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ABSTRACT

Background and objective: Cerebral palsy (CP) is the most common motor disability that affects two to three children per
1000 worldwide. Caregivers are most often parents of children with CP (CCP) who are responsible for providing primary care.
Caregivers of CCP face multiple challenges, such as the manifestation of the disease and difficulty in providing daily care. They
also have psychological, social, financial, and informational needs. These needs may be met through participation in support
groups. The objective of this paper is to identify the needs of caregivers of CCP and how participation in support groups may
meet those needs.
Methods: A literature review was conducted to identify relevant articles on the needs of caregivers of CCP. Eleven articles
published between 2008 and 2018 on caregivers’ needs were retrieved and their quality was assessed using the Mixed Methods
Appraisal Tool. The data collected were analyzed to identify key themes related to caregivers’ needs.
Results: Four key themes of caregivers’ needs were identified: informational, financial, social, and psychological. Support
groups may help caregivers to meet their needs. As caregivers receive their needed support, they will able to improve their role in
providing a high quality care for their children.
Conclusions: Caregivers of CCP have informational, financial, social, and psychological needs which may be met by membership
in support groups. Support groups may potentially increase caregivers’ knowledge, receive the needed support, decrease their
level of stress, and improve their quality of life.
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1. INTRODUCTION

Cerebral palsy (CP) is the most common motor disability
that affects two to three children per 1000 worldwide.[1] The
World Health Organization (2011) reported that 95 million
children worldwide have this disability while 13 million of
these children have a severe form of the disability.[2] Specific
statistics on the prevalence of CP children in Qatar is not
available because the statistics that is available captures all
types of disabilities including CP. According to a report in

2017 by the Ministry of Development Planning and Statistics,
the prevalence of individuals with disabilities in Qatar was
0.4%.[3]

Caregivers are most often parents of children with CP (CCP)
who are responsible to provide primary care. Caregivers of
CCP face different challenges, such as the manifestation of
the disease, shortage in rehabilitation facilities, difficulty in
scheduling hospital appointments, lack of attention to their
needs, and difficulty in providing daily care.[4] There are four
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common challenges that caregivers face when providing daily
care: psychological, social, financial, and informational.[5]

They should be managed well in order to have positive im-
provements in their children’s health conditions. Caregivers
of CCP often have high levels of stress and depression.[6]

They need psychological, social, and emotional support to
help decrease their level of stress and help them adjust and
cope with their children’s health condition.[4] Caregivers of-
ten have a lack knowledge about CP; they need improvement
in their knowledge about CP to empower them in provid-
ing the needed care for their children with confidence, and
to improve the health condition and quality of life of their
CCP.[5] It is vitally important to identify caregivers’ needs to
provide them with their needed support and use of commu-
nity services. Therefore, the purpose of this literature review
was to identify the needs of caregivers in caring for the CCP.
This literature review was guided by the following research
question: What are the needs of caregivers in the care of their
CCP and how participation in support groups help some of
those needs?

1.1 Background
Cerebral Palsy is a group of permanent disorders of move-
ment and posture causing activity limitation that are due to
non-progressive disturbances, which occur in the developing
infant or fetal brain.[7] It is often accompanied by distur-
bances in perception, cognition, sensation, behavior, commu-
nication, muscle and skeletal abnormalities, or seizure disor-
ders.[8] The needs of caregivers will be different between the
three classifications.[5] Children with CP with Gross Motor
Function Classification System (GMFCS) levels I and II can
move without assistance, do daily activities, and generally
need fewer supports and interventions than more severe lev-
els. However, children with CCP with GMFCS level III need
an assistive device to achieve daily activities. While those
with levels IV and V require a wheelchair for mobility and
generally require assistance to achieve daily activities, and
they are more likely to have secondary complications, such
as hip disease, spine curve, and seizures.[5]

Cerebral Palsy occurs in neonates or early childhood because
of trauma during or after delivery, which causes damage to
brain cells.[1] Damage in the brain also occurs from a defect
in the normal development of the brain that often occurs
before childbirth.[9] There are many factors that can increase
the chance for CP in infants and children. These factors
include genetic problems, traumatic head injury, hypoxia,
infections, severe jaundice, and maternal infections.[10]

The signs and symptoms of CP may appear in the first year
of life when children are learning gross motor skills.[9] The
main features that are often seen in CP are movement prob-

lems, learning difficulties, and communication and behavior
problems. The impaired movement in CCP can be associated
with involuntary movement, floppiness, rigidity of trunk and
limbs, stiffness of muscles, abnormal reflexes, and abnormal
posture. They may have limited movement on one side of the
body or the whole body and excessive drooling, swallowing
and speech problems, seizures, hearing and vision impair-
ments, and urinary incontinence.[11] They may also have a
number of complications either in childhood or during adult-
hood, including musculoskeletal, malnutrition, lung disease,
breathing problem, and mental health problems.[12]

