EXPLORING COMMUNITY KNOWLEDGE, ATTITUDES AND PERCEPTIONS
TOWARDS CEREBRAL PALSY FAMILY REHABILITATIVE SERVICES IN
KAWEMPE DIVISION, KAMPALA

RUTH NAKALEMBE

RJ22M21/006

A DISSERTATION SUBMITTED TO THE FACULTY OF PUBLIC HEALTH, NURSING AND
MIDWIFERY IN PARTIAL FULFILLMENT FOR THE REQUIREMENTS OF THE AWARD OF
THE DEGREE OF MASTER OF PUBLIC HEALTH OF UGANDA CHRISTIAN UNIVERSITY

September,2025

UGANDA CHRISTIAN
£, UNIVERSITY

@ ACentre of Excellence in the Heart of Africa




ABSTRACT

Background: Cerebral palsy (CP) is a leading cause of childhood disability worldwide,
with a disproportionate burden in low-resource settings. In Uganda, research has
largely focused on the clinical aspects of CP, with limited attention to community
knowledge, perceptions, and barriers to rehabilitation, particularly in urban informal
settlements. This study explored community knowledge, attitudes, perceptions, and
challenges in accessing family-directed CP rehabilitation services in Kawempe
Division, Kampala.

Methods: A cross-sectional mixed-methods study was conducted among 306
community members. Quantitative data were collected using structured
questionnaires and analyzed descriptively and through regression modeling to
determine predictors of CP knowledge. Qualitative data were generated from eight
focus group discussions and five key informant interviews with community residents,
caregivers, health workers, and opinion leaders. Thematic analysis was performed,
and findings were triangulated to enhance interpretation.

Results: Of the 306 participants, 57% (174/306) had ever heard of CP. While 73%
(223/306) recognized mobility challenges as symptoms, only 42% (128/306) correctly
identified CP as a neurological condition, and none mentioned physiotherapy as part
of management. Knowledge was significantly higher among older participants, those
with higher education, and those who personally knew a family with a child with CP
(AOR = 6.0, 95% CI: 3.6-10.0, p < 0.001). Community attitudes showed limited
acceptance: only 44% (134/306) felt comfortable interacting with individuals with CP,
and 30% (92/306) would object to their child playing with a child with CP. Stigma was
reinforced by misconceptions, with 22% (67/306) perceiving CP as a curse. Despite
this, 86% (263/306) recognized rehabilitation as very important, and nearly all (98%,
300/306) emphasized the need for healthcare worker training in CP care. Access to
services was constrained by financial costs (73%), lack of awareness (62%), stigma
(51%), and transport barriers (41%). Qualitative narratives underscored affordability
struggles, reliance on traditional healers, and limited community support.

Conclusion: Awareness of cerebral palsy in Kawempe Division remains limited, with
misconceptions and stigma continuing to shape community attitudes. Access to
rehabilitation is further constrained by financial, informational, and service-related
barriers. Strengthening community education, enhancing healthcare worker training,
and expanding affordable, community-based rehabilitation services are critical to
promoting inclusion and improving the quality of life for children with CP and their
families in urban Uganda.

Keywords: Cerebral palsy; mixed methods; community attitudes; rehabilitation;
disability inclusion; Uganda



DECLARATION

I, RUTH NAKALEMBE hereby declare that all the work in this dissertationl is original and
has not been submitted for another degree in this or any other university or institution
of higher learning.

Signature Date

PRk~

23th Sept 2025



APPROVAL
This is to certify that this dissertation titled; “Exploring community knowledge,

attitudes and perceptions towards cerebral palsy family rehabilitative services in

Kawempe division, Kampala” has been done under my supervision and is now ready

for submission.

Supervisor’s name:

Prof. Mupere Ezekiel (MBChB, Mmed, MS, PhD)

Signature = Date 239Sept 2025



Dedication

This research is dedicated with deepest love and gratitude to my mother, Ezereth
Kiwalabye, and my brother, Timothy Mabirizi, together with Robinah, Irene, and Dan,
whose unwavering support and sacrifice made my education possible. Thank you for
believing in me and for walking with me—your love, encouragement, and commitment
have been my greatest pillars throughout this journey.

It is also dedicated to all caregivers and children living with cerebral palsy, whose
resilience and courage continue to inspire hope and purpose in this work.



Acknowledgements
First and foremost, | thank Almighty God for the gift of life, strength, and guidance
throughout this academic journey. | am sincerely grateful to my supervisor, Professor
Ezekiel Mupere, for his invaluable guidance and encouragement, and to Dr. Nicholas
Mugabi for his continued mentorship beyond my undergraduate years. | also extend
thanks to the Child and Family Foundation Uganda (CFU) for their collaboration, and
to my classmates from the MPH Class of 2022 for their support and friendship. Special
appreciation goes to my research team for their dedication during data collection,
and to the Makerere University Research and Innovations Fund (Mak-RIF) for the

financial support that made this study possible.



TABLE OF CONTENTS

DECLARATION ...ttt ettt et s bttt ettt e bt e m e e s bt e be e s b e eaeenbe e bt enteeneesaeentesneesaeensennee i
Y o o 20 Y PP i
OPERATIONAL DEFINITIONS ......ooiiiiiiitiiiete ettt iX
CHAPTER ONE........o ittt ettt sttt ettt et b e b e e bt e bt e sbeen bt e bt estesaeenbeentesbeebeeneas 1
1.0 INEFOAUCTION ...ttt sttt seneens 1
1.1 Background to the StUdy..............cooiiiiiiiiii e 1
1.2 Statement of the Problem..............oooiiiiii e 1
1.3 OVErall ObJECHIVE. .......ooeeiiiiiie e e sttt et 2
1.3.1 SPeCIfiCc ODJECLIVES ......oeeiieeee e e 3
1.3.2 ReSEArCR QUESTIONS..........iiiiiieiiiie et e e e e seaeeesnaeeeenees 3
1.4 Justification of the study..............coccoiiiiiiii e 4
1.5 Significance of the study ... 4
1.6 . Scope Of the StUAY .........ccoiiiiiii e 4
1.7 Theoretical FramMEWOIK.............cccuiiiiiiiiiiie ettt 5
CHAPTER TWO ...ttt et ettt st b e et he e bt et e e bt e st e s bt enbesneesbeenbeeneas 9
LITERATURE REVIEW........cuoiiiiiiitieie sttt sttt sttt et see st te e sneente e e sstesaeenseennens 9
20 T 131 o T L1 Tt (o o O PRPSPR 10
2.2 Cerebral palsy definition .............ccociiiiiiiiiii e 10

Vi



2.3 Community Knowledge towards Cerebral Palsy Family Rehabilitative Services.Error!
Bookmark not defined.

2.4 Community Attitudes and Perceptions Towards Cerebral Palsy Family
Rehabilitative Services.............ccccoioiiiiiiii Error! Bookmark not defined.

