
A Guidebook for
Families Newly Diagnosed

With Smith-Magenis Syndrome





Purpose
This guide has been organized to assist families gather, understand 
and prioritize information they will need after receiving a diagnosis 

of Smith-Magenis Syndrome (SMS). This knowledge can empower 
parents and caregivers in the ongoing support of their child 

with SMS and develop the skills they will need to become 
confident and effective advocates.   

A Guidebook for
Families Newly Diagnosed

With Smith-Magenis Syndrome



With Heartfelt Appreciation
Funding for the production of this guidebook is made possible through the 

generous gift of John and Debora Mayer, the parents of Charley Mayer. 
On behalf of the entire community of families, we are grateful 

for your support!
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How Will I Deal With This Diagnosis?
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JOEY
When Joey was diagnosed with SMS at 15 months old, it felt like my world came crashing 
down. My precious little baby would now have life-long struggles and my dreams for him 
were shattered. I worried. Will he walk? Will he talk? Will he be able to read? Will he have 
friends? Will he be happy? Will he be okay? Will I be okay?

My husband and I spent months visiting doctors, meeting with specialists, scheduling 
therapies and talking with the school district. It was hard. It was overwhelming. I am not 
going to lie. I cried…a lot. 

In his short nine years, I have watched Joey work extra hard to achieve milestones that 
come so naturally to typical kids. He has now eliminated all my fears of him not walking 
or talking. After the 100th time of him asking if he has school in the morning, I often 
reflect of the days when all he could do was sign the word for “cracker.” He has worked so 
hard and he has come so far. I could not have imagined that when we first learned about 
his diagnosis. 

I, too, have worked very hard to accept that this is our “normal.”  I have come to accept 
over the years that I cannot change Joey’s diagnosis. Finding joy in the little things and 
gratitude for the support we have has helped me live each day as it comes. I will never 
understand “Why Joey?” 

I recently heard a quote that has stuck with me. “You won’t know until you’re there 
that you’re okay.” Well, I am there. SMS is hard and there will still be days when I feel 
inadequate, damaged and defeated. I will have those sleepless nights where my fears play 
hopscotch, frantically jumping from worry to panic and back to normal again. Then, I 
know I will have those moments with Joey—those magnificent perfect occasions that I 
once thought were impossible. Those precious moments offer me hope and possibilities, 
when I can say to myself, “I am here and I’m okay.”

Amy Pereira
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ZACH
Zach was diagnosed when he was 15-years-old. In one moment, with one phrase, all the 
years of work and energy we spent fighting for his rights were validated. For us, it was 
the biggest sigh “heard round the world.” We now had answers and information. We 
were relieved, not shocked; we were not necessarily happy, but we were gratified to have 
an explanation. 

In the years prior to Zach’s diagnosis, we knew he had intellectual and developmental 
delays, and, of course, he never slept. We made accommodations as needed but we did not 
put limits on him. We expected him, with modifications, to participate in family events 
and vacations, to learn how to ride a bike, swim, hike, etc. He had every therapy you 
can imagine on a regular basis from the time he was one-year-old. With the diagnosis 
of SMS came a way of thinking about how to best support Zach in terms of academics 
and life skills learning.  I do not mean we stopped doing things with Zach or lowered our 
expectations; rather, we were now in a position to focus our energy in a more productive 
and supportive way for him. Keeping in mind that he was 15, we shifted from straight up 
education to include more life skills lessons. 

Once Zach was diagnosed, we felt vindicated in how throughout his life we insisted on 
services and best practice for him. We were validated in that we knew what was best 
for our son, and now providers had to really listen to what we were saying about how to 
achieve success with Zach. We were glad that even without a diagnosis we listened to our 
instincts and pushed the system as hard as we did. Once we got the diagnosis, we had a 
map. We could move forward and support our son in the best way possible.

Leah Baigell
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Emotions You Might Experience
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Sadness/Grief
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Speech-Language Therapy (S/L)
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Sensory Integration Therapy (SI)
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Physical Therapy (PT)
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PRISMS MEDICAL MANAGEMENT 
GUIDELINES AND FINDING 
PRACTITIONERS
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PLANNING & PREPARATION FOR 
MEDICAL VISITS
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Going to a doctor’s appointment can be tough. Unlike other children, my 
youngster with SMS is not afraid of getting hurt (i.e., vaccinations), but she hates 
the long waits and having to be compliant with doctors on their timetable. A few 
things help us with this:

We have a bag of toys she only gets to play with at the doctor’s office. This helps 
her to be excited about an appointment and keeps her occupied while we are in 
the waiting room. 

We take breaks to go on a walk or watch a video on her iPad. We insist on breaks 
whether it inconveniences the doctor or not. My daughter’s mental health is as 
important as her physical health. These breaks often mean the difference between 
a tantrum or not.

We have a doctor kit that my daughter gets to bring to appointments. She may 
use a stethoscope to listen to the receptionist’s heartbeat or ask the doctor to say 
“ahh” to look down HIS throat. Having her own set of ‘tools’ helps her understand 
the various parts of the exam. In addition, letting her ‘perform’ an exam allows 
her to feel empowered and important in the process.  

