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•

Etheldreda Kong, a GP at Church End 

Medical Centre, Harlesden Locality

Professional Executive Committee (PEC)  

Chair, Brent Teaching Primary Care Trust
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[image: image2.wmf]Using Patient Participation Group

to

Promote Awareness of Sickle Cell and 

Thalassaemia

, locally prevalent 

conditions
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[image: image3.wmf]What is a Patient Participation 

Group?

•

At Church End Medical Centre

-

It is a 

forum for patients by patients. 

•

There is a committee to ensure that the 

group runs smoothly.

•

The group works closely with the practice.

•

The group meets two monthly and 

publishes a Newsletter 3

-

6 monthly.

•

The meetings are open to all patients of 

the practice
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[image: image4.wmf]Contd.

•

At meetings, the group discusses health care 

issues, practice/patient matters, health 

promotion and education, disease prevention 

and management, NHS changes and any 

relevant topic to health.

•

At each meeting, there are guest speakers, 

speaking on a chronic condition of the group’s 

choice.

•

Together, patients with practice, decide and 

improve the way forward.
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[image: image5.wmf]PPG Forum on 2 12 2003

on Sickle Cell and Related 

Disorders

•

Participants: Patients

Patients with the conditions

Expert Patient 

Carers

Practice members: Clinicians  

and non

-

clinical staff
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[image: image6.wmf]PPG Forum 

contd

•

Participants:  Local Chemists

Housing Association 

Members

1 school Welfare Officer
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[image: image7.wmf]PPG 

contd

•

Participants:   Beatrice 

Babalola

-

Specialist 

Nurse, Brent Sickle Cell and 

Thalassaemia

Centre

Vincent Cox

-

Deputy Director from 

Sickle Cell Society

Stephanie O’Sullivan

-

Fundraiser 

Consultant for Sickle Cell Society

Beatrice 

Nijindou

-

Co

-

ordinator for 

Brent Children Sickle Link
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[image: image8.wmf]Feedback on the Forum

•

“We learned a lot about the condition”

•

“It is not a Black person’s disease

-

it can affect 

any one”

•

“I will pass on the information to my family 

and friends”

“ I am glad I attended today”

“I did not want to speak out at the meeting. It is 

good to see so much interest from people 

wanting to know about it”

-

patient with SC
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[image: image9.wmf]We talked about our experience on 

it with enthusiasm at…

26

th

Annual Conference of the National 

Association of Patient Participation in 

June. We are a member of this National 

Organisation. Being a member allows us 

to network with other patient’s groups.

We met Newham 

PCT’s

Sickle Cell Link and 

exchanged experience.
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[image: image10.wmf]Service Development for our 

Patients at CEMC

Sickle Cell Condition: Making it 

Everyone’s business
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[image: image11.wmf]New Service Development at the 

Practice from April 2004

•

Management of Sickle Cell Anaemia/

Haemoglobinopathies

in Primary Care

-

Screen the at

-

risk population

-

Create a Disease Register

-

Pre

-

conceptual Counselling/Family Planning

-

Adequate treatment for patients:

Pain control

-

acute and chronic episodes

Crisis management
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[image: image12.wmf]contd

•

Preventative Prophylaxis with Folic 

acid/Penicillin V

•

Ensure up

-

to

-

date 

pneumoccocal

, 

Haemophilus

B, flu vaccinations

•

Ensure Access for patients to specialised 

care

•

Reduce hospital admissions

•

Access to eye screening in view of 

possible sickle retinopathy
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[image: image13.wmf]contd

•

Educational Forum via PPG

•

Working closely with acute providers, 

sickle cell centre, 

NWLondon

Sickle Cell 

Network, Sickle Cell Society and other 

voluntary agencies
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[image: image14.wmf]Some Statistics to share

-

Practice Population 

•

26 patients known to have sickle cell anaemia/

thalassaemia

11 males: 2 of age range  5

-

16 years

2 of age range 17

-

24

5 of age range 25

-

34

1  of age range 35

-

44

1 of age range 55

-

64

15 females:7 of age range 17

-

24

4 of age range 25

-

34

2 of age range 35

-

44

2 of age range 45

-

54

•

74 patients known to have sickle cell trait

•

We have approx.5% of our at risk patients

screened to date
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[image: image15.wmf]Personal Agenda…taking it home..

