has been conducted in this particular subject; however, few studies have
presented data to suggest that religion may help to reduce stress and depression in parents of
children with ASD (Gray, 2006; Stolley, Buckwalter, & Koenig, 1999; Tarakeshwar &
Pargament, 2001). The association between religious coping and parental adaptation evidently
needs more research consideration in the future.
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CHAPTER FOUR
Parents’ and Professionals’ Perceptions on Causes and Treatment Options for Autism
Spectrum Disorders (ASD) in a Multicultural Context on the Kenyan Coast
Joseph K. Gona, Charles Newton, Kenneth Rimba, Rachel Mapenzi, Michael Kihara, Fons J.
R. Van de Vijver, Amina Abubakar. (2015). Parents’ and Professionals’ Perceptions on
Causes and Treatment Options for Autism Spectrum Disorders (ASD) in a Multicultural
Context on the Kenyan Coast. PLOS ONE 10(8): e0132729
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Abstract
Objective: To explore parents’ and professionals’ perceived causes and treatment of Autism
Spectrum Disorders (ASD) on the Kenyan Coast.
Methods: In-depth interviews and FGD using guiding questions were utilized in data
collection. One hundred and three participants, who included parents of children with ASD,
special needs teachers, clinicians, and social workers from diverse cultural background,
participated in this study. The interviews and FGD were recorded, transcribed verbatim and
then translated to English. Themes were generated using content analysis.
Results: Preternatural causes were mentioned and included evil spirits, witchcraft, and curses.
Biomedical causes comprised infections, drug abuse, birth complications, malnutrition, and
genetic related problems. Treatment varied from traditional and spiritual healing to modern
treatment in health facilities, and included consultations with traditional healers, offering
prayers to God, and visits to hospitals.
Conclusions: The results suggest that regardless of cultural backgrounds, people on the
Kenyan Coast have similar views on perceived causes and treatment of ASD. These findings
provide valuable conceptual understanding for professionals when planning and implementing
community based rehabilitation interventions targeting children with ASD within a local
context.
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4.1 Introduction
The origin of autism spectrum disorders (ASD) is unknown; however, different cultural
groups have their own perceptions around the causes of the disorder. Western biomedicine
considers ASD as a neurodevelopmental disorder with a significant genetic contribution
(Inglese and Elder, 2009). Cultural factors have recently been documented to influence
characterization, diagnosis and treatment of ASD globally (Bernier et al., 2010). Because of
its unique sociocultural environment, Africa may experience divergent conceptions on ASD
compared to other continents (Bakare et al., 2009).
The role of religion in multi-cultural settings offers a major basis of support for families of
children with ASD. In some cultures in the West, where majority of the people are born into
Catholicism, mothers emulate Virgin Mary in accepting children with ASD through sacrifice
and dedication and believed that the child was a sign from God (Skinner et al, 2001). Their
religion gives them strength and patience. Other cultures have positive attitudes on ASD
because of the strong faith such cultures have in their religion (Shaked and Yoram, 2006).
Parental beliefs about ASD diagnosis and treatment are influenced by their cultural
background. Culture can be described as the values, beliefs, language, rituals, traditions, and
other behaviors that are passed from one generation to another (Daley and Sigman, 2002). It is
culture that forms individual and family beliefs about disability in general and ASD in
particular (Avidi et al., 2000).
There is no cure for ASD, however with early intervention and appropriate treatment and
education, many people with ASD can function productively and attain some degree of
independence. In the absence of conclusive information on the causes and treatment of ASD,
parents of children with ASD develop their own perceptions of the disorder. Their
interpretation of the etiology of ASD influences their judgment of the child and the effect the
child has on the family (Dyches et al., 2004). If parents believe that the child’s disability is a
punishment for sins committed, then they may have a negative view of the situation. Such
views can negatively influence treatment seeking behaviors of parents of children with
disabilities. Alternatively, if the disability is viewed as a blessing from God, more positive
appraisals are expected. Parents’ beliefs on the nature and cause of disability provide the
context for parents’ beliefs about intervention (Danseco, 1997). Their attitudes direct their
actions and may have an effect on decision making about intervention (Levy and Hyman,
2003) and future health care (Harrington et al., 2006). No study has attempted to explore the
influence of local cultures on causes of ASD and how it affects treatment seeking behaviors in
Kenya.
In order to offer support and guidance to parents in making help seeking decisions for their
child living with ASD, it is essential to understand parents’ and professionals’ perceptions on
the causes of ASD and what types of treatment parents seek.
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Research questions
1. What are the perceived causes of ASD on the Kenyan Coast from a parental and
professional perspective?
2. What do parents and professionals in these settings perceive as treatment options and
expectations for children living with ASD?
4.2 Methodology
This study utilized a qualitative design and applied a phenomenological methodology guided
by the “Explanatory Model” framework as described by Kleinman et al. (1979). This model
explains the beliefs one holds about an illness or disorder, the personal and social meaning
attached to the disorder and expectations about what will happen.
Study site
The study was conducted on the Kenyan coast utilizing two counties with different cultures:
Kilifi and Mombasa. Kilifi is predominantly occupied by the nine Mijikenda sub-groups
(90%) and has a poverty level of 68% (Government of Kenya, 2009). About 70% of the
people are Christians, 20% practice traditional religions and about 10% belong to the Islam.
Mombasa is mostly (80%) Muslim dominated area with people of Arab-culture constituting
the majority of the population. It has a poverty level of 18% (Kenya Bureau of Statistics,
2009). Christians constitute about 15% of the population. Other religious groups, including
Hindus and Buddhists, make up about 5% of the population.
Study participants
Study participants included in this study were parents of children with a presumptive
diagnosis of ASD and professionals. Participants were from different religious beliefs and
included Christians, Muslims, and traditionalists, which represents the main communities in
the two counties. The educational levels of parents from both settings ranged from no formal
schooling to secondary school. The educational distribution of participants cuts across the
population in the two counties, again representing the variability among the population in the
region. Two parents practicing traditional religious practices had no formal education. The
socio-economic status (SES) of the participants was not ascertained, although in these
communities, educational level is associated with SES (Abubakar & Van de Vijver,
2012).The professionals included special needs teachers, clinicians, and social workers.
Professional groups utilized in this study were of those groups in regular contact with parents
of children with ASD. Participants from the two counties did not know each other and those
interviewed were different from those in the focus group discussion (FGD).
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Sample size
A total of 103 participants took part in this study, 60 from Kilifi County and 43 from
Mombasa County. Table 4.1 gives details.
Table 4.1: Demographic details of participants
Group
Educational
Religious
Age
level
affiliation
Range
Parents of
children
with autism
Special
needs
teachers
Clinicians
Social
Workers
Total

25-75
years

30

Certificatefirst degree

Traditional,
Christianity,
Islam
Christianity,
Islam

Participants:
Mombasa
County
21

30-52
years

16

12

28

Diploma-first
degree
Diploma

Christianity,
Islam
Christianity

35-48
years
35-50
years

12

8

20

2

2

4

60

43

103

0-Secondary
school

Participants:
Kilifi County

Total

51

Sampling procedures
A purposive-convenience sampling procedure was used to recruit the study participants. This
procedure was considered appropriate for several reasons. First, we were targeting families of
children with a diagnosis of ASD and professionals who were working with children who had
a diagnosis of ASD. Given that this is uncommonly recognized condition and the diagnosis is
not routinely made, a random selection would not have provided us with the required sample
size. Parents of children with ASD from Kilifi were recruited from the neuro-assessment
clinic at the Kilifi County Hospital (KCH). At the KCH, diagnosis of the children was done
by a clinician with a background in pediatric neurology in consultation with special education
teachers. Participants from Mombasa were selected through the Educational Assessment and
Resource Centre (EARC). The EARC team comprises two assessment teachers, three hospital
rehabilitators (a physiotherapist, an occupational therapist, and an orthopedic technician), a
pediatrician, an ear-nose-throat specialist, and a social worker. An evaluation report from the
team is necessary before a child is put into a special education program.
Since there is no validated screening and diagnostic measure for ASD in Kenya, presumptive
diagnosis was used for sampling children with ASD from the clinical and assessment centers.
It is likely that different methods of ASD diagnosis had been used in these centers to assess
the children. Special needs teachers were recruited from special units and schools, while
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clinicians were from the county hospitals. Social workers were selected from the Ministry of
Culture and Social Services.
Data collection methods
In-depth interviews and FGD were the data collection methods. Thirty-seven participants
from both Kilifi and Mombasa participated in the in-depth interviews that lasted for thirty
minutes each, while 66 participants from the two counties took part in the FGD, which each
lasted for an hour. The interviews and FGD were facilitated by me (JKG). An interview
schedule guided by questions sampled from the explanatory model (Kleinman et al., 1979)
was used. ASD was described to parents in relation to difficulty in communication with
repetitive and restricted observable behaviors due to lack of a local name for autism in this
region. Below are the sampled questions.
To parents:
1.
2.
3.
4.

What do you think caused your child’s condition?
What do you think the condition does to your child?
What kind of treatment do you think should be given to your child?
What important results do you hope your child to get from the treatment?

To professionals:
1. What do you and parents think are possible causes of autism?
2. What treatment options do parents seek for their child with autism?
3. What expectations do parents have on the treatment given?
Data storage and analysis
The interviews and the FGD were recorded, transcribed translated into English, and imported
to the NVIVO 7 program (http://www.qsrinternational.com/products_previousproducts_nvivo7.aspx) for storage and management. Content analysis as described by TaylorPowel and Renner (2003) was utilized to analyze the data. The text was read thrice for
familiarization to identify key issues. The data were coded using free nodes to identify
consistencies and differences. All the free nodes with similar messages were grouped into tree
nodes each bearing a name of a theme. Connections within and between themes were
identified for interpretation. One of the co-authors (AA) went through the transcripts
independently for inter-rater triangulation. Conflicting ideas were jointly discussed and
analysis was utilized to clarify interpretations for consensus.
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Ethical Approval
Through written informed consents, participants were told that participating in the study was
voluntary and there were no subsequent consequences for refusal or withdrawal. The study
was approved by the Kenya Medical Research Institute National Ethics and Review
Committee (SSC# 2270).
4.3 Results
These findings present the views of parents and professionals from diverse-cultural settings
on perceived causes and treatment options of ASD. Despite cultural differences, participants
expressed opinions with important similarities. Perceived causes of ASD were of two types:
preternatural and biomedical causes. Preternatural causes originated from external forces; the
biomedical causes referred to two aspects: exposure and hereditary causes. Treatment options
were of two types: traditional treatment and modern treatment, while treatment expectations
were in the form of hope for a cure. Figure 4.1 gives a detailed thematic diagram.
Figure 4.1: Schematic diagram of themes
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Preternatural causes
Preternatural causes that involved external forces happening included witchcraft, evil spirits
and curses. Majority of the participants believed that evil spirits could invade a child’s mind
and take control of their whole being. This scenario could happen before birth or early
childhood.
They said that when I was pregnant I passed through a place and I was possessed by
evil spirits and that affected my child. [FGD, parent from Kilifi]
Sometimes you think maybe it is evil spirits that have been sent to possess him.
[Interview, parent from Mombasa]
Evil spirits locally called ‘jinnies’ were also believed to cause ASD in this region. In this
context, a ‘jinni’ is an evil spirit believed to be kept by an individual to bring wealth or evil
happenings to others.
…bought a jinni and was keeping, or the jinni sitting on the child, something of the
sort. [FGD, teacher from Kilifi]
Even at the place where I live they say that I have jinnies. I have put the child in
custody so that I can get money. [Interview, parent from Kilifi]
Witchcraft was another external force perceived by majority of participants from both settings
as a possible cause of ASD. In their opinion, ASD was considered to be a direct manifestation
of sorcery.
I was seeking for opinions from the people and they are telling me that the child had
been bewitched. [Interview, parent from Kilifi]
Most of the times many people think maybe it were because of witchcraft. [Interview,
parent from Mombasa]
You know Mr X, they associate it with things of witchcraft and curses and things like
that. [FGD, teacher from Mombasa]
I think parents believe it is witchcraft. [Interview, social worker from Kilifi]
Participants from both counties perceived ASD as resulting from a curse parents received
after having transgressed taboos or having committed sins against God. Example of wrongdoing that could result in having a child with ASD was infidelity or marrying a relative.
Marrying a close relative was seen as against the culturally acceptable norms, especially in
Kilifi.
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I was surprised because everyone was saying that it was ‘kirwa (a curse).’ That one of
his parents slept with another person during pregnancy. But they had not done so.
[Interview, social worker from Kilifi]
I was told that it was either the father or I who did it (had an extramarital affair) or it
is called ‘kirwa’. [FGD, parent from Kilifi]
This aspect I did not find it only in Kilifi but also here in Mombasa people relate it to
‘kirwa’. This is when a husband has another relationship outside wedlock. [Interview,
clinician from Mombasa]
Maybe for example somebody can break the rules of the community, so God can
punish through that. [Interview, teacher from Mombasa]
Biomedical causes
On the aspect of biomedical causes, exposures and hereditary causes were the main issues
raised by participants. Exposures to infections, and drugs were perceived to cause ASD.
Infections leading to brain damage were highlighted.
May be we say malaria because when it is cerebral malaria it triggers the brain of the
child, and the child starts fitting and from that the brain is not the same again and is
different from the others. [Interview, parent from Kilifi]
I am also surprised. According to me I think in both pregnancies I had malaria
complications and also I think it is from the complications and the medication I took,
that is what caused. [Interview, parent from Mombasa]
…other things like malaria can cause autism. [Interview, clinician from Mombasa]
My views are that it is a brain disorder but it can be precipitated by a child having
severe malaria that can affect the brain. [Interview, teacher from Mombasa]
Perceived inappropriate use of drugs during pregnancy was mentioned as a possible cause of
ASD. This aspect was noted by parents from Mombasa and professionals. According to these
participants, malaria drugs taken during pregnancy and family planning pills were perceived
as a possible danger to the growing fetus.
According to me I took malaria drugs when I was pregnant. So I think it is from the
drugs I took that caused this problem. [FGD, parent from Mombasa]
Some parents think that some family planning methods (pills) cause autism.
[Interview, social worker from Kilifi]
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Harmful habits such as alcohol use and smoking by pregnant mothers were perceived to cause
ASD by professionals from both counties.
You know some mothers, they take alcohol during the first three months of pregnancy,
and they smoke cigarettes, all these things will be directly transmitted to the fetus in
the womb and this can affect the child’s to get such a disease. [FGD, teacher from
Kilifi]
Malnutrition and birth complications were also perceived to cause ASD. Parents of children
with ASD, clinicians and special needs teachers regarded malnutrition as a possible cause.
They believed that this was for two reasons: lack of essential nutrients when a mother is
pregnant; and a child not receiving regular nutritious meals.
Poor balanced diet during pregnancy can be one of the causes.” [Interview, parent
from Mombasa]
Sincerely I have not investigated or asked but I think it is lack of certain minerals or
that the child is lacking. [Interview, teacher from Kilifi]
Complications during birth in the form of prolonged labor and use of force were also
perceived as possible causes of ASD by most participants.
On my side I can say that when I gave birth to my child she did not cry and I had
prolonged labor and nurses forced me to push. [FGD, parent from Kilifi]
When I gave birth to her she had her head squeezed. When I was pushing she
squeezed the head and was injured and did not cry. [Interview, parent from
Mombasa]
On the hereditary element, genes were viewed to play a role on causing ASD in children.
Parents and professional thought ASD could be passed from parents to the unborn child.
You know these sometimes we inherit them from our old guys. Maybe in our family
there was somebody who was suffering from such a disease and I am very sure, it can
be a grandchild, one of them must have this disease. We have seen these things
happening, and you are told “Your grandfather was suffering from such a disease” so
it happens to one of the members of the family. [Interview, teacher from Mombasa]
I’m told it can be passed from my blood to the child’s blood. It can be passed in
families. [FGD, parent from Kilifi]
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Treatment options
Treatment options mentioned were of two forms: traditional treatment and modern treatment.
Traditional treatment highlighted by most participants involved consultations with traditional
healers and spiritual prayers offered to God.
I went to a ‘mganga’ (healer). He gives ‘vuo’ (leaves mixed with water) to take for 7
days and liquid medication to apply over his body. When it failed to work, I looked for
help from hospital. [FGD, parent from Kilifi]
I took my child to a traditional healer because I heard that he helped someone. He
was given medication and fumigation. [FGD, parent from Mombasa]
I go for prayers and the man of God told me that the child has no problem. It is God
who has blessed me with a child like that. He will pray for him and God will perform a
miracle. [Interview, parent from Mombasa]
She went with them, and when they came back the children explained that aunt took
them to a pastor for prayers for the evil spirit to leave. So I go for spiritual healing.
[FGD, parent from Kilifi]
The modern treatment that was suggested by most of the participants was the use of health
facilities that were available in the counties.
We took her to hospital and were referred for therapy and after the therapy her
behaviors showed some improvements. [FGD, parent from Kilifi]
Yes, sometimes we carry the burden of taking the child to hospital, and then we give
up. Then you later come and regret and start again going for therapy. It is good.
[FGD, parent from Mombasa]
Treatment expectations
Hope for a cure from the treatments given was the main expectation from the parents as ASD
was associated with disasters or bad omen to the families and the wider community.
We would be grateful if doctors would find medication so that we can have hope of
these children would come to heal but we do not know what medication will heal these
children. [Interview, parent from Mombasa]
When I was still in school there was one boy who was like that and during the rainy
season everyone would isolate him due to lighting and thunder. During that period it
is believed that if you stand close to this child you will be struck by the lighting. So, a
cure was needed to avert calamities. [Interview, social worker from Kilifi]
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Okay according to my community, they believe that these kinds of people are just like
a curse from God. This is why parents badly need a cure for autism. [FGD, teacher
from Mombasa]
I was confused, and was told that this child is not talking so I was to take him to the
traditional healer and have his “tongue “cut. I took him and his “tongue” was cut but
no improvement. [Interview, parent from Kilifi]

