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1. Introduction

Although some researchers have reported that having a child
with developmental disability may have a positive impact on
family functioning [1-3], the fact is that parents of children
with disabilities are more likely to need information about the
condition of their children, treatment options, and available
services [4-7]. Such families also require additional support,
community services [6,8], and respite care [9].

Children with cerebral palsy (CP) experience differentlevels
of disability. Some children have minor motor and cognitive
impairments, while others experience more severe limitations
[10]. Recent studies show that family needs vary because of
multiple factors, such as the child's functional limitations.
Parents of children and youth who are severely disabled are
more likely to express a higher number of family needs [6,8,11].
Others have found, however, that severity of the child's
disability is not a strong determinant of family needs [12,13].
There have been studies on how a child's mobility restrictions
affect family needs, but there has been no proper examination
of whether the child's communication abilities impact family
needs and to what extent they do so. The findings on the
influence of the child's age are also controversial. Carpenter
[14] and Ellis et al. [15] have reported that families with
younger children express more needs than families with older
children do, while Farmer et al. [13] and Palisano et al. [6]
indicate that the child's age is not related to family needs.

Researches into the needs of families with children who
suffer from CP have been conducted in the United States,
Western Europe, China, and Japan [6-8,14,15]. We assume that
socioeconomic and historical differences might have an
impact on the type of needs faced by families with children
who suffer from CP in our region.

The aims of this study were to identify the most frequently
expressed needs of families with preschool children with
cerebral palsy; differences in the amount and types of family
needs based on the child's gross motor function and
communication function level; and the impact of the child's
gross motor function and communication function level on
the type and amount of family needs.

2. Materials and methods

2.1.  Participants

This descriptive study involved a survey of families with
preschool-aged children (aged 2-7 years) with a primary
diagnosis of CP, with the children receiving services from
two rehabilitation centers and one hospital in Latvia. The
study was approved by local institutional ethics committees. A
total of 241 families were invited to take part in the study.
Potential participants were contacted in person during a visit
to a clinic or by telephone.

2.2 Measures
2.2.1. Family Needs Survey

The Family Needs Survey (FNS) is a 35-item questionnaire to
measure the specific and current needs of families with young

children who suffer chronic conditions and disabilities [16].
Items are grouped in 6 subscales according to the type of
needs: Needs for Information; Needs for Support; Explaining to
Others; Community Services; Financial Needs; Family Func-
tioning. The response options are: 1 =I definitely do not need help
with this, 2 = Not sure, 3 =1 definitely need help with this.

For the present study we used a translated (into the Latvian
language) and modified version of FNS. In terms of the needs
that might be more specific in our country, one item was
removed and six items were added with the written permis-
sion of the authors, for a total of 41 items. The item removed:
“Getting child care in church/synagogue”. The items included
the following: “Finding information about planning for child's
wellbeing in future,” “Finding information about future
education,” “Explaining my child's condition to profes-
sionals,” “Locating rehabilitation services,” ‘“Coordinating
medical, developmental, educational, and other community
services,” and “Paying for home modification.”

The internal consistency (Cronbach alpha) and test-retest
reliability (ICC 2.1) of the translated and modified version of
FNS were tested in advance of the original study. The Cronbach
alpha coefficient for all 41 items was 0.82 and ranged between
0.71and 0.89 for each type of need. ICC 2.1 for all items was 0.89
and the coefficient varied from 0.72 to 0.98.

For the purposes of this study, only the items that were
scored with number 3 (I definitely need help with this) were
considered to be unmet family needs and were scored for
getting the total number of family needs and the number of
each type of need for data analysis.

2.2.2. The Gross Motor Function Classification System

The Gross Motor Function Classification System (GMFCS) is a 5-
level classification system developed for children with CP to
classify gross motor function on the basis of causal perfor-
mance [17]. Particular emphasis is on sitting, walking, and
wheeled mobility (Table 1).

Table 1 - The level description of Gross Motor Function

Classification System (GMFCS) and Communication
Function Classification System (CFCS).

Level GMECS CECS
I Walks without limitation Sends and receives
information with familiar
and unfamiliar partner
effectively
II Walks with limitation Sends and receives
information with familiar
and unfamiliar partner —
may need extra time
111 Walks with assistive Sends and receives
mobility devices information with familiar
partner but not with
unfamiliar partners
v Self-mobility with Inconsistently effectively
limitation, children are sends and receives
transported or information even with
use wheeled mobility familiar partner
\% Self-mobility is severely Seldom effectively sends

limited,
children are transported

and receives information
even with familiar partner
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2.2.3. Communication Function Classification System

The Communication Function Classification System (CFCS)is a
5-level classification system developed to classify the every-
day communication performance of an individual with CP [18].
The CFCS groups children in terms of the effectiveness of their
current communication performance and regardless of the
communication method that is used (speech, gestures, eye
gaze, alternative communication, etc.) (Table 1).

