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Using a Life Course Perspective 

• Great variations in pathways 

– Time of diagnosis and onset of disability 

– Aging with and aging into disabilities 

• Difficulties in transitions from one stage to 
next   

• Importance of taking into account personal, 
family, community, and state and national 
policy changes 



Life-Long Impact for Families 

• Economic 

• Impact on physical and mental health and 
stress for some groups 

• Social networks 

• Greater difficulties as parents  and person 
with IDD age 

• Caring also has its positive aspects 

 



Caregiving Impact: Economic 

• Often results in reducing work hours, changing jobs, 
stopping work entirely, and taking a leave of absence (NAC, 
2009) 

• Caregivers of individuals with IDD less likely than non-
caregivers to be employed, miss more days of work 
(Bronheim, Goode, & Jones, 2006), and have less 
income(Parish, Seltzer, Greenberg, & Floyd, 2004) 

• Families of individuals with disabilities have lower savings 
leading to less for retirement (Metlife, 2011) 

• Economic losses greater for racial/ethnic minority groups 
(AARP, 2013)   



Impact on Families: Health and 
Social 

• Parents of children and adults with disabilities have 
elevated stress levels, higher rates of depression, 
anxiety, and physical health issues (Vanegas & 
Abdelrahim, 2016, Lunsky et al., 2014)  
– Greater impact when there is a need for more behavioral 

support, complex health care needs, and difficulty getting 
services 

– Greater impact for compound caregivers 
– Greater impact on racial/ ethnic minorities (Magana & 

Smith, 2006) 

• Social networks more restricted (Seltzer et al., 2011). 
• Impact changes over time 



Positive Aspects  

• Can be source of fulfillment and 
meaningfulness 

• Some report better mental health, life 
satisfaction (Grossman & Webb, 2016)  

• Reciprocity in caregiving, especially to aging 
parents; people with disabilities are also 
caregivers (Heller & Factor, 2008) 



Issues in Childhood 

• Getting a diagnosis: late diagnosis of autism for 
racial/ethnic minorities (Al Khateeb, Al Hadidi, & Al Khatib, 
2014; Magana & Smith, 2008)) 

• Getting needed supports for behavioral and complex health 
care needs 

• Many family members who provide unpaid care have not 
received formal training to carry out complex medical tasks, 
such as helping with equipment or technology, wound care, 
medication administration, among other medically-related 
tasks (Donelan et al., 2002) 

• Need for respite during breaks from school 
• Unmet needs for therapy, respite care and mental health 

support 



Issues in Adolescence  

• Need advocacy services and training for families 
and individuals with disabilities in receiving 
services   

• Barriers to advocacy include: lack of knowledge; 
disempowerment; and intimidation  

• Without appropriate special education services, 
students may have worse school and post-school 
outcomes and families may have worse well-
being 

• Need to address self-determination of person 
with a disability 



Issues in Transition to Adulthood 

• 18% of children and young adults have disabilities or 
chronic health conditions and 90% survive into 
adulthood because of advances in medical care and 
technology (US) 

• Many families experience challenges during the 
transition to adult services when the child ages out of  
school 

• Pediatric providers often do not have the resources 
needed to prepare young adults for the transition and 
many adult healthcare providers are not comfortable 
treating childhood-onset conditions 



Interaction of Aging and IDD  in  
Life Transitions  

Development of chronic health conditions  

Changes in family caregiving and supports  

Retiring from employment  

Receiving end of life care  



Issues in Adulthood and Aging 

• Many adults with disabilities continue to live at 
home and are unemployed or underemployed 
with no pensions 

• Some adults with disabilities experience earlier 
aging (e.g.,  Down Syndrome) and earlier age 
related chronic conditions 

• Need to address end of life issues for parents and 
person with IDD 

• Challenge for aging parents who have fewer 
supports  

• Siblings take on greater roles 



Unmet Family Support Needs: 
Adulthood and Aging  

• The role of families more formalized in schools unlike 
adult systems of care 

• Among families of people with disabilities who wanted 
a specific service over two-thirds of families noted that 
they had an unmet need for support groups (71.7%), 
meal services (72.4%), and respite (73.3%). Nearly half 
of families had an unmet need for assistive technology 
(46.8%), home healthcare (50.0%), home modifications 
(59.5%), and training or education for future planning 
(62.8%) (Crabb, Owen, & Heller, in press).  

 

 



Family Support Makes Public 
Health and Financial Sense! 

• Family support is associated with positive family outcomes of better 
family quality of life, functioning, satisfaction, and a reduction in 
stress (Kyzar et al., 2012), less caregiving burden, more caregiving 
satisfaction, and more self-efficacy with helping the family member 
with a disability (Crabb, Owen, and Heller, in press) 

• Unmet service needs have been associated with decreased mental 
health for female family caregivers of adults with IDD (Caldwell, 
2008) and risk of institutionalization (Heller & Caldwell, 2005) 

• Respite and supplemental services have been linked to lower 
caregiver stress, less depression, decreased caregiver burden, and 
improved mental health (Chen & Young, 2010) 

• Psychoeducation interventions have shown positive impacts for 
families of individuals with intellectual disabilities   (Heller & 
Schindler, 2009).  
 



Policy Considerations 

• Service providers need to: 

– assess family support needs 

– provide family supports  (e.g, respite, stipends, pycho-
education training, and peer supports)  

• Increase support to families for behavioral 
supports and for help with complex health care 

• Balance person-centered and family-centered 
support with self-determination of person with a 
disability 



Policy Considerations 

• Culturally tailor information, services, and 
supports to be accessible for caregivers from 
various racial/ethnic backgrounds 

• Develop, expand and pay for the work force of 
personal support workers, including paying 
families 

• Consider other family members, e.g., siblings, 
grandparents, others 

• Bridge aging and disabilities in community 
education, outreach, research and supports for 
caregivers (e.g., for dementia care and ID) 
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