Nutrition 530

FINAL CASE STUDY

SCHOOL-AGED CHILD WITH CEREBRAL PALSY

Rachel is a 6 year, 10 month old girl with cerebral palsy (spastic quadriparesis), poor growth, and seizures.

Prenatal/neonatal history:  

Rachel’s mother, Lisa, age 17, was treated for STD during her pregnancy.  Rachel was full term but required a C-section due to fetal distress and head/pelvic disproportion.  Her birthweight was 7 lb., 6 oz., and length was 20 inches.  Apgars were 1,3, and 6 at 1, 5, and 10 minutes.  She required aggressive resuscitation, and was hospitalized for 5 weeks.  Seizures began in the second day of life.  

Rachel was gavage fed for 27 days, but eventually transitioned to bottle feeds of standard infant formula.  She had a weak suck, sometimes taking 40 minutes to consume 4 ounces at discharge.

Infant/Family History:  

Rachel lived with Lisa and maternal grandparents, who helped with her care.  She was on the WIC program, and by five months of age, Rachel was beginning to receive in-home therapy from an early intervention program.  

By 8 months of age at the WIC visit, her length was 25 ½ inches, weight was 14 lb, 6 oz., head circumference 40 cms.  At that time she was receiving iron-fortified formula (no solids), and reported to still take a long time to feed.  Lisa stated that Rachel did not often act hungry, and if she and grandmother did not schedule feedings, they could “forget to feed her”.  Rachel was not rolling over, and could not sit, even with support.

When Rachel was 9 months old, Lisa and Rachel moved to another state with Lisa’s boyfriend.  They lived in multiple locations, had erratic employment, and sporadic contact with support services for Rachel.  Rachel received WIC only intermittently, limited medical care (mostly to refill the Dilantin seizure meds), and virtually no early intervention services for the next 19 months.

Hospitalization (2 yrs, 4 mos):

Rachel was hospitalized via emergency room visit for dehydration and failure to thrive at 2 years, 4 months of age.  Her weight was 9.0 kgs, length was 80.5 cms, and head circumference was 44.8 cms.  Lisa had left her boyfriend and she and Rachel returned to the grandparents’ home.  At that time, Rachel had been sick with a virus for about 2 weeks, was not eating, and having more seizures (medication had run out).  The grandmother initiated the ER visit.  It was revealed during the hospitalization that Rachel had been admitted 3 other times in the past year for dehydration, FTT and/or pneumonia, all in different locations.  

Lisa reported that Rachel usually took 3 bottles per day (6-8 ounces of 2% milk; Gatorade or Kool-aid if there was no milk), plus 1-2 jars of Gerber 2nd foods (when she had them).  When Rachel was sick or stuffed up, she ate and drank less.

A referral was made to Child Protective Services (CPS) by the hospital social worker.  Lisa told the social worker that she had hoped her parents would take care of Rachel while she moved to California to start her life over, but that they couldn’t do that with their current health problems.  She said that taking care of Rachel took so much time, especially the feeding, and that she couldn’t see her daughter making much progress compared to other toddlers.  Lisa said it was hard to “tune in” to Rachel.  After several discussions with CPS, the social worker, and her parents, Lisa agreed to put Rachel in foster care for the time being.

Child Development Team Evaluation (age 3 years, 2 months):
Rachel’s foster parents, Karen and Russ, brought her for evaluation at the regional developmental center, prior to transition from the early intervention program to the school special education program.  She was seen by the pediatrician, psychologist, occupational therapist, nutritionist, social worker, and speech pathologist.  Overall, her developmental level (cognitive, motor, communication) was found to be at the 9-12 month level.  The OT evaluation indicated increased tone, persistence of some primitive reflexes and delayed oral motor development, all of which have made feeding difficult.  Rachel is on Klonopin for seizure control.  Her length was 86 cms (she couldn’t stand to be measured), and weight was 10.3 kgs.

Karen and Russ have 4 other children in their home, 2 biological (one a 10 year old girl with Down syndrome), and 2 special needs foster children (one 15 month old with a G-tube).  The family lives in a small town two hours from the regional center.  Both parents work at their home-based accounting business and share in the care of all the children.  The eligible children, including Rachel, are on the Division of Developmental Disabilities program, are on WIC, and receive SSI.

Russ is the one who feeds Rachel most of the time.  Although she has a special wheelchair, he prefers to hold her in his lap - their “special time”.  She takes whole milk by bottle (8-9 ounces each); this takes 20-45 minutes.  She usually takes 3 bottles per day, except when she is sick; then she takes little.  Rachel is given infant cereal (about ½ cup when mixed with milk) about once a day, and occasional tastes of soft table foods.  Russ said that they are reluctant to add more solids because of a gagging and choking episode with mashed potatoes shortly after she arrived in their home.  Rachel drools consistently.  She has been admitted twice for dehydration secondary to respiratory infections since she came to their home.  She is prone to constipation and about twice a month she is given glycerin suppositories.  Karen said that the WIC program tells them Rachel needs to gain more weight and that she should be weaning from the bottle and taking mostly table foods by this age.

