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day I hope I can add their voices to the too-scarce 

literature available on this subject.  Almost all of us 

feel INCREDIBLY ALONE.  In our family, we origi-

nally planned to have my husband be the stay-at-

home parent (I love my profession and have a 

better income; he loves children even more than I 

do), BUT he was unable to cope with being fulltime 

caregiver to our child with SMS.  This has resulted 

in a reversal to more traditional roles (he works 

fulltime but makes too little to support the family; I 

work half-time and am also fulltime mom).  It has 

been profoundly stressful to me, and our financial 

situation is a bit depressing considering our ages 

and levels of education.  This is a common result of 

having a child with a disability. 

-Mother of a 16-year-old diagnosed with SMS 

 

The preceding quotes coincide well with 

studies showing that working parents who 

are caring for a child with disabilities face 

numerous challenges when attempting to 

balance their work and family responsibili-

ties (Rosenzweig, Brennan, & Ogilvie, 2002).  

Often the childõs health care appointments 

must be scheduled during parentõs workdays, 

the childõs health crises can interrupt work 

and family life, and parents must make child-

care and special education arrangements.  

Caregivers must find ways to cope as they 

try to integrate demands of employment and 

family life.  Previous studies have shown 

that parents of individuals with developmen-

tal disabilities have decided not to pursue 

graduate school, forgo career development 

and advancement opportunities, or changed 

their career goals (Barnett & Boyce, 1995; 

Case-Smith, 2004; Freedman, Litchfield, & 
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Introduction  

 

According to the U.S. Department of Health 
and Human Services (HHS, 2008), in 2005, 
21.8% of U.S families were raising a child with 
special health care needs.  Caring for a child 
with special health care needs requires many 
additional responsibilities and sacrifices.  Such 
responsibilities and sacrifices have been re-
ported by mothers of children diagnosed with 
Smith-Magenis syndrome (SMS): 

 

As her primary caregiver I have given up everything 

that I have known ð my career, my dreams, my 

friends...the list goes on.  I did this so that at some 

point in her life she hopefully can venture out on her 

own with support and have a fulfilling, happy, loving 

life. When (if) that happens that will mean more to 

me than any college degree I would have obtained if 

she wouldn't have come into my life. 

 - Mother of a 14-year-old diagnosed with SMS 

 

I think all parents whose children have disabilities 

could tell the world an earful about this, and some 

Warfield, 1995; Parish, 2006; Porterfield, 

2002).  However, little is known about the 

compromises caregivers of a child with SMS 

have made in their education and career plans, 

how satisfied caregivers are with their current 

careers, or how career satisfaction is related to 

caregiver well-being and satisfaction. 

For this third installment of results from the 

SMS Caregiver Study, the first aim was to 

summarize the current educational attainment 

and occupations of mothers with a child with 

SMS and explore their educational and occu-

pational goals.  By exploring their goals, we 

can better understand the training needs of 

caregivers and determine additional resources 

that might aid them in obtaining their goals.  

The second aim of this installment was to 

determine how career satisfaction is related to 

demographic factors such as age and educa-

tion level and psychosocial factors such as 

symptoms of depression and anxiety, quality 

of sleep, counseling services obtained, care-

giver satisfaction, and caregiver well-being. 

 
Methods 

Caregivers of a child with SMS were recruited 
between May 2007 and September 2007 via   
e-mails sent through the PRISMS (Parents and 
Researchers Interested in Smith-Magenis   

Continued on page 4é. 
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Did you know that PRISMS is 15 years old this year! PRISMS was organized and 

incorporated in Virginia in 1993. According to the òhistory books,ó Margaret 

Miller and Ann Smith organized PRISMS at Annõs kitchen table. We are truly 

grateful for these women and their foresight. 

 

As you may have noticed, this newsletter sports a new PRISMS logo (thanks to 

Margaret Miller and Mark Hernandez). This logo was designed to help us celebrate 

our 15th year. Our new logo is fresh and unique and reflects our vision to be the 

premier provider of information and support to families of persons with Smith-

Magenis Syndrome (SMS). In addition, we want to continue to foster partnerships 

with professionals to increase awareness and understanding of SMS. 