2.5 Community challenges to access and use of cerebral palsy family rehabilitative

SEIVICES ...ttt e Error! Bookmark not defined.
CHAPTER THREE........ ..ottt ettt ettt st ebeesaneeneeas 19
METHODOLOGY ...ttt ettt e b e et e et e s ae e e bt e sbee e beesaeeenbeeenbeesbeeanbeesneeenbeeees 19

3.1 INErOdUCEION ... 19

3.2 Study desSign.........oooeiiiiiiie Error! Bookmark not defined.

3.3 Study Setting.........coceoiiiiiii Error! Bookmark not defined.

3.4 Study population..............ccooviiiriiiii Error! Bookmark not defined.

3.5 SaMPLING.......ooiiiiiii e Error! Bookmark not defined.

3.6 Data collection methods...........cccceeeviiiiiiiiniiiee, Error! Bookmark not defined.

3.7 Data quality control.............c.ccoocueiiniiiiniiiee e Error! Bookmark not defined.

3.8 Data Analysis .........ccovveiiiieiieece e Error! Bookmark not defined.

3.9 Ethical considerations..............c.cccceviienieniiinieiie e Error! Bookmark not defined.

3.10 Study limitations.............cccoeiviiiiiii e, Error! Bookmark not defined.

3.11 Work Plan/timeline ...........cocooiiiiiiii e 19
CHAPTER FOUR ...ttt sttt ettt sttt et e s e et e naeeennees 26

RESULTS ..ttt e sb e et esbe e e she e et esae e et e e naeeeabeenaee 26
CHAPTER 5.ttt etk ettt s h et et e s at e e e e e bt esbe e e abeenbeeeabeenbeesaneas 44

DISCUSSION.......ceeie ettt ettt et e st e et esab e et esabeenbeeenbeesabeenbeesneeenbeennns 44
APPENDICES.......c.ceieieeeiteet ettt b ettt e bt et e bttt e s bt e s bt et b e enan e e eee 56

APPENDIX I: INFORMED CONSENT FORM.......cooiiiiiiiiieiiiiee et 56

vii



APPENDIX II: HOUSEHOLD SURVEY/QUESTIONNAIRE............c.ccooiiiiiiiiiieneeeec e 59

APPENDIX I1l: KEY INFORMANT GUIDE............ccoooiiiiiiiiiiii e 70
APPENDIX IV: FGD GUIDE FOR COMMUNITY RESIDENTS .......cccooiiiiiiiiiieceeeeee, 72
APPENDIX Vi WORKPLAN.........oooiiiiiiiene ettt 74
APPENDIX VI: BUDGET ESTIMATE FOR THE RESEARCH PROPOSAL......................... 75
KEY INFORMANT GUIDE ........c.ooiiiiiiie e e e 98

LIST OF ABBREVIATIONS
CP - Cerebral Palsy
CHWs - Community Health Workers
CP-FRP - Cerebral Palsy Family Rehabilitative Training program
KIl - Key informant interview
FGD- Focus group discussion.
SS - Social Support
CBA - Caregiver Burden Analysis

LMIC-Low and middle income countries

viii



OPERATIONAL DEFINITIONS

Cerebral Palsy (CP): A non-progressive neurological disorder caused by damage to the
developing brain during pregnancy, childbirth, or early infancy, leading to impairments in
movement, posture, reflexes, and coordination.

Knowledge (about CP): The ability of respondents to correctly identify causes,
symptoms, risk factors, and available rehabilitative services for CP, assessed through a
structured questionnaire.

Attitudes (towards CP): Community residents’ feelings, beliefs, and predispositions—
either positive or negative—towards children with CP and the use of rehabilitative
services.

Perceptions (about CP): Community interpretations and cultural beliefs regarding the
causes, impact, and management of CP, as well as perceived effectiveness of
rehabilitative services.

Family Rehabilitative Services: A package of therapeutic, medical, educational, and
social interventions—including physiotherapy, occupational therapy, speech therapy,
counseling, and assistive devices—aimed at supporting children with CP and their
families.

Rehabilitation Services: General health system interventions designed to restore or
improve functioning in individuals with illness, injury, or disability.

Family Support: Formal and informal activities and resources that enhance caregiving
and family functioning.

Family Care Group: A peer-support model of 7-20 mothers trained in child health
practices, who then disseminate this knowledge to neighbors.

Household: A group of family members living together and sharing meals for at least
three months.



Community Residents: Individuals residing in Kawempe Division who may or may not
have direct experience with CP.

Healthcare Providers: Doctors, nurses, therapists, and social workers engaged in CP
diagnosis, treatment, and support.

Community Health Workers (CHWSs)/Village Health Teams (VHTS): Lay health
workers selected by communities and accountable to them, who provide health education,

linkage, and referral.



CHAPTER ONE
1.0 Introduction

This chapter presents the background of the study, statement of the problem,
research objectives, research questions, justification, significance, scope, and
operational definitions. It lays the foundation for exploring community knowledge,
attitudes, and perceptions (KAP) towards cerebral palsy (CP) and family rehabilitative

services in Kawempe Division, Kampala.