4.4 Discussion
This study investigated perceived causes of ASD on the Kenyan Coast with key community
informants from diverse cultural backgrounds and religious persuasions. Preternatural causes
that involved the manifestation of evil spirits, witchcraft, and curses were major issues of
concern mentioned in both settings. Biomedical causes that included exposures to harmful
organisms and genetic elements were also viewed as possible causes of ASD. Treatment
options that seemed to be mostly preferred for the treatment of ASD in children were those
that involved traditional healers, prayers, and taking children to hospital.
These findings suggest that cultural beliefs about evil spirits, witchcraft, and curses cut across
the population and religious divide in this part of Kenya. Considering the socio-economic
disparity between the two counties (Kenya Bureau of Statistics, 2009), the results further
suggest that the socioeconomic status of people in this region is less relevant than the impact
cultural beliefs and traditional practices have on the people. Cultural values and accepted
norms have been seen to influence peoples’ cut-off point of normal variability to that of actual
disorder, like ASD (Freeth et al., 2013).
Some disability studies in Africa have further associated witchcraft, evil spirits and curses
with causes of other disabilities (Ingstad and Whyte, 1995, Groce, 1999, Gona et al., 2006),
emphasizing the conceptualization of culture in the African context. The results of this study
reveal that within this culture, there are traditions and customs that ought to be observed.
Failure to observe these traditions could have repercussions possibly leading to a curse that
could result in ASD. Studies conducted in Kenya have shown that preferences are given to
traditional healers in treatment of epilepsy and disability because these conditions are
believed to be caused by evil powers (Kendall-Taylor et al., 2008, Gona et al., 2011).
Traditional healers are believed to be well placed in treating calamities associated with
cultural beliefs and practices.
Participants also highlighted biomedical causes of ASD in the form of brain insult,
malnutrition, misuse of drugs, and perinatal complications. The mention of biomedical causes
by participants from both counties demonstrates that cultural and biomedical beliefs are not
mutually exclusive on the Kenyan Coast. The perceived relevance of biomedical aspects
could indicate culture change in this part of Kenya, mostly in urban settings. Contemporary
African culture combines the old and new, a mixture of traditional beliefs with diverse stages
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of globalization (Kumar, 2009). The diverse opinions of the participants on perceived causes
of ASD suggest that the community was beginning to view ASD as a disorder that could have
cultural and medical implications.
The results indicate that parents from various cultural backgrounds attend to both traditional
and biomedical treatment for their child with ASD in these counties. Traditional and spiritual
healers were consulted by parents in pursuit for medications that could cure ASD. These
consultations were conducted simultaneously with medical consultations, but sometimes they
were carried out after visiting a number of health facilities without success. Studies have
shown that healthcare providers often have poor understanding of the symptoms, prognosis
and treatment of ASD (Mandell et al., 2002, Shah, 2001). This could lead to underestimation
of the parents’ distress and need for information. Due to this knowledge gap by the health
professionals, treatment decisions taken by parents seemed to be influenced by parents’
beliefs on the cause of the child’s ASD.
Beliefs in witchcraft, evil spirits and curses have negative consequences on the child and their
parents, hence the need for cure. Due to the negative connotations associated with ASD
within the community, the results suggest that parents would have a great relief if their child
could be cured of the ASD disorder through the treatments they embrace. We have found
similar findings for other disabilities on the coast region of Kenya (Gona et al, 2011). This
emphasizes the desperation of parents in their search for a cure for their child and to avert
community gossips and isolation.
However, there is substantial evidence from the results to suggest that there were positive
effects from the hospital based treatment. The occupational and physiotherapy we well
perceived by the parents.
Limitations
This study utilized 103 participants from two out of six counties of the Kenyan Coast region.
Therefore the findings may not be applicable to people of excluded counties or other counties
in Kenya. We did not establish the socio-economic status of the participants which could have
increased the validity of the information collected.
Implications
Cultural values influence diagnosis, treatment and the welfare of families with an ASD child
(Pitten, 2008). In keeping with studies on epilepsy, and other conditions, it seems like the
populations at the Kenyan coast maintain pluralistic beliefs of autism with supernatural and
biomedical causes. These results have important implications for setting up treatment and
intervention services for children with ASD in our context and other similar contexts. A
successful program needs to be sensitive to cultural nuances in terms of beliefs on causation
and treatment seeking patterns. Health and social care practitioners must explore families’
beliefs and the impact of their beliefs, because health information that resonates with parents’
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beliefs is more likely to be accepted and lead to changes in behavior than those which
contradict these beliefs (Greenhalgh et al., 1998). Attempts to challenge or draw parents away
from their systems of understanding can cause confusion and breakdown in communication.
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CHAPTER FIVE
Users’ experiences of physiotherapy treatment in a semi-urban public hospital in Kenya
Joseph K. Gona, Charles Newton, Jo-Anne Geere, Sally Hartley (2013). Users’ experiences
of physiotherapy treatment in a semi-urban public hospital in Kenya. Rural & Remote Health,
3:20. (Online)
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Abstract
Introduction: Physiotherapy practice in Africa faces a number of challenges, one of which is
the limited number of therapists in most public hospitals although there are more
physiotherapists in Africa than other therapists, e.g. occupational therapists. In Africa,
physiotherapy is still mainly institution based with very little community-based practice,
leading to lack of access to services for a large part of the population. This study explores
users’ perceptions of physiotherapy; challenges faced by users, possible options for
management, and determine whether current physiotherapy practice in a rural Kilifi County
Hospital in Kenya facilitates future self-management of chronic conditions.
Methods: Eight in-depth interviews, 3 focus groups discussions and 4 participant
observations were conducted for data collection.
All interviews and focus group discussions were recorded using a digital recorder, transcribed
into the Swahili language and then translated into English. The transcriptions were imported
to NVivo 7 (www.qsrinternational.com) for management and storage. Inductive data analysis
was used to generate themes from the rich-text data of the transcriptions.
Results: Many of the users perceived physiotherapy as being effective. Challenges included
distance from health facilities, negative experiences with some therapists, and lack of staff
and equipment. Rehabilitation options included community- and home-based programs
fostering self-management of chronic conditions. Current hospital practice lacks emphasis on
self-management skills for patients with chronic conditions who can do their physiotherapy at
home. Conclusions: Users’ experiences of physiotherapy treatment in this rural hospital
indicate that a host of challenges exist. In the face of these challenges, the needs of the users
seemed to be compromised, especially those with chronic conditions. Rehabilitation services
that are accessible and affordable would be better options in rural and low-resource settings.
There is therefore need for community-based services that place emphasis on selfmanagement of chronic conditions for fostering better health outcomes in rural communities.
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5.1 Introduction
Physiotherapy practice in Africa faces a number of challenges, one of which is the limited
number of therapists in most public hospitals. In 2000 the ratio of physiotherapists to the local
population was estimated at 1:550 000 in most of the public hospitals in Africa (Twinble &
Henley, 2000). A survey conducted in Ghana identified no rehabilitation doctor or
occupational therapist in the country but had physiotherapists (Tinney, 2007). In Kenya the
ratio was estimated as 1:20 000 (World Health Organisation, 2001) and it was observed that
physiotherapy services are limited by few trained personnel and funding (Hard, MacKay, &
Okidi, 2007). The lack of general funds for service development and equipment could indicate
that physiotherapy is still regarded as less important for development than others in health
care, such as medicine and nursing (Frantz, 2007).
The physiotherapy profession has a long history of advocating for self-management between
consultations, which has the potential to assist in the move to more community care (Kenyon
& Kenyon, 2004). Self-management is concerned with enabling a person who has a chronic
condition to manage the day-to-day impact of the condition themselves (Lorig & Homan,
2003). It involves forming a patient–healthcare provider relationship which empowers and
enables the person with a chronic condition to make choices and decisions about the activities
they engage in to manage the condition (Lorig & Homan, 2003). Such activities include
utilization of healthcare services, or adherence to therapeutic activities performed by
themselves or others, in their home or work environments. Self-management may lead to
efficient use of health services and meet the needs of people with chronic conditions or
disability (Wilson, Kendall, & Brooks, 2006). These processes would seem particularly
important in countries where there is a shortage of health professionals.
Skilled and appropriate communication underpins effective practice in physiotherapy
(European Region, 2003; Jensen, Gwyer, Hack, & Shepard, 1999; Reynolds, 2005), is a key
professional ability (Health Professionals Council, 2007), and is highly valued by users of
physiotherapy (Johnson, 1993a; Partridge, 1994; Pound, Bury, Gompertz, & Ebrahim, 1994).
Positive communication between physiotherapists and users has socio-affective elements that
help to provide social support, inspire cooperation and generate a positive emotional
atmosphere (Lundivik-Gyllensten, Gard, Salford, & Ekdahl, 1999). Studies have revealed that
positive feedback and consideration of service users’ own conceptions of their problems and
strategies for solving most problems could exert an important influence on recovery,
improving both adherence to recommendations and outcome (Sluijs, Kok, & van deer Zee,
1993; Westman-Kumlin & Kroksmark, 1992). For effective self-management to occur there
must be effective two-way communication and interaction between the physiotherapist and
service user. However, absconding from institutional based rehabilitation services by users
has been highlighted in Kenya (Gona, Newton, & Hartley, 2011), where children’s caregivers
thought hospital staff underestimated their emotional distress. This led caregivers to seek an
alternative treatment for their child’s disability from traditional and spiritual healers. A recent
study in Kenya revealed the potential of a home-based intervention (Gona, Newton, Hartley,
& Bunning, 2013). It revealed the opening up of communication between a caregiver and
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child with little or no communication. This communication recognized the child’s strength
and reestablished social support systems that had earlier collapsed.
Despite this evidence, little qualitative research has examined the experiences of
physiotherapy users in rural facilities in Africa. Many studies into users’ perceptions of
physiotherapy have been primarily quantitative. There have been a few qualitative studies,
and these have been mainly in Western countries (Johnson, 1993b; May, 2001; Thomas &
Parry, 1996).
Currently, physiotherapy services in Africa are institutional based, which could pose
challenges to the users in terms of accessibility. The aims of this study were to explore service
users’ experiences of the physiotherapy service in a rural Kilifi County Hospital in Kenya,
and to evaluate whether current practice fosters self-management of chronic conditions.
This study aimed to answer the following questions:
1. What is the user’s perception of physiotherapy practice in Kilifi?
2. What are the challenges faced by physiotherapy service users in Kilifi?
3. Does current physiotherapy practice in Kilifi foster self-management of chronic
conditions?
4. What are the possible options for improved management of chronic conditions?
5.2 Design and Methodology
The research was predominantly qualitative with a component of observational data to
triangulate the qualitative data.
Study site
Participants from this study came from the Kilifi Health Demographic and Surveillance
System (KHDSS) area. The KHDSS is in Kilifi District in Kenya and stretches from the Mida
Creek in the north to the Mtwapa Creek in the south. It borders the Indian Ocean in the east
and the Arabuko-Sokoke Forest in the west and covers an area of 900 km2. It has a population
of approximately 250 000 and the Mijikenda ethnic group predominates.
Study participants and sampling procedure
Study participants were drawn from a pool of 549 patients (284 males) attending
physiotherapy as recorded in the 2009 outpatient attendance register. The department attends
to patients from Kilifi and neighboring districts. From the 549 cases, 78 patients (44 males)
resided in the KHDSS area. The KHDSS is a demarcated research area controlled by the
Kenya Medical Research Institute (KEMRI) for research purposes. A purposive-convenience
sample of 32 participants was selected from these 78 patients. Inclusion criteria included
availability of time to participate, regular attendance for therapy and residing in the KHDSS
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area. Exclusion criteria included unwillingness to take part in the study, not being a regular
attendee, and coming from outside the KHDSS area. Geographical representation and sex
balance were considered. Eight participants from the sampled 32 who came from the furthest
distance were identified for interviews (Table 5.1).
Table 5.1: Details of patients interviewed
Interview
Sex
Age
Health
Treatment
(years)
condition/presenting duration
symptoms
(months)
1
2
3
4
5
6
7
8

Male
Female
Male
Female
Male
Female
Male
Male

36
40
46
35
25
51
37
27

Hemiparesis
Knee problems
Pains in the waist
Pains in the waist
Hemiparesis
Pain in the hand
Hip joint problems
Stiff knee
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2
5
1
3
14 (chronic)
2
12 (chronic)
2

Distance
from
hospital
(km)
30
16
20
26
10
12
4
8

Due to poor infrastructure, those who live in close proximity were sampled for focus group
discussions (Table 5.2).
Table 5.2: Details of patients in focus groups
Focus group Sex
Age range
Range of
(n
(years)
conditions
participants
1 (8)

Female

30-50

2 (8)

Male

27-55

3 (8)

4 male
&4
female

30-55

Hemiparesis;
knee problem;
waist pain; hip
joint problem;
stiff hands &
pain
Hemiparesis;
knee problem;
waist pain; hip
joint problem;
stiff hands &
pain
Hemiparesis;
knee problem;
waist pain; hip
joint problem;
stiff hands &
pain

Treatment
duration
(months)
1-14 months
(2 chronic
cases:
hemiparesis)

Distance
from
hospital
(km)
10

4-8 months (1
chronic case:
hemiparesis)

7

1-6 months (1
chronic case:
hemiparesis)
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Methods of data collection and analysis
Interviews, FGD and participant observations were used as data collection methods.
Interviews and focus group discussions have different dynamics and therefore may reveal
different information; they are also used for comparison and triangulation. Participant
observation was considered appropriate as it gave a close familiarity with the given group of
individuals through intensive involvement with the given group, and it conceals the status of
the researcher.
Eight in-depth interviews and three FGD using open-ended questions were conducted to elicit
information from study participants giving a total sample size of 32. All the interviews and
FGD were conducted in Swahili and within the hospital environment by a trained fieldworker.
The Swahili language was chosen because all participants were fluent in that language.
Written field notes were taken by a trained fieldworker during both individual interviews and
FGD. All the interviews and FGD were recorded using a digital recorder, transcribed in
Swahili language and then translated into English. The transcriptions were imported to NVivo
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7 (www.qsrinternational.com) for management and storage. The NVivo program assists the
researcher to organize the data in a systematic way for easy retrieval, management and
analysis. With software assistance, inductive analysis as described by Patton (Patton, 1990)
was used to analyze the data. According Patton, the first step of data analysis is the creation of
‘free nodes’. Transcripts are read and re-read for familiarization and then coded as free nodes.
The second step is when the free nodes with similar or thematically linked content are
identified and grouped together to form ‘tree nodes’, each bearing a name of a theme. The
third step is the identification of connections within the themes and making interpretations.
Two authors shared and cross-checked analysis of the transcripts. Conflicting ideas were
discussed and analysis was utilized to clarify interpretation for consensus.
Participant observations were conducted by me (JKG). In these observations, the researcher
status is not known to the observed groups, and the observer takes part in activities of the
observed group. The observations were conducted in four different areas of the physiotherapy
department at different times: in the gym where the physical exercises were conducted; in the
electrotherapy room; in the waiting bay where patients waited for their treatment; and in an
area where lying and standing exercises were conducted. Observations were made on: type of
treatment and how long patients waited for treatment; how the treatment was administered;
the time the therapist allocated to a patient; patients’ reactions during and after treatment; and
clients’ general mood. Field notes were taken in each observation. Field notes act as both data
and analysis (Dewalt & Dewalt, 2002).
Observed participants were different from those who consented for interviews. No participant
had to stay overnight to receive therapy. The length of therapy for most of the participants
was between 10 and 15 min with therapist, and approximately 20 min alone. Although the
conditions of the focus group participants tended to be similar, each FGD had different
respondents.
Ethical considerations
The study was approved by the National Ethics and Review Committee in Nairobi (SSC
#1406). All sampled users were given letters of invitation by a fieldworker, in which the
purposes of the study were indicated. It was emphasized that participation in the study was
voluntary and that there would be no adverse consequences if one opted not to attend. The
fieldworker who presented the invitation letters obtained each participant’s verbal and signed
consent. Re-imbursement of fares to and from the hospital was provided to all participants.
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5.3 Results
The results are presented in four broad themes: perception of treatment; challenges to
treatment; options for long-term conditions; and self-management.
Perceptions of treatment
Perceptions of treatment were found to have two sub-themes: effective and regular
monitoring.
Effective monitoring
The majority of the users viewed the physiotherapy treatment to be effective and felt that it
had helped them improve significantly. Being shown the procedures of the therapy and
applying those procedures regularly facilitated faster recovery:
According to me the treatment is good. If you go there they show you what to do and
after a while you see the problem fading away. [FGD with women]
I feel that the treatment is so good in that my condition is improving by each passing
day. [FGD with men]
It is good because the part that was paining and stiff is gaining back flexibility and
recovering gradually. [FGD mixed]
I came here when I could not walk. But as you can see now I can walk. [Interview,
male client]
The treatment is good and helpful because the condition I came isn’t the same
condition I am today; the condition is improving and getting better each day.
[Interview, female client]
Regular monitoring
Respondents felt that there was a need for continuous assistance from the therapists whenever
therapeutic visits were made. The therapy users were left alone with little assistance from the
therapists. Even young users tended not to attract the attention of the physiotherapists:
I think since she is still a young girl she should be assisted by a therapist anytime she
is doing the exercises. [Interview, caregiver (sibling)]
I have observed and seen that most clients are struggling alone. They need assistance.
[Interview, male client]
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I don’t think they are doing enough to assist clients during therapy sessions.
[Interview, female client]
Observations showed participants sharing positive remarks on the effectiveness of the therapy
process. There were indications of satisfaction in terms of their improvement, although there
were signs that continuous assistance was not provided by therapists. Most patients were
observed to be on their own during exercises.
Perceptions of therapists
There were mixed reactions concerning the patients’ relationships with the therapists. Some
were critical of the therapist whom they felt did not keep them informed or listen to their
concerns, or lacked empathy. However most of the users had positive therapeutic experiences
with the majority of the therapists.
Positive experiences
Positive experiences were highlighted in all the FGD and interviews (Table 5.3). Some
participants viewed the physiotherapists as dedicated to their work. Such physiotherapists
were viewed as possessing virtues that were acceptable in the community context.