Spreading the message

•

So much so that…

My daughter, 

Roxy

, who is in Year 7 at 

South Hampstead High School, with 

Olivia, Professor Davies’ daughter

-

championed Sickle Cell Society as their 

class’s charity and raised £200.00! 

They did a brief presentation on the 

condition to the school at the Assembly
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Contd.

		At meetings, the group discusses health care issues, practice/patient matters, health promotion and education, disease prevention and management, NHS changes and any relevant topic to health.

		At each meeting, there are guest speakers, speaking on a chronic condition of the group’s choice.

		Together, patients with practice, decide and improve the way forward.
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Feedback on the Forum

		“We learned a lot about the condition”

		“It is not a Black person’s disease-it can affect any one”

		“I will pass on the information to my family 



     and friends”

  “ I am glad I attended today”

  “I did not want to speak out at the meeting. It is good to see so much interest from people wanting to know about it”-patient with SC
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Service Development for our Patients at CEMC

Sickle Cell Condition: Making it Everyone’s business
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contd

		Preventative Prophylaxis with Folic acid/Penicillin V

		Ensure up-to-date pneumoccocal, Haemophilus B, flu vaccinations

		Ensure Access for patients to specialised care

		Reduce hospital admissions

		Access to eye screening in view of possible sickle retinopathy
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Some Statistics to share-

Practice Population 

		26 patients known to have sickle cell anaemia/thalassaemia



 11 males: 2 of age range  5-16 years

                 2 of age range 17-24

                 5 of age range 25-34

                 1  of age range 35-44

                 1 of age range 55-64

15 females:7 of age range 17-24

                  4 of age range 25-34

                  2 of age range 35-44

                  2 of age range 45-54

		74 patients known to have sickle cell trait

		We have approx.5% of our at risk patients



   screened to date
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Personal Agenda…taking it home..

Spreading the message

		So much so that…



My daughter, Roxy, who is in Year 7 at South Hampstead High School, with Olivia, Professor Davies’ daughter-championed Sickle Cell Society as their class’s charity and raised £200.00! 

They did a brief presentation on the condition to the school at the Assembly
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contd

		Educational Forum via PPG

		Working closely with acute providers, sickle cell centre, NWLondon Sickle Cell Network, Sickle Cell Society and other voluntary agencies
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New Service Development at the Practice from April 2004

		Management of Sickle Cell Anaemia/



   Haemoglobinopathies in Primary Care

-Screen the at-risk population

-Create a Disease Register

-Pre-conceptual Counselling/Family Planning

-Adequate treatment for patients:

Pain control-acute and chronic episodes

Crisis management
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We talked about our experience on it with enthusiasm at…

26th Annual Conference of the National Association of Patient Participation in June. We are a member of this National Organisation. Being a member allows us to network with other patient’s groups.

We met Newham PCT’s Sickle Cell Link and exchanged experience.
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PPG Forum contd

		Participants:  Local Chemists



                         Housing Association 

                         Members

                         1 school Welfare Officer
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PPG contd

		Participants:   Beatrice Babalola-Specialist Nurse, Brent Sickle Cell and Thalassaemia Centre



                          Vincent Cox-Deputy Director from Sickle Cell Society

                          Stephanie O’Sullivan-Fundraiser Consultant for Sickle Cell Society

                          Beatrice Nijindou-Co-ordinator for Brent Children Sickle Link
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PPG Forum on 2 12 2003

on Sickle Cell and Related Disorders



		Participants: Patients



                        Patients with the conditions

                        Expert Patient 

                        Carers

                        Practice members: Clinicians  

                        and non-clinical staff
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Using Patient Participation Group

to

 Promote Awareness of Sickle Cell and Thalassaemia, locally prevalent conditions
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What is a Patient Participation Group?

		At Church End Medical Centre-It is a forum for patients by patients. 

		There is a committee to ensure that the group runs smoothly.

		The group works closely with the practice.

		The group meets two monthly and publishes a Newsletter 3-6 monthly.

		The meetings are open to all patients of the practice
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I am…..

		Etheldreda Kong, a GP at Church End Medical Centre, Harlesden Locality



   

   Professional Executive Committee (PEC)  Chair, Brent Teaching Primary Care Trust