1.1 Background to the study

Cerebral Palsy (CP) is the most common cause of childhood disability globally,
affecting an estimated 17 million individuals worldwide (Oskoui et al., 2013). Its
incidence is approximately 3 per 1,000 live births (Michael-Asalu et al., 2019). CP
refers to a group of permanent but non-progressive neurological disorders affecting
movement and posture, frequently accompanied by impairments in sensation,

perception, cognition, communication, and behavior (Rosenbaum et al., 2007).

In Sub-Saharan Africa, CP prevalence is estimated at 2-3 cases per 1,000 live births
(Olusanya et al., 2022). In Uganda, CP prevalence is approximately 2.9 cases per
1,000 children, with rural and peri-urban areas being disproportionately affected
(Kakooza-Mwesige et al., 2017). Despite this burden, fewer than 10% of children with

disabilities access rehabilitative services (Kakooza-Mwesige, 2016).



Barriers to care include limited infrastructure, inadequate skilled rehabilitation
professionals, low awareness, stigma, and misconceptions (Vadivelan et al., 2020; Al
Imam et al., 2021). Community-Based Rehabilitation (CBR) has been proposed as a
sustainable model for bridging these gaps (WHO, 2017), but its adoption remains

limited in Uganda.

Understanding how communities perceive CP, the knowledge they hold, and the
attitudes they exhibit is therefore essential to inform effective interventions, reduce

stigma, and promote inclusion.

1.2 Statement of the problem

Although CP affects 2.9 children per 1,000 in Uganda (Kakooza-Mwesige et al., 2017),
community awareness, attitudes, and perceptions remain poorly documented.
Misconceptions about causes—often attributed to curses, witchcraft, or parental
wrongdoing—create stigma and discrimination (Vadivelan et al., 2020). This prevents

families from seeking available services and worsens outcomes.

While rehabilitation services exist in Kampala, utilization is low due to community
ignorance, negative attitudes, and access barriers (Kakooza-Mwesige, 2016). No
systematic study has been conducted in Kawempe Division, despite it being one of the
most densely populated divisions in Kampala. Without empirical data, policy and

service delivery will remain poorly aligned with community realities.



1.3 Overall Objective

To assess the knowledge, attitudes, and perceptions of community residents in
Kawempe Division, Kampala, regarding cerebral palsy and their access to family
rehabilitative services .

1.3.1 Specific Objectives

1. To determine the level of knowledge about cerebral palsy among community

residents in Kawempe Division.

2. To examine the attitudes and perceptions of community residents towards

children with cerebral palsy and family rehabilitative services.

3. To identify challenges faced by community residents in accessing and utilizing

cerebral palsy rehabilitation services.

1.3.2 Research questions

What is the level of knowledge about cerebral palsy among community residents in
Kawempe division?

. What are the attitudes and perceptions of the community towards children with
cerebral palsy family rehabilitative services?

What challenges do community members face in accessing and utilizing cerebral palsy

family rehabilitative services?



1.4 Justification of the study

CP is a significant public health problem in Uganda, yet community knowledge and
perceptions remain poorly understood. This gap hampers early diagnosis,
rehabilitation, and inclusion of children with CP. Assessing community perspectives
will provide evidence to design awareness campaigns, strengthen rehabilitation

services, and reduce stigma.

The findings align with Uganda’s National Development Plan Il (health and social
protection), Vision 2040 (inclusive growth), and the Sustainable Development Goals —
particularly SDG 3 (Health), SDG 4 (Quality Education), and SDG 10 (Reduced

Inequalities).

1.5 Significance of the study

Policy relevance: Provides evidence to inform national strategies on childhood

disability and rehabilitation.

Programmatic value: Identifies gaps in awareness and barriers to service uptake,

guiding interventions.

Community benefit: Promotes positive attitudes and inclusion of children with CP in

schools and communities.

Academic contribution: Adds to limited literature on CP in LMICs and informs future

research.



1.6 . Scope of the study

1.6 .1 Content scope

The study explored knowledge, attitudes, and perceptions (KAP) of community
residents towards CP and family rehabilitative services, and identified challenges in

accessing such services

1.6.2 Geographical scope

The study was conducted in Kawempe Division, Kampala, Uganda—an urban/peri-

urban area with diverse socio-economic dynamics.

1.6.3 Time scope

Data collection was conducted between January 2025, with analysis in February
2025.

1.7 Theoretical Framework

This study employed the Health Belief Model (HBM), a theoretical framework created
in the 1950s by social psychologists Hochbaum, Rosenstock, and Kegels, who were
working in the U.S. Public Health Service. It is utilized to comprehend the health
behaviors of individuals. The Health Belief Model (HBM) suggests that individuals'
health-related behaviors are impacted by their own beliefs and perceptions of an
illness, as well as the treatments that are available to reduce its recurrence. The
paradigm consists of many essential elements: perceived vulnerability, perceived

severity, perceived advantages, perceived obstacles, cues to action, and self-efficacy



(Rosenstock, 1974).

Perceived susceptibility

The term "perceived susceptibility” describes the community's level of awareness and
belief about the likelihood of CP affecting children in their neighborhood. The
perspective has a vitalrole in determining whether families acknowledge cerebral palsy
as a pertinent health concern that requires attention. Perceiving a high sensitivity to
CP might increase the community's motivation to actively seek knowledge and
assistance for managing or preventing the illness (Kim & Kim, 2020). On the other hand,
if they see cerebral palsy (CP) as uncommon or improbable to impact their children,
they may notvalue learning about or obtaining rehabilitative therapies. Understanding
the perception of vulnerability assists in identifying areas of insufficient information
and determining the necessity for awareness efforts to emphasize the prevalence and
dangers associated with CP.

Perceived severity: Perceived severity refers to the community's understanding of CP's
gravity, including its physical, emotional, and social ramifications. This component
evaluates the level of community awareness regarding the influence of cerebral palsy
on the well-being of afflicted children and their families. If the community views
cerebral palsy as a disorder that greatly impedes a child's growth and overall welfare,
they may be more willing to provide assistance and actively seek rehabilitative
therapies (Pateletal., 2017). This visionalso encompasses comprehending the probable
enduring consequences of CP, such as physicalimpairments, psychological anguish, and

societal discrimination. Highlighting the grave repercussions of untreated cerebral pa lsy
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in educational campaigns might motivate the community to actively seek and utilize
rehabilitative therapies.