Table 5.3: Positive experiences with therapist
Theme
Sub-theme
Supporting quotes
Positive
Welcoming
They welcomed me and asked my problem. [FGD
with female]
experiences with
therapist
They attend to clients so well and welcoming.
[Interview, female client]
Showed
And if you have not come with someone to guide you
concern
in your exercise, the physiotherapist comes to help
and guide you. [FGD with female]

Duty conscious

Encouraging

They first tell you the kind of exercises you will do
and also help you to do them. [Interview, male client]
They are really trying so much to do their job in that
every time you go there you will always find a
therapist. [FGD with women]
Even the inadequacy of equipment they tell you...and
still have to attend to all of you. [FGD with men]
They have helped me a lot. Encouraged me a lot.
[Interview, male client]
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Positive

Even when they are treating you they encourage you
a lot. This is very good. [Interview, female client]
I think they are very good and generous. [FGD with
men]
The therapists are good and they help people like
their siblings. [Interview, male client]
The doctors are good, talk to you well and treat you
well. [Interview, female client]

Negative experiences
Some participants reported negative experiences with a few of the therapists, who were not
seen as sensitive to their needs and tended not to be duty conscious. Details are provided
(Table 5.4).
Table 5.4: Negative experiences with therapist
Theme
Sub-theme Supporting quotes
Negative experiences Emotions
But others shout at you. He is very harsh. [Interview,
female client]
with therapist

Lateness

Negligence

Some of these physiotherapists are not friendly. They
talk to you harshly. [Interview, male sibling]
Sometimes you come here you wait and wait. They come
late and so we leave here late. [Interview, female client]
...you come for therapy early so that you leave early,
but...I am not reporting anybody but the doctors come
late, around 9 am. [Interview, male client]
Sometimes the bulb or the hot pack becomes very hot
and you are alone in the room. You have to shout to call
them otherwise you can leave the room with a wound.
[Interview, female client]
...we come here because we are told hospital is good.
But when here some don’t show the concern to us
patients. [Interview, male client]
They neglect us. How can you like someone who thinks
you are stupid? [Interview, female client]
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Challenges to treatment
Challenges reported by users were divided into a number of sub-themes (Table 5.5). Distance
from the hospital, shortage of staff and lack of equipment in the therapy facility were major
impediments to accessing therapy. Lack of proper information on prognosis led to
disappointments.
These experiences were supported by the observational data of patients talking freely among
themselves. It was observed that therapists came late. In one instance, a patient was observed
complaining to a therapist after being burnt by a hot pack which appeared to have resulted
into a large wound. Shortage of staff and equipment was also observed. Most of the time one
therapist was observed to be left in the department, moving up and down attending to the
patients. Patients were observed to share experiences of the long distances they had to cover
to get to the hospital and were also observed to discuss about fellow patients who had
absconded due to travelling expenses. Most of the patients who had absconded had chronic
conditions and had run out of money.
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Table 5.5: Challenges to physiotherapy treatment
Theme
Sub-theme
Supporting quotes
Challenges Distance from Our problem is just that we are from far and we have to come
here daily. We have to use fare. [FG with women]
to
hospital
treatment
I come from far. [Interview, female client]

Shortage of
staff

First of all my home is far from here. [Interview, male client]
I would say the therapists are few. [FG with women]
Only that they are few, but they should be with the patients as
they do exercises. [FG with men]

Lack of
equipment

I think they should be many to attend to clients quickly.
[Interview, male client]
In that department I find the therapy is very good but the
problem is that the equipment is so inadequate. [FG with
women]
..the equipment is not enough to cater for all the clients. [FG
with men]

Prognostic
information

And another problem I would say is that the facilities are
inadequate. [Interview, female client]
At first they said ten times, when they lapsed they added ten
more. [FG with women]
The other problem is that at first the therapist told me that the
problem would go after ten session plan, but I was astonished
when the first ten days had passed and he added some other
days. [FG with men]
It is that I don’t know how long this treatment will take.
[Interview, female client]

Possible options for long-term conditions
Most users expressed the need for rehabilitation options due to problems in accessing the
physiotherapy services at the hospital. There were suggestions for community- or home-based
services to facilitate easy and affordable accessibility for patients with chronic conditions:
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There is need for community or home-based physiotherapy services for those with
long-term conditions. Many times they fail to come because the exercises take a long
time and can’t afford. [FGD with women]
I am not sure if these services can be brought to our homes or villages like what
Association for Physical Disabled of Kenya does. [Interview, male patient]
Self-management of long-term conditions
The results indicate that the current physiotherapy practice at the hospital does not foster selfmanagement of chronic conditions. Users complained of travelling long distances without
being introduced to self-management skills for use at home. There were no other options for
users who failed to report for therapy.
We are from Chumani at Charo Kiringi stage, and then we go towards the ocean. It’s
far. So if we can’t make it, that’s the end. [FGD with women]
Our problem is just we are from far and have to come here daily for a long time and
we spend a lot of money for fare and I am not improving fast. [FGD with men]
So if one does not have a relative near the hospital then he will need to rent a room if
he has money, but if he does not have money then he will not attend as required. We
need to be taught how to do it ourselves at home. [Interview with female patient]
Observations revealed users’ desire for self-management at their home environments. Users,
especially those with chronic conditions, were observed to engage in talk that suggested a
wish for better options for managing their conditions. Observations further showed that
physiotherapy practice in the department did not encourage self-management as there was
greater emphasis by the therapists on regular attendance, rather than self-management of their
conditions.
5.4 Discussion
This study reflects the views and experiences of physiotherapy users in a rural government
hospital. The majority of users interviewed had positive perceptions of most of the therapists
and the treatment given. As much as the treatment was effective, most users appeared to
benefit from a good relationship with the therapist whom they perceived as taking a personal
interest in their wellbeing. Users valued a therapist who was welcoming, concerned,
conscientious and encouraging. This further encouraged them to strive for improvement as a
way of expressing their appreciation to the therapist. In rural communities users’ perceptions
of a health professional influences their commitment to the treatment provided.
Though most users perceived the physiotherapy treatment as effective, it presented
challenges in terms of travelling long distances to attend the therapy. Other challenges were
lack of staff and equipment in the hospital, which overshadowed the expectations of most
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patients. This finding is in line with a WHO disability report (World Health Organisation,
2001) which found a patient: therapist ratio in Kenya of 1:20 000. Issues relating to
inadequate therapist skills or training and equipment have been highlighted in other studies as
a common phenomenon in rural Africa (Twinble & Henley, 2000). For users with chronic
conditions and who struggle to reach physiotherapy facilities, a shift to community-based
practice, which would be more responsive to user requirements and needs in rural area, may
be indicated. For the enhancement of rehabilitation health services in rural communities,
community based rehabilitation (CBR) has the potential to facilitate easy access (World
Health Organisation, 210). The potential of the therapists and community-based workers in
the management of chronic conditions must be emphasized. The CBR framework highlights
empowerment of community-based workers to provide easy access to and sustainability of
services through affordable mechanisms.
Though treatment was perceived as effective by many, dissatisfaction with continued
assistance during the treatment process was common. The expectation of continued assistance
may represent several key, yet differing, issues relevant to fostering self-management of
chronic conditions. The aspect of self-management was mentioned by a number of users, and
could have been facilitated by lack of emphasis from the therapists. Self-management is a
necessary aspect of physiotherapy (Kenyon & Kenyon, 2004), and has been shown to lead to
efficient use of health services that meets the needs of people with chronic conditions (Wilson
et al., 2006).
Lack of user supervision during rehabilitation may indicate inadequate staffing of the
department. Alternatively, it may reflect differences in therapist and user expectations and
indicate the need for improved communication. While therapists may believe that they are
fostering self-management and enabling user rehabilitation by minimizing or reducing
supervision, the expectation that users will take an active role in therapy appears to be
inadequately communicated. Positive communication between physiotherapists and users has
many beneficial effects (Lundivik-Gyllensten et al., 1999), and in the present case could have
led to efficient physiotherapy practice. This supports the idea that satisfaction in
physiotherapy, as in other health processes, is multidimensional and may be influenced by
underlying tensions. Researchers have identified ten different dimensions of satisfaction
(Fitzpatrick, 1991; Hall & Dorman, 1988; Linder-pelz, 1982; World Health Organisation,
210). The dimension of effective treatment outcome highlighted in this study is similar to the
findings of other studies conducted in the USA (Deyo & Dichl, 1986; Greenfield, Anderson,
Winickoff, Morgan, & Komaroff, 1975; Ware, Snyder, Wright, & Davies, 1983).
The results also revealed that scant information about treatment procedures was given to
users, with most users indicating dissatisfaction with information about the duration of the
treatment. This is similar to the findings of Deyo and Diehl, who found that users indicated
most dissatisfaction over inadequate explanation of the problem and the following treatment
procedure (Deyo & Dichl, 1986). In an attempt to provide clear prognostic information,
therapists may under- or overestimate the likely rate of progress and amount of treatment
required.
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However, for many conditions, particularly those that are chronic, prognosis and the
optimum type and length of treatment are difficult to determine at the initial consultation.
Therapists who lack access to current research findings have to rely on their own or their
colleagues’ clinical experience. However, clinical experience is prone to bias and should be
supported with current evidence on effective management strategies (Chekin & MacCormack,
1989). For many conditions, or where such information is lacking, it may be most appropriate
to use clinical reasoning in a user-centered approach (Sackett, Rosenberg, Muir-Gray,
Haynes, & Richardson, 1996). Such an approach can include setting short- and long-term
goals which are negotiated and agreed with the user prior to commencing therapy, along with
planned times for review of progress with user participation. Such a dialogue opens
communication about variability in healing times and responses to therapy. It can empower
users to take an active role in decision-making with regard to usage of therapy services
(Kook, 2004). It may also encourage therapists to evaluate the need for frequent therapy
sessions at a centralized location, and identify ways to enable patients to continue therapy in
their home environment. The element of empowerment is crucial in rural communities as it
enhances full participation and ownership of the therapy activities.
Community- or home-based services were viewed more appropriate for patients, especially
those with chronic conditions because they were easily accessible and affordable. This is in
line with the WHO recommendation that community-based approaches should be utilized as
options for delivering rehabilitation services in rural communities with low resources
(Stephenson, 2012). It is not clear from the present study what underlying mechanisms may
lead to a problematic therapist–user relationship. Performance appraisal, continuing
professional development and reflective practice approaches are used in the therapy
professions to ensure that high quality, patient-centered care is provided (United Nations,
1978).
However, where staffing levels are insufficient and funding is limited, it is likely that staff
management reviews and service improvement processes are inadequate or absent (Wells,
2012). Staff may lack support or skills to honestly and openly reflect on, appraise and
improve their own practice. For quality service provision that meets the needs and
expectations of service users, such issues require further consideration and research. For
example, action research can be used to understand service providers’ views of existing
opportunities and challenges, and how they can best support users in the self-management of
long-term conditions in rural communities.
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CHAPTER SIX
A home-based intervention using Augmentative and Alternative Communication (AAC)
techniques in rural Kenya: What are the caregivers’ experiences?
Joseph K. Gona, Charles Newton, Sally Hartley, Karen Bunning. (2013) A Home-Based
Intervention using augmentative and alternative communication (AAC) techniques in rural
Kenya: what are the caregivers’ experiences? Child: Care, Health & Development, 40 (1), 2940.
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Abstract:
Background: Developmental conditions, such as cerebral palsy, cognitive impairment,
deafness and autism spectrum disorders (ASD) may be associated with a range of
communication impairments that affect individuals of all ages. Caring for a child with
complex communication needs associated with a developmental condition frequently adds
stress to the caregiver. Furthermore, professional assistance is scarce in low-income rural
settings. For such children speech is frequently unachievable. Augmentative and Alternative
Communication (AAC) provides options for supplementing or replacing speech with other
techniques. The current study aimed to examine the experiences of caregivers in Kenya before
and after a home-based intervention using AAC techniques with children with complex
communication needs.
Methods: Caregivers were interviewed pre- and post-intervention. The interviews were
digitally recorded, transcribed and translated into English. Content analysis was applied
through the stages of text familiarization and topic organization. Emergent themes and their
sub-themes were identified and labelled. Connections between themes were established and
interpretations made. The procedure was completed by a second researcher independently.
Conflicting ideas were jointly discussed until consensus was achieved.
Results: Four themes emerged from the data: communication process; struggle; normality;
and supernatural power. Before intervention, the caregivers acknowledged their expertise in
communications with the child, while also revealing their sense of isolation, burden and pain.
Normality was present as a source of comparison and also an aspirational goal. Postintervention more positive language was used to describe the child. There was an ‘opening
up’ of communication that recognized the child’s strengths and some social support systems
were re-established. The power of the supernatural was recognized before and after
intervention. Conclusion: Caring of a child with complex communication needs presents
many challenges. A home-based intervention AAC technique appears to have been a catalyst
for some positive transformations in the caregivers’ experiences, although it is not possible to
attribute this change to any one aspect. The potentials of the home-based intervention would
benefit from further investigation on a larger scale.
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6.1 Introduction
Caregiving for children with developmental conditions frequently places stress on the primary
caregiver. The extensive and continuous support required across the child’s lifespan may
impact on family functioning and social relationships (Raina, O-Donnell, et al., 2004).
Evidence suggests long-term caregiving is associated with fatigue, financial difficulties and
parenting distress (Green, 2007; Hassall, Rose, & McDonald, 2005; Murphy, Christian,
Caplin, & Young, 2006). Developmental conditions, such as cerebral palsy, cognitive
impairment, deafness and ASD may be associated with a range of communication
impairments that affect individuals of all ages (Enderby, 1997). Ambikile and Outwater
reported psychological and physical challenges associated with caregiving of children with a
similar range of conditions in Tanzania (Ambikile & Outwater, 2012).
The inadequacy of social support systems and the economic challenges of poverty, combined
with the extra expenses associated with meeting the child’s needs were a further source of
stress (Ambikile & Outwater, 2012). Other characteristics of the caregiving experience have
been identified such as worry about the future (Murphy et al., 2006), addressing competing
demands of daily life (Ambikile & Outwater, 2012; Raina et al., 2005), and physical and
emotional strain (Hamzat & Mordi, 2007). The latter includes coping with the social stigma of
caring for such a child (Dunst, Boyd, Trivette, & Hamby, 2002), which may extend to the
child’s condition being viewed as resulting from evil spirits (Gona, Mung'ala-Odera, Newton,
& Hartley, 2011; Hamzat & Mordi, 2007). Most of the research referred to about parents’
experiences is not in the African context, so experiences may be different.
The involvement of caregivers in the main context, in which the child lives, interacts, learns
and plays, is considered critical to the success of an intervention (Case, 2000; Granlund,
Bjorck-Akesson, Wilder, & Ylven, 2008). For some individuals the nature of their physical,
and/or cognitive impairments makes speech an unrealistic target (Wilkinson & Hennig, 2007).
Augmentative and alternative communication (AAC) is a practice whereby spoken
communication may be supplemented or replaced by other techniques (Royal College of
Speech & Language Therapists, 2006). Options for supporting communication typically fall
into aided or unaided communication (Beukelman & Mirenda, 1992). Aided communication
introduces a device outside the communicator’s body (Tonsing, Alant, & Lloyd, 2005).
Linguistic ‘utterances’ are represented by graphic symbols, picture board, book or set of
objects. Computer-aided communication that provide voice output are used in many high
income countries (Alant, 2005a), but cost prohibits more global usage. Unaided
communication uses the person’s body as a language or a system of sign support for spoken
language. Users of aided and non-aided variously employ features of natural communication
according to individual capacities, e.g. facial expression, body gesture, eye gaze, vocalization
and speech.
The International Society for Augmentative and Alternative Communication (ISAAC) has
debated over many years the relevance of AAC to people residing in countries where poverty
and human survival are threatened (Alant, 2005a, 2005b, 2007). In Africa, the majority of
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AAC development work has been centered in South Africa looking at cross-cultural
readability of graphic symbols (Basson & Alant, 2005; Bornman, Alant, & Du Preez, 2009;
Haupt & Alant, 2002); facilitation of language and literacy (Alant & Moolman, 2001); effects
of visual characteristics on symbol usage (Alant, Kolatsis, & Lilienfeld, 2010); and use of
communication boards to report crimes (Bornman et al., 2009). Mukhopadhyay and Nwaogu
reported a lack of AAC knowledge and skills among teachers in Botswana (Mukhopadhyay &
Nwaogu, 2009). A desire for AAC-based knowledge and specialist training was reported
amongst speech therapists in Egypt (Wormnaes & Malek, 2004). The aim of this study was to
explore the effects and development potential of a home-based intervention in AAC for
children with complex communication needs characterized by little or no speech in a rural
part of Kenya.
Research questions
1. What are the experiences of the caregivers of children with little or no functional
speech?
2. What are the experiences of the caregivers when a home-based, AAC intervention is
introduced?
6.2 Design and methodology
A case series was conducted with qualitative methodology was applied before and after a
home-based AAC intervention.
Study site
The study was conducted in the Kilifi Health and Demographic Surveillance System
(KHDSS) area of the Kenya Medical Research Institute (KEMRI). The KHDSS has as area of
900 km2. It has a population of about 250 000 inhabitants. It is estimated that 8–10% of this
population are children with moderate to severe disabilities ((Kilifi Health Demographic and
Surveillance System, 2012). It is one of the poorest areas in Kenya. Rehabilitation services
comprised occupational therapy, physiotherapy and orthopedic technology located at the
district hospital. There was no speech and language therapy. With regard to education, there
were two special schools and five special needs units on mainstream school sites.
Sample
Twelve children aged 4–12 years were recruited from the Educational Assessment and
Resource Centre (EARC) register of 2000 children. Each child presented with:



Limited or no functional communication, including those with restricted speech and
language, and those with severe intellectual disability.
A recognized condition, including cerebral palsy, cognitive impairment, deafness and
autistic spectrum disorder.
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In addition, it was required that the children resided with their caregivers most of the time and
the caregivers were willing to commit time to the intervention.
Sample recruitment focused on children with complex communication needs associated with a
primary diagnosis of cerebral palsy, autistism spectrum disorder, cognitive impairment and
deafness. The aim was to recruit at least two children from each diagnostic category to
increase the range of likely AAC approaches that would be involved. The head of the EARC
selected a total of 32 children out of the 2000 registered who met the inclusion criteria. Using
a purposive-convenience sampling procedure, 12 children were recruited representing all four
categories of primary condition and with age range from 4–12 years. Four years is the age
when a typically developing child would usually be considered a competent communicator.
There was a balanced ratio of males to females. Two caregivers declined to take part in the
study due to family problems leaving a sample of 10 caregivers. A family of a third child (P4)
relocated and was subsequently withdrawn from the study. Table 6.1 provides a summary of
the presenting characteristics of the nine children who took part in the study.
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Table 6.1: Summary of participants’ characteristics
Participant
Gend Age Health Condition
er
*
P1
Male
11:0 Cerebral palsy
0
(quadriplegic) and
profound intellectual
disability.
P2
Femal 3:07 Global developmental
e
delay of unknown
etiology.

