THE AGA KHAN UNIVERSITY eCommonS@AKU

Paediatrics and Child Health, East Africa Medical College, East Africa

4-2024

Quality of life in a cohort of Kenyan children with cerebral palsy

Pauline Samia

Melissa Tirkha
Amina Kassam
Richard Muindi

Wahu Gitakah

See next page for additional authors

Follow this and additional works at: https://ecommons.aku.edu/eastafrica_fhs_mc_paediatr_child_health

6‘ Part of the Pediatrics Commons


http://www.aku.edu/Pages/home.aspx
http://www.aku.edu/Pages/home.aspx
https://ecommons.aku.edu/
https://ecommons.aku.edu/eastafrica_fhs_mc_paediatr_child_health
https://ecommons.aku.edu/eastafrica_fhs_mc
https://ecommons.aku.edu/eastafrica_fhs_mc_paediatr_child_health?utm_source=ecommons.aku.edu%2Feastafrica_fhs_mc_paediatr_child_health%2F528&utm_medium=PDF&utm_campaign=PDFCoverPages
https://network.bepress.com/hgg/discipline/700?utm_source=ecommons.aku.edu%2Feastafrica_fhs_mc_paediatr_child_health%2F528&utm_medium=PDF&utm_campaign=PDFCoverPages

Authors

Pauline Samia, Melissa Tirkha, Amina Kassam, Richard Muindi, Wahu Gitakah, Susan Wamithi, James
Orwa, Eugene Were, and Michael Shevell



Global Pediatrics 9 (2024) 100172

GLOBAL
PEDIATRICS

Contents lists available at ScienceDirect

Global Pediatrics

journal homepage: www.elsevier.com/locate/gpeds

ELSEVIER

t.)

Check for

Quality of life in a cohort of Kenyan children with cerebral palsy e

a,b,c,*

Pauline Samia , Melissa Tirkha ®¢, Amina-Inaara Kassam *°, Richard Muindi®,
Wahu Gitaka®, Susan Wamithi®, James Orwa’, Eugene Were *, Michael Shevell ¢

2 Department of Paediatrics and Child Health, Medical College, Aga Khan University, Nairobi, Kenya
® Brain and Mind Institute, Aga Khan University, Kenya

¢ Department of Public Health and Primary Care, Ghent University, Belgium

4 School of Public Health, University of Alberta, Canada

€ Western University, Canada

f Department of Population Health, Medical College, Aga Khan University, Nairobi Kenya

8 McGill University, Canada

ARTICLE INFO ABSTRACT

Keywords: Aim: The objective of the study was to evaluate the quality of life in Kenyan children (age 4-18 years) with
Africa cerebral palsy (CP).

Kenya Methods: A cross-sectional descriptive study was conducted. Children with CP were recruited from the pediatric
SSL clinics at the Aga Khan hospital Nairobi (AKUHN). Parent proxy-reports using CPQoL-child and CPQoL-

adolescents were obtained. Clinical and demographic data were compiled from medical records and parent in-
terviews. A Likert scale was utilized to determine QoL across several domains.

Results: One hundred and fourteen child-parent dyads with CP were recruited. The median age of study par-
ticipants was 8 years (IQR 3-13 years), with males being the majority (57.02 %). Parent proxy-reports using
CPQoL-child scale were obtained for n = 93 and CPQoL-adolescents for n = 21 respondents. Parents in both
groups reported low domain QoL scores pertaining to function, family health and rehabilitation service
accessibility.

Interpretation: Stigma, accessibility to services, therapies and schooling, particularly for children with severe
functional limitations, remains a concern. Caregivers would benefit from awareness campaigns of available
supports and from local community respite programs. Where national support systems exist, there are critical
inefficiencies in service delivery to target population.

