
James Lind Alliance Cleft Lip & Palate Priority Setting Partnership 
 

Form A: long list of uncertainties 
 

The uncertainties listed on this form have been gathered from a survey and consultation with people with cleft, their parents/carers and 
healthcare professionals. The survey submissions were checked and formatted into questions. Where there were duplicates, or very similar 
submissions, these were combined. These are defined as uncertain because they cannot be answered by an up-to-date systematic review of 
relevant research evidence. You are being asked to choose and rank 10 of these uncertainties. Please see Form B for instructions on this 
prioritisation exercise.  
 
There is a glossary of terms at the end of this document.  
 
No. Uncertainty about cleft lip/palate 

 Treatment - surgery 

1 What is the best way to close the gap in the gum/bone of the upper jaw (ie.the alveolar defect), including timing, material and 
technique, taking into account short and long term outcomes such as facial growth? 

2 What and when is the best treatment for individuals with cleft lip/palate who have poor growth of the upper jaw, taking into account all 
major outcomes such as speech and psychosocial impact? 

3 What and when is the best protocol for repair of the lip and palate, including technique/timing and sequence? 

4 Can stem cells be used to improve palate repair (both primary and secondary)? 

5 Is treatment of cleft lip/palate possible during pregnancy eg whilst the baby is still in the mother’s womb? 

6 In infants with cleft lip/palate, what is the most effective post-op care for primary palate repair? (including probiotics, splinting, feeding 
and dummies) 

7 In infants with cleft lip/palate what factors improve lip scar outcomes following primary repair? eg massage, silicon gel and creams 
applied to the scar 

8 What is the best management plan around the surgical procedure for primary cleft lip/palate repair? eg pain control, fluids.  

9 When and what procedures are best for managing the aesthetic cleft deformities? eg lip and nose revisions, taking into account both 
surgical and patient important outcomes.  

 Treatment – psychological 
10 Can genetic counselling interventions improve the outcomes for parents who have a baby born with a cleft lip/palate and if so what 

interventions are most effective?  



No. Uncertainty about cleft lip/palate 
11 What can be done to support children undergoing surgery for cleft lip/palate? 

12 What interventions would enhance the educational outcomes for children with cleft lip/palate? 

13 What is the most effective intervention for children with cleft lip/palate to minimise the impact of bullying? 

14 What types of psychological intervention (individual therapy, community or school based) and at what time (from diagnosis to 
adulthood) are most helpful for patients with cleft lip/palate and their families? 

 Treatment – airways, ears, teeth and speech 
15 What is the best sleeping position for babies with cleft palate (between 0 and 6 months)? 

16 What is the best way to manage the airway in infants with cleft lip/palate (including children with and without other conditions) such as 
position, nasopharyngeal airways, jaw distraction etc? 

17 What are the long term side effects (over 5 to 10 years) of grommets such as middle ear problems and mastoid problems? 

18 What is the best treatment for otitis media with effusion (OME - glue ear) in individuals with cleft lip/palate? 

19 What is the best way to prevent tooth decay in children with cleft lip/palate? 

20 In individuals with cleft lip/palate, what orthodontic treatment protocol (including retention protocol) gets the best outcome for the 
Alveolar Bone Graft?   

21 What orthodontic treatment is best and when for individuals with cleft lip/palate (including retention protocols)? 

22 In individuals with cleft lip/palate what is the most effective speech therapy to eliminate cleft type speech characteristics? 

23 In individuals with cleft lip/palate when is the most effective age to begin speech therapy? 

 Treatment – diagnosis and other 
24 How can we improve the diagnosis of cleft palate? 

25 What is the impact of an antenatal diagnosis of cleft lip/palate on the mother, child and the family? 

26 How accurate are antenatal scans for diagnosing cleft lip/palate? 

27 What is the best protocol for supporting parents at time of diagnosis/birth? 

28 Do different patterns of cleft lip/palate benefit from different treatment? 

29 What are the care needs (health and psychological) of families living with cleft lip/palate from culturally diverse communities? 

30 What support and/or services are required for adults with CL/P? 



No. Uncertainty about cleft lip/palate 
31 Which protocols of cleft care produce the best results? 

32 For infants born with cleft lip/palate what is the most effective care pathway for promoting mother/infant bonding? 

33 How can reflux be treated best in babies with cleft lip/palate? 

34 What can be done to improve the experience of families of a baby with cleft lip/palate at time of birth in hospital? 

35 What factors are important in assisting patients/parents with cleft lip/palate treatment decision making? 

36 What is the impact of music/music therapy on children with cleft lip/palate? 

37 What is the best feeding method for babies with cleft lip/palate, including those with syndromes (including breast feeding, nasogastric 
tubes and weaning times?) 