P3

Male

6:00

Cerebral palsy
(quadriplegic)/ epilepsy.

P5

Femal
e

6:00

Intellectual disability;
poor attention and
hyperactivity.

P6

Femal
e

6:00

Moderate hearing
impairment (currently no
hearing aids).

Activity & participation for communication
Unable to walk or sit unsupported. Limited voluntary control of head movement and
directional eye gaze. No evidence of verbal comprehension but recognizes basic
objects. Reliant on others for interpreting his needs and initiating interaction. Smiles
and vocalizes to mother. Does not attend school.
Some crawling behavior and sits on floor unsupported. Parental report of skills loss and
regression in social behavior after first 12 months of typical development. No evidence
of verbal comprehension. Stares blankly for long periods of time; poor attention;
repetitive behaviors, e.g. hand wringing; attempts to say ‘baba’, and laughs and claps
hands to self. Does not attend school.
Unable to walk; bottom shuffles on floor; points with left hand-arm to people and
objects in the immediate environment. Evidence of verbal comprehension at 2–3 word
level. Attempts speech – largely unintelligible due to motor speech problems; relies on
familiarity of partner to understand him; clear picture recognition; selects from array of
8 pictures upwards. Attends special needs unit attached to school.
Able to walk; uses hands to pick up things. Verbal comprehension is reliant on
situational cues. Engages in activities in self-absorbed way, e.g. hums to self, picks up
bits from ground to eat, places hands in sand and flicks leaves on empty meal sack. No
speech but attempts communication through gesture; gets frustrated when not
understood uses social eye gaze, smiles & laughs; recognizes familiar people. Does not
attend school.
Motor skills are unimpaired. Verbal comprehension is approximately at the two-word
level but reliant on environmental cues; watches other people’s faces closely; Shows
interest in environment and; attempts to copy write letters; has wide range of
communicative functions, e.g. expresses needs, comments on events, attempts
communication with familiars but has restricted vocabulary. Understood usually by
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P7

Male

5:05

Cerebral palsy
(quadriplegic);
intellectual disability.
Autistism spectrum
disorder.

P8

Male

12:0
0

P9

Femal
e

6:00

Severe intellectual
disability – Down
syndrome.

P10

Femal
e

6:00

Cerebral palsy
(quadriplegic)/ global
developmental delay –
nystagmus noted – vision
queried.

familiar people at homestead. Does not attend school.
Shows desire to communicate; indicates when happy or sad through facial expression;
greets people; understands basic instructions, e.g. ‘no’; shows recognition of everyday
objects but no concept of pictures. Does not attend school.
Motor skills are unimpaired. Verbal comprehension appears to be at the 4+ word level.
– Fairly self-sufficient in home with reduced need to communicate; likes to take apart
objects but does not put them back together understands simple instructions; appears
aloof and does not engage socially with others at home. Attends special needs unit
attached to school.
Able to walk independently; attempts to hold a pen for ‘pretend writing’. Verbal
comprehension at the 1–2 word level with support of situational cues. Parents ignorant
of condition initially. Attempts speech but cannot be understood by parents and family;
uses gestures to express range of functions, e.g. protest, request, share communicative
point, attract attention. Does not attend school.
Unable to walk; able to reach and grab with right arm-hand. Verbal comprehension at
basic situational level. Makes small vocalizations; directional eye gaze but also reaches
out to mother; facial expression to communicate likes/dislikes, happy/sad; able to
attract attention. Does not attend school.

*The numbers before the colon mean “years” and the numbers after the colon means “months”
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Methods
Interviews were conducted with the caregiver of each child at two different times: before the
intervention; and at the end of a 6-month implementation period. The interviews were
conducted at the homestead and focused on the caregiver’s experiences of having a child with
complex communication needs, specifically:
• Child’s communication with caregiver;
• Child’s communication with other people;
• Caregiver’s communication with child;
• Available support;
• Caregiver’s view of the future.
All the interviews were facilitated by me (JKG), a native user of the local languages
(Kiswahili and Giriama). He was unknown to the participants and their families. The
interviews were digitally recorded. During the pre-intervention interview, a trained speech
and language therapist conducted informal assessments of the children. The local assets of the
homestead were recorded using a standard format that was completed with the caregiver and
supplemented by observations (Appendix I). This information informed aspects of the
intervention, such as the interests of the child, the availability of key family members for
communication, the facilities in the home and other people in the neighborhood. In addition,
an adapted version of the Communication Profile, which was developed as an outcome
measuring tool in Uganda (Baker & Hartley, 1999), was administered. Data arising from the
Communication Profile are reported in a second paper currently in preparation.
The intervention
The design and content of each participant’s intervention was based on an ecological view of
the developing child in the natural context (Granlund et al., 2008). The completed
Communication Profile informed the content of the intervention. The caregiver was viewed as
the agent for change, occupying a pivotal role in the implementation of the intervention.
Individual goals were configured around the International Classification of Functioning,
Disability and Health for Children and Young People (WHO, 2007), a derived version from
the ICF that aims to capture the characteristics of the developing child in a changing
environment (Granlund et al., 2008). Based on Nakajima’s three maxims, cited by Alant
(Alant, 2005b), the intervention needed to be technically valid, economically feasible, and
socially and culturally acceptable. Technical validity was attained by providing in situ training
for the main caregiver on how to use the recommended AAC technique with the child.
Economic feasibility was upheld by using low-technology options that required neither power
supply, nor technical expertise for use and maintenance. Use of local resources helped to keep
financial costs low. Social and cultural acceptability was catered for by negotiating the
content of the intervention with the main caregiver and using locally sourced materials.
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Four main approaches were assigned to the individual participants (Appendix II). Four
participants (P1, P5, P7 & P10) used ‘objects of reference’ defined as objects to which
particular meanings have been assigned (Park, 1995, 1997). Two participants used a ‘total
communication’ approach (P6 & P9). Derived from an educational approach for children with
hearing impairment (Mayer & Lowenbraun, 1990), it emphasizes the flexible use of
communication across the range of techniques (Brandshaw, 2000). P3 used two
‘communication boards’, pointing at pictorial representations of important people, things and
activities. The first board displayed photographs of important people in his life. The second
communication board displayed ‘picture communication symbols’ representing core
vocabulary items, devised using the software package Board maker (Mayer-Johnson, 19812008). P8 was introduced to the ‘picture exchange communication system’ (Bondy & Frost,
1994). Pictures were cut out of the packaging of food items purchased at the local
supermarket and P8 was trained to trade these pictures for things he wanted – emulating
requesting behavior. P2 used sensory-based interaction based on principles of Intensive
Interaction (Nind & Hewett, 1994), whereby the caregiver follows the child’s behavioral lead,
shaping their responses into playful interactions. Figure 6.1 shows materials used.
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Figure 6.1: Augmentative and alternative communication materials used

Intervention plans for each participant are summarized in table 6.2. The rationale
underpinning each plan was constructed according to the individual’s presentation in terms of
body structure and function, activities and participation (WHO, 2007).
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Table 6.2: Summary of intervention characteristics tailored to individual participants
Participa
AAC technique Goals
Operational access
nt
(motor skills for
communication
P1
Objects of
To request the thing he
Mother holds up objects
reference
wants by responding to
either singly or in pairs.
a ‘yes’/‘no’ choice when P1 uses eye gaze (L–R) to
offered either one or a
identify preferred object.
pair of real life objects.
P2
Multi-sensory
To engage in socially
Mother engages in playful
interaction
interactive play with
interactions with child
based on
mother, father and
using multi-sensory
principles of
familiar others at home. material, watches
Intensive
naturally occurring
Interaction
behaviors of child and
imitates them.
P3
Pictorial
To communicate basic
Left arm-hand gestural
communication needs; to tell his family point to pictures displayed
board(s)
about things that have
on communication board.
happened or people he
has seen.

Linguistic content
(vocabulary to be targeted)

Materials

‘Drink’ or ‘no drink’; ‘food’
or ‘no food’; ‘comb hair’ or
‘no comb hair’; ‘wipe face’
or no wipe face’; ‘play’ or
‘no play’.
‘Mama’(mum) and
‘Baba’(dad)

Box of
everyday
objects: face
cloth; shaker;
comb; cup.
Multi-sensory
objects: cloth;
mirror; body
lotion; fan.

Mama, Baba, family
members; drink, food, sleep,
happy, sad, me, want, like,
go, no, yes, school, bed,
food, drink, fruit, shop,
neighbors.

Two
communication
boards:
1. photographs
of P3 and all the
familiar people
in his life;
2. Line
drawings for
vocabulary
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P4

Objects of
reference

To communicate basic
needs; to engage in
socially interactive play
with familiar people at
home.

Use of eye gaze and
giving objects.

Drink; toys; fruit; food.

P5

Objects of
reference

To communicate basic
needs; to engage in
socially interactive play
with familiar people.

Use of eye gaze and
giving objects.

Food; writing; goat; cow;
duck; chicken; water;
bicycle; coconut; house; bed;
drink.

P6

Total
communication

To expand
communicative
vocabulary; to use a
range of expressive
functions.

Naming of objects, people
and actions in the
environment to provide a
speech production model
for P6 – supported by
signs.

Vocabulary used in daily
routines, e.g. duck; dog;
chicken; goat; cow; water;
bicycle; house; washing;
food; drink; mobile phone.

P7

Objects of
reference

To communicate basic
needs and simple
choices.

Use of left arm-hand to
remove objects from
board and give to Mama.

Drink (cup); food (bowl);
comb; face cloth (bathe);
play (shaker toy).

P8

Graphic
symbols

To communicate basic
needs.

Use of hand function for
giving and receiving

Drink: juice; milk; crisps;
biscuits; banana; apple;
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using board
maker.
Box of
everyday
objects: face
cloth; shaker;
comb; cup;
bowl; mirror.
Box of
everyday
objects: face
cloth; shaker;
comb; cup;
bowl; mirror.
Large mirror to
provide visual
feedback in
speech practice.
Signs drawn
from Kenyan
Sign Language.
Everyday object
board: face
cloth; shaker;
comb; cup;
bowl; mirror.
Picture tokens:
fruit; crisps;

P9

P10

(Picture
Exchange
Communication
System)
Total
communication

Objects of
reference

objects.

mango; biscuit.

juice; milk.

To build functional
vocabulary to support
expressive language.

Use of signs as ramps for
speech

Food; writing; goat; cow;
duck; chicken; water;
bicycle; coconut; house; bed;
drink.

To communicate basic
needs and to interact
socially.

Use of right arm-hand to
remove objects from
board and give to Mama.

Drink (cup); food (bowl);
comb; face cloth (bathe);
play (shaker toy); mirror
(play).

Kenyan sign
language; core
vocabulary of
everyday
objects, actions
and events.
Everyday object
board: face
cloth; shaker;
comb; cup;
bowl; mirror
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The associated materials were supplied to each caregiver and a demonstration of how to use
the materials with the child was given, supported by a verbal explanation. The intervention
was carried out for a period of 6 months with one monitoring visit every month, which served
as a check on progress and the reassertion of intervention principles.
Data analysis
The digital recording of the interviews were saved to computer and transcribed and translated
into English before being imported to NVIVO 7 computer program for storage and
management. In order to access the lived experiences of the caregivers, content analysis as
described by Taylor-Powell and Renner was used (Taylor-Powell & Renner, 2003). First the
text was read and re-read for familiarization, with any impressions recorded in note form by
me. Then the data were organized by the topics covered in the interview schedule. Any
consistencies and differences were identified across the respondents. In order to bring
meaning to the words as defined by the ideas, concepts or terminology expressed by the
respondents, a label was assigned to each theme, from which sub-themes were extracted.
Connections within and between themes were explicated, before finally interpreting the data.
This latter stage involved inspecting the categorized data against the time line of the
intervention. A second independent analysis of the data was conducted to enhance the validity
of the research findings. The two analyses were cross-checked and any conflicting ideas
jointly discussed until consensus was achieved. Interpretation of the data used Raina and
colleagues’ theory-based, multidimensional, conceptual model of the caregiving process
(Raina, O'Donnell, et al., 2004). The model comprises six interrelated constructs (background
and context; child characteristics; caregiver strain/stress; intra-psychic factors; coping factors;
and outcomes). Each construct consists of factors that are defined by the causal relationships
between these factors.
Ethics
The study was approved by the Kenya National Ethics and Review Committee (SSC # 1996)
and the Ethics Committee for Development at the University of East Anglia.
6.3 Results
Four main themes emerged from the data: communication process; normality; struggle and
super-natural power, as shown in figure 6.2. The bullet point items represent sub-themes. The
arrows at the center of the schematic diagram indicate interconnections between themes.
While the themes were observed to cut across the caregiver’s experience before and after the
intervention, certain transformations were also noted.

82

Figure 6.2: Schematic diagram of themes and sub-themes

Communication process
Communication process was characterized by approaches used by the caregivers for
communicating with and understanding their children. The first sub-theme was familiarity.
The caregivers drew on personal knowledge and experience to interpret the child’s behaviors,
which were usually focused on the supply of basic needs.
When she is hungry, she will follow you, lie down, and then you will know that she is
hungry. [P9]
Even before the intervention was introduced, the caregivers recognized their pivotal role in
respect of the child’s communication. Some of the caregivers articulated real understanding of
the unique ways the child communicated.
. . . when she sees some people on a motorbike falling down she can’t say ‘I saw
people on a motorbike falling down’. She will say ‘prrrr’ then signs the action of
falling down – then you understand that a person on a motorbike fell down. [P6]
This contrasted with the perceived difficulties of others.