Cerebral Palsy
East Africa
Pediatrics

Introduction

Cerebral Palsy (CP) describes a heterogeneous group of permanent
early-onset disorders affecting movement and posture, which result
from prenatal or perinatal insults to the developing infant brain.'“In
addition to non-genetic causes hereditary factors may predispose in-
dividuals to CP.”> Genomic studies have identified clinically relevant
copy number variants (CNV’s) in approximately 10 % of cohorts of
children with CP.° Children with de novo CNV’s had a significantly
poorer neurodevelopmental trajectory compared to those without such
changes.®’

Cerebral palsy is still considered one of the most common causes of
physical disability during childhood and has ubiquitous effects on the
child and family.® Studies indicate that the quality of life (QoL) in
children with CP is usually low, and the degree of compromise depends
on multiple factors including age and severity of the disorder.®°
Quality of life is broadly defined as a subjective multidimensional
concept for assessing wellbeing including fulfillment of basic needs
surrounding emotional, economic, and physical wellbeing and the
presence of interpersonal relationships.'' Studies from low and
middle-income countries (LMICs) have generally suggested poor QoL in
children living with CP and wide disparities relative to normally

Abbreviations: AKUHN, Aga Khan University Hospital, Nairobi; CFCS, Communication function classification system; CP, Cerebral Palsy; CNV’s, Copy number
variants; GMFCS, Gross Motor Function Classification System; HICs, High-income countries; LMICs, Low and middle-income countries; MACS, Manual ability
classification system; PROMs, Patient-reported outcome measures; QoL, Quality of life; REDCap, Research Electronic Data Capture.
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developing peers.'!

Patient-reported outcome measures (PROMs) are increasingly
incorporated into routine clinical practice. One of the most widely used
tools to assess QoL is the CP Quality of Life Questionnaires for Children
(CP QoL-Child) for ages 4-12 years and adolescents (CP QoL-Teen) for
ages 13-18 years.'? The metric is based on the assumption that QoL is an
assessment of wellbeing across various domains including emotional
life, service accessibility and family health.'> The CP-QoL tool is
consistently supported as a strong measure for evaluating QoL in
school-aged children with CP'»'?>'* via self-report or prox-
y-perceptions.'® Quality of life data for CP tends to be derived from
proxy reports via the parent/primary caregiver due to concerns
regarding the reliability of self-reports.'''%!”

There are few studies centered on QoL in low and middle-income
countries (LMICs) particularly within Africa.>®!>1%2% A study done in
Sudan found low QoL scores among children with CP attending a tertiary
care center in Khartoum.?* In addition to the physical impairments, low
socioeconomic status and lack of basic health services contributed to a
further decline in QoL. Relative to High Income Countries, the burden of
CP in LMICs is noted to be higher due to a myriad of factors including, a
poor socioeconomic structure.'”>>?° This is a major concern as low
childhood QoL is a consistent predictor of poor QoL in adolescence.'®
The objective of our study was to provide a deeper understanding into
the QoL for a cohort of children with CP attending clinics at a tertiary
hospital in Kenya. Over the past three decades, there has been a sig-
nificant evolution in our understanding of CP. These changes have been
driven by advancements in medical research, increased awareness, and a
shift towards more inclusive approaches to healthcare and education. In
Kenya, where resources for managing child disabilities may be limited, it
is crucial to leverage these evolving understandings and approaches to
improve the care and support available to children with CP and other
disabilities.

Data from this study can play a vital role in informing healthcare
policies, guiding the allocation of resources, and developing effective
interventions tailored to the needs of children with disabilities in the
region. By adopting a holistic, inclusive, and evidence-based approach,
it is possible to enhance the quality of life and opportunities for children
with CP in Kenya and ensure they reach their full potential.””

Method
Study design and setting

This was a cross sectional survey, undertaken at the neurology and
developmental pediatrics clinics at the Aga Khan University Hospital,
Nairobi (AKUHN), a not-for profit referral teaching hospital located in
Nairobi County. The study included children with CP who had attended
pediatric neurology clinic or pediatric developmental clinic at AKUH,
Nairobi during the period January 2011-December 2019.The partici-
pants were required to be between age 4-18 years at the time of the
study and informed consent was sought from the parents/guardians.
Approval to conduct the study was given by the AKUHN’s Institutional
Ethics Review Committee reference number: IERC_140. Research assis-
tants explained the nature of study and proxy method of data collection
to parents/guardians and written consent was obtained on behalf of
children via guardians prior to interviews.