Perceived Benefits: The perceived advantages refer to the community's opinions
regarding the efficacy of rehabilitative therapies in enhancing the quality of life for
children with cerebral palsy. The perception of these services is critical, as it directly
influences the community's desire to participate in and endorse them. Families that
have confidence in the ability of rehabilitative treatments to greatly improve their
children’s functional abilities and general quality of life are more inclined to make use
of these programs (Muderedzi et al., 2017). Emphasizing successful cases and positive
outcomes from rehabilitative programs may strengthen this view and motivate more
families to seek assistance.

Perceived Barriers: Perceived barriers refer to the recognition of hindrances that
impede families from accessing rehabilitative assistance. These obstacles may
encompass financial limitations, insufficient awareness of accessible services, cultural
convictions, and physical accessibility challenges. Gaining a comprehensive
understanding of these obstacles is crucialin order to develop solutions that effectively
tackle and reduce their impact. If costis a significant obstacle, subsidized services or
financial aid programs may be necessary. Community-based education initiatives that
honor and integrate local traditions can be more effective in cases where cultural
beliefs hinder families from seeking assistance.

Cues for Action: The stimuli that prompt families to actively pursue rehabilitative

assistance. These cues can be either internal, such as identifying symptoms of CP in a



child, or external, such as suggestions from healthcare professionals or community
awareness initiatives. It is essential to identify effective prompts that encourage
families to take action when planning interventions (Kim & Kim, 2020). Healthcare
professional recommendations can serve as a potent stimulus if clinicians are
knowledgeable and aggressive in explaining CP and the options that are accessible to
families. Community awareness efforts that emphasize the significance of early
intervention can also function as effective prompts for action.

Self-efficacy: Self-efficacy refers to the level of confidence that families have in their
ability to obtain and benefit from rehabilitative treatments. This component assesses
families perceived self-efficacy in seeking assistance, as well as their confidence in the
effectiveness of their activities. By equipping families with knowledge and assistance
in navigating the healthcare system, providing comfortin the success of therapies, and
fostering a supportive community climate that promotes seeking help, we can improve
self-efficacy (Zhou et al., 2021). Training programs and support groups can enhance
self-efficacy by equipping families with the necessary information and skills to properly
manage cerebral palsy.

While the HBM provides a structured approach to analysing health behaviours, it has
limitations. It may overlook the influence of broader socialand environmental factors,
such as poverty and systemic healthcare challenges, which are significant in Kawempe
Division. Additionally, the model’s emphasis on individual decision-making may not fully

capture collective dynamics in community settings.



The HBM is well-suited to this study as it aligns with the goal of identifying barriers and
enablers of health-seeking behaviors for CP services. By understanding community
beliefs and perceptions, this framework supports the development of targeted

interventions to improve service uptake and outcomes for children with CP.

CHAPTER TWO

LITERATURE REVIEW



2.1 Introduction

This chapter reviews existing literature on cerebral palsy (CP), focusing on
community knowledge, attitudes, and perceptions regarding CP and family
rehabilitative services. The review is structured thematically to align with the study
objectives. It draws on global, regional, and Ugandan evidence to contextualize the
study, identify gaps, and highlight the relevance of community perspectives in

improving CP care.

2.1 Cerebral Palsy: Definition and Burden

Cerebral palsy (CP) is a group of permanent disorders of movement and posture
caused by non-progressive disturbances in the developing fetal or infant brain
(Rosenbaum et al., 2007). Globally, CP affects about 17 million people, with an

incidence of 2-3 per 1,000 live births (Michael-Asalu et al., 2019).

The burden is higher in low- and middle-income countries (LMICs) due to perinatal
complications, limited neonatal care, and poor survival of preterm infants (Olusanya

et al., 2022).

In Uganda, CP prevalence is estimated at 2.9 per 1,000 births (Kakooza-Mwesige et
al., 2017). Children with CP frequently present with motor dysfunction, epilepsy,

communication difficulties, and cognitive impairments (Paneth et al., 2006), which
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compromise independence and social participation, necessitating long-term

rehabilitative support.

Despite its burden, CP remains under-researched in Uganda, where stigma,
misconceptions, and weak rehabilitation systems contribute to delayed diagnosis and

poor quality of life (Donald et al., 2014; Kakooza-Mwesige, 2016).

2.2 Knowledge about Cerebral Palsy

Knowledge about CP remains low among the general population. In LMICs, many
communities attribute CP to supernaturalfactors such as witchcraft, curses, or divine
punishment (Al Imam et al., 2021; Adegbite et al., 2020). This contributes to delayed

health-seeking and reliance on traditional healers (Gladstone et al., 2010).

In Sub-Saharan Africa, misconceptions are widespread. In Nigeria and Tanzania, CP is
often linked to maternal wrongdoing or ancestral punishment (Adejumo et al., 2016;
Mwaniki et al., 2012). Studies report that less than 30% of respondents correctly

identify biomedical risk factors for CP (Adebayo et al., 2017).

In Uganda, community awareness of CP is very limited. Parents often fail to recognize
early symptoms, with delays of 2-3 years before diagnosis (Kakooza-Mwesige et al.,
2015). Misconceptions include beliefs that CP is contagious or a punishment for

parental sin (Kakooza-Mwesige, 2016).
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Few studies have examined general community residents’ knowledge, but existing
reports suggest difficulty in distinguishing CP from other disabilities, which

undermines social support and access to services.

2.3 Attitudes toward Children with CP

Attitudes toward children with CP influence inclusion and rehabilitation-seeking.
Globally, stigma and discrimination are widespread (Vadivelan et al., 2020). Children
with CP are often excluded from schools and social spaces, while families face shame

and isolation (Zuurmond et al., 2018).