83

Other people cannot communicate with him. It is I who can communicate with him.
[P7]
Communicating specific choices or ideas frequently led the caregivers to a trial and error
approach, where different things were tried out with the child and the resultant responses
gauged.
But the problem is to know the type of food he will prefer that day. I give this he
refuses. I give him this he vomits. So I keep on trying till that food which he will be
contented with. . . . [P7]
The lack of clear communication was noted in the form of perceived impairments observed in
the child. This was linked closely to the struggles many expressed.
She can’t talk. I can’t know when she is hungry. [P10]
The fourth sub-theme was termed opening up, which emerged in the post-intervention
interviews, capturing new ways of understanding and communicating with the child.
She has now made a big difference. She can now stare at a thing, and when something
passes by and it has some sound she looks wanting to know where it comes from. [P2]
The widening of the child’s social horizons was reported by caregivers denoting not only
active communication of the child but positive responding by others.
My child is feeling at peace. Even if a visitor arrives you will see him celebrating until
they come and greet each other. [P7]
Normality
The theme of normality resonated throughout the caregiver narratives, both pre- and postintervention. There was a strong desire for the child to develop similarly to age-matched peers
in the area of talking.
I want her to be like others. I want her to talk [P2]
Learning was identified as a key to the child’s developmental progression and to later
occupation.
I would like him to be able to walk, talk, and learn how to make things using his
hands, like sewing shoes, woodwork. [P3]
The hope of a cure was also present in the narratives. Sometimes the sentiment was qualified
by particular achievements that were desired for the child, and this usually involved ‘talking’:
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. . . you wake up one morning and you start talking with him and he is able to reply
you . . . [P1]
I want her to get cured. [P5]
A child’s school attendance was considered an essential need by most of the caregivers, which
was related to amelioration of the child’s difficulties.
What is remaining is to get full healing and by next year he should be going to school
and continue to see good development until he walks. [P7]
Post-intervention view of normality was qualified with a more measured sense of reality.
I have expectations that he will open up because where he comes from is far. [P8]
There was even a sort of rationalization of ‘miracle’ in real terms.
For this exercise it is as if the brain is opening up. The brain opening up is a miracle I
had not realized before. [P7]
However, the aspiration of normality also persisted, with speech being the ultimate and
desirable outcome.
I expect her to talk and the madness change and be able to understand . . . when she is
somewhere she can settle and her mind be opened. [P5]
Struggle
The majority of caregivers spoke of their own struggles to bring up their children, which were
characterized by feelings of isolation.
. . . he was drooling something from the mouth like charcoal, something thick and
smelling like somebody who had died three days ago. In fact I could not sit with
somebody near me. I used to sit alone. [P7]
After the intervention, there appeared to be a reconnection with other family members.
My husband now gives me support. You changed him. [P5]
Everyone feels happy in giving different forms of support to me and the child. I can’t
believe this. [P7]
The sub-theme of burden resonated throughout the narratives. The burden of caring for the
children was variously defined as financial:
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The money we have used on him is a lot. [P8]
And physical:
Carrying the child daily even at school I sometimes tell the teacher I’m tired today. I
will bring him tomorrow. [P3]
While the burden of caring had not simply disappeared, post-intervention interviews revealed
the construction of some new perspectives of the child.
Sometimes you can see him with other children from here playing and he can be there
playing and if it is something funny, he also laughs. [P8]
Many of the caregivers spoke of the pain experienced in relation to their child. Sometimes the
realization that the child was different was the catalyst and sometimes the lack of
opportunities available.
I feel hurt. This is because she can’t talk, she can’t walk. That’s why I feel my heart
burning [P10]
The caregivers expressed the impact of their child’s difficulties as a disturbance to their own
well-being.
The condition he is in makes me have no peace. This is because a sickness is not
something that can make a person happy [P7]
Post-intervention there was a positive shift in the language used by nearly all the caregivers to
describe their own state of well-being.
I feel happy because she is now becoming enlightened. [P6]
The sense of well-being even prompted one caregiver to talk of the support that might be
afforded to others in a similar situation.
Even if I see another parent with a child like mine I can tell the parent that there is an
organization that can help a child like this. [P9]
The one exception was the caregiver of P10 who spoke more than any other caregiver of a
supernatural power that had determined the fate of herself and her daughter.
I feel she won’t be able (to communicate) because what I was being told by the people
who are superstitious [P10]
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Supernatural power
Supernatural Power was frequently attributed with not only the source of the child’s
condition, but also with providing the potential answer to the problem. It encompassed both
cultural beliefs and practices, such as witchcraft, as well as religious observances and
convictions. Community beliefs in witchcraft and evil spirits appeared to be associated with
sadness and pain, either because of feeling that someone else had been responsible for the
child’s disability, or that the caregiver herself was viewed as the cause.
They say she was taken by someone and made a seat for the jinnis (evil spirits) [P10]
I had to move to another church because I was thought to be having ‘jinnis’ (evil
spirits). I felt a lot of pain. [P8]
Religious beliefs also appeared to bring some sustenance to the caregivers during difficult
times
But If I remember God I have to be grateful. [P3]
Post-intervention, the caregiver perspective appeared to move from a superstitious, causal
explanation of the child’s condition, to a newly perceived reality.
I now feel happy and have hope. Do you know that I can now communicate with him?
Sometimes our traditions confuse us. [P7]
This did not mean that traditional beliefs had simply disappeared, but that new experiences of
the child’s communication occupied an equally important place. However, intervention from
high powers was expected by most of the caregivers and was apparent in both the pre- and
post-intervention narratives. The hope of a miracle to bring change to the existing situation
was expressed both before the intervention.
Though I have gone through difficult times I have faith that one day God will touch
him and will be opened and will be able to sit by himself. [P1]
And afterwards:
I am praying God to help. . . . [P9]
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6.4 Discussion
Before intervention
Caregiving is a normal part of a parental role, which is traditionally carried out by the mother
as reported by Hamzat and Mordi (Hamzat & Mordi, 2007). Having a child with high support
needs has the potential to alter ‘the balance between external, environmental demands and the
perceived internal ability to respond’ (Raina, O'Donnell, et al., 2004). Stress occurs when
demands start to impact on everyday activities. Individual characteristics of both the
caregiver, such as age, marital status and coping ability, and the child, such as the severity of
impairment and level of support needs, are potential factors of influence. With the exception
of one mother whose husband was deceased, the other caregivers all had husbands. However,
the level of support from the husbands in managing the child’s needs appeared to be fairly
erratic, with the caregiving demands being managed mainly by the mother. This resonates
findings by Green (Green, 2007), Murphy and colleagues (Murphy et al., 2006), and Hassall
and colleagues (Hassall et al., 2005). Tensions between delivering care to the child while also
carrying out other occupational roles in the home have been referred to as ‘caregiver strain’
by Raina and colleagues (Raina, O'Donnell, et al., 2004).
While the children had a range of conditions that affected motor, cognitive and social
development, they had complex communication needs in common. Although pre-intervention,
the caregivers’ narratives revealed their natural expertise in understanding the behaviors of
their children, the additional responsibility of deciphering meanings and the noted lack of
understanding by others may have represented a further difficulty. Although not reported in
detail, this is inferred in Ambikile and Outwater’s report of communication problems
contributing to the emotional strain experienced by parents (Ambikile & Outwater, 2012). Not
surprisingly, the self-perception of the caregiver, together with stress management has been
identified as direct predictors of the caregiver’s psychological health (Raina, O'Donnell, et al.,
2004).
Social and economic factors may also have affected the caregiving experience (Raina,
O'Donnell, et al., 2004). Certainly all the families in the sample lived in rural locations, with
limited access to formal support. Some mentioned the option of occupational therapy at the
hospital, but lack of transport and time constraints on domestic occupation prevented
attendance. Additionally, only two of the nine children attended school regularly. Thus the
support systems, both external to the family and internal to the marital unit, appeared to be
inadequate. This undoubtedly contributed to the caregiver’s sense of isolation and perception
of burden, which is consistent with findings by Ambikile and Outwater (Ambikile &
Outwater, 2012)
Traditional, cultural beliefs added to the struggles experienced by some caregivers, which
echoes other previous findings in the region (Gona et al., 2011). The attribution of the child’s
condition to evil spirits (‘jinnis’) has also been reported in Nigeria (Hamzat & Mordi, 2007).
Such beliefs were linked to the stigmatization of the child and the poor responses of others
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(Ambikile & Outwater, 2012). Where the answer to the child’s condition was placed in
religious beliefs, there was a sense of the caregiver waiting for change or a miracle to happen.
It has been argued that attributing responsibility for the child’s disability to a higher authority,
e.g. God, represents a coping strategy whereby stress may be alleviated (Balasundaram, 2007;
Burker, Evon, Sedway, & Egan, 2005; Gona et al., 2011; Treloar & 2002).
After intervention
The home-based intervention comprised many features, which may have contributed to the
new-found experiences reported by the caregivers. The extra attention afforded by the home
intervention, which entailed regular home visits, new interest in the child where little was
shown before and listening to what the caregiver has to say, may have affected a more
positive view of the child and his/her condition. It is possible that the interactive nature of the
intervention and the novel materials in use attracted the attention of others to the child, which
is consistent with Anderson and colleagues, who showed how typical children viewed
friendship positively with children using AAC (Anderson, Balandin, & Clendon, 2011). The
intervention activities were tailored to the individual’s behavioral characteristics that most of
the caregivers were already responding to, albeit in a limited way. Thus the intervention
provided validation of the caregiver as the expert, which is consistent with Raina and
colleagues’ recommendation (Raina, O'Donnell, et al., 2004). The pivotal role occupied by
the caregivers as active agents in the delivery of the intervention further imbued them with
power, thereby affirming their roles (Granlund et al., 2008). The techniques were designed to
complement the available skills of the children so that the families were exposed to what the
child could do, instead of what they could not do. Bringing to light the potentials of the
children provided a healthy counterpoint to the unrealistic hope of normality and cure held by
the majority.
Although the post-intervention narratives revealed persistence in this regard, ‘learning’
opportunities were now in place, which were connected with the idea of ‘cure’. The powerful
influence of cultural beliefs in causal attribution of the child’s condition remained for one
caregiver; however, the remainder related more to the idea of divine intervention providing
the ultimate answer. Finally, the social impact of the study may have influenced the
expression of positive views of the caregivers after the intervention.
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CHAPTER SEVEN
Caregiver Perceptions of Children who have Complex Communication Needs Following
a Home-based Intervention Using Augmentative and Alternative Communication in
Rural Kenya: An Intervention Note
Karen Bunning, Joseph K. Gona, Charles, Newton, Sally Hartley (2014). Caregiver
Perceptions of Children who have complex communication needs following a Home-based
intervention using augmentative and alternative communication in rural Kenya: An
intervention note. Augmentative & Alternative Communication, 30 (4), 344–356

91

Abstract:
Background: A high level of unmet communication need exists amongst children with
developmental disabilities in sub-Saharan Africa. This study investigated preliminary
evidence of the impact associated with a home-based, caregiver-implemented intervention
employing AAC methods, with nine children in rural Kenya who have complex
communication needs. The intervention used mainly locally-sourced low-tech materials, and
was designed to make use of the child’s strengths and the caregiver’s natural expertise.
Methods: A pre-test-post-test design was used in the study. Data were gathered using an
adapted version of the Communication Profile, which was based on the International
Classification of Functioning, Disability, and Health (ICF) framework. The non-parametric
Wilcoxon signed-rank test was applied to data from the first two sections of the
Communication Profile-Adapted. Qualitative analysis was conducted on the final section.
Results: The data provided evidence of statistically significant positive changes in caregiver
perceptions of communication at the levels of Body Structure and Function, and Activities for
Communication. Also, analysis of the Participation for Communication section revealed some
expansion to the children’s social activities.
Conclusion: The potential impact of the home-based intervention would benefit from
investigation on a larger scale.
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7.1 Introduction
The World Report on Disability estimates the prevalence of disability worldwide is
approximately 15%, with severe disabilities occurring in 2.2–3.8% of the population (World
Health Organization and World Bank, 2011). However, representation of people with
communication disability in international reports may be inadequate due to “the way
disability is frequently conceptualized and measured” (Wylie, McAllister, Davidson, &
Marshall, 2013).
The definitions used relate to underlying health conditions and are
therefore disease-related, as covered by the International Statistical Classification of Diseases
and Related Health Problems (ICD-10) (World Health Organization, 2010) and do not reflect
the different dimensions of disability defined within the International Classification of
Functioning, Disability and Health (ICF) (World Health Organization, 2001). Furthermore,
individuals with complex communication needs are likely to come from a number of different
conditions (e.g., cerebral palsy), or may not be associated with a specific disease (e.g.,
intellectual disability). However, severity of problem and extent of need is likely to be
variable. The estimated figure of 15% of children with disabilities cited by the World Report
on Disability (World Health Organization and World Bank, 2011) is likely to include
individuals with mild to moderate disabilities. Those children with more complex
communication needs are likely to fall in the 2.2–3.8% estimated prevalence for children with
severe disability (World Health Organization and World Bank, 2011). Thus, overall, an
estimated 1.1–1.9% of the population may have severe communication difficulties. Although
some people with these difficulties will be adequately supported by help from other people,
such as teachers, caregivers, community workers, and family friends, there will be some who
are underserved due to the scarcity of rehabilitation specialists in low-income countries
(World Health Organization and World Bank, 2011). Wide variation in rehabilitation support
was reported in 29 African countries and was characterized by poor coordination of delivery,
limited access at community level, and a continuing need for development work (World
Health Organization and Disability & Rehabilitation team, 2004).
Globally, speech and language therapists (SLTs) are recognized as the specialist workers who
focus on helping and supporting people with communication difficulties. However, a lack of
SLTs in sub-Saharan Africa is reported, with only 1 per 2–4 million people (Wylie,
McAllister, Marshall, Wickenden, & Davidson, 2012). If 1.1–1.9% of the population has
communication difficulties, then there would be only one therapist for every 22,000 people, a
figure that represents the minimum of the estimated ranges cited, who would benefit from
specialist assistance. SLT provision in East Africa (Burundi, Kenya, Rwanda, Tanzania,
Uganda), with an estimated population of 141.8 million (World Health Organization and
World Bank, 2011), is mainly confined to urban areas (Jochmann, 2006) and is often
restricted to private health care. Individuals who reside in rural and remote areas have
difficulties in accessing support (Wylie et al., 2013). Barriers may be physical e.g., poor
transport system, (Moisi et al., 2011), informational e.g., ignorance of available support,
(Ensor & Cooper, 2004), or financial e.g., insufficient funds for travel, (Makinen et al., 2000),
or to access private care.
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Recent developments to combat the lack of support for communication include a speech and
language therapy degree course at Makerere University, Uganda, from which two cohorts
have graduated successfully so far (n = 18), with destination posts in Uganda, Tanzania,
Rwanda and Kenya. There are three more regional programs planned at East African
universities (Stanely, 2013). However, despite such developments, the level of help for
individuals with complex communication needs, whether sourced by rehabilitation and
education services, or provided by community workers, remains inadequate.
Given these circumstances of limited support, responsibility for the child’s development and
welfare usually falls to the family. Caring for a child with developmental disability frequently
demands extra physical and psychological resources (Geere et al., 2012; Hamzat & Mordi,
2007; Raina et al., 2005). While it is acknowledged that variation exists in caregiver
adaptation to the situation, evidence suggests that lack of time and personal energy (Raina et
al., 2004), the extra demands of care-giving tasks and inadequate social support systems
(Ambikile & Outwater, 2012; Chang & McConkey, 2008), and the economic challenges of
poverty (Ambikile & Outwater, 2012), all contribute to caregiver stress. External to the family
situation is the social stigma of caring for a child with disabilities (Ambikile & Outwater,
2012; Hamzat & Mordi, 2007; Raina et al., 2004), which may extend to the child’s condition
being viewed as the result of evil spirits (Gona, Mung'alla-Odera, Newton, & Hartley, 2011;
Hamzat & Mordi, 2007). Not surprisingly, many caregivers in poor economic conditions have
expressed the desire for a cure for their child’s condition, both in rural areas (Gona, Newton,
Hartley, & Bunning, 2013) and in urban slums (Sen & Goldbart, 2005).
Caregiver involvement
The active involvement of caregivers is considered critical to the success of an intervention
(Granlund, Bjorck-Akesson, Wilder, & Ylven, 2008; Sen & Goldbart, 2005). From their
Cochrane review on speech and language therapy for children with cerebral palsy
(Pennington, Miller, & Robson, 2010) advocated targeting the familial context in order to
increase interaction opportunities. The expectation is that gains will be seen, not only in the
child, but also in the dynamics and interaction of the family unit (Granlund et al., 2008).
Caregiver participation in child-focused interventions that are relationship-based and located
in the home setting have been found to improve development in the child (Shin et al., 2009),
to promote language growth (Roberts & Kaiser, 2012), to reduce negative parent-child
interactions (Mclntyre & Abbeduto, 2008), to lower levels of caregiver stress (Hastings &
Johnson, 2001), and to improve family outcomes (Kim & Mahoney, 2005). Romski and
colleagues (Romski et al., 2011) reported that parents viewed their children’s language
difficulties as less severe after an augmented communication intervention, although the
children assigned to a speech-only condition were perceived as having more severe
difficulties post-intervention. The authors suggest that focusing on a non-speech modality
may reduce the pressure on parents to achieve some kind of success in their communication
with their children. Psychological support is integral to the home-based intervention and was
cited as the most important facilitative factor by parents implementing a behavioral
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intervention with young children with autistic spectrum conditions (Johnson & Hastings,
2002).
Some interventions involve parent-directed training whereby change is brought about to the
child’s communication skills through the parent acquiring information and adopting new
ways of communicating with their children. For example, Kent-Walsh and colleagues (KentWalsh, Binger, & Hasham, 2010) reported that mothers learned to use a partnership,
interactional reading strategy with their children in a relatively short time, which is associated
with increased turn-taking by the children and use of a wider range of meanings. Girolametto,
Sussman, and Weitzman (Girolametto, Sussman, & Weitzman, 2007) observed changes in
maternal responsivity towards their children with autistic spectrum condition, while Ferm,
Andersson, Bromberg, Liljegren, and Thunberg (Ferm, Anderson, Broberg, Liljegren, &
Thunberg, 2011) identified improvements in the parental experience of communicating with
their children.
Despite the acknowledged relevance of natural contexts to positive intervention outcomes,
there are few AAC interventions reported that are fully based and implemented in the home
setting (Granlund et al., 2008; Nunes & Hanline, 2007). Ferm, Ahlsén, and Björck-Åkesson
reported a strong correspondence between activity-type and dyadic interaction in a single case
study of a child with physical disabilities with caregiver, where the mealtime context affected
conversation purposes and the use of devices such as pause towards goal attainment (e.g.,
intake of nutrition) (Ferm, Ahlsen, & Bjorck-Akesson, 2012). Where there was deliberate
consideration of the context for communication, reported gains have included an increase in
eye gaze between mother and child (Wadnerkar, Pirinen, Haines-Bazrafshan, Rodgers, &
James, 2011), improved expressive language and social closeness of children (Light &
Drager, 2010), growth in initiations and responses by the people using the AAC and extension
of communication strategies used by the caregiver (Nunes & Hanline, 2007).
AAC in Africa
The World Health Organization’s (WHO ) World Report on Disability (World Health
Organization and World Bank, 2011) considers technology to be appropriate if it “meets
people’s needs, uses local skills, tools, and materials, and is simple, effective, affordable, and
acceptable to its users” (p. 301). In Africa, the majority of AAC research has emanated from
South Africa focusing on cross-cultural readability of graphic symbols (Basson & Alant,
2005; Bornman, Alant, & Du Preez, 2009; Haupt & Alant, 2002); facilitation of language and
literacy ((Alant & Moolman, 2001); effects of visual characteristics on symbol usage (Alant,
Kolatsis, & Lilienfeld, 2010); and use of communication boards to report crimes (Bornman,
Nelson Bryen, Kershaw, & Ledwaba, 2011). Beyond South Africa, there have been reports of
other initiatives. For example, AAC Market Cards have been developed in Ghana to support
functional communication among young people with intellectual disability (Crowley &
Baigorri, 2012). Cameron and Markowitz report on the local development of a
communication board to meet the needs of a child in Tanzania (Cameron & Markowicz,
2013). However, a need for information and training on AAC has also been acknowledged in
95

