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PROBLEM FRAMING:

Purpose/Questions:

o To evaluate the model of care for cleft lip and/or palate in New Mexico
through an in-depth literature review and informational inferviewing process:

WHAT IS THE MODEL OF CARE FOR CLEFT LIP/PALATE IN NEW MEXICO?

1. What is the prevalence of clefting in New Mexico?¢

2. What factors are unique to NM¢
3. What resources and services are available to families and their children born with cleft lip
and/or palate in NM?¢




CL = cleft lip (only)

CP = cleft palate (only)

CLP = cleft lip & palate




RESEARCH FINDINGS:

Relation to
LEND

Nellelf=Ye Keil=)ip

e ~ 95% of babies with CL with or without CP

e ~ 85% of babies with CP only
* (UC Davis Health, n.d.)

Syndromic cleft:

e ~ 5% of babies with a CL with/without CP

e ~ 15% of babies with CP alone
* (Stuppia et al., 2011; UC Davis Health, n.d.; Venkatesh, 2009)

Associated anomalies:

* Prevalence of anomalies + orofacial clefts = ~ 20%
* Extremities
e Cardiovascular

e Other facial anomalies
* (Kamiloglu, 2019; Hadadi et al., 2017; Lilius, 1992)




PROBLEM FRAMING:

Relation to LEND

o[t Is estimated that 5-30% of people born with a
cleff are affected by another condition or
syndrome

o CL/CP is listed as a symptoms of over 300 various syndromes
o Pierre Robin Sequence
o Stickler syndrome
o Apert syndrome
o Treacher Collins syndrome
o Van der Woude syndrome
o CHARGE syndrome
o DiGeorge (22911.2 deletion) syndrome

&UC Davis Health, n.d.; CLAPA, n.d.; Kamiloglu, 2019; Proud et al., 2009; Setd-Salvia & Stanier,
014; Stanier & Moore, 2004)




PROBLEM FRAMING:

Psychiatric | Intellectual | Language | Autism | Attention-Deficit | Other behavioral or emotional
Disorder Disability Disorders (ASD) (ADHD) disorders in childhood

CL CL CL
CLP CLP CLP CLP
CP CP CP CP CP CP

- 3xs more likely to utilize special education services!

o Research suggests that...
o Children with clefts are less adept readers than demographically matched peers without clefts.
o Children with isolated CLP have abnormally small brains
o Substantially decreased cerebrum (frontal lobe) & cerebellum volume

(Tillman et al., 2018; Knight et al., 2015; Collett et al., 2010; Yazdy et al., 2008; Nopoulos et al., 2007)



PROBLEM FRAMING:
Prevalence

PREVALENCE OF OROFACIAL CLEFTS*

655 - 1,611
1,611 - 3,962

3,962 - 9,743
9,743 - 24K
B 24K - 55K
M 55K - 128K
W 128K - 294K
M 294K - 679K

prevulence of dleft lip with or without palate per 10,000 live births*

New Mexico
average:

9.8210.63/ 1

1.3/10,000 4 10,000 live
births

live births 4
|

"”)
(NM-IBIS, 2014.) i

42> (NIDCR, n.dl.)
" (NIDCR, 2018)



IRB approval not hecessary

e Literature review:
« Search engines:

« Google Scholar, UNM Library Database, ASHA Wire
e Search terms:

METHODS: o cleft, cleft lip, cleft palate, cleft lip and palate,
prevalence of clefting, orofacial clefts, clefts and New

|nfO rmOhOn Mexico, model of care, efc.
GO Th el'l ﬂ g e Researched cleft professionals within NM:

e University of New Mexico Hospital (UNMH)

e New Mexico Department of Health, Children’s Medical
Services (CMS)

e Indian Health Services (IHS)

e New Mexico Cleft Palate Center
e El Paso Children’s Hospital

e Las Cruces / NM State




METHODS:

Information - Gathering NMDOH

Interviews:

o Camille Walker, NP (UNMH)

o Susan Chacon (CMS)

o Madelyn Krassner (CMS)

o Joshuaa D. Allison-Burbank, Ph.D., CCC-SLP (IHS)
o Luis Cuadros, MD (NM Cleft Palate Center)

NEW MEXICO DEPARTMENT OF HEALTH

GV
W1

HOSPITAL



LITERATURE REVIEW: BOCkg round

* What is a cleft lip/palate?

