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 Upbringing and taking care of a child with a chronic 
health condition or a developmental disability (DD) 
represents a significant and sustained challenge for many 
families throughout their life cycle.  

 One of the major challenges for families is to 
successfully identify and access services to meet their 
health or educational needs. These families often find it 
difficult to articulate their needs through existing service 
providers who aren’t adequately trained to provide 
quality services and manage the complex family setting 
in front of them.  

 However, no research study aimed to explore 
puertorrican families with these special needs (Down 
Syndrome, Spina Bifida) and their current access to 
health care services, needs, or quality of life could be 
found.  

 Identify the social and health needs of families of 
children (0-17 years) with intellectual and developmental 
disabilities. 

 Identify the quality of life (QoL) in families of children 
(0-17 years old) with intellectual and developmental 
disabilities. 

 Explore whether there is a relationship between social 
and health needs in families of children (0-17 years) and 
the sociodemographic characteristics (income and level 
education) of the participant providing information. 

 Explore whether there is a relationship between the 
quality of life of families with children (0-17 years old) 
with intellectual and developmental deficiencies and the 
sociodemographic characteristics (income and level of 
education) of the informant.  

Background 
 Study design: Cross-sectional study. 
 Participants: 30 Parents of children with intellectual or 

developmental disabilities (0 to 17 years old) who were receiving 
services from our community partners participated in the study.  

 Procedure: Contact with these families was established alongside 
the organization. MSC-IRB approved the study and recruitment. 
Project assistants were present and discussed the details of the 
study. Rights of all participants were safeguarded. Every family 
signed the informed consent and received a copy. 

 Data collection: Anonymous, self-administered questionnaire 
with socio-demographic, health care needs and quality of life 
questions.  

 Data analysis: Descriptive and chi-squares were used to identify 
needs, describe QoL and compare needs by socio demographic 
variables (income and level of education). P values were 
calculated at 95% confidence level. 

Discussion  

 Special thanks to the Lend faculty, UCEDD faculty and 
the community partners staff members who supported us 
during the recruitment process.  

Figure 1. Most common needs  

            

Figure 2. Financial needs by income 
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Community Partners 

Results Methods 

 Puerto Rico Down Syndrome Foundation: Provides 
therapy, aids in reading and employment. 

 Spina Bifida & Hydrocephaly Association: Brings 
rehabilitative services and education to families.           
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 Most common needs: Informational (n=28, 93%) and Financial 
assistance (n=23, 76%). The areas in quality of life that are most 
affected by having a disability are the social aspects of the 
child’s life (peer interaction, sports).  

 Parents report a good quality of life for themselves. The majority 
(n=22,75%) stated that they are coping well with the challenges 
presented by their child’s condition, 58% (n=20) reported rarely 
or never feeling angry at their child and 79% (n=23) reported a 
“Good” or above rating for their general state of health. 

 A chi-square test was performed and a few relationships between 
variables were found. The first one indicated that families with 
lower income were less likely to provide personal assistance and 
adapt their homes to their child’s needs. Also parents with lower 
levels of education (high school or less) needed more: social 
support, help facilitating recreational activities and help paying 
for special equipment for their child.  

Information about what my child may need in the 
future 

 

Information about services currently available for 
my child 

Information about special education 

About educational opportunities for my child 

Help to pay for therapies, day care, or other 
services 

Information about sources of work 

How to teach my son 

Help to pay for special equipment 

Covering fixed monthly expenses (food, housing, 
medical care, transportation, etc.) 

Reading material about other parents with 
children similar to mine 

Group support (talk to parents of children with 
DD) 

Pay for the necessary equipment to be functional 
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Income level 

60% 17% 

23% 

Participants’ children age 
(years) 

     5 or less

     6-10

     11-17

48% 52% 

Gender 

     Male      Female

Help paying fixed monthly expenses 
(food, housing, etc.) 

Help getting special equipment for my 
child 

Help paying therapies, day care or other 
services 

Help finding work 

Help paying for care or respiratory 
services 

Help for my child getting necessary 
equipment 

Information on obtaining appropriate 
housing for my child’s needs 

Help adapting home to child’s needs 

Help for transportation to medical 
appointments 

Help in recreational activities 
Income Level 

 20, 000 or more 
      19, 999 or less  
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