The diagnosis of CP is not always clear but should be sus-
pected when a child has significant abnormalities in motor
function.[9] A clear diagnosis is very important for caregivers
with CCP to help them understand their children’s problems,
plan for the future, and improve their health outcomes.[12]

Magnetic Resonance Imaging (MRI) scan or Computerized
Tomography (CT) scan are often used in the diagnosis of
CP. The findings of these scans may help to identify brain
injuries or problems in brain development.[12]

According to Khattab (2014), early treatment of CP and con-
tinuous involvement of caregivers in the children’s treatment
sessions and ongoing therapy at home may have positive
outcomes regardless of the severity of the children’s condi-
tions.[13] The common treatments of CP include therapies,
medications, and surgery with therapy often being the first
choice of treatment.[9] Medications and surgery may be used
as necessary, but these treatments often require caregivers’
involvement, which create challenges for them that need to
be addressed.

2. METHOD
A search of the literature was conducted in the following elec-
tronic databases: Cumulative Index to Nursing and Allied
Health Literature (CINAHL), Medline, and ERIC. The search
keywords or terms were: child*, children with cerebral palsy,
cerebral palsy, parent’s challenges, primary caregivers, care-
givers need, support group*, quality of life, quality of care,
and cope. The Boolean operators AND and OR were used to
narrow or broaden the search. The limiters were: i) written
in English, ii) published between 2008 and 2018, and iii)
primary and peer reviewed studies. The inclusion criteria
for retrieving relevant articles were the following: articles
discussing caregivers’ needs and challenges caring for CCP;
articles discussing CCP needs; articles discussing CP as dis-
ease; articles discussing interventions of support groups for
caregivers with CCP; articles discussing quality of life for
CCP and their caregivers; and articles studying CCP with
ages from birth to 14 years old. The initial search resulted
in 139 articles from CINAHL, 18 articles from Medline, and
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44 articles from ERIC for a total of 201 articles. Application
of the limiters and the inclusion criteria results in 11 articles
for inclusion in this literature review: five were qualitative
and six quantitative studies.

2.1 Quality appraisal of retrieved articles
The 11 articles were critically appraised by using the Mixed
Methods Appraisal Tool (MMAT) version 2018.[14] The
MMAT is defined as “a critical appraisal tool that is designed
for the appraisal stage of systematic mixed studies reviews,
i.e., reviews that include qualitative, quantitative and mixed
methods studies” (p. 1). This tool helps to measure the
methodological validity, quality, and relevance of studies to
project’s research questions. It includes two stages: the first
stage assesses all types of studies and the second stage con-
sists of five questions related to specific types of study. As
critical appraisal is about making judgments, two reviewers
should appraise each of the studies independently.[14] After
critically appraising all 11 articles all were considered to
have met the MMAT requirements and, hence, were retained.

3. FINDINGS
The data from the 11 articles were critically reviewed and
four themes about caregivers’ needs were identified. These
were: informational, financial, social and psychological
needs.

3.1 Informational needs
Information is one important need for caregivers. Caregivers
feel isolated and may be afraid because of their lack of knowl-
edge about and clear understanding of CP.[15] Their lack of
knowledge about CP and the lack of community resources
available leads caregivers to feel that society places less
value on the lives of CCP and that their children are stigma-
tized. Their feelings of isolation may lead to depression.[4, 16]

Caregivers facing many challenges about the nature of CP
feel that their suffering is not recognized by other people
around them.[4] They require specific information about
CP that can be provided through participation in a support
group.[17] Their informational or knowledge needs may be
met by training them to promote their critical thinking and
to gain the ability for problem solving.[17] Training them
through support groups increases their knowledge and their
confidence, which may improve the care they provide to their
children.[18, 19] Knowledge gained through discussions in
support groups may help caregivers to meet the unique needs
of their CCP and to make informed decisions.[19] A signif-
icant relationship has been shown between support groups
and improved caregivers’ knowledge and experience when
providing care to their CCP.[17] Support groups may help
caregivers by offering the best way to promote safe, timely,

and effective care for their CCP.[16, 17] In addition to formal
knowledge, sharing experiences in support groups also en-
ables caregivers to gain practical knowledge and skills for
the day-to-day management of their CCP.[17, 20]