other areas, including teachers in Botswana (Mukhopadhyay & Nwaogu, 2009), and speech
therapists in Egypt (Wormnaes & Malek, 2004). The WHO ’s 2010 report, Community-Based
Rehabilitation Guidelines (pp. 57–72) addresses some practical approaches in the area of
assistive technology, of which AAC forms a part; however, there are no published outcomes
on usage.
As in other high need, low resource areas, there are many possible reasons for the limited
amount of AAC research in Africa. As noted earlier, there are only a small number of trained
professionals, trying to carter for the great demands for services. Because of these service
delivery challenges, it is often not possible to see children and families on a frequent basis,
and family support measures (e.g., regular one-on-one trainings, frequent workshops, parent
groups) and data collection techniques (e.g., videotaping of interactions), that are often
observed in high resource countries, are not economically feasible.
The aim of the project was to investigate preliminary evidence associated with a home-based,
caregiver-implemented intervention employing AAC methods, with children who have
complex communication needs in a rural part of Kenya. The focus was on children with little
or no functional speech and their main caregivers as implementers of the intervention.
The research question was: What is the impact associated with a home-based AAC
intervention as measured by parents’ reported changes for their child in three domains: (a)
body structure and function, (b) activities for communication, and (c) participation in family
and community events?
7.2 Design and Methodology
Design and Setting
A within-group study was conducted to investigate the impact associated with a home-based,
AAC intervention. A pretest-posttest study design was used to investigate changes in parents’
perceptions following the implementation of a home-based AAC intervention.
The study was carried out in the Kilifi area where it is estimated that 8–10% of this
population are children with moderate to severe disabilities (Mung'alla-Odera et al., 2006).
Kilifi is situated on the Indian Ocean coast and is among the poorest areas in Kenya, with
most of the rural population living as subsistence farmers. The majorities of homes are of mud
construction, consist of one or two rooms and are without power supply and running water.
Per capita, the average income for a household (typically parents plus six children) is Ksh1,
000 per month – less than $10 US D (Kenya National Bureau for Statistics, 2006). The under5 mortality rate is 41.0 per 1000 live births, with a lower life expectancy for adults in rural
areas compared to urban (Scott et al., 2012). Some of the challenges associated with poverty
include low levels of nutrition, inadequate control of infectious diseases, poor enrolment in
schools and limited literacy amongst adults generally. The inhabitants are mainly from the
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Mijikenda groups (about 80%) and speak Giriama, Chonyi, and Kiswahili. English is the main
language in Kenyan education schools and is spoken by those fortunate to be educated.
Available specialist rehabilitation services comprised occupational therapy, physiotherapy,
and orthopedic technology located at Kilifi County Hospital (KCH). Services were delivered
through outpatient appointments with minimal outreach or community follow-up. There was
no speech and language therapy, although what was referred to as “speech work” was carried
out by the occupational therapists in KCH. The therapy mainly consists of manipulation of the
facial muscles and oro-motor exercises, which was delivered to all children referred
regardless of presentation. Educational services were provided by two special schools and five
special needs units on mainstream school sites. Some speech work was carried out by teachers
in the residential school for the deaf, which was characterized by auditory discrimination, and
sound and word production in rote learning tasks (Bunning, Gona, Buell, Newton, & Hartley,
2013).
Study participants
Sample recruitment focused on children with complex communication needs and their main
caregivers. Identification of children was conducted via the register maintained by the
Education Assessment Resource Centre (EARC) in Kilifi, where the primary condition only
was recorded for each entry. In the absence of more relevant information concerning function,
activities and participation of individuals, as an initial stage in determining the sample,
children with the four most common conditions recorded (cerebral palsy, autistic spectrum
condition, intellectual disability, and hearing impairment), either as a single primary diagnosis
or in combination, were identified. Hearing impairment was included at the behest of the
EARC because of unmet need in the district. A second inclusion criterion was if the children
were identified as having restricted speech and language, and/or severe intelligibility
problems. The child also needed to live with the primary caregiver most of the time and the
caregivers had expressed a willingness to commit time to the intervention.
The head of the EARC selected a total of 32 children out of the 2000 registered who met the
inclusion criteria. Using a purposive-convenience sampling procedure, 12 children were
identified, representing all four primary conditions and aged between 4 and 12 years, with 4years-old being the age at which a typically developing child would usually be considered a
competent communicator. There was a balanced ratio of males to females. Because of
variable literacy levels, project information was communicated orally to the caregivers with a
paper version also available, covering what the home-based intervention would involve,
prospective time commitment to the intervention, assessments that would be conducted and
the right to withdraw at any time. Caregiver consent was recorded on paper in the form of a
signature, thumbprint or record of oral response as appropriate to the individual. Two
caregivers declined to take part in the study due to family problems. The family of a third
child (Participant 4) relocated and was subsequently withdrawn from the study. Table 7.1
provides a summary of the presenting characteristics of the nine children who took part in the
study.
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Table 7.1: Participants Characteristics
Participant
Sex Age
Health
(years: condition
months)
1
M
11: 0
Cerebral palsy
(quadriplegic)
and profound
intellectual
disability;
visual
impairment
2

F

3:7

3

M

6: 0

Global
developmental
delay of
unknown
etiology;
parental report;
of skills loss
and regression
in social
behavior post
first 12 months
of typical
development
Cerebral palsy
(quadriplegic);
epilepsy

Motor skills

Comprehension &
expression

Awareness of
environment

Education

Unable to walk
or sit
unsupported;
limited
voluntary
control of head
and eye
movements
Some crawling
behavior and
sits on floor
unsupported;
voluntary
control of head,
eye, and handarm movements

No evidence of verbal
comprehension; limited
vocal, body, hand, and
facial gesture

Recognition of familiar
persons and objects

Does not attend
school

No evidence of verbal
comprehension; limited
vocal, body, hand and
facial gesture

Limited recognition of
familiar persons and
objects

Does not attend
school

Unable to walk,
bottom shuffles
on floor; some

Verbal comprehension at
2–3 word level; some
vocal, body, hand and

Good recognition of
people, objects and
pictures; good

Attends special needs
unit attached to school
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voluntary
control of eyehand-arm
movements for
grabbing
objects
Able to walk.
Reasonable
voluntary
control of handarm movements
Fully mobile;
motor skills are
unimpaired.

facial gestures; attempts
speech

awareness of
environment

Limited verbal
comprehension. Some
vocal, body, hand and
facial gesture

Limited recognition of
familiar people and
objects

Does not attend
school

Verbal comprehension at
the 2 word level; attempts
speech; uses vocal, body,
hand and facial gestures

Does not attend
school

Basic verbal
comprehension; uses
vocal, body, hand and
facial gesture. Attempts
speech

Autistism
spectrum
disorder

Unable to walk
or move
independently;
some voluntary
control eyehand-arm
movements
Fully mobile;
motor skills are
unimpaired

Good recognition of
people, objects and
pictures; good
awareness of
environment
Good recognition of
people and objects

Attends special needs
unit attached to school

Severe

Fully mobile;

Some recognition of
people with good
recognition of objects
and pictures
Good awareness of

5

F

6: 0

Intellectual
disability, poor
attention and
hyperactivity

6

F

6: 0

7

M

5:6

Moderate
hearing
impairment
(currently no
hearing aids)
Cerebral palsy
(quadriplegic),
intellectual
disability

8

M

12:0

9

F

6:0

Verbal comprehension at
use of vocal, body, hand
and facial gesture
Verbal comprehension at
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Does not attend
school

Does not attend

10

F

6:0

intellectual
disability –
Down
syndrome
Cerebral palsy
(quadriplegic),
global
developmental
delay,
nystagmus
noted-vision
queried

good voluntary
control of eyehand-arm
movements
Unable to walk
Limited
voluntary
control of eyehand -arm
movement on
right side

the 1–2 word level; good
use of vocal, body, hand
and facial gesture.
Attempts speech
Limited verbal
comprehension; restricted
use of vocal, body, hand
and facial gesture

Note: Participant 4 withdrew from the study.
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people, objects and
pictures

school

Limited recognition of
people and objects

Does not attend
school

Procedures
Because of the challenges associated with the use of measurement techniques such as direct
observation and video recording in this high-need low-resource area, we chose to collect
information on the perceived impact of the intervention using parent report.
The Communication Profile-Adapted
To assess caregiver perception of the child’s abilities and activities for communication, and
participation in family and community events, an adapted version of The Communication
Profile (CP-A) (Baker & Hartley, 1999) was administered pre- and post-intervention. The CPA was developed as an outcome measure in neighboring Uganda (Baker & Hartley, 1998), it
was selected for its cultural relevance, use of non-technical vocabulary, translatability into the
local languages and relative ease of administration (i.e., no prior formal training was required
to administer it). The tool needed to capture changes to the caregiver’s view of the child’s
abilities and difficulties, which should not be restricted to functional domains of
communication, but include aspects of the child’s health condition. The conceptual
framework of the CP-A is based on the Communication Disability Model, described by
Hartley (Hartley, 1997), and Hartley and Wirz (Hartley & Wirz, 2002), researching the needs
of people with communication disabilities in Nigeria and Uganda. It was linked to the thendraft form of the International Classification of Functioning, Disability and Health (ICF-2)
(World Health Organization, 1999). Profile terminology was revised to correspond to the
most recent version of the International Classification of Functioning, Disability and Health
(ICF) (WHO, 2001). The profile was designed to recognize the personal knowledge and
experiences of caregivers in their role as daily supporters of the child and is divided into three
sections. There were three sections, which served as the three dependent variables: (a) Body
Structure and Function, (b) Activities for Communication, and (c) Participation in
Communication. The first two dependent variables were summative scores for the sections 1
and 2. The third dependent variable represented qualitative data from section 3. Section 1
addressed body structure and function for communication through the biomedical
classification of the body’s organs. There were 10 questions covering seeing, hearing, and
moving, dribbling, drinking and eating, paying attention, sitting still, learning, understanding,
and epileptic seizures. The caregiver was asked whether the child had any difficulty in each
aspect and to indicate the degree of severity using a rating scale portrayed as a pictorial
ladder. The bottom of the scale ladder was labelled very severe = 0. The rungs in between
were for: 2 = severe, 4 = moderate and 6 = mild. The top of the ladder was labelled none or
not a problem 8. Thus the more severe the problem, the lower the score, with the higher
scores indicating greater perceived competence in the particular area. Section 1 scores yielded
a summative score for each participant. Section 2 focused on communication activities and
consisted of six subsections: (a) Communicative modes, (b) Communicative functions –
expressive, (c) Communicative functions – social, (d) Communicative functions – receptive,
(e) Communicative effectiveness, and (f) Personal factors.
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Adaptations to this section included amalgamation of questions that had similar content,
resulting in a reduction in the overall number of questions. The original version used two
rating scales: A 5-point rating scale denoting frequency of activities used in a similar way to
the scoring ladder in Section 1; and a 3-point rating scale to determine the extent of the
problem, where the response options were presented orally for the respondent’s selection: not
a problem = 2, a bit of a problem = 1, a big problem = 0. Thus the more severe the problem,
the lower the score, with higher scores indicating greater perceived competence in
communication. In order to reduce administration time, it was decided to use the latter scale
for its brevity and to omit the more time-consuming ladder scale. Again, Section 2 yielded a
summative score for each participant. Section 3 collected descriptive data on the range of
community events in which a child could participate (e.g., going to the well, attending
church).
The CP-A was translated from English and back-translated into the main local languages of
the district (Kiswahili, Giriama, and Chonyi). Its administration followed a structured
interview format with the main caregiver at the homestead, with the child present. It was
conducted by the second author, a native user of the local languages who had previously
worked as a teacher of the deaf. He was unknown to the participants and their families.
During the pre-intervention interview, an SLT engaged the child in interaction to investigate
the child’s communication performance. Opportunities for interaction were provided by the
speech and language therapist using mainly non-verbal communication (facial, vocal, body,
and hand gestures) supplemented by key words from the local language supplied by the
caregiver and me (JKG). This involved a range of interactive, playful initiations from
therapist to child (e.g., showing household objects to the child, presenting a pencil and paper
for use), initiating non-verbal games (e.g., covering objects and face for the child to
rediscover) or following the child’s lead. Observations were recorded in note form detailing
the child’s use of communicative modalities, vocabulary and pragmatics as well as their
contribution to the discourse. The local assets of the homestead were identified using a
standard format that was completed with the caregiver and supplemented by observations.
This information yielded information about the interests of the child, activities and
occupations of family members, the availability of key family members for communication,
the facilities in the home and other people in the neighborhood. This informed the
development of intervention activities, and especially the identification of vocabulary to be
used in intervention activities, with respect to people, objects, events, and activities.
Intervention
The design and content of each participant’s intervention focused on the developing child in
the natural context (Granlund et al., 2008; Simeonsson, Bjorck-Akesson, & Lollar, 2012). The
completed CP-A recorded observations of the child and assets of the homestead informed the
content of the intervention. Individual goals were tailored to each child’s activities and
participation as determined by the CP-A. The preferred modalities of communication and any
materials to be used were identified, and information was provided on targeted lexical content
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and communicative functions. The main caregiver was viewed as the agent for change,
occupying a pivotal role in the implementation of the intervention.
Based on Nakajima’s (Nakajima, 1985) three maxims, cited by Alant (Alant, 2005), the
intervention needed to be (a) technically valid such that it was amenable to caregiver
implementation in the home context, (b) economically feasible (only low-technology options
were used that required neither power supply, nor technical expertise for use and
maintenance), and (c) socially and culturally acceptable (the content of the intervention was
negotiated with the main caregiver and locally sourced materials were used).
Five main approaches were identified for implementation with the participants. Each
approach was tailored to the individual in context. Objects of reference, defined as objects to
which particular meanings have been assigned (Ockleford, 1994; Park, 1997), were used by
four participants (Participants 1, 5, 7 and 10). Participants 7 and 10 used an object board, that
is, a carpet-covered board to which the objects of reference were attached with loop fasteners.
Participants 1 and 5 used freestanding objects that were stored in a box. Two participants
(Participants 6 and 9) were introduced to total communication, a communication approach
that is commonly used with children with hearing impairment (Mayer & Lowenbraun, 1990),
and that emphasizes the flexible use of communication across modalities. Participant 3 used
two communication boards displaying pictorial representations of important people, things
and activities. The first board showed photographs of important people in Participant 3’s life.
The second displayed picture communication symbols representing core vocabulary (e.g.,
subject pronouns, verbs, adjectives) that could be used in combination with fringe items (e.g.,
food items) (see Latham, 2005). It was devised using the software package Board maker™
(Mayer-Johnson, 1981-2008). Participant 8 was introduced to the Picture Exchange
Communication System (PE CS) (Bondy & Frost, 1994) using pictures cut out of the
packaging of food items purchased at the local supermarket. He was trained to exchange these
pictures for things he wanted through repeated opportunities. Participant 2 and her caregivers
were introduced to a sensory approach based on the principles of Intensive Interaction (Nind
& Hewett, 1994). Sensory materials were chosen for their interest value to the child, for use in
interactive play (e.g., a fan for wafting air, cream to rub into hands and feet). The caregiver
was taught to follow the child’s behavioral lead, shaping their responses into interactional
sequences. The intervention plans for each participant are summarized in table 7.2
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Table 7.2: Intervention devised for each participant
Participant
Approach
Goal(s) for child
Communication
attainment
opportunities

1

Objects of
reference

2

Intensive
interaction
using multisensory
stimulation

3

Pictorial
communicati
on board(s)

To request the thing
he wants by
responding to a
yes/no choice when
offered either one
or a pair of real life
objects
To engage in
socially interactive
play with mother,
father and familiar
others at home

Use of eye gaze (L-R) to
identify preferred object held
up by Mother, which mother
then uses with him

Playful interactions between
child and parents using
multi-sensory material
accompanied by babble play
approximating “Mama” and
“Baba” ; parents watch
naturally occurring behaviors
of child and imitate them
To communicate
Use of gestural point to
basic needs and to
pictures displayed. Mother
tell his family about points to items and looks at
things that have
P3 with questioning gaze to
happened or people see if he can relate it to the
he has see
environment (e.g., persons
present/absent, or to an
event)
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Targeted vocabulary
Materials to be used
(corresponding
objects/items as
appropriate)
Drink/no drink (cup),
Box containing everyday
food/no food (bowl),
objects
comb hair/no comb hair
(comb), wipe face/no
wipe face (face cloth),
play/no play (shaker)
Babble play: Mama
(mum) and Baba (dad)

Multi-sensory objects (e.g.,
cloth, mirror, body lotion,
fan) to use in interactions

Vocabulary used
(Mama, Baba, family
members, drink, food,
sleep, happy, sad, me,
want, like, go, no, yes,
school, bed, food,
drink, fruit, shop,
neighbors

Two communication
boards: (a) photographs of
Participant 3 and all the
familiar people in his life,
and (b) line drawings for
vocabulary using board
maker

5

Objects of
reference

To communicate
basic needs and to
engage in socially
interactive play
with familiar
people

6

Total
communicati
on

To expand
communicative
vocabulary and to
use a range of
expressive
functions

7

Objects of
reference

To communicate
basic needs and
simple choices

8

Picture
To communicate
Exchange
basic needs
Communicati
on System

9

Total

To build functional

Use of eye gaze and
giving/receiving objects
during basic exploration
activity of objects in box
(e.g., use of face cloth,
making sound with shaker);
selection of appropriate
object by mother to indicate
daily event (e.g., time for a
drink)
Imitation of spoken and
signed naming of objects,
people and actions in the
environment by mother
followed by focal practice of
items with mirror.