Yet, where awareness campaigns and community-based rehabilitation (CBR) are
implemented, attitudes improve. For example, structured sensitization in Ethiopia
and Tanzania increased community acceptance of children with disabilities (Dambi &

Jelsma, 2014).

In Uganda, negative attitudes are pervasive. Families report being ridiculed, blamed,
and socially excluded (Hartley et al., 2015). Stigma sometimes extends to health

workers, who may perceive rehabilitation as futile (Kakooza-Mwesige, 2016).

Attitudes towards rehabilitation are mixed: some recognize its benefits, but many

view therapy as ineffective or too slow, leading to dropout (Al Imam et al., 2021).

2.4 Perceptions of Family Rehabilitative Services

12



Perceptions strongly determine service utilization. In HICs, family-centered
rehabilitation (physiotherapy, occupational therapy, speech therapy) is recognized as

effective in improving outcomes (Novak et al., 2017).

In LMICs, perceptions are mixed. Some families question whether rehabilitation can
“cure” CP, while others abandon therapy due to costs or slow progress (Dambi &

Jelsma, 2014).

In Uganda, rehabilitative services are concentrated in urban centers, yet many
perceive them as inaccessible, unaffordable, or irrelevant (Kakooza-Mwesige, 2016).

Misconceptions that therapy is futile discourage uptake.

2.5 Barriers and Challenges to Accessing Rehabilitation Services

2.5.1 Health System Barriers

WHO estimates that less than 10% of people with disabilities in low-income countries
access the rehabilitation they need (WHO, 2017). Barriers include: Shortage of trained
professionals (physiotherapists, occupational therapists, speech therapists),

Inadequate infrastructure and assistive devices and Long waiting times and high costs

(Kakooza-Mwesige, 2016).

2.5.2 Socioeconomic and Cultural Barriers

13



Poverty, transport costs, and competing household priorities often deter families from
attending therapy (Donald et al., 2014). Care burdens fall disproportionately on
mothers (Zuurmond et al., 2018). Cultural reliance on traditional healers and

persistent stigma also restrict service use (Gladstone et al., 2010).

In Uganda, services are concentrated in urban hospitals, leaving peri-urban and rural
areas underserved. In Kampala, transport costs and long waiting times are major
deterrents (Kakooza-Mwesige, 2016). CBR programs exist but are fragmented and
poorly funded. While barriers are documented nationally, community-specific

experiences in Kawempe Division remain underexplored.

2.6 Theoretical Framework: Health Belief Model (HBM)

This study was guided by the Health Belief Model (HBM), which explains health
behaviors based on perceptions of illness and interventions (Rosenstock, 1974). The
constructs include: The paradigm consists of many essential elements: perceived
vulnerability, perceived severity, perceived advantages, perceived obstacles, cues to

action, and self-efficacy.

Perceived susceptibility

The term "perceived susceptibility” describes the community's level of awareness and
belief about the likelihood of CP affecting children in their neighborhood. The
perspective has a vital role in determining whether families acknowledge cerebral

palsy as a pertinent health concern that requires attention. Perceiving a high
14



sensitivity to CP might increase the community's motivation to actively seek
knowledge and assistance for managing or preventing the illness (Kim & Kim, 2020).
On the other hand, if they see cerebral palsy (CP) as uncommon or improbable to
impact their children, they may not value learning about or obtaining rehabilitative
therapies. Understanding the perception of vulnerability assists in identifying areas of
insufficient information and determining the necessity for awareness efforts to

emphasize the prevalence and dangers associated with CP.

Perceived severity: Perceived severity refers to the community's understanding of CP's
gravity, including its physical, emotional, and social ramifications. This component
evaluates the level of community awareness regarding the influence of cerebral palsy
on the well-being of afflicted children and their families. If the community views
cerebral palsy as a disorder that greatly impedes a child's growth and overall welfare,
they may be more willing to provide assistance and actively seek rehabilitative
therapies (Patel et al., 2017). This vision also encompasses comprehending the
probable enduring consequences of CP, such as physical impairments, psychological
anguish, and societaldiscrimination. Highlighting the grave repercussions of untreated
cerebral palsy in educational campaigns might motivate the community to actively

seek and utilize rehabilitative therapies.

Perceived Benefits: The perceived advantages refer to the community’'s opinions
regarding the efficacy of rehabilitative therapies in enhancing the quality of life for

children with cerebral palsy. The perception of these services is critical, as it directly

15



influences the community's desire to participate in and endorse them. Families that
have confidence in the ability of rehabilitative treatments to greatly improve their

children’s functional abilities and general quality of life are more inclined to make use
of these programs (Muderedzi et al., 2017). Emphasizing successful cases and positive
outcomes from rehabilitative programs may strengthen this view and motivate more

families to seek assistance.

Perceived Barriers: Perceived barriers refer to the recognition of hindrances that
impede families from accessing rehabilitative assistance. These obstacles may
encompass financial limitations, insufficient awareness of accessible services, cultural
convictions, and physical accessibility challenges. Gaining a comprehensive
understanding of these obstacles is crucial in order to develop solutions that
effectively tackle and reduce their impact. If costis a significant obstacle, subsidized
services or financial aid programs may be necessary. Community-based education
initiatives that honor and integrate local traditions can be more effective in cases

where cultural beliefs hinder families from seeking assistance.

Cues for Action: The stimuli that prompt families to actively pursue rehabilitative
assistance. These cues can be either internal, such as identifying symptoms of CP in a
child, or external, such as suggestions from healthcare professionals or community
awareness initiatives. It is essential to identify effective prompts that encourage
families to take action when planning interventions (Kim & Kim, 2020). Healthcare

professional recommendations can serve as a potent stimulus if clinicians are
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knowledgeable and aggressive in explaining CP and the options that are accessible to
families. Community awareness efforts that emphasize the significance of early

intervention can also function as effective prompts for action.

