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DIAGNOSIS: RARE DISEASE (PAPERBACK)

All Star Press, United States, 2014. Paperback. Book Condition: New. 241 x 168 mm. Language: English . Brand
New Book ***** Print on Demand *****. Rare Disease the diagnosis that no parent ever wants to hear. This book
gives a heartbreaking expose of what life is like for families that have a member with a rare disease, explains
Carolyn Paisley-Dew, ISMRD Board Member. It follows the journey of 13 families who have one or more children
with a rare disease called Mucolipidosis, as they wade through the erratic diagnosis process, medical muck-ups,
endless pain, a plethora of medical appliances and home modifications, special education, multiple
hospitalizations and surgeries, unrelenting stress and the ever-present fear of death. The book highlights how
stoic, resilient, strong and resourceful these families are, and how heartless, or thoughtless, some medical
professionals can be. It underlines the importance of networks to allow these isolated families to support each
other and to give them a sense of belonging. Author Denise Crompton presents these stories in a style that is
compassionate and easy to read. Other families with a rare disease will recognize themselves in this book. It is a
must for medical professionals, especially those who want to understand the families and how to best work
with them during these diEicult times. What Others Are Saying About this Book: Wow, breadth depth: The
various chapters of Diagnosis: Rare Disease cover every aspect of the impact of a rare disease on individuals.
Within each chapter is deep insight into the tremendous diEerences of impact on each of 15 Individuals. In
addition the style is compelling reading. Bob Gorman - Independent Research Professional Denise Crompton
captures the essence of living with a rare disease; the quest for a diagnosis, the fears, frustrations, heartbreaks,
navigating the medical establishment, and the...
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You May Also Like

A  Paren t s Gu id e to  STEM  ( Pap erb ack)        
U.S. News World Report, United States, 2015. Paperback. Book Condition: New. 214 x 149 mm.
Language: English . Brand New Book ***** Print on Demand *****.This lively, colorful
guidebook provides everything you need to know...
Sav e Bo o k »  

Th e N o o n  Witch ,  Op . 108 / B.  196:  Stu d y  Sco re ( Pap erb ack)                
Petrucci Library Press, United States, 2013. Paperback. Book Condition: New. 240 x 168 mm.
Language: English . Brand New Book ***** Print on Demand *****.The third of the four late
tone poems inspired by Bouquet,...
Sav e Bo o k »  

Sy mp h o n ic Variatio n s,  Op . 78 / B.  70:  Stu d y  Sco re ( Pap erb ack)                 
Serenissima Music, United States, 2013. Paperback. Book Condition: New. 242 x 168 mm.
Language: English . Brand New Book ***** Print on Demand *****.Dvorak received a
commission for this work in 1877 for a benefit...
Sav e Bo o k »  

Th e Web  C o llectio n ,  Rev ealed :  A d o b e C reativ e C lo u d  U p d ate ( M ixed  med ia                                   
p ro d u ct)   
Cengage Learning, Inc, United States, 2013. Mixed media product. Book Condition: New.
Premium ed. 241 x 193 mm. Language: English . Brand New Book. Your Adobe Creative Cloud
package includes two components: 1) Online access...
Sav e Bo o k »  

Oxf o rd  First Il lu strated  Scien ce Dictio n ary  ( Pap erb ack)            
Oxford University Press, United Kingdom, 2013. Paperback. Book Condition: New. 241 x 188
mm. Language: English . Brand New Book. The Oxford First Illustrated Science Dictionary
supports the curriculum and gives your child a head...
Sav e Bo o k »  
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L earn  em Go o d : Imp ro v e Y o u r C h ild  s M ath  Skills:  Simp le an d  EEectiv e Way s to                     
Beco me Y o u r C h ild  s Free Tu to r With o u t Op en in g a Textb o o k ( Pap erb ack)                    
Createspace, United States, 2010. Paperback. Book Condition: New. 229 x 152 mm. Language:
English . Brand New Book ***** Print on Demand *****.From a certified teacher and founder of
an online tutoring website-a simple and
Read  Bo o k »  

N e ma Go es to  Day care ( Pap erb ack)      
AUTHORHOUSE, United States, 2015. Paperback. Book Condition: New. 216 x 216 mm.
Language: English . Brand New Book ***** Print on Demand *****.This book is about a little
biracial (African American/Caucasian) girl s first day
Read  Bo o k »  

Go o d p aren ts.co m: Wh at Ev ery  Go o d  Paren t Sh o u ld  Kn o w  A b o u t th e In tern et                                   
( H ard b ack)   
Prometheus Books, United States, 2000. Hardback. Book Condition: New. 226 x 152 mm.
Language: English . Brand New Book. The Internet may now be the most powerful, single
source of information in the world, and
Read  Bo o k »  

Tw o  Treatises:  Th e Pearle o f  th e Go sp ell,  an d  th e Pilgrims Pro f essio n  to  Wh ich                   
Is A d d ed  a Glasse f o r Gen tlew o men  to  Dresse Th emselu es By .  b y  Th o mas Tay lo r                    
Preach er o f  Go d s Wo rd  to  th e To w n e o f  Red in g.  ( 1625)  ( Pap erb ack)                     
Proquest, Eebo Editions, United States, 2010. Paperback. Book Condition: New. 246 x 189 mm.
Language: English Brand New Book ***** Print on Demand *****.EARLY HISTORY OF RELIGION.
Imagine holding history in your hands. Now you
Read  Bo o k »  

Th e Presch o o l In clu sio n  To o lb o x:  H o w  to  Bu ild  an d  L ead  a H igh - Qu ality                                    
Pro gram ( Pap erb ack)   
Brookes Publishing Co, United States, 2015. Paperback. Book Condition: New. 274 x 213 mm.
Language: English . Brand New Book. Filled with tips, tools, and strategies, this book is the
comprehensive, practical toolbox preschool administrators
Read  Bo o k »  
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