 

Our 2009 conference is right around the corner! Itõs hard to believe. I hope you are 

planning to attend. The conference will be packed with information and will pro-

vide everyone a chance to reconnect and share stories about our kids. We need 

corporate sponsors for this conference to help us make it more affordable for 

families. If you can help us in any way, please call me at 972-231-0035 or send me 

an email to randy@prisms.org 

 

If you are a member of PRISMS, I trust that you will take the time to renew your 

annual membership. Be on the look out for a membership renewal letter. As a 

member youõll continue to receive Spectrum, our terrific newsletter, plus youõll 

help us to maintain and update our website as well as provide our members email/ 

phone support. Membership dues also helps us host the professional roundtable 

and parent conferences. Families continue to tell us that we are an invaluable re-

source for them. 

 

I hope you had a relaxed and blessed time during the holidays. Happy New Year, 

and I look forward to seeing you at the 2009 Conference. 

 

Warm regards,  

 

Randy 
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      What  Is Smith -Magenis  

      Syndrome?  

 

     Smith-Magenis syndrome 
(SMS) is a chromosomal disorder 
characterized by a specific pattern 
of physical, behavioral and 
developmental features. It is 
caused by a missing piece of 
genetic material from 
chromosome 17, referred to as 
deletion 17p11.2. The first group 
of children with SMS was 
described in the 1980õs by Ann 
CM Smith, MA, a genetic 
counselor, and Ellen Magenis, 
MD, a physician and 
cytogeneticist. Although the exact 
incidence is not known, it is 
estimated that SMS occurs in 1 
out of 25,000 births. SMS is 
underdiagnosed, but as 
awareness of it increases, the 
number of people identified 
grows every year.  

Barbara Haas-Givler, MEd, BCBA, became 
a PRISMS Professional Advisory Board 
member in 2007, but has been a leading edu-
cator and behavior analyst in the study of 
SMS for many years. She is one of our most 
frequent Spectrum contributors/authors and 
long-time advocate and friend to many of 
our PRISMS families. She has been a part of 
the SMS journey, long before she ever knew 
it, and has dedicated her journey to teaching 
parents and educators about the challenges 
and strategies of behaviors associated with 
SMS.  Barbara has tried to view the everyday 
world through the eyes of a person with 
SMS and begin always with knowledge and 
compassion, and move towards thoughtful 
and sensible solutions.  òBarbó has pre-
sented at several of the PRISMS confer-
ences, and is always available to parents to 
brainstorm and problem-solve. She remem-
bers every SMS child she has ever worked 
with, (and they remember her!), and has a 
dedicated heart for our children. Barbara is a 
Board Certified Behavior Analyst and 
trained in the implementation of ABA, 
(Applied Behavior Analysis), working with 
children with SMS, Fragile X, Prader-Willi, 
Isodicentric 15 and 22q deletion syndromes. 

 

Barbara Haas-Givler, first worked with an 
SMS pre-school child in 1974, (undiagnosed 
at that time), several years before the first 
paper describing SMS would even be writ-
ten! Barbara was working at Elwyn Institute 
in Elwyn, PA, as an educator, when she met 
this young child. Barbara still works at El-
wyn as an Education Specialist and Behavior 
Analyst, providing consultation and training 
for successful classroom settings for chil-
dren with varying developmental delays.  In 
1994, she wrote her first paper on Smith-
Magenis Syndrome, òObservations on the Behav-
ioral and Personality Characteristics of Children 
with Smith-Magenis Syndrome,ó which appeared 
in Spectrum, and in 1995 was followed with 
òWhatõs a Teacher to Do? Classroom Strategies 
that Enhance Learning for Children with Smith-
Magenis Syndrome,ó also appearing in Spec-
trum, written with Brenda Finucane, MS. 
The latter paper became a benchmark and 
stepping point from where teachers and 
parents could begin to understand the be-
havioral aspects of SMS, specifically within 
the challenges of a classroom setting. This 
paper became a òmustó at IEP meetings, 

finally promoting dialogue between educa-
tors, therapists and parents. Barbara was 
determined to further study and document 
the behavioral aspects of SMS, the chal-
lenges they bring on any given school day, 
and advise successful strategies to promote a 
more positive classroom experience for that 
student. Barbaraõs recent paper, òPrevention 
versus Intervention: Effective Behavioral Strategies 
for Children with Smith Magenis Syndrome,ó ap-
peared in Spectrum this past spring. Barb 
has collaborated with Brenda Finucane, MS, 
an Elwyn colleague and a founding PRISMS 
PAB Member, on additional SMS research 
and publications.  

