Marjorie’s Story

By Peggy Strong

My daughter Marjorie lived in a CILA (Community Integrated Living Arrangement – group home) for over fifteen
years. During that time her health deteriorated and as her mother I was put in the unenviable position of being her
doctor, nurse, behavior analyst and mother as I daily coordinated the services she needed. Although the staff at the
CILA were kind and wanted to help Marjorie, her needs could not be met by a staff that was frequently young,
untrained, and constantly changing. The consistency Marjorie needed was not available in the CILA system.
Although Marjorie can walk, her life in the CILA consisted mainly of sitting in the small home she lived in or at the
workshop she attended daily. During the last three years of her CILA placement she was unable to attend workshop
due to her increasingly fragile medical state. Finally, her health deteriorated to the point where she could no longer
drink any liquids and her kidneys were failing, I began to look at Hospice Care. Thankfully, I found out about Murray
Center, a State Operated Developmental Center in Centralia, Illinois. The following will tell you more about Marjorie
and her success at Murray Center.
Marjorie has 28 acute, chronic, complex and degenerative life-threatening
medical diagnoses. Although 24 of those diagnoses are linked to Phelan
McDermid syndrome, 8 are also related to Duchene Becker Muscular Dystrophy.
Not only are these diagnoses dangerous on their own, but they interact, causing
her medical state to be incredibly complex and fragile. Every one of her
anatomical systems is affected and compromised. From her digestive system,
circulatory system, and respiratory system to her renal system, lymphatic system,
and neurological system, she has acute and chronic disorders. These chronic
medical conditions are progressive and degenerative, and she is increasingly
impaired. Marjorie has had over 40 ER visits in the last 3 years. I sought a
medical placement for Marjorie at Murray Center because it is the least restrictive
environment where she will be safe, remain mobile, and live a more pain free life.
Phelan McDermid syndrome affects 1 birth in 8 million. It is astonishingly rare and for Marjorie produced extremely
painful symptoms. Marjorie needs daily medical attention and daily medical decisions need to be made in order to
keep her out of pain and ameliorate these life-threatening chronic conditions. Marjorie’s muscular dystrophy is also
degenerative and requires vigilant medical oversight. With not one, but two rare degenerative diagnoses, you can
imagine how fragile and complex the state of her health can be from day to day. That said, her medical decisions
must be made by doctors and nurses that are assisted by well-trained and consistent staff. This is not available in a
CILA placement or an ICF-DD. The fact that Marjorie is both non-verbal autistic and profoundly mentally retarded,
yet still ambulatory adds another layer of challenges to the constant process of assessing the state of her health and
making medical decisions about her care.
Despite all these complex diagnosis if Marjorie’s medical and physical needs are met she is content with a subtle
smile and a contagious laugh. She loves to be outdoors and adores walking. Although she was scheduled to walk
for 30 minutes twice a day while living in a CILA placement, walking was only available when weather permitted, or
when staff could take her to stroll around a store when the weather was inclement. Often Marjorie was not active
and sat most of the day. A CILA cannot provide the medically appropriate rest, care, and activity that a larger facility
like Murray Center Elm Cottage can provide.
When Marjorie arrived at Murray Center Elm Medical Cottage in July of 2016 she was welcomed by warm and
caring staff, nurses, and doctors. She began to freely walk around the wide brightly lit hallways at will. She was
immediately comfortable, happy, and content despite her autism. She slept through the night for the first time in
years. She experienced the freedom to walk around whenever she wanted to for the first time in years. Since
Marjorie arrived at Murray Elm Cottage and has received the proper medical attention and has the new found
freedom to walk throughout the day her renal function has improved from stage 3 kidney disease to within almost
normal functioning and her ability to drink liquids is present for the first time in 3 years.
The entire staff at Murray Center Elm Cottage has done a wonderful job making Elm Cottage a warm and welcoming
home for Marjorie. For the first time in years I am not guessing about medical decisions and trying to keep her out of
pain on a daily basis. So from hospice to happiness I am grateful for the services of a large ICF-DD, Murray Center.
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