* A split or opening in the upper lip, roof of the mouth, or both
e Tissues of the lip/palate fuse during the 2"9-3rd months of pregnancy

What causes cleft?

e Family history

* Exposure to certain substances during pregnancy
*Diabetes / Obesity

* An additional syndrome present at birth

) 8 e Nutritional/Environmental factors

Complications.

* Difficulty feeding

 Ear infections & hearing loss
* Dental problems

*Speech difficulties

* Social-emotional/behavioral problems associated with a complex medical
need and differences in appearance

Diagnosis:

* A prenatal ultrasound may detect differences in facial structures (beginning
around the 13" week of pregnancy)




Lip

Hard palate

LITERATURE REVIEW:
Backgrouna

MNormal

Unilateral cleft lip Bilateral cleft lip

Types of clefts!

Masal cavity (W”kinS-HOUg et Ol., 201 2)

Cleft uvula Unilateral cleft palate Bilateral cleft palate

Unilateral cleft lip Unilateral cleft lip Bilateral cleft lip Bilateral cleft lip
and anterior palate and full palate and anterior palate and full palate




Cleft Lip & Palate Timeline

SPEECH & HEARING
EARLY REPAIRS

DENTAL
0 3mo 9mo 1lyr 5yr 6yr 8yr 15 yr 18 yr
A ‘ A «€—— Orthodontics ———»

Repair Lip Repair Palate Alveolar Bone

Rhinoplast
1st PE tubes 2nd PE tubes Graft inoplasty

Maxillary advancement

LITERATURE REVIEW:
Background

Treatment Timeline:
o Phase 1: Early Repairs (Birth to 1 year)
o GOAL: improve feeding and close cleft

o Phase 2: Speech & Hearing (1-8 years)

o GOAL: improve speech & hearing measures
which have a huge impact on language
development & academic success

- Phase 3: Dental (6-16 years)

o GOAL: improve dental alignment for both
functional & cosmetic purposes

(Cuadros, 2015)



LITERATURE REVIEW:
Background

Care Team:

Surgeons

) Anesthesiologists Pediatricians
(Plastic; Oral; ENT)

language
pathologists

Genetic
counselors

Social workers Psychologists

Pediatric
dentists

Audiologists

Caregivers



University of New

Mexico Hospital
(UNMH)

RESEARCH FINDINGS:

Model of Care— Roles

Indian Health Services
(IHS)

Children’s Medical
Services (CMS)

New Mexico Cleft
Palate Center (NMCPC)

* Major surgical repairs in ABQ
by Dr. Kraai & Dr. Bennett,
trained by Dr. Cuadros

* Full-functioning care-team
* Many services offered
*Located in NE ABQ

* Accepts ALL insurances &
Medicaid

* Only ACPA approved care

team in the state o

e |dentification of children
with cleft

e Qutpatient services
(ex: speech)

* Connecting families to
services

*NO surgical procedures

* Connecting families to
services

e Annual/bi-annual check-
ins

e Care coordination

e ocations: Farminton,
Santa Fe, Roswell, & Las
Cruces

*NO surgical procedures

e Surgical repairs in ABQ by
Dr. Cuadros

*Speech evaluations

e Qutreach in rural, NE & SE
regions




" CLEFTCAREINNMPRE-2021 " CLEFTCAREINNMPOST-2021

i al Clinic Q NM Cleft Palate Clinic (private practice)

Q Indian Health Services

RESEARCH FINDINGS:

Model of Care— Changing Roles




RESEARCH FINDINGS:

Ditfering Approaches

o Private practice VS public health care systems
o Varying surgical techniques

o Varying models of care:

