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1) Haemophilia Centre Opening Hours & Contact Details

Northern Ireland Haemophilia
Comprehensive Care Centre and
Thrombosis Unit

@ 0289504 0444

(Monday to Friday, 9am to 5pm)

@ 028 9504 0666

(Out of Hours Haematology Help Line)

+\\\\\\\\\

m Belfast Health and g .
J Social Care Trust C Floor, Belfast City Hospital, Belfast, BT9 7AB

caring supporting improving together

The Northern Ireland Haemophilia Comprehensive Care Centre & Thrombosis Unit
known locally as The Haemophilia Centre is open 9am to 5pm Monday to Friday.
We are located on C Floor (Bridgewater Suite), Belfast City Hospital.

Outside of these hours, during weekends and bank holidays, a Help Line Service is
available for emergency advice. This service can speed up your assessment and
treatment in an Emergency Department and keep us informed of any issues you
may have out of hours.

The Haemophilia Centre is a designated European Comprehensive Care Centre.

OEAHAD EHC+’

This is to certify that

NI Haemophilia Comprehensive Care Centre & Thrombosis Unit
is a designated

European Haemophilia Comprehensive Care Centre
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2)

Our Commitments To You

s ™
#helle my name is...
S

HELEN MANSON
_Haemophilia Sister |

The seven commitments our team make to you are:

1)

2)

4)

5)

6)

You will receive individual, safe, uninterrupted and high-quality care that
meets your personal needs and is given by competent members of staff.

We will treat you with dignity, respect and compassion in an area that is clean
and safe.

We will behave with courtesy and consideration towards you.

You will know who you are speaking to. We will communicate with you
confidentially and in a way that best suits you and your needs.

You will feel respected and listened to. You will have the opportunity to share
your opinions about the care that we provide.

Our decisions about your care will be made with you and with the people you
wish to include. You will receive the information you need to make informed
choices about your care.

You will be cared for by a team who are inspired by these commitments and
have the authority to fulfil them.

OHOOOO6

Working together Excellence i sty Compassion

HSC Values



3) Meet The Team @

Medical Team

Dr Gary Benson

Consultant Haematologist & Haemophilia Centre Director

Dr Claire Corrigan

Consultant Haematologist

Dr Richard Gooding

Consultant Haematologist

Dr Charlene Neill

Coagulation Specialty Doctor

Sr Helen Manson

Haemophilia Sister

Christine Lynn

Haemophilia Nurse/Trials Co-ordinator

Jackie Dodds Patterson

Haemophilia Nurse

Deirdre Morgan

Haemophilia Nurse

Eimear Morgan

Haemophilia Nurse

Alex Kelly

Senior Health Care Assistant




Allied Health/Social Work Professional Team

Patricia McGrath

Haemophilia Social Worker

Claire Forde

Haemophilia Occupational Therapist

Francis McMonagle

Haemophilia Physiotherapist

Rebecca Hill

Specialist Clinical Psychologist

Administration Team

A=

Ray McKeown

Haemophilia Data Manager

Carolyn Matthews

Medical Secretary

Andrea Sands

Haemophilia Receptionist

Katy McKee

Clinical Scientist

Annmarie Kearney

Biomedical Scientist

Alastair Brown

Biomedical Scientist

James Cheshire

Biomedical Scientist



4) WhatWe Do

The Northern Ireland Haemophilia Comprehensive Care Centre & Thrombosis Unit,
is the regional centre that cares primarily for adult patients with the following
conditions:

Inherited Bleeding Disorders*
1 Haemophilia A
1 Haemophilia B
1 von Willebrand Disease
1 Factor VIl Deficiency
1 Factor VIl Deficiency
1 Factor IX Deficiency
1 Factor X Deficiency
1 Factor Xl Deficiency
1 Inherited Platelet Disorders
1 Bernard Soulier Syndrome
1 Dysfibrinogenaemia

* a full list of inherited bleeding disorders is available by contacting the Data
Manager

Other Haematological Disorders
1 Acquired Haemophilia
1 Acquired von Willebrand Disease
1 Hereditary Haemorrhagic Telangiectasia (HHT)
17 Immune Thrombocytopenia Purpura (ITP)
1 Thrombotic Thrombocytopenia Purpura (TTP)
1 Paroxysmal Nocturnal Haemoglobinuria (PNH)

¢ Venous Thromboembolism (VTE)



We also provide the following services:

1 9am to 5pm assessment and treatment walk-in service for patients with
inherited bleeding disorders

1 Belfast City Hospital inpatient review

1 Surgical treatment planning and delivery

1 Dental procedure planning and delivery

1 Facilitation of the ordering and collection of prescribed medication
1 Genetic testing for inherited bleeding disorders

1 Foetal DNA sex determination for prenatal screening for genetic bleeding
disorders

1 Travel advice and planning for patients with bleeding issues

1 Home delivery support

1 Acute treatments for patients who require:

1 Blood transfusions

1 Platelet transfusions

1 Intravenous immunoglobulin

¢ Venesection

7 lroninfusions

Teaching Hospital

The Haemophilia Centre is involved in teaching} ]
associated with Queen’s University Medical School &
Nursing School, Nursing at University of Ulster and The
Open University. Sometimes medical or nursing students \,ﬁ
may be present. Patients will be asked if they consent to \
students sitting in on consultations. You may be asked to ]z
speak to students about your condition. If you wish to &
participate in the teaching of students, please let us |
know.