2.3. Procedure

Parents who agreed to participate in the study completed a
demographic questionnaire and the modified FNS. The
children's GMFCS and CFCS levels were classified on the basis
of consensus between parents and professionals (physiothera-
pists and speech therapists, respectively) during clinic visits.

2.4.  Data analysis

Statistical analysis was performed using SPSS for Windows
(version 17). The total number of family needs and the number
of each type of need were tabulated by GMFCS and CFCS level.
Interactions between the total number of family needs, the
number of each type of need and GMFCS and CFCS level were
examined by one-way analysis of variance (ANOVA). Bonfer-
roni correction was used to perform paired comparisons.

Multivariate linear regression was used to identify the
importance of child's GMFCS and CFCS level in terms of the
type and amount of family needs. P value of <0.05 was
considered to be statistically significant for all tests.

3. Results

A total of 227 parents or legal guardians of children with CP
participated in the study, with 14 families refusing to take part
for various reasons. Parents or legal guardians provided
informed consent. Most (93.4%) of participants were mothers
with a mean age of 34.9 years (SD, 7.9). The mean age of their
children was 4.8 (SD, 1.7). More than 91.2% of respondents had
a higher education, and almost half (48.9%) were unemployed.
The majority (82.4%) had a spouse, and for one-half (49.3%) of
participants, the child with CP was their only child. Children
were mostly classified with the spastic form of CP (80.1%). At
least one form of comorbidity was reported in 153 (61.4%)
children. The demographics of the parents, families and
children, as well as the classification of children in accordance
with GMFCS and CFCS are presented in Table 2.

The most frequently cited unmet needs included informa-
tion about services available now (88.5%) and services that
children might receive in future (89%). Information about the
child's education now and in future was of concern to 85% of

Table 2 - Characteristics of parents, families and children; children classification according Gross Motor Function

Classification System level (GMFCS) and Communication Function Classification System level (CFCS).

Family characteristics n (%) Child characteristics n (%)
Relationship to the child Gender
Mother 212 (93.4) Male 128 (56.4)
Father 4 (1.8) Female 99 (43.6)
Grandmother 7 (3.1) Comorbidities®
Guardian 4 (1.8) Visual impairment 90 (36.6)
Education Hearing impairment 27 (11.9)
Bachelor's/Master's degree 89 (39.2) Cognitive impairment 153 (61.4)
Secondary school 118 (52.0) Seizure 56 (24.7)
Lower than secondary school 20 (8.8) Child health®
Employment Good 91 (40.1)
Full-time 79 (34.8) Fair 123 (54.2)
Part-time 33 (14.5) Poor 13 (5.7)
Not employed 111 (48.9) Type of cerebral palsy
Studying 4 (1.8) Spastic unilateral 75 (33.0)
Marital status Spastic bilateral 107 (47.1)
Married or living with partner 187 (82.4) Dyskinetic 24 (10.6)
Widowed 3 (1.3) Ataxic 9 (4.0)
Divorced or separated 19 (8.4) Not specified/mixed 12 (5.3)
Single 18 (7.9) GMECS level
Children in household I 76 (33.5)
One 112 (49.3) i 43 (18.9)
Two 78 (34.4) I 42 (18.5)
Three or more 37 (16.3) v 46 (20.3)
Family income (EUR per month) v 20 (8.8)
Less than 419 37 (16.3) CFCS level
420-839 132 (58.1) I 54 (23.8)
840-1119 38 (16.7) i 41 (18.1)
More than 1120 17 (7.5) III 40 (17.6)
No answer 3 (1.3) v 54 (23.8)
\ 38 (16.7)

& Parent-reported.
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Table 3 - Mean number of family needs by children's Gross Motor Function Classification System level (ANOVA and paired
comparisons).

Type of needs Items®  Levell Level II Level III Level IV Level V ANOVA

(subscales

and total) Mean (SD) Mean (SD) Mean (SD) Mean (SD) Mean (SD) F P value Significant

paired

comparisons

Information 9 6.08 (2.23) 6.12 (2.35) 6.67 (1.98) 7.07 (1.55) 7.30 (1.52) 2917 0.022 None

Support 8 313 (206)  3.23(214)  3.95(2.19)  3.89(2.28)  4.15(1.66) 2055  0.088  None

Explaining to others 6 1.14 (1.64) 126 (1.52)  150(1.56)  1.26(1.37)  1.25(1.51) 0358  0.838  None

Community services 6 1.62 (1.44) 2.37 (1.63) 2.62 (1.62) 3.37 (1.30) 3.70 (1.12)  14.421 0.000 I <III-V
II<IVandV

