Notes from conference

The discussion in the parent and families group centered on some key topics of concern/interest to parents listed below. It became clear that an underlying issue for everyone was education and raising awareness, whether it was information for new parents, how to access parent support, training in providing user representation, how to comment on and influence service delivery, the role of branches
1. Issues around diagnosis:
a. There was concern over the variable quality of equipment and whether there was funding for sufficient scans to make a diagnosis if face not seen at first scan.

b. Concern that cleft palate only can be missed at birth
c. concern that there may be a high level of abortion because of lack of knowledge about CLP

d. some parents have found it difficult to have a home birth if baby is diagnosed as CLP

2. User involvement
a. How can parents and families feed into CSAG II at the source of the research

b. There is variation in level of involvement with cleft teams around the country eg south west parent panel but no mechanism currently at Trent (NB John Rowson’s presentation including setting up a patient forum). In some areas the branch reps sit on patient forums 

c. Can be too far to travel for meetings
d. Teams are covering vast, disparate areas eg long distances, variable demographics therefore difficult to get “representative” users
e. Is it really happening on the ground – are cleft teams really committed to it (is it part of their culture?)

3. Relationship with Cleft team

a. Some people (and some health professionals) are unclear about distinction between CLAPA and Cleft teams

b. Parents not feeling acknowledged as the expert with their own child

c. Parents don’t feel listened to
d. If child is doing well (succeeding, putting on weight) parents feel ignored

e. Feels as though the nurses are the gatekeepers

f. How much patient choice do you really have?

4. Parent support
a. Parent contact scheme underused: why? How can it be made easier?

i. Encourage new parents to email first

ii. Get cleft nurses to recommend it to parents

b. Parents need face to face, local contact. Would be good to have parent contacts in clinics or on the ward

c. Parent contacts are not being used by the cleft teams, parents have to ask for it (NB nurses standards say must offer access to another parent for support)

d. Want informal opportunities to meet (not always talking about clefts)

e. “community” support – peer to peer online to talk to members

f. very hard to ring an unknown person – need face to face contact

g. have parent reps at waiting rooms in clinics

h. organise ante natal coffee mornings

5. Branches

a. Cleft teams do not pass people on to the branches

b. Branches not clear what is required of them from CLAPA national

c. Many areas do not have branches

d. We could make more use of the contacts parents have eg with local councils who could provide space for meetings and events. Sure Start are very welcoming and happy to host events
6. Awareness and information

a. Some people felt “Embarrassing bodies” TV programme would be a good way of informing – others felt that the title didn’t fit their view of CLP
b. Not everyone can access the internet

c. Give case studies on how CLAPA can support people

d. It is difficult to access medical/technical information

