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Children with 
orofacial clefts 
(OFC) often have 
problems with 
feeding and 
talking.1 

They may have ear 
infections, hearing 
loss and problems 
with their teeth.1 

OFCs are more 
likely to occur 
when a primary 
relative (parent or 
sibling) has an 
OFC.5 

Orofacial Clefts 
Background 

Cleft lip or cleft palate occurs when a 
baby’s lip or mouth does not form 
properly before birth.  Together, these 
conditions are commonly called 
“orofacial clefts” or “oral clefts” 
(OFCs).  Affecting 1 or 2 in every 1,000 
newborns, together they are among the 
more common birth defects; and the 
most common affecting the face.   

     OFC happens early in pregnancy, 
by 5 to 6 weeks after conception (cleft 
lip) and by about 10 weeks after            
conception (cleft palate).  A baby can 
have a cleft lip, a cleft palate, or both.1  
An OFC may affect one side of the lip 
and/or palate (unilateral) or both sides 
(bilateral).  The OFC may disrupt the             
formation of the nose and may extend 
into the gum or upper jawbone.          

Occurrence                                                                                                                                     
The Centers for Disease Control and 
Prevention (CDC) recently estimated 
there are 2,651 live births each year in 
the United States with cleft palate, and 
4,437 live births with cleft lip (with or 
without a cleft palate).1  Michigan                
statistics for OFC come from the        
Michigan Birth Defects Registry 
(MBDR); a statewide population-based 
surveillance system.  In Michigan, 
from 1992-2010, the incidence of OFC 
was about 1 in 637 live births (15.7 
cases per 10,000 live births) with an 
average number of 75 cases of cleft 
palate and 130 cases of cleft lip (with 
or without cleft palate) each year.    

Children with OFC often have trouble 
with feeding and talking. Recurrent ear 
infections, hearing loss, and problems 
with their teeth are common.1  OFCs            
usually require one or more surgeries 
early in life.  Before and after OFC             
surgical repair, a child may need special 
feeding techniques, orthodontic care 
and/or speech therapy.  OFC severity 
varies with the degree of clefting and with 
the presence of other birth defects; in  
extreme cases, death may result.1 Most 
babies with an oral cleft have a good           
outlook for a long, healthy life. 

     We conducted a study called: A Needs 
Assessment Survey of Parents of Children 
with Oral Clefts in Michigan.  A summary 
of results is presented in the following 
pages. 

Causes                                                                          
Previous research has identified that the 
causes of OFC are complex, involving 
both environmental and genetic factors.2  
As featured in the 2014 Surgeon         
General’s Report, maternal smoking in 
early pregnancy increases the chance of 
orofacial clefts in offspring.3  Studies 
have shown a protective effect with folic 
acid supplementation starting around the 
time of conception.  However, this has 
not been proven conclusively.4  
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Purpose 

The purpose of this study was to assess the experience, needs 
and utilization of services by families, parents and caregivers 
of children with orofacial clefts (OFC) in Michigan. Results of 
the study are being used to identify and address gaps in the 
information, services and support provided to families of 
children with OFC.  

Methods 

The MDCH Institutional Review Board approved this study as 
exempt.  Parents of children with OFCs, including isolated cleft 
palate and cleft lip (with or without cleft palate) born from 2009 
through 2011, were identified from the MBDR.  From this 
group, parents of children with OFCs, who were not deceased, 
neither adopted, nor born out of state, were invited to 
participate in this study.  A total of 420 families were invited in 
up to 3 mailings to take the survey, of which 111 were returned 
undeliverable.  Invitations provided a link for participants to 
complete the survey via ‘Survey Monkey’ online.  A paper 
survey and a pre-addressed return envelope were also 
provided, following the first mailing, for those who preferred 
to complete the survey on paper.  Results received by the    
cut-off date were analyzed using Statistical Analysis Software 
(SAS) version 9.2 (SAS Institute, Cary, North Carolina).  
Descriptive statistics of survey questions were calculated, as 
well as statistical significance where applicable.    