 

Since the journey still needs to move for-
ward, Barbara envisions a plan to implement 
collaboration and communication between 
professionals who work with or teach a child 
with SMS. The collaboration would take 
place in a forum that could provide the in-
teraction between behavior specialists, psy-
chologists, and special education teachers 
who have had experience with more than 
one student with SMS or experience over 
several years, resulting in successful pro-
gramming (day or residential setting) for a 
student with SMS.  The result of this group 
effort could provide pathways to success for 
our children in their school and even voca-
tional settings. 
 
Barbara continues to work in varied profes-
sions in the field of special education: from 
teacher to trainer, to advocate and ally. We 
are truly honored to have Ms. Givler as part 
of the PRISMS Professional Advisory Board 
and look forward to many years of partner-
ship and alliance with her and anticipate the 
strides we will make together! 
 
Finucane BM, Konar D, Haas-Givler B, Kurtz 
MB and Scott CI (1994) òThe spasmodic upper 
body squeeze: A characteristic behavior in Smith-
Magenis syndrome.ó Developmental Medicine 
and Child Neurology, 36:78-83. 

Finucane B, Haas-Givler B, and Simon E (2003): 
Genetics, Mental Retardation, and the Forging of 
New Alliances. American Journal of Medical 
Genetics (Part C, Seminar in Medical Genetics), 
117C, 66-72.), in press. 

Finucane, B. and Haas-Givler, B. (2009): Smith-
Magenis syndrome: Genetic basis and clinical 
Implications. Journal o f Mental Health Research in 
Intellectual Disabilities (in press). 

Meet the PRISMS  Professional Advisory Board  

      Barbara Haas -Givler  
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Syndrome) listserve and Yahoo SMS 
Listserve.  Recruitment also took place at the 
PRISMS conference in May 2007 (Reston, 
VA).  Caregivers interested in participating 
in the study completed an online survey, 
which included a variety of valid and highly 
reliable measures.  The following measures 
were utilized for this installment of results: 

1. Caregiver Demographics (gender, 
race/ethnicity, age, income, level of 
education achieved, educational goal, 
current occupation, and occupational 
goal, etc.). 

2. Parental Sense of Competence Scale (PSOC, 
parenting satisfaction and self-efficacy; 
Gibaud-Wallston & Wandersman, 
1978). 

3. Center for Epidemiologic StudiesñDepression 
scale (CES-D, depressive symptomatol-
ogy; Radloff, 1977). 

4. Beck Anxiety Inventory (BAI, anxiety 
symptomatology; Beck, 1993). 

5. Caregiver Well-Being Scale (Tebb, 1995). 

6. Career Satisfaction Scale (Greenhaus, 
Parasuraman, & Wormley, 1990). 

Participants  

Among families raising a child with special 
needs, mothers and fathers both play essen-
tial roles; however, research indicates that 
mothers are more likely to adapt their sched-
ules and educational/career goals as com-
pared to fathers (Lewis, Kagan, & Heaton, 
2000).  With this in mind, this installment 
focuses on the education and career factors 
of mothers only.  A total of 97 mothers par-
ticipated (Mage = 41.31 years, SDage = 9.60 
years).  Out of all mothers participating, 
94% were Caucasian, 77% were married, 
93% had attended at least some college, and 
63% had a household income of more than 
$60,000 per year.  Detailed demographics are 
listed in Table 1. 

 

Results 

Education:  The education achieved by the 
participants and their educational goals were 
compared to determine how many mothers 
wanted to further their education.  At each 
level of education achieved by the partici-
pants, with the exception of those obtaining 
graduate or professional degrees, 50% or 
more of the mothers desire to further their 
education (Figure 1).  For example, among 
mothers whose highest level of education 
was a high school diploma or GED, 57% 
reported a desire to advance their formal 

educations.  For those who had obtained an 
associate degree, 64% stated that they would 
like additional education. 

 
The age at which mothers had their first 
child was assessed to explore relations be-
tween having a child and educational attain-
ment.  For the mothers who had their first 
child while in high school, 100% have ob-
tained some college credits.  For the moth-
ers who were in the traditional college-aged 
group (i.e., ~19ð22-years-old) when they 
had their first child, 79% attained at least a 
high school education or some college cred-
its, while 21% have obtained a degree 
(associate, bachelor, or graduate degree).  
Data showed that of the mothers who were 
past traditional college age (i.e., > 23-years-

old) when they had their first child, 18.8% 
attained at least a high school education or 
some college credits, while 81.1% obtained a 
degree.  The data clearly indicate that mothers 
who had their first child after age 23, were 
more likely to obtain a degree than the moth-
ers who had a child in high school or while 
they were of college age. 