Drink (cup), food
(bowl), comb, bathe
(face cloth), play
(shaker toy), look
(mirror)

Vocabulary used in
daily routines (e.g.,
duck, dog, chicken,
goat, cow, water,
bicycle, house,
washing, food, drink,
mobile phone)
Use of hands to remove
Drink (cup), food
items (attached with loop
(bowl), comb, face
fasteners) and give to “Mama cloth (bathe), play
(shaker toy), look
(small mirror)
Selects and gives picture
Vocabulary used
item to receive the desired
(drink, juice, milk,
item from Mama (e.g., pieces crisps, biscuits, banana,
of sliced mango). Trial is
apple, mango, biscuit)
repeated several times.
Family members in the
Vocabulary relevant to
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Box containing everyday
objects

Large mirror to provide
visual feedback in speech
practice. Signs drawn from
Kenyan Sign Language

Every day object board
covered in carpet and
displaying items attached
with loop fasteners
Picture tokens of items

Kenyan sign language core

10

communicati
on

vocabulary to
support expressive
language

Objects of
reference

To communicate
basic needs and to
interact socially

homestead use signs with
speech to label items, actions
and events in the homestead
and to support a range of
communicative functions
Use of arm-hand to remove
items from the object board
and give to “Mama”

Note: Participant 4 withdrew from study
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homestead (e.g., food,
writing, goat, cow,
duck, chicken, water,
bicycle, coconut,
house, bed, drink)
Drink (cup), food
(bowl), comb, bathe
(face cloth), play
(shaker toy), play/look
(mirror)

vocabulary of everyday
objects, actions and events

Every day object board
covered in carpet and
displaying items attached
with loop fasteners

The AAC materials were supplied to each caregiver during a home visit that lasted
approximately 60–90 min and which included a demonstration of how to use the materials
with the child, supported by a verbal explanation. The caregiver was encouraged to try
communicating with the child in a similar way. Feedback on the positive aspects of the
resultant interaction was given. The intervention was carried out for a period of 6 months.
Caregivers were advised to practise communication with the child many times a day or as
their individual circumstances permitted. In order to track progress and to reassert the
intervention principles, monthly monitoring visits were carried out, each lasting between 40
and 60 minutes. Each visit followed a similar structure. The main caregiver was asked a series
of questions and their responses were recorded in note form:
1) How have you been communicating with (child’s name)?
2) How has (child’s name) been communicating with you and other members of the
family?
3) What things have changed with (child’s name) communication since the last visit?
4) What things continue to be difficult since the last visit?
5) Are there any new things you want to try communicating about?
Based on the caregiver responses, adjustments were made to the individual therapy plan.
Topics raised by caregivers at the monitoring visits included their observations of what the
child could do communicatively, particularly any new behaviors of note, activities engaged in
and personal requests for new items for communication.
Analyses
The scores for each section and sub-section of the CP-A were entered into a prepared
spreadsheet. Using the Statistical Package for the Social Sciences (SPSS -18), the nonparametric Wilcoxon’s signed-rank test was applied to Sections 1 (Body Structure and
Function) and 2 (Activities) only. The results of Section 3 (Participation) were recorded in
text that was entered into an Excel spreadsheet as qualitative data. New evidence of
participation at post-intervention assessment was compared with pre-intervention data.
7.3 Results
Parent ratings for the child’s reported competence in Body Structure and Function was
significantly higher at post-intervention assessment (median = 69) than at baseline (median
=44), Z = 2.316, p = <.02, r = -.5. Parent perception of the child’s degree of problem in
activities for communication was significantly higher post the intervention period (median =
50) than at baseline (median = 30), Z = -2.547, p = <.008, r = -.6. Pre- and post-assessment of
sections 1 and 2 revealed large effects (r) accounting for 25% of the variance. Table 16 shows
the parent ratings for individual participants on Sections 1 and 2 of the CP-A. While variance
in individual scores and the degree of reported change pre- to post-intervention is noted; there
is evidence of a positive change in parental perceptions of each child, with the exceptions of
Participant 10 in Section 1 and Participant 2 in Section 2.
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Table 7.3: Parent Ratings for the Child’s Reported Competence: Section 1, Body
Structure and Function, Section 2, Activities
Section 1a
Section 2b
Participants
Pre
Post
Difference
Pre
Post
Difference
c

P1
P2
P3
P5
P6
P7
P8
P9
P10
Mean
Minimum
Maximum
SD

38
34
34
44
78
61
40
80
48
50.8
34
80
18

56
42
74
68
79
69
76
80
47
65.7
42
80
14

+8
+8
+40
+24
+1
+08
+36
0
-1
13.8
-1
+40
12.2

c

18
14
52
05
59
25
36
33
10
28
5
59
18.7

28
10
63
34
64
51
44
64
16
22
10
64
20.8

+10
-4
+11
+29
+5
+26
+8
+31
+6
13.6
-4
+31
15.6

Note: Participant 4 withdrew from study
a

The higher the score, the greater the perceived competence. b The higher the score, the less
the perceived problem. c Pre- to post-intervention difference is parent reported ratings: += a
perceived gain; -= a perceived decrease. .
Table 7.4 summarizes the caregiver responses about the child’s participation in relation to the
number of outings per week, the places visited and the people seen. Frequency of
opportunities was reported to have increased for four of the participants, with no difference in
the remainder (n = 5). Among this latter group, however, three caregivers identified new
places to visit with the children on a weekly basis. Extrinsic factors focused on time
availability, information needs and support. Time was viewed as a critical factor in the child’s
participation with four caregivers stating that they had enough time to support their child postintervention.
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Table 7.4: Parent report on section 3: Opportunities for Child’s Participation and Extrinsic Factors
Participation opportunities
Extrinsic factors
Participant Pre/pos Frequenc Places
People
Time
Information
Community support & acceptance
t
y per
week
1
Pre
1-2
Nothing
Contact with parents,
Not
Limited
Not enough people to
outings
reported
siblings, neighbors,
enough
communicate with, no acceptance
non-disabled children,
of child
family members
Post
No
Goes to shop,
Additional contact
Not
change
church, market, with teacher
enough
No change
Enough people to communicate
hospital
with and acceptance of child
2
Pre
6–10
Goes to shop,
Contact with parents,
Not
Enough
Enough people to communicate
outings
church, visiting siblings, neighbors,
enough
with, acceptance of child
relatives;
disabled children,
market, well,
relatives
school,
neighbors, out
with children,
community
events, hospital
Post11
No change
No change
No change No change
No change
outings
3
Pre6–10
Goes to shop,
Contact with parents,
Limited
Enough
Enough people to communicate
outings
church, market, siblings, neighbors,
with, acceptance of child
well, visiting
children
neighbors,
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Post5

6

7

Pre-

11
outings
6–10
outings

Post-

11
outings

Pre-

6–10
outings

Post-

11
outings
0

Pre-

hospital
No change

No change

Enough

No change

No change

Goes to church
sometimes,
visiting
relatives
In addition goes
to shops,
market, well,
out with
children,
hospital
Goes to shops,
church
sometimes,
visiting
relatives,
market, well;
out with
children,
hospital
No change

Contact with parents,
brother and sister,
relatives

Limited

Enough

Enough people to communicate
with, acceptance of child

Additional contact
with neighbors, nondisabled children

Enough

No change

No change

Contact with parents,
brother and sister,
neighbors, nondisabled children,
relatives

Limited

Enough

Enough people to communicate
with, acceptance of child

Enough

No change

No change

None reported

Contact with parents,
few neighbors’ nondisabled children,
family members

Limited

Enough

Enough people to communicate
with, acceptance of child
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Post8

Pre-

Post9

Pre-

Post10

PrePost-

No
change
6–10
outings

11
outings
11
outings

No
change
0
No
change

No change

No change

Enough

No change

No change

Goes to shop,
church, visiting
relatives,
market, well,
out with
children,
hospital
No change

Contact with parents,
brother and sister,
neighbors, nondisabled children,
relative

Limited

Enough

Enough people to communicate
with, acceptance of child

No change

Enough

No change

No change

Goes to shop,
church, visiting
relatives,
market, well,
out with
children,
hospital
No change

Contact with parents,
brother and sister,
neighbors, nondisabled children,
relatives

Limited

Enough

Enough people to communicate
with, acceptance of child

No change

Enough

No change

No change

Goes to hospital

Nothing reported

Enough

Limited

No change

No change

No change No change

Enough people to communicate
with, no acceptance of child
No change

Note: Participant 4 withdrew from study
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7.4 Discussion
The results appear to provide some initial evidence that the parents viewed their children
differently (as reflected in parent ratings and interview data) following the AAC intervention.
Why did the caregivers view their children differently post-intervention? Correspondence is
made to the qualitative aspect of the study reported by Gona et al. (Gona et al., 2013), which
focused on pre- and post-intervention interviews with the caregivers. It is unlikely, with
regard to Section 1 of the Communication Profile, that actual change to the child’s Body
structure and function in areas such as hearing or seeing took place. However, there appears to
be some evidence that caregiver perception of the child was altered, such that identified
deficits were perceived as less severe and communication activities were viewed as more
common. Belief in the power of the intervention may be a factor. The expectation was for the
child to improve, which may have influenced higher ratings of the child’s abilities and
communication skills by the caregiver. Gona et al. (Gona et al., 2013) describe another aspect
of the intervention reported in this manuscript, and provided detailed information on the
caregiver’s experiences. In that paper, it was reported that more than one caregiver attributed
change in the child’s condition to the intervention described here. Their use of affirmative
language to describe their children post-intervention provides further evidence of this more
positive view of the child.
The intervention built on the caregiver’s relationship with the child, invoking their natural
expertise as primary caregiver. Whilst their insight into the child was evident in the preintervention interviews reported by Gona et al. (Gona et al., 2013), it was frequently
accompanied by their descriptions of personal struggle. It is possible that the intervention
served both to increase parent skills, as well as increase parent confidence in their existing
skills. The caregivers were instrumental in facilitating the child’s strengths through the
individually tailored AAC intervention. Indeed, current ways of communicating with the child
as reported by the caregiver formed the foundations of the intervention. Thus it is possible
that this provided a social and technical validation of role enactment by the caregiver as
suggested by Granlund et al. (Granlund et al., 2008). There was also the opportunity for the
caregivers to develop their skills and acquire new techniques for communicating with the
child, thereby exposing what the child could do communicatively. This may have influenced a
more positive parental experience similar to the findings reported by Ferm et al. (Ferm et al.,
2011).
Each visit to the homestead, whether for pre- and post-intervention measure or for
intervention monitoring, offered an occasion where caregivers were listened to, information
was provided and helping the child was the main focus. For example, the caregiver of
Participant 9 was unaware that her child had Downs syndrome and early conversations served
to inform, to clarify observations and to answer questions. Thus, the ongoing support afforded
by the intervention process may have been a factor in how the caregivers perceived the child,
which resonates with findings reported by Johnson and Hastings (Johnson & Hastings, 2002).
Certainly, a sense of well-being was expressed by the majority of the caregivers in the post112