Data collection

Quality of life (QoL) data were collected using the parent-proxy
report versions of CP-QoL-child (ages 4-12) and CP-QoL-adolescent
(ages 13-18) while demographic and clinical data were retrieved from
medical records.”®?° The QoL questionnaires were administered by
research assistants who had been trained to maintain standard proced-
ure and consistency. Research assistants followed a pre-determined
script which guided parent-interviewer interaction and stipulated
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clear instructions for questioning and data collection. The participants
were uniquely identified by anonymous codes different from the hos-
pital numbers and all the information collected was held confidential,
with access granted to the investigators only. The data were managed
using Research Electronic Data Capture (REDCap) software hosted at
AKUH.

Measures

The CP-QoL questionnaires assess feelings around various domains
including social wellbeing, access to services, pain, and impact of
disability. Scoring was carried out as directed by the tool de-
velopers.?®?° Items in the domains have a 1-9-point rating scale, where
meaning varied depending on the context of the question (e.g. 1 = very
unhappy and 9 = very happy). Questions pertaining to respite care,
special equipment and school for children (ages 4-12) were dropped due
to lack of relevance in the study settings. Other variables of interest were
selected based on the literature and clinical knowledge. Motor function
was assessed using GMFCS, manual ability classification system (MACS)
levels and communication function classification system (CFCS). Infor-
mation on socio-demographic characteristics, pregnancy, birth history,
parental medical history and family characteristics were also recorded.

Statistical analysis

Analysis was performed using R 4.0.3, a free statistical analysis
software environment for computing and graphics. The analysis was
stratified for the two groups (group-1: ages 4-12; group-2: ages 13-18).
Questions with low response rates (>50 % missing) were dropped due to
lack of relevance to participants (e.g. school-related variables for chil-
dren 4-12 since majority are not enrolled). As a result, out of a possible
66 questions in CP-QoL-child questionnaire, 55 questions were included
and, for the CP-QoL-adolescents’ questionnaire, 82 out of 88 questions
were included. A complete list of dropped questions is available in
Table 4 in the appendix. Sample population characteristics were
described using descriptive statistics. Domain specific standard Cron-
bach’s alpha scores were tabulated for subscales to assess consistency
since the questionnaires have not been validated in Kenya. Domain
specific means, standard deviations and confidence intervals for the
subscales were calculated.

Results
Participant characteristics

Around 230 children with CP attended pediatric neurology clinic and
pediatric developmental clinic at AKUH. Among those children who
attended the clinics, 114 were eligible and enrolled into the study. The
median age for the study participants was 8 years (Q1 = 5; Q3 = 10
years), majority of the participants were males (57.02 %) and (77.42 %)
resided in urban areas. This data is presented in Table 1.

For group-1 (n = 93), the median age was 7 years (Q1 = 5; Q3 = 9).
Males represented the majority (56.99 %) The median age at diagnosis
was 6 months (Q1 = 4, Q3 = 10) and about one in six (16.13 %) resided

Table 1
At a glance: socio-demographic details for a cohort of Kenyan children
with Cerebral Palsy (n=114)

Age (years)

median (Q1, Q3) 8.00 (5.00, 10.00)
range 4.00-18.00
Gender (male) n (%) 65 (57.02%)
Diagnosing age (months)
median (Q1, Q3)

Weight (kg) mean (SD)
Residence (rural) (n %)

7.00 (4.00,12.00)
25.89 (16.33)
21 (22.58%)




P. Samia et al.

in rural areas. Majority (96.77 %) of the children were born in a hospital,
6.45 % of the mothers did not receive antenatal care during their
pregnancies, and two out of five (39.78 %) delivered through a cesarian
section. Most mothers (62.37 %) presented with some complications
during pregnancy or at delivery, with birth asphyxia (74.13 %) being the
most common complication. The majority of children in group- 1 pre-
sented with spastic CP (89.25 %) and around half of them presented with
GMFCS level >4 (47.31 %). The most common score for MACS and CFCS
was level 4 (25.81 %) and level 3 (31.18 %) respectively. This data is
summarized in Table 2A.