Self-efficacy: Self-efficacy refers to the level of confidence that families have in their
ability to obtain and benefit from rehabilitative treatments. This component assesses
families perceived self-efficacy in seeking assistance, as well as their confidence in
the effectiveness of their activities. By equipping families with knowledge and
assistance in navigating the healthcare system, providing comfort in the success of
therapies, and fostering a supportive community climate that promotes seeking help,
we can improve self-efficacy (Zhou et al., 2021). Training programs and support
groups can enhance self-efficacy by equipping families with the necessary information

and skills to properly manage cerebral palsy.

2.7 Summary of Gaps in Literature

The reviewed literature highlights that most studies on cerebral palsy (CP) knowledge
and perceptions have primarily focused on caregivers, parents, or healthcare
providers, with little attention given to the wider community context. This narrow
focus overlooks the important role of community members in shaping perceptions,
influencing stigma, and supporting or hindering access to rehabilitative services. In
Uganda, existing studies have mainly emphasized clinical risk factors, prevalence, and
challenges of caregiving, with far fewer addressing the social and cultural dimensions

of CP within communities. While some evidence points to negative attitudes and
17



stigma surrounding disability, there remains a paucity of research exploring

community-level beliefs and perceptions of rehabilitation services.

Furthermore, most of the studies that have examined disability-related knowledge
and attitudes in Uganda have been conducted in rural or generalized settings, with
limited urban-specific data. Notably, there is a lack of Kampala-specific research
examining how residents of urban divisions such as Kawempe perceive cerebral palsy
and rehabilitation. This is critical, given that urban populations often have different
social dynamics, healthcare access challenges, and cultural influences compared to

rural populations.

Anothersignificant gap in the literature is the absence of theoreticalapplication. Few
studies have employed behavioral models to systematically explain health-seeking
behavior in relation to CP rehabilitation. The Health Belief Model (HBM) offers a
useful framework for understanding how perceived susceptibility, severity, benefits,
and barriers shape community members’ decisions to support or seek rehabilitation

services. However, its application in CP-related research in Uganda remains limited.

In light of these gaps, the current study seeks to contribute new evidence by assessing
the knowledge, attitudes, and perceptions of community residents in Kawempe
Division, Kampala, regarding cerebral palsy and access to family rehabilitative
services. By focusing on the general community rather than caregivers alone, and by
applying the HBM as an analytical lens, this study addresses a critical gap in both

empirical and theoretical understanding of CP in Uganda’s urban context.
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CHAPTER THREE

METHODOLOGY
3.1 Introduction
This chapter outlined the methods and materials used in the study, including the study
design, study population and setting, sampling methods, data collection methods,

recruitment and data collection procedures, data analysis, and ethical considerations.

3.1 Study Design

The study adopted a cross-sectional mixed-methods approach, integrating
quantitative and qualitative components to comprehensively explore community
knowledge, attitudes, and perceptions towards cerebral palsy (CP) and family
rehabilitative services in Kawempe Division, Kampala. The quantitative component
employed a cross-sectional analytical design, which allowed the collection of
numerical data at a single point in time to determine knowledge levels and their
associations with demographic and contextual factors. The qualitative component
employed an exploratory phenomenological design, which enabled in-depth
exploration of lived experiences, community perceptions, and social attitudes related

to CP and rehabilitation services. This design was guided by the Health Belief Model
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(HBM), which informed the development of research tools and the interpretation of

findings.

3.2 Study Area

The study was conducted in Kawempe Division, one of the five divisions of Kampala
City, Uganda. Kawempe is densely populated, with an estimated population of over
388,665 residents (UBOS, 2016). The Division has 18 parishes, of which 15 were
purposively selected for this study. Three parishes were excluded due to logistical
challenges. Kawempe is characterized by high poverty levels, limited access to
specialized rehabilitation services, and a mix of formal and informal settlements,

making it a relevant context for this study.

3.3 Study Population

The target population included all community residents aged 18 years and above,
irrespective of whether they had children with CP or not. This inclusivity was
important since community members may have prior exposure, awareness, or
experiences influencing knowledge and perceptions about CP. For the quantitative
component, the study units were individual household respondents. For the
qualitative component, the study units included caregivers of children with CP, health

workers, rehabilitation staff, and community leaders.

3.4 Inclusion and Exclusion Criteria
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3.4.1 Inclusion Criteria

« Residents of Kawempe Division aged >18 years.
o« Community members who had lived in the area for at least 6 months.
o For qualitative: caregivers of children with CP, local leaders, and service

providers involved in rehabilitative services.

3.4.2 Exclusion Criteria

o Individuals below 18 years.
o Residents with cognitive or communication impairments that hindered effective
participation.

o Temporary visitors or non-residents.

3.5 Sample Size Determination

For the quantitative component, the sample size was calculated using Cochran’s
formula for cross-sectional studies, assuming a prevalence of CP awareness at 35%
(due to lack of local estimates), a 95% confidence interval, and a 5% margin of error.
After adjusting for design effect and non-response, a final sample of 306 respondents
was obtained.

For the qualitative component, purposive sampling targeted key stakeholders until
data saturation was achieved. This yielded eight Focus Group Discussions (FGDs) with

community residents, each consisting of 8-10 participants; ten in-depth interviews
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(IDIs) with caregivers of children with CP; and five key informantinterviews (Klls) with

health workers, rehabilitation staff, and local leaders.

3.6 Sampling Procedure

A multistage sampling approach was used for the quantitative component. Kawempe
Division was purposively selected due to its large population and limited specialized
rehabilitation services. From the 18 parishes, 15 were randomly selected. Within each
parish, Village Health Teams (VHTs) introduced the research team to local leaders and
guided them to the first household respondent. Subsequent households were selected
using systematic random sampling with an interval of five households until the desired
number of respondents per parish was reached. Only one eligible adult per household

was interviewed.

For the qualitative component, purposive and snowball techniques were employed.
VHTs, local leaders, and health workers helped identify caregivers of children with CP
and other key informants. Respondents were enrolled until no new themes emerged,

indicating data saturation.