Results   
Demographics 
The response rate was 34% (104 participants completed the 
survey on time; 85 online and 19 on paper).  Of respondents, 
the majority (92.9%) were 25 years or older, white (90.8%) and 
had more than a high school education (84.7%; Table 1).       
Non-respondents were more likely to be white (66.3%), 25 
years or older (81.2%) and have more than a high school 
education (83.4%; data not shown).  Thirty-seven of the 83 
Michigan counties were represented on the survey responses 
(Figure 1), with more than half (54.6%) from the SE lower 
peninsula region (Table 1).  At the time of the survey, children 
ranged in age from 1-11 years; the average age was 3 years.*  
Cleft lip and palate was the most common type of OFC among 
respondents’ children (50.5%).  About 23% had cleft lip only, 
and about 27% had cleft palate only.  Of respondents, over half 
(50.5%) had male children born with OFC, while nearly half 
(49.5%) had female children with OFC.  
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Demographic Variable Respondents (%) 

Age   
    <24 7 (7.1%) 
    25-34 54 (54.5%) 
    35+ 38 (38.4%) 

Race   
    White 89 (90.8%) 
    Black <5 (<5%) 
    Other1 8 (8.2%) 

Education   

Grade school (1-8) <5 (<5%) 
Some high school <5 (<5%) 

High school diploma/GED 11 (11.2%) 

Some college 27 (27.5%) 
College degree 42 (42.9%) 

Graduate degree 14 (14.3%) 

Region in MI   

Upper Peninsula <5 (<5%) 

NW Lower Peninsula 14 (14.4%) 
NE Lower Peninsula 6 (6.2%) 
SW Lower Peninsula 22 (22.7%) 
SE Lower Peninsula 53 (54.6%) 

Total 99 

Total 98 

Total 98 

Total  97 

Figure 1: Respondents’ County of Residence:  A Needs 
Assessment Survey of Parents of Children with Oral 
Clefts in Michigan 

Table 1: Respondents’ Demographics: A Needs 
Assessment Survey of Parents of Children with Oral 
Clefts in Michigan 

Counties Represented 

1Other encompasses those who do not define         
themselves as black or white and includes Native 
Americans and Asian/Pacific Islander.  

*To learn the experience of families new to raising a child with 

OFC, we asked respondents to consider their oldest affected 

child when completing the survey.    
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Public Health Implications and Future 
Directions  

Diagnosis and Follow-up Care                                                                                                                                                                                 
Most families (over 80%) provided positive feedback 
about accessing the follow-up care information 
needed.  Most did not currently need help finding 
information, services, or support.  However, several 
gaps were identified.   

Over half (54.5%) reported that a health professional 
did not talk with them about future expenses and 
planning how to pay for the medical care of their child 
with an oral cleft.  The majority (84.4%) said this is 
important.  A third (33.3%) indicated that their health 
care provider did not give them a contact number to 
call with questions, although the majority felt it is 
important (96.7%). 

Most children with cleft lip and palate had 
experienced at least two surgeries; more than a third 
had undergone 3 or more surgeries before 3 years of 
age.  Children with cleft lip and palate had more 
surgeries that those with cleft lip or cleft palate alone.  
Nearly half (47.8%) did not receive assistance with 
managing, planning and scheduling specialist 
appointments. 

Respondents were asked to indicate whether they had 
other children born with OFC and about their family 
history of OFCs. Nearly a quarter (22%) indicated that 
they had a family history of clefts (Table 2). 

We assessed the association between family history 
and having a child born with OFC.  Analysis 
suggested a statistically significant relationship 
(p=0.0187).  This underscores the importance of 
genetic referral. 

Emotional and Social Support 

Less than half of respondents indicated that a health 
professional had addressed important issues 
surrounding the potential stress of raising a child with 
OFC (Table 3).  