Financial 7 1.83(1.22) 240 (1.46)  3.02(1.85)  3.63(1.69)  3.65(1.56) 13.238  0.000 I<II-V
II<IVand V

Family functioning 5 055(0.82) 072 (1.07)  0.76(1.05) 074 (0.90)  0.55(0.82) 0570 0685  None

Total family needs 41 14.03 (6.53) 16.09 (7.36) 1852 (7.38)  19.96 (6.15)  20.60 (5.16)  7.385  0.000 I<II-V

2 Number of items in subscale/total.

parents. In the area of social support, parents would like to
have greater opportunities to meet and talk to other families of
children with disabilities (59%), or to read about others who
have similar children (73.6%). Participants indicated that they
need help with co-ordination of care (72.7%) and with the
location of rehabilitation services (61.2%). Most parents need
financial aid to pay for therapy, childcare, or other services for
their children (77.1%), and more than one-half (57.7%) need
help in paying for the special equipment that their children
need. The least frequently cited unmet needs related to
explaining the situation to others (9.3%-33.5%) and family
functioning (1.3%-17.2%).

The mean number of the total and type of family needs in
accordance with the children's GMFCS and CFCS level, as well
as significant paired comparisons, are presented in Tables 3
and 4, respectively. The interaction between the GMFCS level
and the total number of family needs was significant (F(4, 222)
=7.38, P < 0.001). Bonferroni post hoc comparisons of the five
groups indicated that parents with children at Level I
expressed fewer family needs than those with children at
level III (M = —4.16; 95% CI: —7.81 to —0.52), Level IV (M = 5.60;

95% CI: —9.14 to —2.06), and Level V (M = —6.24; 95% CI: —11.01
to —1.48). The differences between the total number of family
needs and other GMFCS levels were not statistically signifi-
cant.

The mean number of needs for information, community
services and finances differed on the basis of the GMFCS level
(P < 0.05). There were no statistically significant interactions
between the GMFCS level and family needs in the areas of
support, explaining the situation to others, and family
functioning.

The interaction between the CFCS level and the total
number of family needs was significant (F(4, 222)=11.18,
P < 0.001). Bonferroni post hoc comparisons showed that the
parents with children at Level I expressed fewer family needs
than those with children at Level III (M = —4.38; 95% CI: —8.23
to —0.55), Level IV (M = —4.98;95% CI: —8.53 to —1.44), and Level
V (M = —8.48; 95% CI: —12.38 to —4.59). Parents of children at
Level II had fewer family needs than parents of children at
Level V (P < 0.001). The differences between the total number
of family needs and other CFCS levels were not statistically
significant.

Table 4 - Mean number of family needs by children's Communication Function Classification System level (ANOVA and

paired comparisons).

Type of needs Items®  Levell Level II Level III Level IV Level V ANOVA
(subscales
and total) Mean (SD) Mean (SD) Mean (SD) Mean (SD) Mean (SD) F P value Significant
paired
comparisons
Information 9 5.59 (2.15) 593 (2.19)  6.83(1.86)  6.81(2.01)  7.63(1.34) 7544 0000 I<II-V
I<v
Support 8 2.85(2.11)  3.02 (2.34) 373 (1.78)  3.83(217)  450(1.85) 4486 0002 IlandIll<V
Explaining to others 6 0.78 (1.32) 1.59 (1.87) 1.53 (1.69) 1.19 (1.33) 145 (1.40) 2309 0059  None
Community services 6 1.56 (1.72) 1.95 (1.41) 2.58 (1.41) 2.78 (1.44) 3.87 (1.01) 16244 0000 V<V
I <II-V
Financial 7 207 (1.52)  2.12(1.45)  253(1.30)  3.04(1.84)  3.82(1.64) 8967 0.000 I-I<IV
I<IV
Family functioning 5 0.61(0.89)  0.51(0.81)  0.68(0.85)  0.80(0.89)  0.68(1.21) 0587 0673  None
Total family needs 41 1346 (7.30) 1512 (6.76)  17.85(5.53)  18.44 (6.57) 21.95(5.75) 11.186  0.000 I<II-V
I<Vv

2 Number of items in subscale/total.
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The mean number of needs for information, finances,
community services (P < 0.001) and support (P < 0.05) differed
on the basis of CFCS levels. There were no statistically
significant interactions between the CFCS level and family
needs in relation to explaining the situation to others and
family functioning.

Multiple regression analysis showed that the children's
GMFCS and CFCS levels were not significant predictors of
overall family needs (adjusted R? = 0.163). In this model, the
GMEFCS level of children did not account for a total number of
family needs (8 =0.127, P = 0.122), while the CFCS level did do
(8=0.317, P=0.000). Nevertheless, the GMFCS level was a
predictor of needs for community services and finances
(8=0.254, P=0.001 and B=0.348, P =0.000). The CFCS level
was also found to be a predictor of family needs in the areas of
information (B8 =0.344, P =0.000), support (8=0.268, P = 002),
and community services (8 =0.0292, P = 0.000).