For group-2 (n = 21), the median age was 15 years (Q1 =13, Q3 =
17). Similar to group-1, males were the majority (57.14 %) (Table 2B).
The median at diagnosis was 10 months (Q1 = 3, Q3 = 36), and 71.43 %
resided in an urban area. Although all patients in this group reported
delivery at a hospital, only 66.67 % received antenatal care. Around
71.43 % mothers had complicated deliveries, with prolonged labor
being the most common (80.95 %). Unlike group-1, most (66.67 %)
presented with GMFCS levels 1-2. The most common motor type dis-
order for group-2 was spastic CP (85.71 %).
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Table 2B
Socio-demographic & clinical variables for Kenyan adolescents (age 13 -18) with
Cerebral Palsy (n=21)

Age (years) median (Q1, Q3)

Gender (male) (n) %

In school (no) (n) %

Weight (kg) mean (SD)

Diagnosing age (months) median (Q1, Q3)
Comorbidity count mode (n)

Details pertaining to birth history

Place of birth (hospital) (n) %

Caesarean section (CS) (n) %

CS (urgent) (n) %

Complications during delivery (yes)

If yes, birth asphyxia/prolonged labour (n) %
Induced labour (n) yes | unknown %
Antenatal care (n) (yes) %

Post term | premature| term (n) %

Birth weight (kg)

mean (SD)

Family characteristics

Maternal age (years) median (Q1, Q3)
Residence (rural) (n) %

15.00 (13.00, 17.00)
12 (57.14%)

3 (14.29%)

46.70 (21.76)

10.00 (3.00, 36.00)
1 (n=16)

21 (100%)

8 (38.10%)

7 (33.33%)

15 (71.43%)

12 (57.14%)
10(47.62%) | 1 (4.76%)
14 (66.67%)
2(9.52%)|5(23.81%)|14
(66.67%)

3.08 (0.86)

28.55 (26.00, 32.00)
6 (28.57%)

Quality of life

All QoL data presented were collected by proxy reports from parents/
guardians, who were also the primary caregivers of the children.
Overall, the children presented with emotional and wellbeing scores in

Table 2A

Socio-demographic and clinical variables for Kenyan children (age 4-12) with

Cerebral Palsy (n=93)

Age (years) median (Q1, Q3)

Gender (male) (n) %

Weight (kg) mean (SD)

Diagnosing age (months) median (Q1, Q3)

Number of comorbidities — mode (n, %)

Verbal, vision || Epilepsy (n %)

In school (no) (n %)

Details pertaining to birth history

Place of birth (hospital) (n %)

Received antenatal care (n %)

(no | unknown)

Caesarean section (CS) (n %)

CS (urgent) (n %)

Complications during pregnancy/delivery
(comorbid)

(If yes, involving asphyxia| diabetes,
hypertension, prematurity | Other (n%)

Induced labour (n %)

Gestation

Post-term | term | premature (n %)

Birth weight (kg)

mean (SD)

Family characteristics

Maternal age (years) median (Q1, Q3)

Residence (rural) (n %)

7.00 (5.00, 9.00)

53 (56.99%)

21.19 (10.17)

6.00 (4.00, 10.00)

1 (48, 51.61%)

57 (61.29%) || 26 (27.96%)
50 (53.76%)

90 (96.77%)

6 (6.45%) | 3 (3.23%)
37 (39.78%)
26 (70.27%)
58 (62.37%)

43 (74.13%) | 16(27.59% |15
(25.86%)

35 (37.63%)

11 (11.82%) | 60 (64.52%) |
22(23.66%)

2.87 (0.81)

28.24 (25.00, 34.00)
15 (16.13%)

Clinical Characteristics relating to Cerebral Palsy

Spastic (n %)

(If yes, unilateral | bilateral)

dyskinetic | ataxic | mixed pattern | unknown
(n%)

Scores regarding functionality and therapies

GMFCS level (1]2|3]4]5) (n %)

MAGS level (1|2] 3]4|5) (n %)

CFCS level (12| 3|4|5) (n %)

83 (89.25%)

36 (43.37%) | 47 (56.63%)
3(3.23%) | 1 (1.08%) | 2 (2.15%) |
4 (4.30%)

12 (12.90%) | 13 (13.98%) |24
(25.81%) | 24 (25.81%) | 20
(21.51%)

13 (13.98%) | 23 (24.73%)| 20
(21.51%) | 24 (25.81%) |13
(13.97%)
8(8.60%)|17(18.28%)|29(31.18%)|
23(24.73%) |16(17.20%)

Parental response to question: how has medical treatment impacted QoL?

