Challenges in Understanding Gl Dysfunction in Neurodevelopmental Disorders
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PARENT RESPONSE TO QOL MEASURES
BACKGROUND RESU LTS/ QUANTITATIVE FINDINGS ® “The survey was incredibly difficult to complete given the wording of the questions.

There is a high prevalence of gastrointestinal (Gl) problems in individuals with o o o . | , , Our child ..cannot communicate the majority of her issues with us, we only see
Constipation was the most common (p<0.05). A statistically significant (p<0.05) decrease in quality of life associated

neurodevelopmental disorders (NDDS)' HOWGV@I’, type' frequency and |mpoct of with Gl disorders was identified in the adult population compared with other age groups, suggesting that as children the results: Vomitingl COﬂStipOtiOﬂ, gas, Crying when in pain from Gl Symptomsl etc.
these problems has been variable and difficult to ascertain across individuals with age, QoL decreases. Constipation and abdominal pain worsened QOL scores by at least 1SD. While your survey is inclusive of a variety of neurological disorders, it is not inclusive

rare genetic disorders and NDDs and those with idiopathic NDDs. While there are in its wording given the nonverbal and limited communication statuses of many of
variabilities in symptom presentation between different forms of NDDs, there are also oL A 8t the participants.”
differences across different subtypes. In addition, it is unclear if individuals who are

either non-speaking or cognitively disabled have the ability to express the source Aodeminl (Bell Fain “The questions were SO out of reach for me. It makes me feel bad, because most
. . . . . . Constipation
of their Gl distress or are able access or tolerate appropriate diagnostic evaluations o parents of neurotypical kids probably can answer these questions. [t feels like

Nausea and Vomiting

Bowel Incontinence (Soiling)
and treatments. yet another way individuals with disabilities (and their parents) are marginalized.
Our experiences are just so out of the norm, that what should be simple questions
about Gl symptoms doesn’t work for us.

Diarrhea

FREQUENCY

Gas and Bloating

Gastroesophageal (GE) Reflux

SURVEY & MEETING Disnupted Swallowing

None 20

The Consortium for Autism, Neurodevelopmental Disorders and Digestive Diseases 0 ”Wher? talking gbou%‘ issues in the last 7 days, | answered no tQ a.lmo.st every
(CANDID) was formed in 2022. The goal of the collaboration was to better understand o question. The I55Ue s that the last 7’days would really b? no indication of hOVY
and helping those with co-morbid Gl problems and NDDs across the spectrum with prevalent and impactful my son’s Gl issues are, or the Gl issues of any of our kids..”

different abilities and disabilities.

PEDSQL AGE 5-7
1to 12 months

"“While it has been great to have NDD disorders work together to understand QOL
13 to 23 months in Gl that really impacts our families, our community felt it was hard to answer the
2t 4 years questions since most of our affected individuals are nonverbal so we did not know
5 to 7 years the extent or stomach pain/discomfort or specifics to the bowel movements and

A quantitative survey including the PEDSQL and PROMIS for Gl symptoms and Quality
of Life (QOL) was administered to 717 caregivers with minor or adult children with either
syndromic or idiopathic forms of ASD. This was done to determine prevalence and type
of Gl problems in children and the impact on families. Recruitment was conducted
through patient advocacy groups and through autism organizations. Families were
invited to give their feedback on the usefulness of the QOL measures. The Indiana
University reviewed the |IRB. Q0L SCORE

FREQUENCY

SR AYEEE level of difficulty, etc. Please keep this in mind in the results. | know N/A as an option
does not help either but many of the caregivers had to guess...”

13 to 18 years

19 or older

I
20

WHAT IS THE AGE RANGE OF YOUR CHILD?

0]

DISCUSSION & IMPLICATIONS

Results were presented at the CANDID \{irtugl cohference, made possible by N.IH grant Constipation is the highest reported, but not only, Gl problem experienced across those
R13 TROO3938-01 and the work of organizations like ASF, PMSF, CDLKS and Indiana with NDDs. In order to better determine the source of Gl distress, better subjective and

University Recordings of the presentations are publicly available at www.candidgi.com PROMIS GLOBAL objective measures need to be developed, especially for those who are non-speaking

or by scanning the QR code. or have limited cognitive ability. Pediatric gastroenterologists need to be better trained
to meet the needs of those with medically complex conditions.
CANDID CONFERENCE AGENDA L

FREQUENCY

It is essential to involve families in each stage of measure development.
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Measures should be brief, easy, and relevant to prevent drop-out and fatigue, both
2 in the clinic and in research. Any measure needs to account for an individual being
non-verbal, or with limited communication.
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