intervention interviews reported by Gona et al. (Gona et al., 2013). This may even explain the
post-intervention report by Participant 1’s caregiver of greater, community acceptance of her
child and greater number of people with whom to communicate.
By locating the intervention in the homestead, the natural context of child and caregiver, costs
to the caregiver were kept at a minimum. Barriers commonly associated with accessing more
usual urban-based facilities, for example time away from the homestead, a poor transport
system and financial contribution to therapy services, were effectively averted. Interventions
that make deliberate consideration of socio-economic factors have been found to have a
greater effect than any specific interventions (Shin et al., 2009). The home-based intervention
was low-cost and immediately available in the current caregiver’s role in relation to the child,
with any materials for the AAC supplied. Thus active participation in an intervention that was
amenable to the circumstances of the homestead may have affected caregiver well-being and
enabled viewing the child more positively.
The strengths of the child were the starting point of the intervention. Determined by preintervention observations and exploratory interactions, each child’s intervention sought to
extend already established communication skills to which most of the caregivers were already
responding, albeit in a limited way. The intervention period invited caregivers to draw on
their experience of communicating with the child, to learn some new techniques and to use
particular AAC materials. Thus the intervention provided validation, not only of the caregiver
as the expert and parent, but also of the child’s available skills. The participants had been
recruited to the project because they had no or severely limited speech, associated with four
common developmental conditions, including cerebral palsy, intellectual disability, autism
spectrum disorder, and hearing impairment. The introduction of communicative forms that
were compatible with the child’s abilities meant that success, at least in the short term, was
enhanced. Consistent with Romski et al. (Romski et al., 2011), the use of communication
modalities other than speech may have reduced pressure on caregivers simply by providing
alternatives to speech. This resonates the caregivers’ experiences reported by Gona et al.
(Gona et al., 2013), where the desire for “normality” (p. 35) and even a cure – exemplified by
the child’s ability to walk and talk – was evident at pre-intervention assessment. While the
desire for normality did not disappear post-intervention, expectations appeared to be more
based on reality with many caregivers referring to an “opening up” (p. 35) of their child’s
communication. This interpretation is further supported by the increase in outings reported for
six of the participants, with new places and additional contacts with other people being
identified. The AAC materials created the relevant conditions for revealing what the child
could do from the very first visit, when the implementation was demonstrated to the caregiver
and the child. It is also possible that the novelty of the materials presented an attractive focus
for interactions with the child, particularly in low-income homes where material possessions
were minimal.
Finally, consideration must be given to the social impact of the study. The extra attention
given to the caregiver and child, brought by the initial assessment and monitoring visits may
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have been a factor in the caregiver ratings of the child’s communication skills postintervention.
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CHAPTER EIGHT
General Discussion and Conclusion
Caregivers of children with neurodevelopmental disabilities face major challenges due to
unusual demands in the form of disrupted family and social relationships, exhaustion,
financial difficulties, guilt and parenting distress (McDonald, Poertner, & Pierpont, 1999).
However, little data exists concerning the experiences of caregivers of children with
neurodevelopmental disabilities in resource-poor settings. This situation is exacerbated by a
lack of appropriate rehabilitation facilities within these communities. This thesis aimed to
investigate the burdens of caregivers of children with neurodevelopmental disabilities on the
Kenyan Coast, and how they cope with these burdens. I examined one neurodevelopmental
disorder in detail (autism), and examined a low cost mechanism to improve communication in
children with disabilities.
Main findings
The findings reported in chapters 2 and 3 present the challenges and coping strategies of
caregivers of children with a range of disabilities, laying the foundation for further
exploration on perceived causes and rehabilitation options that are reflected in chapters , 4, 5,
6 and 7. Generally the results indicate that cultural beliefs and practices influence people’s
perceptions of cause of disability, though bio-medical reasons are also considered. Challenges
and options to provision of rehabilitation interventions are also discussed. .
The aim of this thesis was to answer the three research questions: I) What are the challenges
of caregivers of children with neurodevelopmental disabilities on the Kenyan Coast, and how
do the caregivers cope? II) What do caregivers and professionals perceive as possible causes
of autism spectrum disorders, and what treatment options do caregivers seek? III) What are
the possible intervention approaches applicable in this setting? The six papers (chapters 2-7)
included in this thesis have investigated these questions.
Research Question I: What are the challenges of caregivers of children with
neurodevelopmental disabilities on the Kenyan Coast, and how do they cope?
The loss of dreams and aspirations by the caregivers as a result of having a child with
neurodevelopmental disability emerged as a major issue. In the Mijikenda culture, children
are considered as assets to care for their aging parents later in life. A child with a disability is
considered as a curse. There are increased caregiving demands as the child is often isolated
and rejected by the wider community.
Community insensitivity to caregivers’ problems negatively influences their socio-emotional
stability. A major impediment to the caregiving process revealed in this thesis is the financial
burden, exacerbated in countries with limited resources. This phenomenon increases the risks
of poverty. Statistics have shown that majority of the inhabitants of the Kenyan coast region
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(60%) are struggling to meet their basic needs (Kenya Bureau of Statistics, 2003). It is
suggested that poverty leads to disability and likewise disability leads to poverty (Department
of Foreign International Development, 2004), thus, there is likelihood that caregivers of
children with neurodevelopmental disabilities in this region could be living devastating lives.
Montes and Halterman linked childhood neurodevelopmental disability, especially autism
with loss of family income with an estimated 14% of a family annual income going towards
meeting the needs of the child with the autism (Montes & Halterman, 2008),
Stigma was another challenge identified in the results. Caregivers experienced elements of
shame as the child with neurodevelopmental disability was isolated. The difficult behaviors of
their child with a disability coupled with the insensitivity and negative comments made by
community members rendered caregivers of children with neurodevelopmental disability on
the Kenyan Coast as outcastes. Being considered an outcaste within the Mijikenda culture
renders a person unfit for any social participation or involvement. Some studies in India have
highlighted effects of stigma on caregivers of children with disabilities emphasizing on the
social suffering of both the caregiver and the child with a disability (Dhar, 2009; Edwardraj,
Mumtaj, Prasad, Kuruvilla, & Jacob, 2010).
The results indicate that caregivers adapt to both emotion-focused and problem-focused
coping mechanisms. Spiritual beliefs and prayers seemed to satisfy the emotional needs of the
caregivers. Caregivers engage in seeking help from spiritual healers or prayers expecting a
miracle to happen to their child with a disability. This is a common scenario seen in this
region. Similar findings have been sighted in a few studies that have revealed that religious
coping may help in reducing stress and depression in parents of children with
neurodevelopmental disorders (Gray, 2006; Trarakeshwar & Pargament, 2001). On problemfocused aspects, caregivers tended to rely on traditional and biological treatments. I can
conclude that traditional and biological influences are not mutually exclusive in this region.
They are viewed to have equal forces on the people’s perception on causes of
neurodevelopmental disabilities. Since caregivers need a cure for the disability, they tend to
engage in any possibility that might resolve their grievances. This is an important aspect to
consider when designing rehabilitation interventions targeting children with
neurodevelopmental disability in this region.
Research Question II: What do caregivers and professionals perceive as possible causes
of autism spectrum disorders, and what treatment options do caregivers seek?
I examined a common neurodevelopmental disability, ASD, since this disorder is not well
understood by the local people in this region or Kenya as a whole. There is still no local name
for this disorder, so it is often misunderstood by the community. Preternatural and biological
causes came out strongly in the results as possibilities that caused the neurodevelopmental
disability. Preternatural causes in the form of witchcraft, evil spirits and curses were more
based on the cultural and traditional beliefs practiced in the region. The Mijikenda and
Swahili cultures in the coast region have strong beliefs in witchcraft (Uchawi) and evil spirits
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locally called ‘jinnies’. As ASD is rarely recognized by the community, negative
connotations are associated with the disorder.
Culture can be seen as a way of life, comprising forms of values, beliefs, attitudes and
behaviors passed down through generations (Mandell & Novak, 2005). The association of
these attributes to causes of disability is reported in other studies conducted in Africa (Groce,
1999; Ingstad & Whyte, 1995) and signifies the conceptualization of culture in the African
context. The mention of the biological elements as causative factors suggests culture change.
This suggests the emerging of contemporary African culture in this region. Contemporary
African culture combines the old and new, a mixture of traditional beliefs with diverse stages
of globalization (Kumar, 2009). There is a possibility that people on the Kenyan Coast are
beginning to change their old perceptions of disability to more diversified perceptions.
The need for cure of the disability promoted frequent visits to traditional healers by
caregivers. The frequent visits to traditional healers is facilitated by the fact that healthcare
providers often have poor understanding of the symptoms, prognosis and treatment of
neurodevelopmental disability, especially ASD (Levy & Hyman, 2003; Mandell, Listerud, &
Levy, 2002; Shah, 2001). This lack of knowledge on the side of the healthcare providers has
been mentioned in these results as a challenge faced by caregivers in this region.
Research Question III: What are the possible intervention approaches applicable in this
setting?
The results suggest positive perceptions of physiotherapy treatment given in a hospital based
setup. However, long distances from the hospital, lack of staff and equipment compromised
effective treatment outcomes. Participants expressed frustrations as their rehabilitation needs
were not met. There was lack of emphasis on self-management skills for patients with chronic
conditions. The WHO advocates for community-based rehabilitation approaches to be used in
poor settings to facilitate easy access disability services (World Health Organization, 2010).
The results indicate caregivers’ realization of what works and what does not work in relation
to their child with a disability.
The home-based intervention in this thesis appeared to address the unmet needs of caregivers
and their children with communication disability. The home-based intervention involved
enhancement of communication skills of caregivers and their children using augmentative and
alternative communication (AAC) techniques. After the intervention, re-establishment of
social support systems was evident. In the Mijikenda culture, no one lives in isolation. A child
tends to belong to the society and it is everyone’s responsibility to take care of the welfare of
the child. The interactive nature of the intervention and use of locally available materials
attracted the attention of others to the child and the caregiver. The results further suggest that
the caregiver was an active participant in the intervention process, becoming the agent of
change. The central role taken by the caregivers as active agents of change has been
mentioned in a study by Granlund and colleagues (Granlund, Björck-Åkesson, Wilder, &
Ylvén, 2008). The techniques used in this home-based intervention were designed to
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complement the available skills of the children so that the families were exposed to the
strengths of the child rather than the weaknesses. The results further provide validation
evidence of the caregiver’s expertise, portraying the caregiver as the main character in the
positive changes noticed in the children with the disorder. This finding is in line with Raina’s
theory on caregiving process and caregiver burden (Raina et al., 2004). This theory illustrates
the power of the caregiver in adapting to the caregiving demands through adaptations of
coping approaches that satisfy their physical psychological needs.
However, this was a small study and had limitations. The sample was small and therefore the
findings cannot be generalized to the wider population with complex communication needs.
The CP-A was a useful tool for capturing positive transformations to the caregiver’s
perceptions of the child; however, it did not yield information about the child’s actual
communication skills in use. Observation and analysis of caregiver-child interactions would
provide a more objective and direct measure of the child’s communication, to be used in
conjunction with caregiver ratings. The monitoring visits were essential to maintaining the
intervention process and providing ongoing support to the caregivers; however, they could
have fulfilled an important recording function as well. For example, data on dosage – how
much time the caregivers reported spending on the intervention with the child – could have
been collected. Finally, sustainability was not planned for in the small-scale study. This needs
to be addressed strategically in any future development work.
8.2 Theoretical frameworks
The design of this thesis is based on three theoretical frameworks: the ICF framework, the
phenomenological framework, and the caregiving process and caregiver burden framework.
The International Classification of Functions, Disability and Health (ICF) model
Strengths of ICF framework
I used the ICF framework, which is a classification model of the health mechanisms of
functioning and disability. This model is appropriate for this thesis because it incorporates the
medical and social aspects of the person’s health condition. Disability in this framework is
the interaction between the health conditions, the environment and the psychological issues of
the person. All aspects of a person’s life, including development, participation and
environment, are merged into the ICF model instead of exclusively focusing on the diagnosis
or impairment. Diagnoses are significant for defining the cause and prognosis, but classifying
the limitations of function is often the information required to plan and implement
interventions (Lollar & Simeonsson, 2005). Activity restrictions and participation limitations
of the child were assessed in this thesis using the communication profile. The ICF model of
disability considers all the disabling aspects in its definition making it an ideal model for
planning interventions. The ICF model enables international comparability in the gathering,
processing, grouping and presentation of data collected. The home-based intervention
discussed in chapters 6 and 7 of this thesis is designed with ICF framework in focus.
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Having the knowledge on how a disease affects one’s functioning enables better planning of
services, treatment, and rehabilitation for persons with long-term disabilities or chronic
conditions. The current ICF model generates a more integrative understanding of health
forming a comprehensive profile of an individual instead of concentrating on one’s health
condition (Hemmingsson & Jonsson, 2005). The implications of using the ICF model include
highlighting the strengths of individuals, supporting individuals in participating more broadly
in society by the use of interventions aimed at enhancing their abilities, and taking into
account the environmental and personal influences that might hinder one’s participation
(Bornman, 2004).
Weaknesses of ICF framework
The weaknesses of this framework are that new or emerging disease is not easily included
without a major revision in its process. And each revision may lead to problems interpreting
the trend of data. Furthermore, the ICF model does not measure disability, but it describes
people’s functional abilities in various domains.
Phenomenological model
“Phenomenological understanding is distinctly existential, emotive, enactive,
embodied, situational, and non-theoretic; a powerful phenomenological text thrives on
a certain irrevocable tension between what is unique and what is shared, between
particular and transcendent meaning, and between the reflective spheres of the life
world.” (Van Manen, 1990)
Strengths of phenomenological framework
The design of the studies included in this thesis was based on the phenomenological model. I
decided to use this framework because phenomenology is concerned with the study of
experiences from the individual’s perspective. The key is to try to capture the complexity and
ambiguity of the lived world being described (Giorgi & Giorgi, 2003). A good
phenomenological text can make us suddenly see something in a manner that enriches our
understanding of everyday life experiences. I wanted to find out the lived experiences of
caregivers of children with neurodevelopmental disabilities on the Kenyan Coast. The
phenomenon of the birth of a child with neurodevelopmental disability described in chapter
two (caring for children with disabilities in Kilifi, Kenya) impairs the expectations of
caregivers. The results in this thesis indicate that the phenomenological aspect of the
caregivers was revealed. Their experiences showed the type of life they experience and the
perceptions the community has towards their child with neurodevelopmental disabilities. All
the consequent chapters report situational aspects of caregivers that demonstrate the cognitive
and non-cognitive sensibilities, an aspect of phenomenological approach.
Weaknesses of phenomenological framework
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Establishing reliability and validity of data collected is difficult using phenomenological
framework. The model does not produce generalizable data. It is difficult to detect or prevent
researcher induced bias in this framework.
Caregiving process and caregiver burden
Strengths of caregiving process and caregiver burden framework
The caregiving process and caregiver burden conceptual framework was used in this thesis
due to the enormous responsibility that comes with caring a child with neurodevelopmental
disability. To understand the caregivers’ adaptations to their children’s disabilities, constructs
and factors that play a role in the caregiving process must be considered. The poverty of the
caregiver, type and severity of the child’s disability and the cultural contexts as shown in this
thesis (chapters 2 and 3) lead to caregivers’ adaptations to different types of coping strategies.
Becoming a caregiver of a child with long-term disability introduces an additional role, and
will require some rearrangement of priorities, and redirection of energy (Eicher & Batshaw,
1993). This is likely to produce strain at personal level and to spur reactions (potentially
negative) from various people who interact with the caregiver.
The results of this thesis confirm the conceptual model of the caregiving process and
caregiver burden (Raina et al., 2004). Poverty level and characteristics of the child influence
caregiving demands of caregivers. Social support from the family members assist in
addressing the psychological and health adversaries brought about by the child with
neurological disability.
Caregiver demands in this thesis are compounded by cultural and traditional dynamics that
tend to overshadow the acceptability of the child with neurodevelopmental disability, a
scenario that could be different from the Western countries. The shift of the caring process to
community-based care settings as exhibited by this framework may serve to increase demands
on family members, making family members more active in the care the child.
Weaknesses of caregiving process and caregiver burden framework
This framework does not give an understanding of the mechanism involved in which some
caregivers experience negative consequences while other caregivers do not.
8.3 On methods
Strengths and limitations of qualitative research
The qualitative methods where the researcher becomes an instrument of data collection were
used (Britten, 1995; Britten, Jones, Murphy, & Stacy, 1995). Qualitative research is an
approach that allows a researcher to examine people’s experiences in detail by using specific
set of research methods (Hennink, Hutter, & Bailey, 2011). The strength of the methodology
is that it has a holistic focus, allowing for flexibility and attainment of deeper understanding.
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When a researcher becomes an instrument of data collection, language used during data
collection, becomes an important issue (Britten, 1995). The study was conducted in Swahili
and Giriama, local dialects, thus requiring translation into English, which led to equivalence
issues. The complexity and challenges involved for conceptual equivalence in this process are
noted (Marshall & While, 1994). In trying to address this challenge, the translator of the
recorded transcripts was trained in the translation process and was fluent in Swahili, Giriama
and English languages.
Use of in-depth interviews, focus group discussions (FGD) and observations
I used in-depth interviews because of their strength in qualitative research. In-depth
interviews allow informants a substantial amount of control over the session (Britten, 1995).
However, the approach is not without limitations. As a one-to-one interview, there is no
feedback from others. Skills for establishing a good level of rapport and use of motivational
probes are necessary requirements for the interviewer. An interview study involves the
collection of large amounts of complex material, which entails a challenge in the selection and
contextualization of interview statements during analysis. It has been recommended that one
possible way to address this limitation is by using multiple interpreters for the interview
material in order to ensure control of the analysis (Kvale, 1996). In the papers included in the
thesis, I have attempted the analysis through a process of triangulation to ensure that the
conclusions are robust. The triangulation process involves an independent researcher reading
through transcripts, then comparing themes generated and consensus reached.
I also chose to use focus group discussion (FGD) because of the group dynamics they elicit.
FGD are interactive sessions between six to eight pre-selected participants under a trained
moderator and focusing on a specific set of issues (Hennink et al., 2011). A major strength of
this method is the group dynamics one witnesses, involving arguments and finally coming to
a consensus. Sometimes mobilization of focus group members relies heavily on the
gatekeepers. Gatekeepers are individuals who are part of or have access to a particular group,
but who are also involved in the broader community beyond that group. They are trusted,
respected, and are often sought out by community members needing help or advise. The use
of gatekeepers may pose two main problems relating to access and recruitment. The first
problem relates to access to potential participants. It is possible that a gatekeeper may screen
the participants according to his or her vested interest. Participants in this project were
recruited through established assessment centers of children with disabilities and neurological
clinics based in the county hospitals.
Participant and non-participant observations were carried out in two studies: chapters two and
five (caring for children with disabilities in Kilifi, Kenya and users’ experiences of
physiotherapy treatment in a semi-urban public hospital). Participant observation is the
process of learning through exposure or involvement in the day-to-day activities of
participants in the study setting (Spradley, 1980). Participant observation has the potential of
enabling a researcher to gain the inside view of the lives of the people being studied. Nonparticipant observation is observation without participating in the activities being observed. In
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this observation the researcher can observe, listen and take field notes without interference.
Taking fields notes could be cumbersome and may be prone to subjectivity (Hennink et al.,
2011).
8.4 Limitations of results
Study samples used in this thesis were small in number limiting generalization of the results
portraying views of caregivers of children with neurodevelopmental disability on the Kenyan
coast. Participants in the studies were not given opportunities to verify transcripts before they
were translated into English. This could have compromised the validity of the information
collected.
In terms of socio-demographic characteristics, the data for all the papers were drawn from a
sample, which varied by gender, age, education and religious affiliations. With qualitative
studies, one cannot draw definitive final empirical generalizations, where data may be
assumed to represent a wider population in terms of socio-demographic variables such as sex
and age (Guba & Lincoln, 1994).
8.5 Concluding remarks and implications
Concluding remarks
Despite the challenges faced by caregivers of children with neurodevelopmental disability on
the Kenyan coast, values and adaptations to the challenges caused by the child’s disability
were applied. Traditional and biological aspects of neurodevelopmental disability are not
mutually exclusive in this region. Home-based interventions on the Kenyan coast appear to
have been a catalyst for some positive transformation in the caregivers’ experiences.
Implication for service provision
Cultural values influence diagnosis, treatment, and the welfare of families with a child with
neurodevelopmental disability (Pitten, 2008). Health and social care practitioners must
explore caregivers’ beliefs and the impact of their beliefs, because health information that
resonates with caregivers’ beliefs is more likely to be accepted and lead to changes in
behavior than those which contradict their beliefs (Greenhalgh, Helman, & Chowdhury,
1998). Attempts to challenge or push caregivers away from their systems of understanding
can cause confusion and breakdown in communication.
The simplicity and use of local available materials of the home-based interventions could
form part of the skill set for community-based rehabilitation workers. The use of this strategy
by community workers could mean availability of appropriate support to caregivers and
families throughout countries with limited resources.
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Our results indicate that using locally available materials, caregivers of children with
neurodevelopmental disability could be potential agents of change in home-based
interventions banking on their skills and the strengths of their child with a disability. For
effective community-based service delivery, caregiver participation and empowerment are
vital components (World Health Organization & The World Bank, 2011).
Recommendation for future research
Based on the findings of this thesis the following recommendations can be made regarding
future research. There is need to conduct home-based intervention studies that target families
with children with disabilities for generalization of outcomes. Sustainability of home-based
programs needs to be evaluated. There is need for well-designed studies to explore sustainable
modalities as poverty still remains a key issue in this region.
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Appendices
Appendix I
Profile of assets
(Completed with caregiver as appropriate and through observations in the immediate
environment)
A: All about the Child
1:

What are (child’s name)’s interests? What does s/he like, e.g. food, drink, things to do,
people, places to go?

2:

Who are the most important people in (child’s name)’s life?

3:

What does each of them do in relation to (child’s name), e.g. friendship, care,
teaching, support in learning?

4:

What things does (child’s name) show some ability in?

B: All about the Family
1:

What languages are used in the family?

2:

What things are most important to your family?

3:

Who are the family members who come into contact with (child’s name)? What is
their relationship to (child’s name)? What age?

4:

What are their occupations? What jobs do they do usually, e.g. at work, at home.
What are their interests? What things are they particularly good at?

C: All about the Homestead
1:

Tell me about your home? What rooms do you have? What is outside? Any animals?

2:

What things have you got to help you care for/teach (child’s name), e.g. chairs, toys,
books, standing frame?

3:

How does (child’s name) get around at home?

D: All about the community
1:
do?

Tell me about your neighborhood? Who are your closest neighbors? What do they
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2:

What things are available in your local community, e.g. shops, local trades & crafts?

3:

How do you and/or (child’s name) get around?
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Appendix II
Glossary of intervention approaches
Objects of reference
Definition: Objects to which particular meanings have been assigned. The objects act as
signal bearers of meaning, aiding communication by representing people, activities and
places. Unlike spoken or signed communications, which disappear once they have been
communicated, objects are both permanent and open to manipulation, thereby presenting
lower demands on cognitive abilities, memory and vision. Options used: 1: Objects in a box
selected by caregiver and child to communicate an event, e.g. cup for ‘drink’. 2. Objects
displayed on a board covered with carpet and attached with loop fasteners – child reaches
pulls object for communication. Allocation of options dependent on the operational motor
control
Total communication (TC)
Definition: Derives from educational approach for children with hearing impairment
involving multiple modalities of communication as a response to conflict between oral and
manual communication. Application extends to other people with specific communication
needs (e.g. cognitive impairment), and emphasizes the flexible use of communication across
the range of modalities. Options: 1. Multiple modalities for communication including key
word signing (Kenyan sign language) combined with environmental references (e.g. objects
and people around) and speech to support construction of meaning. 2. Use of all modalities as
in 1 with the addition of specific practice of speech sounds and words using a mirror.
Allocation of options dependent on the cognitive ability of the individual and evidence of
speech sound monitoring.
Graphic symbols
Definition: Photographs, pictures, symbols and text are combined to provide an alternative
means of communicating needs, feelings and ideas. Particularly relevant to individuals whose
motor control prevents intelligible speech and for whom a visual method is more accessible.
Options: 1. Communication Boards – layout based on topics (e.g. food & drink) and
linguistically similar items (e.g. action words). Typically, multiple communication boards to
address both specific and generic vocabulary needs. 2. Picture Exchange Communication
System (PECS) – developed for young non-speaking individuals with autistic spectrum
disorders, due to concerns about lack of initiation for communication, poor motor imitation,
‘competing hand movements’ when attempting to point and a general lack of response to
social rewards.
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Intensive interaction (combined with multi-sensory stimulation)
Definition: Based on motherese, Intensive Interaction is an approach, where the main
objective is to broaden interactions between communication partners. It offers a practical
approach to developing social relationships and communication with people with the most
severe and complex learning disabilities. Option: Introduction of multi-sensory stimuli to
support playful interactions between child and caregiver including rubbing cream in hands,
wafting air with a fan, covering face with a cloth for peek-a-boo games.
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