38 How effective is Pre-surgical Orthopaedics (including Naso-Alveolar-Moulding) in terms of improved outcomes (functional, aesthetic, 
psychosocial) and cost? 
 

 Prognosis 
39 What surgical outcomes are important to patients with cleft lip/palate and are they met? 

40 What are the psychological outcomes for patients with cleft lip/palate, as well as their parents, siblings and other carers? 

41 What are the factors that predict the psychological outcomes for individuals with cleft lip/palate? 

42 What are the psychiatric outcomes for infants born with cleft lip/palate? 

43 What are the educational, employment and personal (eg relationships) outcomes for individuals with cleft lip/palate during childhood, 
adolescence and in the long term? 

44 What are the impacts of being born with cleft lip/palate throughout adulthood? 

45 What is the impact of having a baby born with cleft lip/palate on maternal/child attachment? 

46 What is the impact of parenting approach on the outcomes for children with cleft lip/palate? 

47 What are the developmental outcomes (eg motor and cognitive, learning difficulties etc) for individuals with cleft lip/palate? 

48 What is the life expectancy for individuals with cleft lip/palate? 

49 What is the association between cleft lip/palate and other birth defects? 

50 What is the association between cleft lip/palate and autism? 

51 What is the association between cleft lip/palate and congenital dental problems (such as missing teeth)?  



No. Uncertainty about cleft lip/palate 
52 What the association between cleft lip/palate and respiratory and airway problems?  

53 What is the impact of cleft lip/palate on reflux in infants? 

54 What is the impact of cleft lip/palate on hearing and how does this affect cleft lip/palate outcomes?  

55 What is the impact of cleft lip/palate on oral health? 

56 What is the impact of cleft lip/palate on facial growth? 

57 What is the impact of cleft lip/palate (including syndromes) on the airway throughout life? 

58 What is the impact of cleft lip/palate on infant feeding in both the short and longer term? 

59 What is the impact of cleft type (including syndromes and co-morbidities) on speech, language and voice outcomes? 

60 What is the impact of physical growth of the head and neck on speech outcomes in individuals with cleft lip/palate? 

61 What else is associated with being born with cleft lip/palate? 

62 What is the relative contribution of genetics versus environment (eg surgical procedures, techniques, social circumstances) on 
outcomes for individuals with cleft lip/palate?  

 Cause 
63 Is clefting caused by an absence or displacement of tissue? 

64 What are the genetic and environmental factors that increase the risk of cleft lip or palate? 

65 What exposures pre- and during pregnancy increase the risk of having a baby with a cleft? 

66 What can be done to prevent cleft lip/palate? 

67 What is the relationship between the level of folic acid in the maternal diet before conception and the risk of having a baby with a cleft? 

68 What maternal factors influence the risk of having a baby with a cleft? 

69 What determines whether cleft lip and or palate occurs alone or in combination? 

70 What is the heritability of cleft lip/palate? 

71 What are the genetic causes of cleft lip/palate? 

 



 
Glossary of terms: 
 
Alveolar: the part of the upper and lower jaws where the gums and teeth grow. 

Co-morbidity: another condition/disorder as well as cleft lip/palate. 

Environment: outside influences on health such as social circumstances, drugs, diet etc. 

Genetic: characteristics that are inherited or rather than caused by environmental or other factors. 

Heritability: how much of the observable differences between people are due to genetics (as opposed to other factors such as environment). 

Nasoalveolar moulding: re-shaping the  nose/lip/gum features using moulds, taping and plates. 

Nasogastric (NG) tube: tube that is passed through the nose into the stomach to help with feeding. 

Nasopharyngeal airway: tube inserted into the nose to keep the airway open in babies that have difficulty breathing. 

Otitis Media with Effusion (OME or Glue Ear): a build up of fluid inside the ear which can reduce hearing and sometimes become infected. 

Pre-surgical Orthopaedics (PSO): non-surgical method of reshaping the gums, lip and nostrils before cleft lip and palate surgery, related to 
naso-alveolar moulding. 

Probiotics: live micro-organisms which give a health benefit to the person taking them. 

Protocol: guidelines for when and what treatment should happen. 

Reflux: stomach contents coming back up into the food pipe (oesophagus) sometimes as far as the mouth. 

Stem cells: cells that have the ability to develop into many different cell types. 

Syndrome: a group of symptoms or disorders that occur together as a specific condition (eg Down Syndrome).  