Shannon Duvall
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TIPS FOR MEDICAL VISITS 
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Finding the Support and Resources 
for Caregivers and Their Families
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Ȉ� ����������������������������������Ǧ������ǣȀȀ���Ǥ
������������Ǥ���Ȁ������Ǧ��������Ȁ���������Ǧ
�����������Ȁ�������Ǧ����Ǧ���Ǧ������

Ȉ� �������������Ǧ�����ǣȀȀ���Ǥ�����������Ǥ���Ȁ�������Ǧ
���������Ȁ���Ǧ����������Ȁ�������Ǧ����Ǥ����

Ali was about six-years-old and her sister about four when we hired our first 
“live-in” babysitter.  Ali’s violent behaviors had escalated and we could no longer 
trust the abilities of our high school babysitter to handle her outbursts. We 
were close to a breaking point and our marriage was also beginning to suffer. 
We needed regular, scheduled respite and decided to find someone qualified to 
care for our two young girls for about six hours on Saturdays and a “date night” 
on Wednesdays. We had an extra room in our home that we could convert to 
a bedroom, and decided to offer our home, along with meals, in exchange for 
childcare. Most individuals were with us for about a year or two. All had other 
jobs outside our home. Some were better than others were. Overall, I cannot 
imagine having survived those early years without it.  

Barclay Daranyi 
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Stress in Families of Young Children With Down Syndrome, Williams Syndrome, and Smith-
Magenis Syndrome.
�����ǣȀȀ���Ǥ�����������Ǥ���Ȁ���Ȁ���ȀͳͲǤͳʹͲȀ�ͳͷͷͻ͵ͷ���ͳͳͲͶ̴ʹ
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Caring for the Caregivers: An Investigation of Factors Related To Well-Being Among Parents 
Caring for a Child With Smith-Magenis Syndrome.
�����ǣȀȀ����Ǥ��������Ǥ���Ȁ�������ȀͳͲǤͳͲͲȀ�ͳͲͺͻǦͲͲͻǦͻʹ͵Ǧͷ
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Stress and Coping in Families of Children With Smith-Magenis Syndrome
�����ǣȀȀ���Ǥ����Ǥ���Ǥ���Ǥ���Ȁ������ȀͻͺʹͺͲ͵
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A Message to Parents About Siblings  
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TIPS FOR SIBLINGS
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���Ǥ����������������������������������������������������������Ǥ���������������
�����������������������������������������������������������������Ǩ



When I was younger, I would get frustrated because I did not always understand 
what my brother was trying to convey. As I got older, I learned who Nick was and 
how he expressed himself. Our special bond has taught me patience like no other. I 
credit Nick to helping me be a better person and a better mother, now that I have my 
own son. He is so excited to be an uncle; it melts my heart!

Tabitha Petkovich

From as early as I can remember, Laura has made herself the center of attention. 
It does not matter if we are at home, at church, at the grocery store or even at 
the PRISMS conference, Laura finds a way to make herself noticed. Growing up, I 
began to resent my sister for always drawing attention to our family. Not because I 
personally wanted the attention, I was never the attention-seeking type, but because 
sometimes I simply wanted to blend in. I could not help but feel like everything was 
all about her. Yet, despite, all of the hard times, I know without a doubt that I would 
not be the person that I am today if I did not have Laura for a sister. Having someone 
with SMS in our families gives us resilience unlike any other. I learned at a very early 
age what really matters in life, and how to not let a little bit of wind blow me over. 
But what I think I have learned the most is how to laugh. My family can testify that 
more than anything else, Laura makes me laugh. 

Jenny Beall
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Siblings of Individuals With Smith-Magenis Syndrome: An Investigation of the Correlates of 
Positive and Negative Behavioral Traits
�����ǣȀȀ���Ǥ����Ǥ���Ǥ���Ǥ���Ȁ������ȀʹʹʹʹͲ�
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I Am an Advocate  
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Resources for More Information
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PRISMS�������������������������������������������������������������������������������
�������������������������������Ǧ����������������Ǥ�����������������������������������
��������ǣ�
https://www.prisms.org/education/publications-and-resources/

The Arc������������������������������������������������������������������������������������
���������������������������������������������������������������Ǥ
http://www.thearc.org/who-we-are/position-statements/life-in-the-community/family-support

Autism Speaks�������������������������������������������������������������Ǥ
https://www.autismspeaks.org/

Centers of Excellence/Association of University Centers on Disabilities�����������������
������������������������������������������������������������������������Ǧ������
��������������������������������������������������������������������������������Ǥ
https://www.aucd.org

�������������������������������������������������������������������������������������Ǥ�
https://www.aucd.org/directory/directory.cfm?program=UCEDD

National Disability Rights Network������������������������������������������������
�������������������������������������������ȋ�Ƭ�Ȍ�������������������������������
���������ȋ���ȌǤ�
http://www.ndrn.org/en/ndrn-member-agencies.html

National Association of Councils on Developmental Disabilities�����������������
��������������������ͷ����������������������������������������ȋ�����������Ȍ������������
�������������Ǥ�
http://www.nacdd.org/home/

Centers for Medicare and Medicaid Services (CMC)����������������Ǧ��Ǧ�������������������
����������������������������������������������ǣ
https://www.medicaid.gov/about-us/index.html 
ȋ������������������������������ǡ��������������������������������������ȌǤ
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Get Connected to PRISMS 
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