5)

Your health care involves many different people and teams across the service. Here
in the Haemophilia Centre we aim to assist the coordination of the many complex

Your Health Care

requirements of your health care needs to promote safe effective care.

Our patients are looked after by a multidisciplinary team which include
3 Consultant Haematologists, all who have shared responsibility of your care.
Other members of the team include a Coagulation Specialty Doctor, Haematology
Specialty Registrar, Specialist Haemophilia Nursing Team, Physiotherapist, Social
Worker, Occupational Therapist, Data Manager, Medical Secretary, Receptionist and

Specialist Laboratory Team.
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6) Clinics

Monday PM Consultant Led Telephone Review
Tuesday AM Remote Phlebotomy Review
Wednesday AM New Patient Assessment
Thursday AM/PM Platelet Review & Treatment
Fortnightly Clinics

Monday PM General Review

Tuesday AM Nurse Led Telephone Review
Tuesday AM Obstetric Review (RVH)

Tuesday PM Obstetric Review (BCH)

Friday Clinics

1st Friday (Monthly) Haemophilia Review
2nd Friday (Every 3 months) PNH Review

3rd Friday (Monthly) ITP Review

4th Friday (Every 2 months)  von Willebrand Review

Other Clinics Facilitated
MDT Altnagelvin Bleeding Disorders
Genitourinary Medicine (Dr Quah)

Clinics can be very busy at times and there may be unavoidable delays
We will do our best to see you as close to your appointment time as possible

Please ask at reception for information regarding time delays

If you cannot make your appointment, or are running late, please telephone
the Haemophilia Centre Reception on 028 9504 0444




7) Haemophilia & von Willebrand Clinics

The Haemophilia and von Willebrand clinics are multidisciplinary in nature, and as
such can take longer than usual clinical reviews with your doctor. If you wish to be
reviewed by multiple members of the Multidisciplinary Team (MDT) - please allow
extra time for your appointment.

During these clinics, as well as being seen by the Medical Team, you have the
opportunity to be reviewed by any member of the MDT such as the Specialist
Haemophilia Nursing Team, Physiotherapist, Social Worker, Occupational Therapist
and/or Data Manager.

Patients with severe and moderate bleeding disorders are reviewed every
6 months at a face-to-face appointment, whereas mild bleeding disorder patients
are reviewed yearly at a face-to-face appointment or via the Nurse Led Telephone
Review Clinic. At your face-to-face appointment, we will measure your factor
trough levels and may ask you to adjust your prophylactic dose according to the

result.
A trough level is the lowest concentration reached

by a drug before the next dose is administered

8) Nurse Led Telephone Review Clinic

( The Nurse Led Telephone Review Clinic was introduced in 2015 to improve
communication and safety for patients with mild bleeding disorders.

( Suitability for the clinic is by consultant referral and exclusion criteria for
telephone review is considered.

(  Benefits for you will include:
1 less time off work

1 less costly travel expense

1 increased opportunity for education
regarding managing your condition safely



9)

What We Do At Your Haemophilia Review Clinic

Monitoring Your Haemophilia

Assessment of bleeding occurrences and patterns
Factor level to ensure the effectiveness of your prophylactic treatment

FBC (full blood count) and iron level to monitor for anaemia (when your
body doesn’t have enough red cells to meet the body's demand for
oxygen)

Inhibitor screen to detect the presence of an inhibitor
Joint scores to monitor joint health

Assessment of any upcoming procedures for surgical intervention

General Health Screening

f

f

f

Monitoring blood pressure
Monitoring weight and BMI
Bloods

Profile - monitoring kidney function and liver function

Blood glucose - monitoring diabetes '
Cholesterol - Over 40’s well man check

Prostrate Specific Antigen (PSA) - Over 50’s PSA check o= e
(prostrate cancer indicator)



10) Inpatient Areas

Should you require an admission to hospital, a bed within the Haematology setting
will be sought in either 6 North or 10 North. If this is not possible due to bed
pressures, a bed will be found in an outlying ward. You will have daily reviews from
the Haemophilia Team and from the on-call Haematology Team over weekends and
bank holidays.

11) Surgical Procedures For Patients With A Bleeding Disorder

1 Surgical procedures require extensive planning to avoid bleeding
complications.

1 All members of the MDT are involved in planning care with the patient to
ensure safe protocols.

1 The Haemophilia Medical and Specialist Nursing Teams aim to foster good
communication with the relevant surgical teams pre and post surgery.

1 Timing of rehabilitation post surgery with physiotherapy needs to be
tailored to patients’individual needs.

Please inform us as soon as you know the date
of any upcoming procedures and ask your

surgical team to contact us also




12) Physiotherapy

You can contact the Haemophilia Centre directly to arrange a physiotherapy
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