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A Message from
PRISMS President ¢

Randy Beall

Did you know that PRISMS is 15 years old this year! PRISMS was organized and
incorporated in Virginia in 1993. Ac:/«
Mill er and Ann Smith organized PRI SM!
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 celebrat
our 1% year. Our new logo is fresh and unigue 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 |
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 m&at9835 or send me

an email to randy@prisms.org

If you are a member of PRISMS, | 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 youdll continue to receive Sp
help LfS to maintain and update our website as well as provide our members email
a Cen Me [ . .
prone support. Mémbership dues also helps us host the professional roundtable
and parent conferenc&amilies continue to tell us that we are an invaluable re-
source for them.

| hope you had a relaxed and blessed time during the holidays. Happy New Year,
and | look forward to seeing you at the 2009 Conference.

Warm regards,

Randy
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Meet the PRISMS Professional Advisory Board

Barbara Haas -Givler

Barbara HaaSivler, MEd, BCBA, became finally promoting dialogue between educa-
a PRISMS Professional Advisory Board tors, therapists and parents. Barbara was
member in 2007, but has been a leading eduletermined to further study and document
cator and behavior analyst in the study of the behavioral aspects of SMS, the chal-
SMS for many years. She is one of our mostenges they bring on any given school day,
frequent Spectrum contributors/authors and and advise successful strategies to promotg
longtime advocate and friend to many of  more positive classroom experience for tha
our PRISMS families. She has beenapartoft udent . B a r boaPrraedvse n
the SMS journey, long before she ever knewersus Intervention: Effective Behavioral St
it, and has dedicated her journey to teaching or Chi | dr en wi tap- S
parents and educators about the challengespeared in Spectrum this past spring. Barb
and strategies of behaviors associated with has collaborated with Brenda Finucane, MS
SMS. Barbara has tried to view the everydagn Elwyn colleague and a founding PRISM
world through the eyes of a person with PAB Member, on additional SMS research
SMS and begin always with knowledge and and publications.
compassion, and move towards thoughtful

and sensible solutions.  0Barbdé has re
sented at several of the PRISMS confer-  Since the journey still needs to move for-
ences, and is always available to parents to ward, Barbara envisions a_plan to implemer
brainstorm and problesolve. She remem- collaboration and communication between

dedicated heart for our children. Barbara is #lace in a forum that could provide the in-

D ME

Board Certified Behavior Analyst and teraction betwedpehavior specialists, psy-

trained in the implementation of ABA, chologists, and special education teachers

(Applied Behavior Analysis), working with who have had_experlence with more than

children with SMS, Fragile X, Pradéii, one student with SMS or experience over What Is Smith -Magenis

Isodicentric 15 and 22q deletion syndromes Several years, resulting in successful pro- -
gramming (day or residential setting) for a Syndrome?*

student with SMSThe result of this group
Barbara HaaGivler, first worked with an effort could provide pathways to success fof
SMS preschool child in 1974, (undiagnosed our children in their school and even voca-
at that time), several years before the first tional settings.
paper describing SMS would even be writ-
ten! Barbara was working at Elwyn Institute Barbara continues to work in varied profes-
in Elwyn, PA, as an educator, when she metsions in the field of special education: from
this young child. Barbara still works at EI-  teacher to trainer, to advocate and ally. We
wyn as an Education Specialist and Behaviaoare truly honored to have Ms. Givler as part
Analyst, providing consultation and training of the PRISMS Professional Advisory Boarg
for successful classroom settings for chil-  and look forward to many years of partner-
dren with varying developmental delays. In ship and alliance with her and anticipate thd
1994, she wrote her first paper on Smith  strides we will make together!
Magenis Syndrom&,Obser vati ons on the Behav-
ioral and Personality Characteristics of Childrémicane BM, Konar D, Ha@vler B, Kurtz
with Smithlla g e n i s wlich apppgareadneMBg and Scott CI (1994
in Spectrumand in 1995 was followed with body squeeze: A characteristic behavior in-Smitlp

OWhat 6s a Teacher toMnggtﬁIfQ?‘%qg—gﬁm@@qurate
that Enhance Learning for Child&mithkith a EUr00Gyo: '
Mageni s alSoyappdaring in Sped Finucane B, HadSivler B, and Simon E (2003):
trum. written with Brenda Finucane. MS. Genetics, Mental Retardation, and the Forging o
The iatter paper became a benchm,ark and New AlliancesAmerican Journal of Medical

. ; GeneticgPart C, Seminar in Medical Genetics),
stepping point from where teachers and ;

. 117C, 6&72.), in press.

parents could begin to understand the be-

havioral aspects of SMS, specifically within Finucane, B. and HaGsvler, B. (2009): Smith

the challenges of a classroom setting. This Magenis syndrome: Genetic basis and clinical
ImplicatignsJqur,

N o f Mental Health Research
paper became a OmUStlrﬂelle&uIDi(latE‘?EJeprer&,?el_é i'ngs,

genetic material from

described

sMDaasphysician and u
cytogeneticist. Although

=)

underdiagnosed, but as

grows every year.