New parents of children with OFC can benefit from 
receiving information and assistance beyond          
specialized medical care.  Families identified their 
needs related to care coordination, financial             
assistance, their ability to contact the health care   
provider, coping with potential struggles, and      
contact with other families who had a child with an 
OFC or support groups.                                                                   

The MBDR has the opportunity to increase awareness 
among health care providers of family needs and 
available services.  

Overall, 76% of respondents reported that they had 
received the emotional/social support they needed 
(Table 4).  Results suggest a significant association 
between receiving emotional/social support and 
caregiver coping (p <0.001).    

A greater percentage of respondents who met with a 
social worker or counselor (68.6%) reported that their 
emotional and/or social support needs were met.  

Family History (n=101) 

Mother Father Both No 
Not 
sure 

Total 

Yes 
2  

(2%) 
2  

(2%) 
  0 

(0%) 
1  

(1%) 
0  

(0%) 
5  

(5%) 

No 
 10 

(10%) 
6  

(5%) 
2  

(2%) 
75 

(74%) 
3  

(3%) 
96 

(95%) 

Total 
 12 

(12%) 
  8 

(8%) 
2  

(2%) 
76 

(75%) 
3  

(3%) 
 

101 

Other 
children 
with 
OFC 

Table 2: Family history of OFC and other children born with 
OFC:  A Needs Assessment Survey of Parents of Children with Oral 
Clefts in Michigan   

Health Provider            
Addressed 

Important 

Yes No Not sure Yes 

Ways to cope with   
struggles 

42% 44% 14% 89% 

How having a child with 
cleft may affect family 

40% 44%  15%  80% 

Ways to contact other 
families/support groups 

36% 56% 8%  70% 

  Issues 

Table 3: Issues related to having a child with OFC, whether 
addressed by a health provider and perceived importance 
(n=99): A Needs Assessment Survey of Parents of Children with 
Oral Clefts in Michigan   

Table 4: Family received emotional/social support and reported 
ability to cope with struggles (n=97):  A Needs Assessment Survey 
of Parents of Children with Oral Clefts in Michigan   

  
Emotional/social        
support 

Coping with struggles 

Very well Fair Total 

Yes 62 (64%) 12 (12%) 74 (76%) 

No 5 (5%) 9 (9%) 14 (14%) 

Not sure 3 (3%) 6 (6%) 9 (9%) 

Total 70 (72%) 27 (28%) 97 



For more information please contact: 
Birth Defects Education and           

Outreach Program, 
Lifecourse Epidemiology and       

Genomics Division 
201 Townsend St, CV-4 

Lansing, MI 48913 
 

Call Toll Free: 1-866-852-1247 
E-mail: BDRFollowup@michigan.gov 

Website: www.michigan.gov/
birthdefectsinfo  
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The Michigan Monitor is online at 
 www.michigan.gov/mchepi 

Find information about MBDR 
reporting at:  

www.michigan.gov/mbdr 

MBDR Reporting: ICD10 live October 2015!  
With the implementation of ICD-10-CM 
coding on the horizon for health care 
institutions, MDCH looks forward to the 
more detailed and enhanced 
classification of reportable birth defects 
that the new coding system provides.  
An example of the ICD-10-CM classification for Cleft Palate 
with Cleft Lip is seen below.  
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ICD10 DEFINITION (CLEFT PALATE with CLEFT LIP) 

Q37.1 CLEFT HARD PALATE with UNILATERAL CLEFT LIP 

Q37.3 CLEFT SOFT PALATE with UNILATERAL CLEFT LIP 

Q37.5 CLEFT HARD and SOFT PALATE with UNILATERAL CLEFT LIP 

Q37.0 CLEFT HARD PALATE with BILATERAL CLEFT LIP 

Q37.2 CLEFT SOFT PALATE with BILATERAL CLEFT LIP 

Q37.4 CLEFT HARD and SOFT PALATE with BILATERAL CLEFT LIP 

Q37.8 UNSPECIFIED CLEFT PALATE with BILATERAL CLEFT LIP 

Q37.9 UNSPECIFIED CLEFT PALATE with UNILATERAL CLEFT LIP 
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