American European

No registry
Less centralized model
No quality control measures
Priorities— multidisciplinary team,
solve everything

(Demke & Tatum, 2011; Shaw et al., 2001)

I,
1

Established database
More centralized model
Internal reviews

Priorities— three main concerns:
1. Cleft repair 2. Speech 3. Dentdl

(o )
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' " APPROACHES TO CARE |

New Mexlco Deg)eartment of Health: Ch;ldren's

Medical

rvices gNM DOH: CMS

public health service

Cleft Lip & Palate Timeline
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New Mexico Cleft Palate Center: Dr. Cuadros
private practice
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RESEARCH FINDINGS:

Strengths & Challenges

Areas of strength: Challenging aspects:
o Passionate, incredible providers o NMis a large & rural state
o Dr. Cuadros & UNM have high standards of o Economics
care o Lack of access to fransportation/technology
> CMS’s clinic allow families to connect with - Complex network of services for families to
many professionals, closer to home navigate
o Centralization of services at UNM o

, . . . Insurance coverage issues
o Wide array of providers (especially in ABQ) - Centralization of services at UNM

> Provider burnout/lack of quality providers

© S




" STAKEHOLDERS & BARRIERS TO CARE

% | RESEARCH FINDINGS:
3| 888

—o | Stakeholders

e Child with cleft lip
and/or palate

e Family/Caregivers
e External Factors

@ ﬁ@ﬁ e Healthcare team




CLEFT CLINICS

RESEARCH
UNM Cleft & Craniofacial Clinics FINDINGS:

i Resources

P

Out-of-State Services

Las Cruces, NM (1-3 /year)
at MECA Therapies with Dr. Yates of El Paso Children's Hospital




RESEARCH FINDINGS:
Takeaways

* |solated clefts and, especially, clefts associated
with a syndrome present a unigue intersection of
neurodevelopmental needs.

The Need:

o Quality providers & services to serve rural NM, where
CL/CP/CLP has some of its highest prevalence’s

o |dentification/tracking registry for children with cleft

o More professionals educated & trained to meet the
needs of this population




° PREVALENCE OF OROFACIAL CLEFTS* ; CLEFT CLINICS
PRODUCT:

. ) () UNM Cleft & Craniofacial Clinics
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2.8 Ppopulation
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Out-of-State Services

o Moo " b Las Cruces, NM (1-3 /year)
2 ¥ at MECA Therapies with Dr. Yates of El Paso Children's Hospital
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s
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(NM-IBIS, 2014.)

CLEFT CARE IN NM POST-2021
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ical Services

public health service
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Cleft Lip & Palate Timeline
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New Mexico Cleft Palate Center: Dr. Cuadros

private practice

Cleft Lip & Palate Timeline

SPEECH & HEARING
[EARLY REPAIRS

DENTAL

’ UNM Cleft & Craniofacial Clinic . NM Cleft Palate Clinic (private practice) . UNM Cleft & Craniofacial Clinic

Children's Medical Services ‘ Indian Health Services Children's Medical Services

(Coadros,nd) B Out-of-State Services



PRC?DUCT: . .
Dissemination

s NM LEND trainees— April 30, 2021 @ 10:45 AM

UNM Speech & Hearing Sciences Department (faculty, student, &
alumni) @ 3:30 PM

Plans to share my product with any and all who are interested
after listening o this presentation

Will be forwarding my final product/presentation to all
individuals/providers who are stakeholders in cleft care in NM




CONCLUSION: .
Key Learning

o Cleft care is complex and New Mexico has unique
needs!

o The model of cleft care in NM is in a state of fransition!

o Articulating my values, organizing/conducting research,
and presenting findings!