Recommendations were made to switch to PediaSure, begin to add small portions of a variety of smooth-textured table foods (pureed vegetables and fruits, yogurt, cooked cereal), and to add butter or margarine to solids.  Oral motor therapy was suggested for the school program, and it was recommended that Rachel always be fed in her special chair.  Social worker provided information on getting Rachel on Medicaid, which could help with coverage of PediaSure.  A dental referral was made since Rachel has never seen a dentist.

Pediatrician Appointment (age 4 years):

Rachel was seen for follow-up of her 4th ear infection in the past 6 months.  Although she has been hospitalized for dehydration only once this year, there have been some “near-misses”.  Rachel also had oral surgery for baby bottle tooth decay a few months ago, and although it was successful, there was some difficulty with the anesthesia.  Her weight was 25 lbs, 6 ozs, and length was 37 inches.  The family has adopted two of their foster children, and has an additional foster child with special needs.  The pediatrician mentioned that Rachel might benefit from a supplemental G-tube for feeding, especially when she is sick.  Russ and Karen expressed apprehension about any surgery and anesthesia.
Child Development Team Evaluation (age 5 years, 3 months):
At this interdisciplinary team re-evaluation, Russ and Karen had questions about an appropriate educational program for Rachel as she is starting kindergarten, as well as concerns about her seizures, feeding, and overall development.  Although she has been sick frequently, Rachel has not been hospitalized this past year.  She has increased seizures during illness.  Dilantin has been added as an additional anti-convulsant.  Her cognitive and communication function was found to be at the 12-15 month level, and motor at the 10-12 month level.  In the feeding evaluation Rachel demonstrated some munching ability, and could take single sips from a lidded cup with minimal choking.  Some tongue thrust was seen with applesauce.  Rachel continues to be a dependent feeder.  Although Russ continues to feed her in his lap, at school she is given snack in her chair.

Rachel weighs 12.3 kgs and her length is 94.6 cms.  She usually consumes 3 cans of PediaSure per day in 3-4 bottles (except when she is ill or having more seizures).  Parents send infant rice cereal to school for her snack.  At dinner they give her ¼-1/2 cup of soft table food, i.e. mashed potato, applesauce, mashed vegetable (usually with margarine added) or a jar of Gerber 2nd Foods dinners.  Feeding still takes a long time. Russ and Karen have extremely full days with their business and the daily care of their other special needs children.

A gastrostomy tube was discussed at the parent conference, but parents are reluctant to have Rachel undergo surgery, and don’t want to take away one of the things she enjoys - eating.  Nutrition recommendations included increasing energy-dense solid foods, adding a second “meal” in the morning, and increasing PediaSure volume if possible.  Growth should be monitored every 3-4 months.

Child Development Team Evaluation (age 6 years, 10 months):
At this re-evaluation, Rachel weighed 13.1 kgs and was 100.2 cms in length.  There has been significant increased seizure activity in the past 3 months, with Rachel having as many as 6 seizures per hour.  During much of this time she often took no more than one can PediaSure per day, and virtually stopped solid food intake.  Her seizures are finally under better control with Klonopin and Depakote.  During this crisis, Rachel reportedly lost about 4-5 pounds and is now starting to regain, but some motor skills have regressed.  Parents said they are now willing to consider a G-tube since she has lost ground, is not eating as well as she did, and feeding is so time-consuming.  Russ and Karen also stated that now that Rachel is in school all day they would like her to eat the school lunch, but the teacher is not sure that the school lunch program can do this.

Recommendations: Referral made to neurologist and surgeon for G-tube evaluation and placement.  Information was provided to the family on federal law and guidance regarding modified meals in schools.  IEP should include oral motor therapy and appropriate (texture and energy) snacks.

Discussion Questions:

1. Plot Rachel’s growth on growth charts (CDC and quad CP).  How would you interpret this information in relation to Rachel’s diagnosis?  What other anthropometric data would you like to have?

2. What are Apgar scores?  What do Rachel’s Apgars tell us about her birth status and possible prognosis?

3. Based on reported dietary intakes at the ER hospitalization and 3, 5, and 6 year evaluations, determine the adequacy of Rachel’s intake of energy and major nutrients at those times.  What standards would you use as a comparison, considering her size and diagnosis?

4. At the 3 year evaluation, foster parents describe concerns from the WIC program regarding Rachel’s nutrition and feeding.  How would you respond to this?

5. What are the significant drug-nutrient issues for Rachel?  What recommendations or monitoring would you suggest?

6. What were the indications for a G-tube placement? What factors delayed the G-tube placement? How could the issue of G-tube consideration have been dealt with in any different ways with Lisa/grandmother and with the foster family?

7. Define spastic quadriparesis.  

8. What is nursing bottle tooth decay?  Why are children like Rachel more at risk for this, and how can it be prevented?

9. Rachel’s nutrition and feeding problems were not only in the domain of the RD.  What other community providers, resources, agencies, or collaborative efforts might have helped the foster family from early on?

10. Describe the federal legislative basis that assures Rachel can receive a modified school lunch.

11. Give some examples of nutrition and feeding-related objectives that could be included in Rachel’s IEP.

12. Do you have any concerns about Rachel’s positioning for feeding?  How would you address     them?  What other professionals might be able to help?

