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Physical Health of ASD

Increased comorbidities (epilepsy, inflammatory bowel disease, CNS anomalies,

type | diabetes, sleep disorder)

Increased risk for mortality (HR 9.9, 95% CI 5.7 - 12.2)

« d/t decreased physical activity, dietary habits, medication s/e, shared biologic
vulnerability

Increased health burden in children

« X 7 times cost ($6132 vs $860)

« X 2 times length of visits (32 vs 16 minutes)
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Medical costs of ASD
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Challenges in Delivering Health Care

Patient level

Impairments in social communication - difficulty expressing symptoms, misunderstanding
the gestures intended to provide comfort, elevated anxiety around unfamiliar settings
Sensory integration difficulties (loud noises, bright lights, new smells, unfamiliar foods,
foreign tactile inputs)

Hospital identification bracelet (40%), loud noises (39%), touch (25%), food sensitivities
(15%)

ASD prefer strict adherence to routines, which are disrupted by hospitalization
Provider level

Lack of education about ASD
System level

Financial disincentives (extra visit time, time needed to coordinate care with other providers,

use of additional staff during the visit)

Environments (crowded, noisy waiting rooms, sounds and lights from medical equipment)
Separation with caregiver
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1. Previsit planning
+ Structured previsit checklist or interview
« Modifying visit or procedure schedules

- Household items to bring to hospital (toys, games, comfortable clothing, communication
devices, rewards)

+ View pictures of the hospital or clinic, see a map of the hospital, create a visual schedule
for the encounter, previsit hospital tour

+ Social stories

[l. Initial evaluation

MGH autism care collaborative
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IIl. Treatment: nonpharmacological intervention
« Visual aids
« Streamlined communication

« Environment

silencing alarms, keeping the hallway closed, posting a 'do not disturb’ sign, grouping care tasks, sensory diet,
provision of headphones or sunglasses, dimming the lights, use of a weighted blanket or rocking chair

Check V/S in same order
+ Toolkits
Rady Children's Hospital Autism and Hospital Visit Tips

Autism Intervention Research Network on Physical Health tool kits on blood draws and dental visits

» Graded exposure (1 or 2 mock MRI sessions)

132 1
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https://www.youtube.com/watch?v=1Zo1pQIUjsU

Online training courses

3. 9|2 XI9| autism awareness

Auamin e

wwwwwww

National Autism Society
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Tips for de-escalating

Show open, accepting body language
Provide adequate personal space

Limit number of adults involved

Do not block escape routes

Communicate using simple direct language
Set clear and enforceable limits

Offer concise and respectful choices
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ATH [MR-P Stratogios to ATH JAIR-P Fica Guids for TN JAER-P Having an ATN/AIR-P Gaiide to
Improve Sleep in Children Prafessionals Hectroencaphalogram Providing Feachack to
wilh Autism (EEG): & Guiche for Earnites Affectnd by
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TABLE 1 The Autism Intervention Research Metwark on Physical Health (AIR-P) Year | Research Agendn

Fesearch Prioray/Tap § Research Topocs® "
Primary care serwces and quality ressarch Bat enhances grimary care models el suport autistic individusls scross the lifespen
Autistic mdwiduals ed-getermination (e, tapacity for autonamy, self-efficacy, and decisionmaking) in health care H (T8
Primary care peovider traning and specalized pratocals for working with autistie individuake 18 (71
Care and management around siress, anxiety. andior suicidal seation; referrals for psschistric care 14 (58
Community based lifestyle intervenbiond: resedrch thit enhenced Teatyle interwentions that support autistie indnoduali scross the Glespan
Lifestyle intarventions that ergage commumities, famdies, childran, and peers fo promote ssciel and erharce relatanah 17
Lelestyle wnterventions that buld selfadvocscy copacties and important skilts for development and independince 16 {67}
Engeging famdies and individuals i physical activity and nutrition, increasing community supports, and strengihening Lhe evidence base for 12 (500
lifestyle mterventions
Realth systems and services: research that faciiates health care services and systems, particularly inns and care coord for
aufistic mdivideals
Health care navition for adolescents and adufts and models: of effectivg transition practices 16 (673
Traming premary care providers i the adult health care system 1o serve: aubstic indmidugls 14 (58
Educating families and indviduals about transtions end adult care 14 {58
Gendor, seuualdy, and reproductiv health rasearch that promites sansal health among autistic indwitluals and addressas systamic borriers
for women and gender noncanforming autistc ndividugs
Developing sexual Beafih curricla for autistic indwiduals and pramoting swarensss and knowledge 17
Understanding and addressing individual, caregiver, and family education 2nd nesds pertaming to sewal heatth 14 {58}
Undérstanding and supparting youlh m arezs related to mtersectionaity, LGETD+ issues, end gender and sexal wenty 12 {500
Sell-determination anaund sexual behavar 12 (500
Neuralogy: research tat develops and tests the neurologic and developmental cutcoenes of motor-based ierventions for autisiie indivduals
Co-orcurring corditions, (eg, motor dysfunction. sensory issues. selzunes, and sleep) and correspending accommodations, supperts, and 18 {750
Interventions.
Understanding dewelopmental neurologi: trapectories and adult outcomes 12 {50}
Neurslogic care coordination with aiher health care providers 12 {600
Genetics: research thal facilitates access 1o genetic teshing as & means 10 enhance physical health among autistic indniduas and their
famifies
Genetics cosnseling and physician-gatient communication 13 (B3
Ioentifying enes linked to co-0courming conditiang or traatment responbes 13 (54
Addrassing the sutistie community's concems abeut geneties resedrch and moved dway from cureicause reseanch Towand increasing 12 (500