(n %) (1 - Significantly worsened, 2 -
worsened, 3 -neutral, 4 - modest, 5-
significant improvements)

0 (0%)| 2 (2.15%) | 17 (18.28%) |
41 (44.09%) | 33 (35.48%)

Clinical Characteristics relating to Cerebral Palsy
Predominant motor type
(dyskinetic, spastic, unknown) 2 (9.52%), 18(85.71%), 1
(4.76%)

15 (71.43%)

11 (52.38%) | 3 (14.29%) | 2
(9.52%) |3(14.29%) |2(9.52%)
13 (61.90%)| 2 (9.52%) | 2
(9.52%) | 2 (9.52%) | 2(9.52%)
9 (42.86%) | 6 (28.57%)|3
(14.29%) | 1(4.76%) | 2 (9.52%)
1 (4.76%) | 0 (0%) | 4 (19.05%) |
6 (28.57%) | 10 (47.62%)

(If spastic, unilateral) (n) %
GMEFCS level (1]2]3]4|5) (n) %

MACS level (1]2] 3]4|5) (n) %
CFCS level (1]2] 34[5) () %

Parental response to question: how has
medical treatment impacted QoL (%)
(1 - Significantly worsened, 2 - worsened, 3
-neutral, 4 - modest, 5- significant

improvements)

the good range, however QoL was reportedly lower with regards to
family health, functioning, pain and accessibility to services (Table 3B).

Mean scores for group-1 indicate that the children presented with
good (‘happy’) emotional wellbeing and self-esteem (72.95 SD 16.34)
(Table 3B). Social wellbeing and acceptance QoL scores (72.77 SD
11.92) were also good. However, QoL scores were low with regards to
participation and physical health (58.45 SD 19.24), feelings about
functioning (58.14 SD 17.28), and family health (66.90 SD 20.38). Areas
of pain and impact of disability (42.97 SD 21.76) and access to services
(51.69 SD 21.24) were severely compromised relative to other domains
(Table 3B). Additionally, since most of the children in group-1 were not
enrolled in school (53.76 %), all variables pertaining to school were
dropped (Table 4).

Table 3A
Group-2 Quality of life scores and Cronbach’s alpha of subscales for CP-QoL-
ADOLESCENT via proxy reports” (n=21)

Subscales Standard Mean domain 95% confidence
Alpha score (SD) interval of the mean

General wellbeing & 0.89 71.47 (12.98) 65.92, 77.02
participation

Communication & 0.85 70.38 (12.41) 65.07, 75.69
physical health

School wellbeing” 0.79 76.78 (10.56) 72.26, 81.30

Social wellbeing & 0.68 84.31 (9.59) 80.22, 88.42
family acceptance

Access to Services 0.70 51.25 (16.68) 44.12, 58.38

Family health 0.71 66.82 (20.05) 58.24, 75.40

Feelings about 0.86 64.85 (22.61) 55.18, 74.52
functioning

5 scores calculated from proxy reports (parents)

? for children enrolled (n=18)
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Table 3B
Group-1 Quality of life scores and Cronbach’s alpha of subscales for CP-QoL-
CHILD via proxy reports’ (n=93)

Subscales Standard Mean domain 95% confidence
Alpha score (SD) interval of the mean

Emotional wellbeing & 0.74 72.95 (16.34) 69.63, 76.27
self esteem

Participation & 0.82 58.45 (19.24) 54.54, 62.36
physical health

Pain and impact of 0.66 42.97 (21.76) 38.55, 47.39
disability

Social wellbeing and 0.72 72.77 (11.92) 70.35, 75.19
acceptance

Access to Services 0.73 51.69 (21.24) 47.37, 56.00

Family Health 0.76 66.90 (20.38) 62.76, 71.04

Feelings about 0.81 58.14 (17.28) 54.63, 61.65
functioning

5 scores calculated from proxy reports (parents)

Table 4
List of dropped questions by domain due to lack of relevance (<50% response
rates)

CP-QoL Child CP-QoL Adolescent

Variables relating to school
Social wellbeing and acceptance
the way they get along with other
children at preschool or school?
how they are accepted by other
children at preschool or school?
Feelings about functioning

Special equipment

the special equipment they have at home?
(e.g. special seating, standing frames,
wheelchairs, walkers, AFOs, visual aids,
hearing aids, communication aids)?

the special equipment they have at school?
(e.g. note takers, special seating, standing
their ability to keep up frames, wheelchairs, walkers, laptops,
academically with their peers? visual aids, hearing aids, communication
Pain and bother aids)?

