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families for home treatment and therefore reduce the need for hospital stays.

Interestingly, nowhere was there a mention of the perception that the CNS role
deskilled the staff nurse’s practice when it came to the care of these patients, but
rather, the CNS was relied upon for education and practical support at ward level.

Number of years qualified...

Length of time working with patients with inherited bleeding disorders... _

(if working in Emergency Department/ Theatre/ - please indicate approximate Overall the Haemophilia service in Ireland was deemed to be ‘excellent’, with
exposure to such patients, ie weekly/ once/ twice per month/ rare admissions. citations that other services ought to look to the Haemophilia service as a role
model for practice. Gaps In service however were thought to most likely occur out
Previous experience working with patients with bleeding disorders (if you have worked of hours. Bed shortages, which meant admitted patients being cared for on a non
elsewhere/ abroad) haematology ward, left a gap in care by experienced nursing staff, although staff in
these areas did feel they knew how and where to source help and support when
1 Do you think patients with bleeding disorders eg Haemophilia have any specific needed.
nursing needs as opposed to patients without bleeding disorders? Physical/
emotional/ psychological/ medicinal...If yes, please elaborate. Suggestions relating to what was perceived to be needed to help staff in their
nursing practice mainly came from staff in areas other than the haematology ward/
2 Where do you see your role in the care of a child with a bleeding disorder and day unit. All respondents found the regular ward level discussions and practical
family admitted to hospital, whether for treatment of acute bleed or for another sessions of great benefit, as there seems to be a perception of fear surrounding the
unrelated procedure/ issue? administration of coagulation factor concentrates.
3 What is your perception of the Haemophilia Clinical Nurse Specialist role and The development of a nursing care folder focusing on the nursing care needs such

function within the care pathway of a child with bleeding disorder and family

admitted to hospital? as pain management, and mobility was suggested because it Is perceived that most

resources at ward level are medical texts and policies.

4 Do you feel there are service gaps or anything that hinders the implementation

of your nursing care? Do you feel issues such as adequate analgesia are achieved A visual algorithm or diagram for pre & post operative management of a patient in

for these patients? Does administration of Coagulation Factor Concentrate prove theatre with a bleeding disorder was suggested as a step by step, easy to follow,

to be a challenge/ concern for you? Please elaborate... flow sheet as theatre staff in particular only deal with these patients for a short
portion of their hospital stay & there for many fears and uncertainties surround

5 What would you perceive is needed to help your nursing practice and help you these patients when they arrive in the department with a CFC infusion. Fear of the

to maintain best standards in nursing a patient with a bleeding disorder? inability to control bleeding being the prime fear, in conjunction with lack of

understanding of CFC infusions.
If you have any further opinions or comments to make in relation to nursing care, These fears are also echoed in the Emergency Department, as delays may arise
and the nurse’s role in the treatment and care of children and their families with following triage with regards the prescription of factor and obtaining the factor from

severe bleeding disorders, please feel free to elaborate below or complete

additional pages. .. the haematology lab. This is thought to subsequently

delay initiating prompt treatment of bleeds.

Conclusion

“A significant role of the nurse Is early intervention in
the treatment of a bleed & safely preparing a child for a

surgical procedure...” Feedback was unanimously supportive of the service provided by the Haemophilia

team In Our Lady’s Children’s Hospital, Crumlin. Even at times where the
experience of staff was felt to be somewhat lacking or there was a question of
confidence In their own nurse practice competency, there was definitive
confidence In the collective support of the more experienced nursing staff working
on the haematology ward and the indispensible resources provided by the CNS.

“The CNS has a central role in the care delivery... they
provide consistency within the team”

While there will always be room to expand and develop within the service, it seems
the needs of nursing staff are being fundamentally met in order to safely carry out
the holistic nursing care of children with an inherited bleeding disorder and their

families.
Suggestions and ongoing feedback may be incorporated into reviews of nurse
practice development as a whole.

“ If we where to encounter more patients with
bleeding disorders | would feel more confident. ..
however | think that we are well supported”
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