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It has been an amazing year for Suzanne Dyke and me, Anne Clift. We are both members of the
*Janeway Cleft Lip, Palate and Craniofacial Team in St. John's, Newfoundland and Labrador.

Here is our story of how a little idea mushroomed into something much bigger than either of us
expected.

I am a dental hygienist and Suzanne is a nurse. Between us we have almost 20 years of
experience on the Cleft Palate Team.

One thing we had noticed time and time again was that parents of newborns with cleft lip
and/or palate were very eager to see post-operative pictures of children with the same type of
cleft.

We gathered photos of children that parents had given us over the years and put them together
in an envelope. The problem was we only had one envelope of photos and often Suzanne would
need it while I had it or the reverse. Eventually we thought we should get the photos copied and
even make them a little larger. I decided to talk to “Julia's Mom” about our idea. Julia was one
of the children we saw regularly in palate clinic and each time she came her mom gave us
pictures. When I told Julia's mom about our plan to copy the pictures, she told me the reason she
brought so many photos was because she hoped we would use them to help other families. When
I asked why, this is what she said;

Needless to say Julia's Mom was delighted with our idea.

At a team strategic planning session Suzanne and I proposed making up a little booklet with
some photos showing children with different types of clefts and the same children after surgical
repair of the cleft.

When Julia was born with a unilateral cleft of lip and palate, she and her husband were
shocked and dismayed. They had never seen anyone with a cleft before and although the
doctors and nurses assured them their daughter was healthy and the cleft would be repaired,
they couldn't imagine how that would happen.

One of the nurses in the delivery room when Julia was born had a brother who was born with a
cleft lip and palate. When she saw how upset they were, this wonderful nurse went home and
brought back pictures of her brother after he had his cleft repaired. Julia's parents never
forgot her kindness and still keep in touch today.
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The Development and Rehabilitation division manager also thought it was an excellent idea and
after discussing it with the Children's and Women's Health Program Director recommended we
apply for a “Lighthouse Grant for Innovation*” to fund our little project.

to our surprise received a $10,000 grant. These monies were to research, develop, in-service
and evaluate a resource for Health Professionals and Families on “The Newborn with Cleft Lip
and Palate”.

That was the exciting part then came the hard work.

First was selecting what information to put into the resource. We had already decided it would
take the form of a distinctively colored binder with removable pages so the material could be
changed or updated as needed. We contacted obstetrical staff in as many birthing hospitals as
we could and all were interested in receiving the resource.
There are nine birthing hospitals in the Newfoundland and Labrador and an average of only 10
babies are born with cleft lip and/or palate each year. Consequently many staff working in
obstetrics have never taken care of a newborn with cleft lip and palate.

Photos of course would be a big part, but we wanted to focus on other issues of importance to
parents of newborns especially during the first few days after the baby was born. Also the
resource would be available in French and English as we serve a population of both official
languages.

Suzanne felt we should include information on feeding the newborn as feeding issues are the
main reason a newborn with cleft lip and palate is transported to the Janeway Neonatal Unit
immediately after birth. This practice deprives the family of time to bond with their new baby.
With better supports for feeding in the birthing hospitals and in the community, the newborn
could go home with mom following a normal length of stay.

This issue was especially important to Suzanne as she recalled one baby that was born in a small
hospital hundreds of miles from St. John's. The infant was airlifted to the Janeway shortly after
birth because of feeding concerns while the Mom who had had a caesarian section did not see
her child until nine days later!

We also spoke to parents of children with cleft lip and or palate to see if they would be willing to
share their photos and experiences to help other families and health professionals. We had an
overwhelmingly positive response.

In our literature review we noted that while there is a great deal of information on the newborn
with cleft lip and palate available on the internet we found parents of newborns either did not
have time to look or did not know where to look.

Suzanne and I had never done anything like this before and it was with some trepidation that we began
completing the grant application. With the help of our division manager, we finished the application and
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In some areas of the province highspeed internet is not available. We wanted to have
information in every birthing hospital in the province so that health professionals would have
resources to show families as soon as they asked for it.

With help from many groups, organizations and individuals the idea slowly became a reality.
About Face was invaluable in its assistance especially in pointing us toward a graphic design firm
that could produce our vision of a binder cover with a collage of baby faces. The front of the
binder features a large picture of Julia and her mother. The rest of the photos are not
professionally done but rather family pictures given to us by parents of children we see in clinic.

Since we have completed the binder it has been presented at two national meetings resulting in
requests for copies from here to British Columbia. There is now an electronic version (French
and English) as well andAbout Face and Eastern Health have links on their respective websites.

Suzanne and I embarked on a tour of birthing hospitals on the island in November where we
presented in-services to hospital and community health staff with extremely positive results.
We plan to give the same in-service via video link with Labrador in the near future

We were inspired to pursue this project because of challenges encountered by health care staff
and families when babies were born with cleft lip and palate. It has been an amazing experience
from start to finish and we hope it will benefit those for whom it was created for many years to
come.

We still have several copies of the binder available to Health Care Professionals who may be
interested.

* The Lighthouse Grants for Innovation support innovation that will encourage new approaches to the
work of departments, programs, divisions, professional groups or teams within Eastern Health**.
Grants of up to $10,000 are available.

** Eastern Health is the largest integrated health authority in Atlantic Canada serving a regional
population of more than 290,000 and offering the full continuum of health and community services,
including public health, long-term care, community services, hospital care and unique provincial
programs and services.

Janeway Children's Health and Rehabilitation Centre is part of the Children's and Women's Health
Program of Eastern Health