Is your child bothered when they the special equipment that is available in
miss school for health reasons? the community (ramps, escalators,
Participation and physical wheelchair access)?

health Access to services [none were available]
their ability to participate at your access to respite care?

preschool or school? the amount of respite care you receive?
Access to services how easy it is to get respite care?

your child’s access to extra help

with learning at preschool or school

the special equipment they have at

their school?

the special equipment that is

available in the community?

your access to respite care?

the amount of respite care you

receive?

how easy it is to get respite?

For adolescents (group-2), mean social wellbeing and family accep-
tance scores were in the happy range (84.31 SD 9.59) The mean score for
general wellbeing and participation was (71.47 SD 12.98). Good scores
(70.38 SD 12.41) were also reported in communication and physical
health. Scores for the domain on feelings about functioning (64.85 SD
22.61) and family health (66.82 SD 20.05) were depressed relative to
social and general wellbeing scores. Scores for accessibility to services
were also a point of concern (51.25 SD 16.68); they were the lowest
scores among the evaluated domains. The majority of group-2 children
were enrolled in school (85.71 %), and reported good mean school QoL
scores (76.78 SD 10.56) This data is presented in Table 3A.

Discussion

This study aimed to describe QoL for a cohort of Kenyan children
with Cerebral Palsy (CP). As a general trend among the children and
adolescents—accessibility to services, family health and feelings about
functioning were notably lower relative to other domains.

Children (group-1) in particular reported low QoL in the pain domain
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and the impact of disability. It was the lowest mean score across all
domains for group-1 with poor reported scores in participation and
physical health. This could be due to the severity of disability indicating
fairly severe functional limitation. This association needs to be formally
tested. However, a Ugandan study reported a higher proportion of
younger children with CP present with more severe limitation (bilateral
spastic) but with increasing age, they present with less severe (unilat-
eral) phenotypes, suggesting a high rate of mortality for children with
severe limitations.”’ Low domain specific scores relating to pain and
functioning may point to inadequate coping mechanisms for group-1,
however, since this data is derived from proxy-reports, we cannot
completely dismiss parental perception bias.??

During the interviews, parents shared their thoughts on their overall
care experiences which help to contextualize QoL ratings, particularly in
areas of function and access to services for children with disabilities.
Several key themes came up: lack of knowledge of where to find
appropriate schools or services; low funding, infrastructure, human re-
sources with regards to general medical, school and specialized serv-
ices— particularly pronounced for parents in rural areas, and for
children with severe functional limitations; inability for children to
improve mobility and function (e.g. dressing self) due to distance and
financial stress impeding continuing care and access to physiotherapy;
stigma in local communities; and a lack of respite for caregivers.

There is a scarcity of healthcare, school infrastructure and human
resources in Kenya with regards to disability care.?” With regards to
services, parents pointed out a lack of accessible clinical care for their
children. Many were unable to (due to cost or distance), or unaware of
where to access consistent specialized medical care, equipment and
appropriate schools for their children. Many were travelling from far
counties or areas like Homa Bay, Kisumu, Nakuru or Kitale (ranging 4-8
h travel) to access specialized medical, physiotherapy and disability care
at AKUH, one of the few tertiary care facilities with pediatric neurology
services. Furthermore, in addition to travel costs, there are difficulties
paying for repeated prescribed medication and specialized services like
physiotherapy as well, which are critical to improve functioning. Hence
some parents can only make the trip a few times a year. These concerns
were particularly problematic for parents with children with more se-
vere functional limitations, who in addition to consistent, specialized
medical care require additional tools like wheelchairs, wri-
ting/communication aids, and crutches to improve QoL. Many parents
pointed out that they were no locally available or affordable wheelchairs
for their children. In Kenya, some families migrated abroad to access
equipment and care, but this is not a readily available option for the
most vulnerable.*”

Regarding schools, many echoed the same issues around a scarcity of
schools which provide tailored teaching. In group-1 the majority of
patients were not in school which suggests that there may be a school
accessibility issue for children with greater functional limitations. The
lack of schooling is concerning since studies support an association be-
tween higher QoL and school enrollment. For instance a study by
Mohammed and colleagues>* found significantly better QoL in children
(<18 years) with CP attending school in Sudan, citing school as a critical
medium to form social connections and gain new experiences.’*
Furthermore, parents report that schools often lacked sufficient in-
structors (numbers and training) and equipment to adequately support
children, or were filled to capacity.