3.2 Financial needs
Support with financial needs is a recurring need expressed by
caregivers. The majority of financial needs identified in the
literature were related to the financial burden associated with
the cost of equipment, treatments, therapies, insurance, and
access to community services.[4, 5] Such a financial burden
places a great deal of stress on caregivers. To meet these
costs, caregivers need strong financial support. Some care-
givers have low income, which may increase their level of
stress and negatively affect their quality of life.[5] Caregivers
fear not being able to meet the cost of improving their chil-
dren’s quality of life.[4, 5, 21] Most of the countries around the
world may provide some financial support for individuals
with disabilities and their caregivers to decrease the effect of
financial challenges.[5, 22, 23] This financial support may be
provided through social support services from governmental
agencies.[15]

3.3 Social needs
Social support is very important for caregivers to be able
to care for their children.[15] Support groups are designed
specifically to offer a means of social support for members
and to enhance their coping skills.[15] Caregivers of CCP at
times may need assistance from other family members or
friends to relieve them in the care of their children or in case
they need to attend appointments in the community.[4, 15, 23]

Caregivers feel confused with their children’s condition, such
as the type of CP or severity of motor impairments. This may
increase their level of stress and lead to decreased level of
satisfaction.[15] Some caregivers feel unable to discuss health
issues of their children with others. Their occupation and
level of education also have an effect on social relations with
others and effective decision making.[15] These are consid-
ered as social requirements, which are sources of stress for
the caregivers as stress may lead to depression or isolation
because they need to make extra efforts to meet the needs of
their children.[5] Support groups may help to reduce the iso-
lation and stress experienced by the members, allow for both
giving and receiving emotional support.[19] Therefore, care-
givers also need psychological support through participation
in support groups to decrease their stress.[17, 19]

3.4 Psychological needs
Psychological need has been identified as important for care-
givers as the other needs described above. Caregivers often
express having psychological needs because of their fear,
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anxiety, and discomfort of their children’s disability.[4, 5, 15]

Caregivers need to decrease their fear or stress related to
their children’s diagnosis and demands, need for lifelong
treatment, lack of information and education, stigmatization,
children’s future, and financial burdens.[4] Psychological sup-
port will decrease and manage caregivers’ level of stress by
helping them to develop coping strategies.[4] Coping strate-
gies are the thoughts, emotions, and behaviors that are used
to adjust to any changes occurring in a person’s life. These
strategies may be effective for some people more than others
depending on their response to stressful situations.[27] Cop-
ing strategies may be positive or negative. Positive strategies
may include, seeking support, exercising, watching movies,
going on vacation, time management, and socializing. They
are linked with positive psychological outcomes, such as op-
timism, lower stress, acceptance, and emotional well-being.
On the other hand, negative coping (e.g., worrying, isolation
from social relations, not exercising, and aggressive behav-
ior) are linked with negative psychological outcomes, such
as feelings of hopelessness, depression, burden, and anxiety.

When caregivers face any difficult situations during daily
care, they need to have people around them because it makes
the issues much easier to deal with.[4] If they have one or
two trusted friends in a support group, they can rely on these
individuals to listen to them and help them as needed.[17]

Caregivers with unmet psychological needs have low levels
of quality of life. However, psychological support provided
to them through support groups may improve their quality of
life.[21]

In sum, based on the review of the literature, caregivers’
needs in the care of their CCP were informational, financial,
social, and psychological needs. Meeting these needs has the
potential to increase caregivers’ coping skills and confidence
in caring for their children.

4. DISCUSSION
The aim of this paper was to identify the needs of caregivers
of CCP. The literature review identified the following sup-
port needs of caregivers: informational, financial, social, and
psychological needs. With respect to informational needs
caregivers expressed their priorities to have good knowledge
about their children’s disease and how to deal with them.[5]

This was supported by King et al. (2004) who found that
91% of caregivers caring for children with chronic health
conditions expressed their need for information about their
children’s health conditions, implications, and treatment.[24]

Caregivers may have fear of and confusion with the lack
of information about CP, educational programs available,
and differing information from community members.[4, 22, 23]

They also express their need to know specific information

about their children’s transition to school because the transi-
tion process has to include a gradual shift in the responsibil-
ities of caregivers from caring for CCP to caring for adults
with CP.[5] Findings of this literature review showed that
caregivers require information about community resources,
current services, and effective support to prevent them from
experiencing social isolation, stress, and negative physical
and emotional impacts.[4, 5, 23] This was consistent with find-
ings from other sources.[19] Such experiences may result
from the lack of information provided to caregivers related to
rehabilitation services, or they do not have access to support
and training.[19] This lack of information affects negatively
on care provided to CCP and on the communication between
caregivers and healthcare providers possibly resulting in mis-
information.[4] Caregivers can increase their information by
involvement in support groups.[20] They also need to trust the
information provided through support groups. Information
from support groups gives caregivers feelings of competence
and well-being, which potentially meets their needs.[25]

