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Objectives of Presentation 

• At the end of this presentation participants will be able to:  
• Discuss common chronic medical disorders that affect adults with 

Down syndrome (DS) 
• Recognize the role that family caregivers play in the lives of 

adults with DS   
• Develop care plans for adults with DS that include family 

discussions about planning for future care succession  



Overview: Down Syndrome  

• Most prevalent form of genetic birth defect
• “Trisomy 21” (1 extra gene) on 21st chromosome 
• Causes distinctive physical appearance
• Results in intellectual and developmental disabilities (IDDs)
• Higher prevalence of Alzheimer Disease, heart disease, 

leukemia, thyroid disorders, obesity      
• Occurs in about 1 in 1,000- 1,100 births worldwide 

(World Health Organization [WHO], 2018) 



Justification for Study 

• Over 400,000 people with Down syndrome living in the USA with 
possibly one or more siblings (National Down Syndrome Society [NDSS], 2011)

• Increased lifespan over past 30 years = Increased likelihood to outlive 
parents and require significant care and resources   

(Bittles & Glasson, 2004; Hodapp, 2007; Toor. Strydom, Patti, & Jokinen, 2010) 

• Siblings have been identified as potential future caregivers 
(Burke, Taylor, Urbano, & Hodapp, 2012) 

• Little known about the experience of sibling caregivers 
(Hodapp, Urbano, & Burke, 2010)



Aim of Study 

“To explore and describe the experience of being an adult who is 
partially or fully involved with primary caregiving responsibilities 
for a sibling with Down syndrome.” (Sciscione, 2014, p. 11)



Methodology: Qualitative Study   

• Descriptive Phenomenology: The Lived Experience  
(van Manen, 1990)

“The study of the lifeworld of the person as they experience it, 
with the aim of gaining a deeper understanding of what the 
experience is like for the individual.” (van Manen, 1990, p.9)   



Bracketing 
“Requires the researcher to confront one’s own assumptions and 
beliefs and put them aside in order to be receptive to thoughts 
and feelings of others” (Giorgi, 1985, p.90) 



Methodology: Data Collection   

• IRB Approval from two universities in USA
• Participants obtained via purposive, snowballing technique  
• Informed consent obtained prior to interviews  
• Semi-structured interviews with 7 participants  
• Series of three, 60-90 minute interviews with each participant
• Each interview spaced 2-3 weeks apart



Methodology: Data Analysis 
• Interviews transcribed verbatim by researcher 
• Data analysis was conducted simultaneously with data collection 
• Each interview transcribed and evaluated prior to next one  
• Data analysis using standard qualitative methods 

• Reading data as a whole
• Sorting the data
• Coding the data
• Separating codes into categories
• Writing analytic memos 
• Identifying themes and subthemes 



List of Participants and Siblings with DS 
Participant 
Number

Participant 
Name/Age 

Full or Partial 
Caregiver  

Sibling with DS 
Name/Age  

Place of 
Residence of 
Sibling with DS 

1 Lynn, 25 Partial Neenie, 30 Family Home 

2 Elizabeth, 33 Partial  Neenie, 30 Family Home 

3 Anne, 68 Full  Carol, 67 Family Home 

4 Philip, 48 Full  Charlotte, 47 Supervised 
Residence 

5 Marie, 52 Full Ann, 38 Family Home 

6 Tara, 39 Full  Marie, 42 Family Home 

7 Kathy, 63 Full  Sally, 53 Supervised 
Residence  



Findings related to Medical & Social Care      

• Parents had done no planning for care succession 
• Participants’ knowledge deficits:  

• About DS in general
• About siblings’ healthcare needs
• About social support resources 

• Gaps in continuity of health care & social services  
• Lifelong USA government penalties for late resource registration 



Health Disorders affecting Adults with DS 
• Hypothyroidism 
• Obesity
• Type II Diabetes 
• Peripheral Neuropathy
• Balance Issues 
• Incontinence
• Poor Hygiene 
• Obsessive/Compulsive Disorder 
• Alzheimer Disease 