4, Discussion

Consistently with previous findings [6-8,15], a higher percent-
age of parents in our study said that they need information
about present and future services, as well as about ways to
promote their children's education. The desire for information
was at an extremely high level: atleast 6 (out of 9) information-
related needs were reported as unmet by each respondent. We
assume that the high percentage of parents with unsatisfied
family needs in this area might be influenced by the age of the
children. Our sample included parents with children aged 2-7
years - an age during which caregivers are still very confused
and insecure about their children's development and are thus
seeking out all available information to facilitate it.

Under the category of support, families indicated a desire to
meet with others who have a child with CP and to read
materials about families with such children. This suggests that
parents are largely isolated from other families with children
who are suffering from disabilities. Co-ordination of services
and the location of rehabilitation services for children were
also strong concerns among parents. It must be mentioned
that rehabilitation and educational services for children with
developmental disabilities are still developing in our country.
Despite recent and positive changes in policies that relate to
community support systems and funding, parents still seek
financial aid to pay for therapy or to buy the special equipment
that their children need. These findings might also be
explained by the fact that nearly one-half of surveyed parents
were unemployed, and most families live in rural areas where
community services are poorly developed. A low average level
of family income may also have an impact on the high number
of unmet family needs in the area of finances.

Although a child's gross motor and communication function
abilities relate significantly to the total number of family needs,
these factors were not considered to be a strong predictor of
family needs. King et al. [12] and Farmer et al. [13] have also
reported that the severity of a child's disability is not necessarily
a key determinant of family outcomes. On the other hand,
others [6,8,11] have found the child's functional limitations to be
a strong determinant of overall family needs. Unmet family
needs appear to vary by the complexity of the child's functional

limitations and the various types of family needs. In our study,
the parents of children with more severe gross motor function
limitations stated greater needs for community services and
finances. This supports findings by Palisano et al. [6] and
Almasri et al. [11], who have argued that the needs of families
with children who have CP for community services and finances
vary on the basis of the children's gross motor function. In our
study, the child's inability to communicate effectively proved to
be a more important factor in terms of the number of unmet
family needs than was the case with the child's gross motor
function limitations. In addition to the need for community
services and finances, parents of children with more severe
communication limitation need more information and social
support. Almasri et al. [11] also report that the adaptive
behaviors and communication of children are directly associat-
ed with family needs. The ability to communicate allows
children to interact more effectively with family members in
terms of expressing their needs and desires. Serious problems
with communication may lead to social exclusion, and parents
who cannot understand their children often feel helpless,
frustrated and isolated themselves [19].

Parents of children with minor gross motor and communi-
cation limitations seem to have significantly fewer unmet
family needs than is the case with parents of children with
more severe disabilities. This should be taken into account
when planning social, educational and rehabilitation services,
particularly in a situation of limited financial resources.
Service providers, thus, must be familiar with the real needs
of each family so as to provide the necessary support and
services in an effective, but also economical way.

Families that took partin this study did not mention the need
for help in explaining the child's condition to other people
involved in the situation (teachers, neighbors, physicians, other
children); parentsbelieve that they can do this themselves. They
also did not mention the need for help in terms of resolving
internal family functioning issues such as the taking of
decisions about who will take care of the child, who will be
the wage earner, who will help to resolve discrepancies, etc.
These results may be based on our historical background. In the
past, families did not seek professional help to solve their
internal problems. The tendency to focus on needs related to the
child's development, as opposed to the needs of the whole
family [20] may also help to account for our findings.

The strength of our study is a very high response rate (94%) of
invited caregivers for preschool aged children with CP agreed to
participate. According to official data from the Latvian State
Medical Commission for the Assessment of Health Condition
and Working Ability, there are currently 264 children diagnosed
with CP who are between two and seven years old. This means
that our sample covered 86% of the whole population.

Children's functional abilities (GMFSC and CFCS) were
classified on the basis of a consensus between parents and
professionals. This approach can be seen as both a strength
and a limitation in this study.

5. Conclusions

The most frequently endorsed needs in our sample of families
with preschool children with CP were for information about
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the current and future services, children's teaching and future
education, helping in locating rehabilitation services and care
coordination. Parents of preschool aged children with CP who
walk independently and can communicate with familiar and
unfamiliar partner have significantly less unmet family needs
than parents of children with more severe disabilities. The
children's GMFCS (representing gross motor ability) level did
not appear to be a strong determinant for the total number of
unmet family needs in families with preschool children with
CP, while the CFCS (representing communication ability) level
did. Nonetheless, the children's GMFCS level was found to be
predictor for the needs for community services and finances.
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