Financial needs result from limited access to free medical
services and lack of financial support from the governmental
agencies.[4] Sen and Yurtsever (2007) reported that finan-
cial burden on caregivers included children’s care, treatment,
equipment, and therapy. These issues are mostly experienced
by caregivers who do not have sufficient financial support.[26]

These caregivers often have low incomes, which may lead
to increased levels of stress and decrease in their quality of
life. This may be from a lack of free community services
and therapies.

Caregivers expressed their needs for social support because
they have a lack of social and emotional support provided by
family members especially when caregivers are not living in
their home country.[15] This leads them to feel overloaded
by the responsibility of caring for their children.[4] Work
overload makes caregivers challenged between hospital ap-
pointments for their CCP and caring for them at home. They
also feel confused about their children’s condition, such as
the type of CP or severity of motor impairment.[4] Sharing
their social concerns and priorities with healthcare providers
may help caregivers to meet their needs from services pro-
vided and get the needed support for desired outcomes.[5]

Sometimes children’s conditions make their caregivers feel
isolated and unable to share their social concerns, feelings
of stigmatization, and to discuss any issues related to their
children’s health with others.[4, 5] These issues may decrease
caregivers’ level of satisfaction.[4] However, caregivers’ oc-
cupation and level of education may affect the nature of social
relationships with others and their level of satisfaction.[15]

Social support is one of the important coping strategies that
may help caregivers who take care of CCP.[27]
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Caregivers in this literature review expressed their needs for
psychological support. They expressed their feelings of fear
and anxiety from their children’s CP diagnosis and treatment,
invasion of privacy, dependence of their children and the un-
certainty of the future, and possible complications that may
lead to death.[4] As well, they expressed their discomfort
with life-long treatment of their CCP and associated stigma-
tization. They need psychological support to support their
children during care.[15] To meet their psychological needs,
caregivers and their children need to be involved in commu-
nity activities or support group programs.[16, 28] In addition
to such community support programs, healthcare providers
play an important role in providing psychological support for
caregivers preparing them for essential milestones in their
children’s lives.[5]

4.1 Strengths and limitations
This literature review had several strengths and limitations.
Using primary and peer reviewed qualitative and quantita-
tive studies was one of its strengths. These studies provided
rich data about caregivers’ and CCPs’ needs, as well as the
benefit of support groups. Another strength of this review
was using studies published between 2008 and 2018, which
provided the most current information available related to the
subject of discussion. However, this review also had some
limitations. For one, none of the 11 retrieved studies was
done in Qatar or in any of the other Gulf countries.. Another
limitation was that most of these studies were done in a sin-
gle setting, and the sample size in most of the studies was
small, which made it difficult to generalize their findings.

4.2 Implications and recommendations
The findings from this literature review may provide insight
into the needs of caregivers in caring for their CPP and the
challenges they face. These findings will be of benefit to

healthcare providers in raising their awareness of the lifelong
stressors faced by caregivers and in introducing interventions
to meet their needs. The findings of this review also highlight
the benefits of the availability and accessibility of support
groups for caregivers of CCP. Policy-makers should invest
in the establishment of such support groups under a suitable
umbrella such as the Child Development Center in Qatar. For
successful implementation of support groups, they should be
supported by trained group leaders or facilitators to ensure
that discussions are focused on needs and are conducted in
a supportive environment. The design and delivery of these
support groups should be contextually driven, in terms of lan-
guage and culture, and be such that caregiver’s informational,
financial, social, and psychological needs are discussed and
shared among the participants. The process and impact of the
support groups will need to be evaluated and tested by valid
and reliable measures. Evaluation will be useful to make
improvements in the design and delivery of these programs
in the future.

5. CONCLUSION
The aim of this paper was to identify the needs of caregivers
of children with CP. Caregivers face many challenges when
providing daily care to their children. They often have high
levels of stress and negative changes in their and their chil-
dren’s quality of life due to their children’s health conditions.
Caregivers have informational, financial, social, and psy-
chological needs, which could be met through participation
in support groups. Meeting their needs, caregivers’ cop-
ing skills and confidence in caring for CCP will potentially
improve with positive outcomes for themselves and their
children.
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