Results of Lack of Planning 

“I think it probably took a good 3-4 years to get a good core of 
support people that now I know where to go to when I have an 
issue.” (P5, Marie)  

• Participants had no knowledge of current health issues 
• Had to “rebuild” health histories for siblings
• Gaps in medical and psychological care
• Gaps in access to social service support 



Sibling Caregivers’ Responsibilities

“It’s like caretaking of a dependent. It’s high maintenance, it’s a 
lot of appointments, and it’s a lot of juggling and coordinating.”

(P.5, Marie) 

• Making medical appointments 
• Providing transportation to and from appointments
• Being present at appointments to advocate and mediate
• Making medical decisions 
• Managing medications
• Negotiating coordination of care   



“Where are the Nurses?”    

“I don’t think nurses in the hospitals are as passionate as they should 
be…they don’t treat patients that have certain disabilities the way they 
should be treated.”  (P.3, Anne)

Lack of respect for family presence during hospitalizations 

Lack of patient teaching related to care of adult with DS 
Care for new onset insulin-dependent diabetes
Assistance with prepping for colonoscopy procedure  
Importance of routine gynecological care   



Advice for Healthcare Providers 

“…the biggest thing I would say to healthcare in general is—talk 
to them, treat them like they are people—so many times you go 
to a doctor’s office and they’ll talk to me or they’ll talk to my 
mother, they don’t talk to her.” (P.2, Elizabeth) 



Thoughts about why Parents do not Plan 

“I don’t think they want to know if their other children want their 
sibling, you know what I mean? How would you feel if you talked 
to your children and ‘well, I don’t want to take care of them’—
that’s gotta be heartbreaking! If we had said to my mother that we 
don’t want Neenie, she’d be heartbroken—what would she do? 
So I think maybe there’s that fear that their other children don’t 
want them, so then it’s almost better off not knowing.” (P.2, Elizabeth) 



Continued Legacy of not Planning 
“I think we just trudge along, day in, day out. I’m not sure what I should, how 
I should be planning my older years or my retirement years. I’m assuming 
I’m going to live longer than Ann, but that might be a bad assumption, right?”

(P.5, Marie) 

“I have enough money [life insurance] to bury myself and pay off my house, 
but I have to think about what will happen to Marie…It’s just something that I 
have to do, but I just don’t want to do. It’s just something that I can’t imagine 
doing ‘cause I always think that her and I are going to live forever, or she’ll 
die before I will, and I won’t have to deal with that preparation, but, I don’t 
know.” (P.6, Tara)  



Legitimate Reason for Lack of Planning 

• Sole sibling of sister with DS  
• No other family members  
“If I die right now she’s in that place [supervised apartment] and 
she’s kind of screwed…forgive me for saying that, but whatever 
they determine for her is what’s gonna be…nobody else is gonna
be involved, maybe my buddy might from a financial perspective, 
but from an everyday carer, she’s gonna be on her own.” (P.4, Philip)  



Implications for Nurses 
• Provide education related to health issues 
• Recognize reasons behind hesitancy to plan for care succession    
• Initiate conversations about planning for future care 
• Encourage sibling participation in caregiving throughout lives
• Discuss importance of continuity of medical care 
• Discuss importance of continuity of social supports 
• Be prepared with resources to provide to families    



Conclusions: Nurses can make a Difference!  

• Nurses care for adults with DS and families during medical visits 
• Nurses can provide emotional support to assist with future planning  
• Nurses can provide resources to assist with future planning  
• By encouraging and supporting families with primary care succession:   

• Decrease dangerous lapses in care upon the disability and/or death of parents 
• Ease the burden of assuming primary caregiving responsibilities on adult sibling 
• Ultimately improve the health and quality of life for the adult with DS and the family 



Questions?????? 
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