Occupations:  Participants were asked to 
indicate their current occupation and their 
occupational goals.  Table 2 represents a com-
parison of the 74 out of 97 mothers participat-
ing in the study who reported their current 
occupation as well as their desired occupation.  
The occupations reported by the participants 
comprised fifteen occupational categories 
based on the U.S. Department of Laborõs 
Standard Occupational Classification (SOC) 

Caregiveréé..Continued from page 1 Participants n %  

Ethnicity ( n = 97) 

Caucasian 91 94 

Latino 3 3 

African-American 2 2 

Biracial or multiracial 1 1 

Current age (n = 95) 

26 ï 35 27 28 

36 ï 45 35 37 

46 - 55 28 30 

56 - 65 3 3 

66 - 75 2 2 

Marital status (n = 97) 

Married 75 77 

Single 5 5 

Divorced 12 13 

Separated 1 1 

Living with parent of child diagnosed with SMS 3 3 

In contact with childôs other parent 1 1 

Education (n = 96) 

High school diploma or GED 7 7 

Some college 29 30 

Associate degree 14 15 

Bachelor degree 25 26 

Some graduate school 6 6 

Graduate or professional degree 15 16 

Household income (n = 94) 

Less than $15,000 2 2 

$15,000 - $24,999 3 3 

$25,000 - $34,999 6 6 

$35,000 - $44,999 11 12 

$45,000 - $59,999 13 14 

$60,000 or above 59 63 

Table 1:  Maternal demographics.  
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system.  The categories with the highest    
representation included Personal Care and 
Related Occupations (31.1%), Education, 
Training, and Library Occupations (9.5%), 
Office and Administrative Support Occupa-
tions (10.8%), Management Occupations 
(13.5%), and Healthcare Practitioners and 
Technical Occupations (10.8%). 

Of the 74 mothers who reported their occupa-
tional goal, 45% of the mothers indicated that 
they desired an occupation outside of their 
current profession.  Within the Personal Care 
& Related Occupations category, 87% of the 
participants indicated that their current occu-
pation is Homemaker, and 13% stated they are 
Daycare Providers.  Interestingly, this category 
was noted to have the largest decrease from 
the current occupation to the occupational 
goal.  Of these participants, 56.5% indicated 
that their occupational goal was outside of the 
Personal Care Occupations category (53.8% 
Healthcare Practitioners or Support Occupa-
tions, 23.1% Education, Training, and Library 
Occupations, 15.4% Arts, Design, Entertain-
ment, Sports and Media Occupations, and 
7.7% Community and Social Services        
Occupations). See Table 2.   

Participants were asked to indicate their career 
satisfaction to date.  Of the respondents, 
34.1% reported low career satisfaction, 29.4% 
reported moderate career satisfaction, and 
36.5% reported high career satisfaction.  In 
terms of demographic factors, those with 
higher household incomes were more likely to 
report greater levels of career satisfaction; 
current age, educational attainment, and age of 
the child diagnosed with SMS were not signifi-
cantly related to career satisfaction.  Mothers 
who had received counseling for anxiety or 
depression after beginning the caregiving role 
were more likely to endorse higher career sat-
isfaction.  Data also showed that career satis-
faction was higher among mothers reporting 
fewer symptoms of anxiety and depression 
and better quality sleep.  Further, mothers 
who reported higher levels of career satisfac-
tion also reported greater caregiver well-being 
and satisfaction with the caregiver role.  In a 
follow-up analysis, symptoms of anxiety and 
depression, quality of sleep, caregiver well-
being, and caregiver satisfaction predicted self-
perceptions of career satisfaction beyond the 
influence of household income.  Independ-
ently, caregiver well-being and caregiver satis-
faction each directly predicted ratings of career 
satisfaction. 

 

What do these results mean? 

These data indicate that the majority of moth-
ers who had their first child prior to the age of 
23 were able to obtain a high school education 

Figure 1.  Education advancement.  This figure illustrates the level of education at-

tained by mothers of children with Smith-Magenis syndrome (light grey). The percentage 

of women in those categories who would like to further their education is shown in dark 

grey.   