>

SmitAMagenis syndrome
(SMS) is a chromosomal disarder
characterized by a specific paftern
of physical, behavioral and
developmental features.
caused by a missing piece of

chromosome 17, referred to as
deletion 17p11.2. The first grqup
of children with SMS was

CM Smith, MA, a genetic
counselor, and Ellen Magenig,

s incidence is not known, itis
estimated that SMS occurs in| 1
out of 25,000 births. SMS is

awareness of it increases, the
number of people identified

Itis

i n|th

pper
the exact
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Caregiver éé. . Cont i n(Participants | n | %
Ethnicity (n = 97)

Syndrome) listserve and Yahoo SMS Caucasian 91 94

Listserve. Recruitment also took place at the Latino 3 3

PRISMS conference in May 2007 (Reston, - -

VA). Caregivers interested in participating African-American 2 2

in the study completed an online survey, Biracial or multiracial 1 1

which included a variety of valid and highly | cyrrent age (h = 95)

reliable measures. The following measureq 261 35 27 28

were utilized for this installment of results: —

. . 3671 45 35 37

1. Caregiver Demogréphicter, 16-55 28 30
race/ethnicity, age, income, level of
education achieved, educational goal, 56-65 3 3
current occupation, and occupational 66-75 2 2
goal, etc.). Marital status (n = 97)

2. Parental Sense of CompetdR&Xtale Married 75 77
parenting satisfaction and sdffcacy; Single 5 5
GibaudWallston & Wandersman, -

1978). Divorced 12 13

3. Center for EpidemiologicfiSReleession S.eparat(-ed - - - 1 1
scaleCESD, depressive symptomatol- Living with parent of child diagnosed with SMS 3 3
ogy; Radloff, 1977). I n contact with chil dég alt hjer 1pafr e

4. Beck Anxiety Inver(BAf, anxiety Education (n = 96)
symptomatology; Beck, 1993). High school diploma or GED 7 7

5. Caregiver \AB#iing Scélebb, 1995). Some college 29 30

6. Career Satisfaction(Scaknhaus, Associate degree 14 15
Parasuraman, & Wormley, 1990). Bachelor degree 25 26

Participants Some graduate school 6 6

Among families raising a child with special Graduate or professional degree 15 16

needs, mothers and fathers both play esserl Household income it = 94)

tial roles; however, research indicates that Less than $15,000 2 2

mothers are more likely to adapt their sched-

ules and educational/career goals as com- $15,000- $24,999 3 3

pared to fathers (Lewis, Kagan, & Heaton, $25,000- $34,999 6 6

2000). With this in mind, this installment $35,000- $44,999 11 12

focuses on the education and career factory $45,000- $59,999 13 14

of mothers only. A total of 97 mothers par-

ticipated Mage= 41.31 year§Dage= 9.60 $60,000 or above 59 63

years). Out of all mothers participating, Table 1: Maternal demographics.

94% were Caucasian, 77% were mairried,

93% had attended at least some college, and . . i .
630/2 had a household income of moregthan educations. For those who had obtained anold) when they had their first child, 18.8%

60,000 per year. Detailed demographics a sociate degree, 64% stated that they woulattained at least a high school education or
ﬁsted in 'Fablg 1 ! grapni ike additional education. some college credits, while 81.1% obtained &
' degree. The data clearly indicate that mothe
who had their first child after age 23, were

The age at which mothers had their first more likely to obtain a degree than the moth-

Results child was assessed to explore relations be- aif a Ul _
Education: The education achieved by the tween having a child and educational attain-ef:s who had a child in high school or while
participants and their educational goals werement. For the mothers who had their first they were of college age.

compared to determine how many mothers child while in high school, 100% have ob-  Occupations. Participants were asked to
wanted to further their education. At each tained some college credits. For the moth- indicate their current occupation and their
level of education achieved by the partici- ers who were in the traditional colaged occupational goals. Table 2 represents a col
pants, with the exception of those obtaining group (i.e., ~1&82yearsold) when they parison of the 74 out of 97 mothers participat
graduate or professional degrees, 50% or had their first child, 79% attained at least a ing in the study who reported their current
more of the mothers desire to further their high school education or some college cred-occupation as well as their desired occupatio

education (Figure 1). For example, among its, while 21% have obtained a degree The occupations reported by the participants
mothers whose highest level of education (associate, bachelor, or graduate degree). comprised fifteen occupational categories

was a high school diploma or GED, 57%  Data showed that of the motherswhowere based on the U.S. De
reported a desire to advance their formal  past traditional college age (i.e.,-yeZ8s Standard Occupational Classification (SOC)
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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 occup:
tional goal, 45% of the mothers indicated the
they desired an occupation outside of their

current profession. Within the Personal Cari
& Related Occupations category, 87% of the
participants indicated that their current occu-
pation is Homemaker, and 13% stated they i
Daycare Providers. Interestingly, this categc
was noted to have the largest decrease fromr
the current occupation to the occupational

goal. Of these patrticipants, 56.5% indicated
that their occupational goal was outside of tF
Personal Care Occupations category (53.8%
Healthcare Practitioners or Support Occupa-
tions, 23.1% Education, Training, and Library

Percentage

Percentage of Mothers Wanting to Further their Education

81

0 / T T T
High school Some college  Associate degree Bachelor degree  Some graduate Graduate or
diploma or GED school professional

degree
Education Level

[ Education Completed M Percentage of who want to further their education

Occupations, 15.4% Arts, Design, Entertain- Figure 1. Education advancement.  This figure illustrates the level of education at-
ment, Sports and Media Occupations, and  tained by mothers of children with Smittlagenis syndrome (light grey). The percentage
7.7% Community and Social Services of women in those categories who would like to further their education is shown in dark

Occupations)see Table 2. grey.

Participants were asked to indicate their care
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 caregiverlvedtig

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 wélking 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
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