3.7 Data Collection Methods and Tools

Quantitative data were collected using a structured questionnaire programmed into
REDCap mobile software for secure, real-time data entry. The questionnaire was
translated into Luganda and pretested in a neighboring parish to ensure clarity and

cultural appropriateness.
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Knowledge of CP was assessed using a binary awareness question, “Have you ever
heard about cerebral palsy?” with Yes/No response options. This variable served as
the main outcome for bivariate and multivariate analysis. Additional multiple-
response questions explored knowledge of causes, symptoms, treatment, and

rehabilitation services, which were analyzed descriptively but not scored.

Qualitative data were collected through FGDs, IDIs, and Klls. FGDs explored
community-level perceptions, beliefs, and attitudes towards CP. IDIs captured
caregivers’ lived experiences, challenges, and coping strategies, while Klls provided
expert insights into existing services, gaps, and policy implications. All interviews
were audio-recorded with consent, lasted between 45 and 90 minutes, and were

moderated by trained facilitators experienced in qualitative methods.

3.8 Data Management

Quantitative data were collected electronically in REDCap, uploaded daily to a secure
server, and routinely checked for completeness and consistency by the principal
investigator. Data were later exported into SPSS for cleaning and analysis. Qualitative
data were audio-recorded, transcribed verbatim, translated into English where
necessary, and cross-checked against the recordings. Transcripts were stored in
encrypted, password-protected folders. Signed consent forms were stored separately

in locked cabinets accessible only to the principal investigator.

3.9 Validity and Reliability
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The study tools were reviewed by experts in child health and rehabilitation to ensure
contentvalidity. Pretesting was conducted in a neighboring parish not included in the
study to refine the questionnaire. Reliability was assessed using Cronbach’s Alpha on
the knowledge and attitude sections, with a coefficient greater than 0.70 considered
acceptable. Triangulation of quantitative and qualitative findings enhanced

credibility.

3.10 Data Analysis

Quantitative data were analyzed using SPSS. Descriptive statistics, including
frequencies, percentages, means, and standard deviations, summarized socio-
demographic characteristics, knowledge, attitudes, and perceptions. Bivariate
analysis using chi-square tests and t-tests assessed associations between knowledge or
attitudes and independent variables. Logistic regression models were used in
multivariate analysis to identify predictors of knowledge and attitudes, adjusting for

potential confounders.

Qualitative data were analyzed thematically using NVivo software. Transcripts were
coded inductively and deductively, guided by the Health Belief Model. Codes were
merged into categories and overarching themes. Data saturation was confirmed when

no new themes appeared after the completion of eight FGDs, ten IDIs, and five Klls.

3.11 Ethical Considerations
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Ethical approval was obtained from the Uganda Christian University Research Ethics
Committee. Permission was granted by Kawempe Division authorities. Written
informed consent was obtained from all respondents. Privacy, confidentiality, and

voluntary participation were ensured throughout the study.

3.12 Study Limitations

This study included community residents without direct caregiving experience, which
may have diluted caregiver-specific insights. Social desirability bias may also have
influenced self-reported attitudes. Additionally, resource limitations restricted the

scope to 15 parishes instead of all 18.

3.11 Work Plan/timeline
The study was expected to be completed within a period of three months. This

timeline included the phases of preparation, data collection, analysis, and

dissemination.
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CHAPTER FOUR
RESULTS

4.0 Introduction

This chapter presents the findings of the study based on the analysis of both
quantitative and qualitative data. It covers the socio-demographic characteristics of
study respondents, their knowledge, attitudes, and perceptions towards cerebral
palsy and rehabilitation services, as well as the barriers affecting access to these

services. The results are organized into thematic sections corresponding to the study

4.1 Socio-Demographic Characteristics of Respondents

A total of 306 respondents participated in the study. The median age was 32 years
(IQR: 26-40). Over two-thirds were female 71% (217/306) and community residents
90%(276/306. About half were married or cohabiting 51%(155/306), while one-third
were single 31%(96/306). Most respondents had attained at least secondary education
47%(144/306). Sources of income varied, with casual labor 32% (97/306) and small
business/trade 31%(94/306) being most common, while 19% were in formal
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employment and 16% reported no independent income. Although only 9%(27/306) of
respondents had a child with cerebral palsy (CP), more than half 54%(165/306) knew a
family with a child with CP, indicating community-level exposure to the condition.

These socio-demographic characteristics provide an important context for interpreting

knowledge, attitudes, and perceptions of CP within Kawempe Division.

Table 1. Socio-demographic characteristics of respondents

Characteristic Summary statistic
Median Age (years), (Interquartile 32(26-40)
range)
Gender
Males 89 (29%)
Females 217(71%)

Community Roles

Community Resident 276 (90%)
Community Health Worker 10 (03%)
Opinion Leader 14 (05%)
Healthcare Facility Staff 6 (02%)

Marital status

1.Single - Never married 96 (31%)

2.Married/cohabiting 155 (51%)
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3.Single - Separated/ 55(18%)
Divorced/Widowed

Level of Education

1. No formal education 16 (05%)
2. Only primary 70 (23%)
3. Secondary 144 (47%)
4. Tertiary certificate 39 (13%)
5. Tertiary Diploma 17 (06%)
6. University Degree 20 (07%)
Source of income

1. Farming 5 (02%)
2. Formal employment 58 (19%)
3. Business/trade 94 (31%)
4. Casual labor 97 (32%)
5. No Income/depend on other 52 (16%)

household members

Have Child with CP

1.No

279 (91%)

2.Yes

27 (9%)

Know family with CP child

1.No

141 (46%)

28




2.Yes 165 (54%)

4.2 Objective one Awareness and Knowledge of Cerebral Palsy

Of the 306 respondents, 57%(174/306) (95% Confidence Interval (Cl): ) had ever heard

of cerebral palsy.

Have you heard or read about a disease called
cerebral palsy

= YES = NO

Among the 174 respondents who were aware of CP, the proportion 57% (98/174) was
significantly significantly higher among respondents who were 32 years in age
compared to 43% (75/174) among young respondents who were less or equal to 32
years in age (p=0.001) (Table 2)., married or cohabiting (53% vs 23%, p<0.001), and

those who were separated/divorced/widowed (24%, p<0.001). Awareness was also
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greater among health facility staff/CHWs (8%, p=0.028) and those engaged in formal

employment or business (p=0.01).