tuaality af Iife

" Research tegica raflect Tepeca Thal were entified in the 1op § el rskings. Rankegs were ailangd siparalely for AERE Of Ujensy, AESERTCH Enpact, Bnd persan of fam
{ly-2ensresnags, and the 105CS with the Righest reskngs across @il (ategares are dispisyed
" This codamn reflects the umber and percentage of meperts atross the netwark 9 = 3| wh renked sach research fosc m their top & rankings of either need or urgency,
FRAEECR (MREL OF (ersmn OF fammey-centeedness
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Health care access research and developmental disabilities (H-CARDD)

Primary care of adults with intellectual
and developmental disabilities
08 Canadian consansus guidalins
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O'Leary, L., Cooper, S. A. and Hughes-McCormack, L. 2018. “Early death and
causes of death of people with intellectual disabilities: A systematic review.” / Appl/

Res Intellect Disabil. 2018;31:325-342.
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Doyle, A., O’Sullivan, M,, Craig, S. and McConkey, R. 2021. “People with
intellectual disability in Ireland are still dying young.” Journal of Applied Research in
Intellectual Disabilities, 34:1057-1065.
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Arvio, M., Salokivi, T., Tiitinen, A. and Haataja, L. 2016. “Mortality in individuals
with intellectual disabilities in Finland.” Brain and Behavior, 6(02) 1-4.
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Table 2. The standardized mortality rate (SMR) of women and men with a mild {IQ 50-69) and a severe (Q < 50) intellectual disability {ID) during
1996-2011 according age.

Wamen Men
Number of death Number of death
Observed Expected SMR (95% C))' Observed Expected SMR (95% C1)'
Mild ID 724 485.3 2.80 (2.60 to 3.01)#** 974 258.7 {1 88 t0 2.14)
0-14 4 0.6 6.33 (1.72 t0 16.20) 4 13 5 (0.86 t0 8.08)
15-29 14 33 4.28 (23410 7.18)* 27 14.2 { .25 to 2.76)
30-44 60 14.3 4.20 (3.21 to 5.41)%** 103 446 231 (1.89 t0 2.80)
45-59 272 787 3.45 (3.06 to 3.89)¥=* a1 188.1 2 34 (2.03 to 2.46)
>60 374 1618 2.31 (2.08 to 2.56)*** 419 2371 77 (1.60 to 1.94)
Severe ID 1641 3132 5.24 (4.99 to 5.50)*** 1832 705.9 2 59 (2.48 10 2.72)
0-14 68 32 21.35 (16.58 to 27.07)%¢* 42 5.1 822 (5.92 to 11.11)
15-29 130 6.4 2047 (17.10 to 24.31)#* 149 255 5.85 (4.95 to 6.87)
30-44 249 213 11.71(10.30 to 13.26)%¢* 276 66.4 4.16 (3.68 t0 4.68)
45-59 652 80.3 8.12 (751 to 8.77)%* 717 236.7 3.03(2.81 t0 3.26)
>60 549 202.1 2.68 (2.46 t0 2.92)*** 648 174.1 1.74 (1.61 t0 1.88)

'Standardized mortality rate.
¥P < 0.05, ¥#P < 0.01, ¥**P < 0.001 between gender.

4) xto| AHER o7} e AT Apgo] #et FHAL
DaWalt, L. S., Hong, J., Greenberg, J. S. and Mailick, M. R.. 2019. “Mortality in
individuals with autism spectrum disorder: Predictors over a 20-year period.” Autism,

23(7): 1732-1739.
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