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CONSULTATION RESPONSE QUESTIONNAIRE 

 
You can respond to the consultation document by e-mail, letter or fax. 

 

Before you submit your response, please read Appendix 1 about the effect of the 
Freedom of Information Act 2000 on the confidentiality of responses to public 

consultation exercises. 

 

Responses should be sent to: 
 

E-mail:    IFRPC@dhsspsni.gov.uk 

 

Written:  IFR Evaluation Consultation 

DHSSPS 

Room 1 
Annex 1 

Castle Buildings 

Stormont Estate 
Belfast, BT4 3SQ 

 

Tel:     (028) 9052  

Fax:     (028) 9052  
 

Responses must be received no later than 08 May 2015 

 
 

I am responding: as an individual  

 on behalf of an organisation 

   (please tick a box) 

 

Name: Dr Susan Walsh 

Job Title: Director 

Organisation: Primary Immunodeficiency UK  

Address: 199A Victoria Street  

 London SW1E 5NE 

Tel: 0800 987 8986 

Fax:  

e-mail: susanwalsh@piduk.org  
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The Minster for Health Social Services and public launched an evaluation of 
the Individual Funding Request (IFR) process for specialist drugs on 24 
September 2014. 
 
This evaluation was intended to provide a rapid assessment of the existing 
IFR process and to make recommendations as to whether the IFR should 
continue in its current form or whether a new process should be considered. 
 
The report of the evaluation was published by the Health Minister Jim Wells 
on 17th February 2015. It sets out 5 recommendations which refer to a range 
of areas across the health service in Northern Ireland. The full report can be 
accessed at: 
 

www.dhsspsni.gov.uk/ 

 
 

Purpose 

 
This questionnaire seeks your views on the recommendations arising from the 

evaluation and should be read in conjunction with the full report.   

 

The consultation questionnaire 
 

The questionnaire can be completed by an individual health professional, stakeholder 

or member of the public, or it can be completed on behalf of a group or organisation. 
 

Part A: provides an opportunity to answer questions relating to specific 

recommendations and/or to provide general comments on the recommendations.  
 

Part B: provides an opportunity for respondents to give additional feedback relating 

to any equality or human rights implications of the recommendations. 

 
 

 

 
 

 

 
 

 

 

 
 

 

 
 

 

 

 
 

 

 
 

When responding to Part A please indicate which recommendation(s) you are 

providing feedback on: 
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Please tick which recommendations you are providing feedback on  

Recommendation 1 – Revising the existing exceptionality criteria 
 

YES 

Recommendation 2 – Establishing regional scrutiny committee(s)  

 

YES 

Recommendation 3 – Increased transparency 
 

YES 

Recommendation 4 – Establishment of a Special Medicines Fund 

 

YES 

Recommendation 5 – Re-introduce prescription charges to resource the Fund 
 

YES 

General Comments 
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Part A   

Feedback on Recommendations 
 

Recommendation 1 

 

That the existing exceptionality criteria should be amended to remove 
the reference to 95%. 
 

It is recommended that a new definition of clinical exceptionality should be 
developed that is clearly understood by patients and their clinicians, families, 
carers and representatives and is fully explained as to how it should be 
applied both at Trust level and at Commissioner level and the 
interdependency between the two. 
 
Q1.  Do you agree that the current exceptionality criteria are too high? 

 

Strongly agree  Agree  Neither  Disagree Strongly disagree 
 

Comments: 

 

Yes there needs to be in-built flexibility on decision making based on a patient’s 
clinical need.   

 

 
 

Recommendation 2 

 

That the establishment of regional scrutiny committees should be 
considered to ensure all IFR applications are subject to regionally 
consistent clinical input and peer review. 

It is recommended that a regional group (or groups to cover the clinical 
specialities which use specialist drugs) be established to meet weekly which 
will allow for the consideration and clinical endorsement of IFR applications 
from all Trusts.  
 

 
Q1. Do you agree with this recommendation? 

 

Strongly agree  Agree  Neither  Disagree Strongly disagree 
 

Comments: 

 
This would ensure swift decision making for the benefit of patients. This must be 

followed through by equally swift decisions being taken by Commissioners and 

timelines should be set for this part of the process too.  
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Recommendation 3 

 

That the existing IFR guidance should be revised to include greater 
transparency. 
 
It is recommended that the Department working in partnership with the HSCB, 
HSC Trust and the Patient Client Council (PCC) should conduct further work 
with clinicians and patient representatives to ensure that there is absolute 
clarity regarding the process itself and professional roles. This work should 
also consider the collection and recording of data relating to specialist 
treatments. 
 
Q1. Do you agree that the process would benefit from a greater level of 
transparency? 

 

Strongly agree  Agree  Neither  Disagree Strongly disagree 

 

Comments: 

 

Transparency and clarity are essential to build patients’ trust in the process. There 
should also be clear pathways for patients and their advocates to challenge any 

decisions made.  

 
It makes sense to have systems in place that will improve the collection and 

recording of specialist treatment data as this will improve decision making, help 

monitor parity of access, help inform service provision and budget needs and would 

provide a benchmark for coming years.   

 

Q2. Do you agree that increased transparency would have a positive impact on 
patients’ and clinicians’ confidence in the process? 

 

Strongly agree  Agree  Neither  Disagree Strongly disagree 

 

Comments: 

 

Confidence in the process is essential and helps ensure parity of decision-making 
and helps maintain important relationships between patients and their doctors. 

 



 

 

8 

 

  

Recommendation 4 
 

That the Department should establish a Specialist Medicines Fund to 
meet the costs of administering and maintaining increased access to 
specialist drugs. 
 
It is recommended that the Department should establish a new Specialist 
Medicines Fund to support the changes proposed here and to ensure that 
funding for these medicines and the infrastructure necessary to support them 
is put on a secure financial footing. 
 

Q1. Do you agree that the Department should establish a Specialist Medicines 
Fund to put funding for medicines on a secure financial footing? 

 

Strongly agree  Agree  Neither  Disagree Strongly disagree 

 

Comments: 

 

 

 

 

 

Recommendation 5 

 

In order to resource the new fund, the Department should re-introduce 
charging for prescriptions. 
 
In view of the current financial position, and the need to invest in services 
such as the provision of new specialist drugs, this is an appropriate time to 
reconsider the provision of free prescriptions in Northern Ireland. The 
additional funding provided through this would be used to put funding for 
specialist medicines on a secure financial footing. 
 

Q1. Do you agree that it is reasonable for patients to make a contribution towards 

the costs of their prescriptions, particularly in light of the challenges of funding 
high cost specialist medicines? 

 

Strongly agree  Agree  Neither  Disagree Strongly disagree 
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Comments: 

 

 

 
 
 

 

 

Q2. What do you consider would be the most appropriate way to apply such a 
charge? 

 

 

Comments: 

 

 
 

 

 
 

 