Notably, respondents who personally knew a family with a child with CP (72% vs 28%,
p<0.001) or who had a child with CP themselves (15%, p<0.001) were significantly

more likely to have heard about the condition.

Qualitative narratives confirmed these misconceptions:

“Some people in our community say a child with CP was cursed because the
parents did something wrong.” (FGD participant, community resident)

“Even when | told people my child got CP after birth, they told me it was
witchcraft and advised me to go to a traditional healer.” (Caregiver, IDI)

A few participants demonstrated more accurate knowledge:

“I think CP happens when a baby lacks oxygen during birth or when there are
problems in the brain.” (Male respondent, FGD

Table 2: Bivariate analysis of factors associated with awareness of CP

Ever heard of cerebral palsy n | p-value

(%)

Characteristic No=132(43%) | Yes=174(57%)

Age (years)
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<32 83(62%) 75(43%)

>32 50(38%) 98(57%) 0.001P
Gender
1.Males 36(27%) 53(30%)
2.Females 96(73%) 121(70%) 0.543
Community Roles
1.Community Resident 125(95%) 151(87%)
2.Health facility staff/CHW 02(2%) 14(8%)
3.0pinion Leader 05(3) % 09(5%) 0.0282
Marital status
1.Single - Never married 56(42%) 40(23%)
2.Married/cohabiting 63(48%) 92(53%)
3.Separated/ Divorced/Widowed 13(10%) 42(24%) 0.0001P
Level of Education
1.No education/Primary 40(30%) 46(26%)
2.Secondary 68(52%) 76(44%)
3.Higher (certificate, Diploma, 24(18%) 52(30%) 0.063
University)
Source of income
1.Farming/casual labor 51(38%) 51(29%)
2.Formal employment 18(14%) 40(23%)
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3.Business/trade 34(26%) 60(35%)

4.No income/dependent on other 30(22%) 22(13%) 0.012
households

Have child with CP

No 132(99%) 147(85%)

Yes 1(01%) 26(15%) 0.00012
Know family with CP child

1.No 117(88%) 48(28%)

2.Yes 16(12%) 125(72%) 0.0001b

ap-value obtained with Fishers exact test, Pp-value obtained using chi-square statistic

Univariate and Multivariable Analyses

First report on the crude/or univariate results.

In univariate analysis using poisson regressionanalysis, the prevalence of being aware
of CP was 40% more among respondents who were over 32 years of age compared to
respondents who were younger or equal to 32 years in age and this prevalence ratio

was statistically significant PR 1.40 (95% Cl: 1.00, 1.90) (Table 3).

When multivariable analysis was performed and after adjusting for age, gender,

marital status, education, and income source, only knowing a family having a CP child
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was the variable that remained independently associated with awareness of CP (Table

3). Respondents who were in knowledge of a family having a CP child were three

times more likely to have heard of CP (aPR 3.0, 95% Cl: 2.0-4.0, p<0.001). Other

variables, including age, gender, marital status, education, and income source, were

not statistically significant predictors in the multivariate model.

Table 3: Crude and adjusted prevalence ratios for awareness of CP

Characteristic
Age (years)
<32

>32

Gender

Males

Females
Community Roles
1.Community Resident
2. Health facility
staff/CHW
3.0pinion Leader

Marital status

Crude analysis

PR

1.40

0.93

2.0

1.2

95%Cl

1.00-1.90

0.7-1.3

1.0-2.8

0.6-2.3

33

P-value PR
1
0.03 1.20
0.65
1
0.001 1.1
0.63 1.0

Multivariate analysis

95%ClI P-value

0.80- 0.35
1.70

0.6-2.0 0.73
0.4-2.0 0.80



1.Single - Never married
2.Married/cohabiting
3.Separated/
Divorced/Widowed
Level of Education

1.No education/Primary
2.Secondary

3.Higher (certificate,
diploma, University)
Source of income
1.Farming/casual labor
2.Formal employment
3.Business/trade

4. No
income/Dependent
Have child with CP

No

Yes

Know family with CP
child

1.No

1

2.0

—

1.0

1.3

1.4

1.3

0.8

2.0

1.0-2.0

1.2-2.8

0.7-1.5

1.0-2.0

1.0-2.1

1.0-2.0

1.0-1.4

1.2-2.8

34

0.07

0.01

0.95

0.19

0.13

0.20

0.51

0.01

0.8-1.8

0.8-2.0

0.7-1.6

0.7-1.9

1.0-2.4

1.0-2.0

1.0-2.0

1.0-2.0

0.39

0.31

0.82

0.58

0.32

0.60

0.52

0.90



2.Yes 3.0 2.2-4.3 0.0001 3.0 2.0-4.0 0.0001

4.3 Community Attitudes and Perceptions Towards Cerebral Palsy and

Rehabilitation Services

Nearly half 42% (128/306) of the respondents reported feeling uncomfortable or
indifferent interacting with people or children having CP (Table 4). Over half 52%
(162/306) disagreed or were indifferent to letting their children play with affected
peers, while nearly one-third expressed stigma, including objections to their children
playing with affected peers. Support for social inclusion was modest, with only 41%
agreeing that people with CP should be employed and one-third opposing the idea of
them marrying or maintaining families. Broader community perceptions highlighted
stigma and misconceptions: 43% believed individuals with CP are discriminated
against, 28% associated CP with social isolation, and 22% perceived the condition as a
curse. Although misconceptions such as CP being contagious or requiring traditional
healing were rare, they underscored persistent cultural beliefs. Positively, the
majority (86%) recognized rehabilitation services as very important, and more than
half believed that children with CP can live fulfilling lives, suggesting some openness

to inclusion under supportive conditions.

Qualitative findings enriched these results. Several caregivers narrated experiences of

exclusion, reflecting deep-seated stigma:
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