Other themes came up around stigma, lack of respite services, and
the need for a reinforced national policy framework targeting children
with disability. Parents shared during interviews that stigma continues
to be of concern. The associated effects of stigma can be catastrophic if
society attributes the child’s impairment to a “curse” or moral punish-
ment for parents’ sins.’’ In extreme cases, parents may abandon their
child, who in turn is sent to an orphanage in outskirt areas with less
school and resource access.>” This decision is often made to protect the
child and family from harm, and further ostracization.>” For children
with severe functional limitations, this means they are less likely to
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access specialized and follow-up care, and receive little or no social
support from family members.

With regards to respite services, parents also shared that they would
welcome any relief programs or community support programs, as many
were solely responsible for providing full time care. They are not able to
rely on any community supports or government subsidization. Although
caregiving can be fulfilling, combined with experiences of stigma and
financial stress, parents can experience overwhelming sense of burden,
helplessness and isolation. A study examining caregivers of children
with disabilities in Kilifi, Kenya, highlighted feelings of distress, social
discrimination and exclusion in several areas of life.>! Lastly, conver-
sations implied larger structural problems like a poor national policy
framework to support persons with disability and minimal resources to
train healthcare and education personnel.

Recommendations

With regards to access to services and functioning, at the local level,
the first area of response requiring action concerns a lack of financial
supports for families. There is a major disconnect between the study
population’s knowledge of available services, the actual services
(although there is still a scarcity and poor quality of many services and
facilities) and issues around the efficient, timely delivery of those ser-
vices. Parents have noted that subsidization from government towards
disability medical care or social assistance would reduce the level of
financial burden. There are some benefits and grants available, provided
through for example—the National Council for Persons with Disabilities
(NCPWD), however individuals must first register with the NCPWD.*?
There is also a National Safety Net Programme - Cash Transfer for Per-
sons with Severe Disabilities (PWSD-CT) which provides around KES
2000 per household per month, delivered every two months through
appointed payment agents.*> Only a handful of parents mentioned these
benefits; most did not know of them or of the NCPWD.

A recent report assessing the impact of the PWSD-CT in 2024 showed
that a significant number of persons with severe disabilities are not
registered persons with disabilities. This means they are likely missing
out on all government services for persons with disabilities including
any cash transfer due to this lack of registration.>* The report also
indicated payment is not sufficient to adequately cover all supports (e.g.
transportation), however, it is a vital means accessible to families who
are typically engaged in precarious employment.®* The report also
revealed service delivery inefficiencies. At the time of the assessment,
the beneficiaries of the program had not been paid for over six months
resulting in financial struggles and an inability to adequately care for
their persons with severe disabilities.®* With regards to awareness of
NCPWD services, only 36 % of surveyed households (n = 351) were
aware of its existence.’* Hence from a national level, the report rec-
ommends increasing the monthly stipend, implementing monitoring
and evaluation programs, regularizing payment to beneficiaries to
ensure access to funds in a timely manner, and increasing awareness of
the NCPWD by strengthening the link between the Beneficiary Welfare
Committee and program officers at the local and county level.>* With
regards to educational services, the NDFPWD educational fund covers
up to 75 % of course fees. In exceptional circumstances the Fund may
pay 100 % of fees but the applicant has to provide evidence of extreme
poverty.>? Increasing funding in this arena is important — but critically,
delivery inefficiencies need to be addressed in addition to increasing
awareness in the target population. Sustained access to these supports
would likely support improved Qol.