CONCLUSIONS:
References

Centers for Disease Control and Prevention (CDC). (n.d.). Cleft lip/cleft palate. Birth Defects. https://www.cdc.gov/ncbddd/birthdefects/cleftlip.html

Cleft Lip and Palate Association (CLAPA). (n.d.). Related Conditions and Syndromes. https://www.clapa.com/what-is-cleft-lip-palate/related-
conditions-and-syndromes/

Colleft, B. R., Stott-Miller, M., Kapp-Simon, K. A., Cunningham, M. L., & Speltz, M. L. (2010). Reading in children with orofacial clefts versus controls.
Journal of Pediatric Psychology, 35(2), 199-208. https://doi.org/10.1093/jpepsy/jsp047

Demke, J. C. & Tatum, S. (2011). Analysis and evolution of rotation principles in unilateral cleft lip repair. Journal of Plastic, Reconstructive, & Aesthetic
Surgery,64(3), 313-318. https://doi.org/10.1016/].bjps.2010.03.004

Kamiloglu, B. (2019). Associated syndromes in cleft lip palate and isolated cleft palate babies: A retrospective study in Cyprus. Indian  journal of
Applied Research, 9(6), 1-2. http://dx.doi.org/10.15373/2249-555X

Knight, J., Cassell, C. H., Meyer, R. E., & Strauss, R. P. (2015). Academic outcomes of children with isolated orofacial clefts compared with
children without a major birth defect. The Cleft Palate-Craniofacial Journal, 52(3), 259-268. hitps://doi.org/10.1597%2F13-293

Lilius, G. P. (1992). Clefts with associated anomalies and syndromes in Finland. Scandinavian Journal of Plastic and Reconstructive Surgery,
26(2), 185-196. https://doi.org/10.3109/0284431920901601 1

New Mexico's Indicator Based Information System (NM-IBIS). (2014). Prevalence of cleft palate without cleft lip by 5-year periods, 2007-2011 to 2008-
2012. New Mexico’s Health Indicator Data & Statistics. https://ibistest.health.state.nm.us/nmibis-
view/indicator/view/BirthDefectCP.Year.NM _US.html

Nopoulos, P., Langbehn, D. R., & Canady, J. (2007). Abnormal brain structure in children with isolated clefts of the lip or palate. The Journal of the
American Medical Association, 161(8), 753-758. hitps://doi.org/10.1001/archpedi.161.8.753



https://www.cdc.gov/ncbddd/birthdefects/cleftlip.html
https://www.clapa.com/what-is-cleft-lip-palate/related-conditions-and-syndromes/
https://www.clapa.com/what-is-cleft-lip-palate/related-conditions-and-syndromes/
https://www.clapa.com/what-is-cleft-lip-palate/related-conditions-and-syndromes/
https://doi.org/10.1093/jpepsy/jsp047
https://doi.org/10.1016/j.bjps.2010.03.004
http://dx.doi.org/10.15373/2249-555X
https://doi.org/10.1597%2F13-293
https://doi.org/10.3109/02844319209016011
https://ibistest.health.state.nm.us/nmibis-view/indicator/view/BirthDefectCP.Year.NM_US.html
https://ibistest.health.state.nm.us/nmibis-view/indicator/view/BirthDefectCP.Year.NM_US.html
https://ibistest.health.state.nm.us/nmibis-view/indicator/view/BirthDefectCP.Year.NM_US.html
https://doi.org/10.1001/archpedi.161.8.753

CONCLUSIONS:
References

Shaw, W. C., Semb, G., Nelson, P., Brattstrom, V., Mglsted, K., Praul-Anderson, B., Gundlach, K H (2001). The eurocleft project of 1996-2000: Overview. Journal
of Cranio-Maxillofacial Surgery, 29(3) 131-140. https://doi.org/10.1054/jcms.2001.0217

Seto-Salvia, N. & Stanier, P. (2014). Genetics of cleft lip and/o rclef’ré)olo’re: Association with other common anomalies. European Journal of Medical Genetics,
57(8), 381-393. htfps://doi.org/10.1018/}.ejmg.2014.04.003

Stanier, P. & Moore, G. E. (2004). Genetics of cleft lip ondooolo’re Syndromlcgenes confribute to the incidence of nonsyndromic clefts. Human Molecular

