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Background:  Upbringing and taking care of a child with a chronic health condition or a 

developmental disability represents a significant and sustained challenge for many 

families throughout their lifecycle. One of the major challenges for families is to 

successfully identify and access services to meet their health or educational needs. 

However, no research study aimed to explore Puerto Rican families with these special 

needs (Down Syndrome, Spina Bifida) and their current access to health care services, 

needs and quality of life could be found. 

 

Objective:  The purpose of this research was to identify the needs of families that have 

children (0-17 years old) with a developmental or intellectual disability in Puerto Rico.  

 

Community Partners: For this study, aid in finding the population was acquired from the 

Puerto Rico Down Syndrome Foundation (Provides therapy, aids in reading and 

employment) and the Spina Bifida & Hydrocephaly Association (brings rehabilitative 

services and education to families).  

 

Methods: This is a cross-sectional study. The sample was based on families that 

participate from the Down Syndrome Foundation and Spina Bifida Association activities 



 

and services. Only parents that were caregivers with children 17 years old or less with 

an intellectual or developmental disability were invited. The instrument used was a 

semi-structured questionnaire that asked about demographic information, quality of life 

and needs such as: information, support, community services, and financial. Descriptive 

statistics and chi-squares were used to identify needs, describe quality of life and 

compare needs by socio demographic variables.  

 

Results:  The results indicated that the most frequently cited needs were information 

acquisition needs and financial needs. Needing information that their child could use in 

the future was found in 93% (n=28) of cases and needing more information about 

services was observed in 90% of cases (n=27). Needing help to pay for therapies, day 

care, and other services, as well as monthly expenses such as food, occurred in 76% 

(n=23) and 72% (n=22) of cases, respectively. The area in quality of life that are most 

affected by having a disability are the social aspects of the child’s life (playing with other 

kids, 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 relationship was found between income and the likelihood 

parents can provide personal assistance and adapt their homes to their child’s needs. A 

relationship was also found between the level of education of the parents and the needs 

for: social support, special equipment and facilitating recreational activities for their 

child.  

 

Conclusion:  Families of children with developmental disabilities or delay have financial 

and educational needs they must meet to provide adequate support to their child. 

Parents report that not being able to pay or not having knowledge on how to facilitate 

recreational activities has an impact on the quality of life of their kids. Financial and 

educational needs have the same impact in other areas, such as: identifying social 

support groups, adapting their homes and paying for special equipment their child 

needs.  