Awareness campaigns (for example, by engaging local and national
media programmes, social media, and clinical spaces) are means which
could be used to increase awareness. However for persons in rural areas
without consistent internet access, there remain issues around
increasing awareness and accessibility to local offices. Equipping local
community networks, for example, Community Health Workers (CHWSs)
or local NCPWD program officers, might be a better strategy, as there is
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evidence to suggest that CHW can help to fill community knowledge
gaps.35 Other key recommendations are provided in the report.34

From a clinical standpoint, subsidization of certain costs (e.g. phys-
iotherapy (PT) accessibility) and medical check-ups would be beneficial
to improve QoL. The NDFPWD supports the provision of Assistive De-
vices (e.g. wheelchairs) and Services to Persons with Disabilities (PWDs)
,? however awareness and accessibility remains poor.>* Improving ac-
cess to PT and mobility supports like wheelchairs would increase func-
tioning QoL. With regards to robust medical care, there needs to be
investments into a robust disability healthcare policy framework to
guide action. For example, patients might benefit from investments into
a care model with multidisciplinary teams in one location to reduce costs
associated with travel.”” Additionally, investment should be made into
the training and retention of medical personnel (CHWs, physicians,
nurses) with knowledge on providing culturally competent and
specialized disability care. Generating a list of relevant resources by
county (school and healthcare facility list) for parents (in the form of
pamphlets, brochures etc.) and sharing this with families would be
helpful.

Additionally allocating funding into local communities to educate
the local population, and increasing awareness and understanding of
disabilities is pertinent to reduce stigma. Providing more community
driven services to help children gain a sense of integration, or aid with
finding meaningful ways to socially participate or bolster economic
wellbeing would improve quality of life. Many parents shared that there
were no community services available to help their child find any
employment support. The NCPWD provides a community assistance
grant to established groups of Persons with Disabilities to help towards
self-sufficiency in generating income® — but again, many community
stakeholders are likely not aware of this grant.

With respect to caregivers - although many practice adaptive coping
strategies, their responsibilities have physical and psychological conse-
quences.*” Caregivers would benefit from nationally sponsored com-
munity respite services, parent support groups or local caregiver skill
training. They also require adequate financial support if unable to
engage in income generating activities. Further studies can look into
piloting programs or strategies to improve wellbeing. For example
World Health Organization (WHO) has a Caregiver Skills Training (CST)
program with modules on caregiver wellbeing in addition to providing
training for families to provide care for children with disabilities.®” This
type of resource could help to reduce reliance on the more formal
healthcare services as well.

Limitations

This study utilized a cross sectional design, consequently we cannot
infer about trends of QoL in children with CP across time. Although
AKUHN receives patients from across the country, the study used con-
venience sampling restricted to children receiving treatment at AKUHN,
therefore it is difficult to generalize the findings. The study question-
naire was administered in English (an official language of Kenya) and
the design utilized simple language. We cannot rule out bias due to
language, although most of the parents/guardians were proficient in
English.

Conclusion

Both children with CP and their families reported low QoL scores,
especially in areas related to function, access to services, accessibility,
and family health. This indicates that there are significant barriers to
accessing necessary services and supports, which can impact the overall
well-being of children with CP and their families. Additionally, more
than half of children under 12 years of age in this sample were not
enrolled in school, particularly those with severe phenotypes of CP,
which is concerning since schooling has been associated with improved
QoL scores. There is poor availability of respite support for caregivers, as
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the majority in the study were ready to be enrolled in any relief pro-
grams available. Given these findings, there is a clear need for further
research and interventions to improve the QoL for children with CP in
Kenya. A large multicenter longitudinal study focusing on QoL evalua-
tion in children with CP could help identify trends, barriers, and priority
areas for intervention over time, leading to more targeted and effective
support programs for children with CP and their families. Overall,
increasing caregiver’s knowledge of available supports, further subsi-
dizing medical care, funding multidisciplinary healthcare teams,
increasing trained medical workers and teachers, bolstering community
respite and employment service programs, and generating a healthcare
service/school resource list would all help to improve QoL. For existing
programs, there are major inefficacies with regards to financial and
overall support delivery. From an infrastructural perspective, major
systemic changes are needed to connect and integrate services so that
grants or services are streamlined and delivered in a timely manner.
Establishing monitoring and evaluation programs to assess and fix in-
efficiencies in the existing network of support programs and hold gov-
erning bodies accountable are critical as well.
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