Genefics, 13(Iss. 1), R73-R81. htfps://doi.org/10.1093/hma/ddh05
Stuppia, L., Capogreco, M. Marzo, G., La Rovere, D., Antonucci, |., Gatta, V., Palka, G.,Mortellaro, C., & Tete, S. (2011). Genetics of syndromic and nonsyndromic
cleft lip and palate. The Journal of Craniofacial Surgery, 22(5), 1722 1726. https://doi.org/10. 1097/8 S.0b013e31822e5e4d
Tillman, K. K., Hakelius, M., Héijer, J., Ramklint, M., Ekselius, L., Nowinski & Papadopulos, F. C (2018)7 Increosed risk for neurodevelopmental disorders in
children with orofacial clefts. Journal of the American Academy of Chld&AdolesceansychloTry 57(11), 876-883.

https://doi.org/10.1016/j.jaac.2018.06.024

UC Davis Heoh‘h (n.d.) Craniofacial anomalies— Cleft and/or cleft palate. Children’s Hospital,
https://health.ucdavis.edu/children/clinical services/cleft craniofacial/anomalies/cleft.ntml

(\j/3e5n8kg;e%h R. (2009). Syndromes and anomalies associated with cleft. Indian Journal of Plastic Surgery, 42(3), S51-S55.  http://dx.doi.org/10.4103/0970-

Wilkins—HoughL (2012). Etiology, prenatal diagnosis, obstetric monog?emen’r and recurrence of cleft lip and/or palate
tps://www.uptodate.com/contents/etiology-prenatal-diagnosis-obstetric-management-and-recurrence-of-cleft-lip-and-or-palate #!

Yazdy, M. M ., Autry, A. R., Honein, M. A., Frias, J. L §)008 peC|c1I educa TI erv |cesb4%glldren with orofacial clefts. Birth Defects Research Part A:

Clinical'and Molecular Teratology, 82(3), 14 ttps://doi.org/10 / dra.2



https://doi.org/10.1054/jcms.2001.0217
https://doi.org/10.1016/j.ejmg.2014.04.003
https://doi.org/10.1093/hmg/ddh052
https://doi.org/10.1097/SCS.0b013e31822e5e4d
https://doi.org/10.1016/j.jaac.2018.06.024
https://health.ucdavis.edu/children/clinical_services/cleft_craniofacial/anomalies/cleft.html
http://dx.doi.org/10.4103/0970-0358.57187
https://www.uptodate.com/contents/etiology-prenatal-diagnosis-obstetric-management-and-recurrence-of-cleft-lip-and-or-palate
https://doi.org/10.1002/bdra.20433

QUESTIONS >




	Slide Number 1
	Model of Care for Cleft Lip/Palate in New Mexico
	Agenda
	PROBLEM FRAMING:�LEND Competencies
	PROBLEM FRAMING:�Purpose/Questions:
	Key:
	�RESEARCH FINDINGS:�Relation to LEND
	�PROBLEM FRAMING:�Relation to LEND
	�PROBLEM FRAMING:�Relation to LEND
	PROBLEM FRAMING:�Prevalence
	METHODS:�InformationGathering
	METHODS:�Information - Gathering
	��LITERATURE REVIEW: Background
	LITERATURE REVIEW:�Background
	LITERATURE REVIEW: Background
	LITERATURE REVIEW: Background
	RESEARCH FINDINGS:�Model of Care– Roles 
	RESEARCH FINDINGS: �Model of Care– Changing Roles
	RESEARCH FINDINGS:�Differing Approaches
	RESEARCH FINDINGS:�Differing Approaches
	RESEARCH FINDINGS: �Strengths & Challenges
	RESEARCH FINDINGS: �
	RESEARCH FINDINGS: �Resources
	RESEARCH FINDINGS: �Takeaways
	PRODUCT:�Creation
	PRODUCT:�Dissemination
	CONCLUSION:�Key Learning
	CONCLUSIONS: �References
	CONCLUSIONS: �References
	QUESTIONS

