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PID UK - The provision of immunoglobulin 
 Medical Professional Survey 

 
The aim of the survey was to understand the immunology professional community’s views on 
the provision of immunoglobulin to patients following the decisions made by NHS England 
concerning the commissioning framework introduced in May 2017 for immunoglobulin (IG) 
products.  
  
The survey was open for one month from November to December 2017 and was made 
available to centres via an email invitation by PID UK and through the Allergy and Immunology 
nursing group.  The results of the survey have been circulated to NHS England Immunology 
and Allergy Clinical Reference Group and NHS England commissioners.  
 
PID UK would like to thank all the participants for taking time to respond to this survey.  
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Survey results 
 
Section 1. Participants 
 
Overall 39 medical professionals took part although not all respondents answered each section.  
 
Section 2.  Indication of the number of patients on IG at centres who took part 
 
20 responses were from immunology nurses and 18 from doctors. One respondent did not 
complete this section.  
 

 

 
 
Section 3.  Participants were asked to indicate the extent to which they agreed or 
disagreed with statements concerning various aspects of IG provision.    
 
Responses and questions are detailed in Appendix 1 (page 12) and a summary is given below. 
 

• Management of immunoglobulin 
 
95% of respondents agreed that an IG management system should ensure a secure and stable 
supply of a range of IG products for PID patients. 
 

• Impact of NHS England commissioning decisions 
 
77% of respondents reported the current NHSE guidelines on IG prescribing and supply had 
adversely impacted on IG supply in their area.  
 
94% of respondents agreed that the NHSE commissioning decisions had NOT promoted a 
secure steady stock of IG products for patients. 
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• Attitudes to switching for nonclinical reasons 
 
All respondents either strongly disagreed (87%) or disagreed (13%) with the statement that ‘it is 
good practice to undertake IG switching for non-clinical reasons.’  
 

• Attitudes to exposing patients to different donor pools by switching process 
 
97% of respondents agreed that exposing patients to different donor pools on a regular basis is 
NOT an acceptable way of managing a life-long therapy.  
 
83% of respondents agreed (of whom, 52% strongly agreed) that access to product families 
(e.g. Cuvitru, Hyquivia, Kiovig) is important as it allows optimisation of therapy for individual 
patients within the same manufacturing process and donor pool.  
 

• Cost of products and managing IG supply 
 
73% of respondents disagreed (of whom, 26% strongly disagreed) with the statement that ‘the 
cost of an IG product should be a key driver of how IG supply is managed within NHS England’.  
 

• Attitudes to patient choice and access to a wide range of products 
 
85% of respondents agreed (of whom, 60% strongly agreed) that patient choice is an important 
aspect of providing IG therapy to patients. 
 
ALL respondents strongly agreed that medical professionals should have access to a wide 
range of IG products for their patients so that treatments can be individualised.  
 
Only one respondent agreed that newly diagnosed patients should have a more restrictive 
choice of IG products as compared to existing patients. (62% strongly disagreed; 37% 
disagreed).  
 

• Equity of access to immunoglobulin products in the four home nations 
 
92% of respondents agreed that the views of 4 nations should be taken into account to avoid a 
postcode lottery of quality.  
 
Only one respondent agreed that patients in England should have fewer choices of IG products 
than those in Wales, NI and Scotland. 
 

• Consultation of NHS England with stakeholders 
 
Only 5% of respondents thought that they were consulted adequately about the NHSE changes 
to IG provision for patients.  
 
86% of respondents either strongly agreed (59%) or agreed (27%) that as patient advocates, 
medical professionals should have been asked for their opinion on this policy.  
 

• Cost and resource implications for centres 
 
95% of respondents agreed that significantly more nursing time would be required to manage 
the switches and product shortage. 
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97% of respondents thought that NHSE had NOT understood and costed the resource 
implications for centres switching their patients to new products. 
 

• NHS communications with patients 
 
86% of respondents thought that NHSE had NOT explained the reasons behind the change in 
policy in an honest and helpful manner.  
 
All respondents indicated that the NHS had NOT understood the impact of patients concerning 
switching them to new products. 
 
Free text comments 
 
Twenty-three respondents provided comment – these have not been corrected for spelling 
mistakes etc. 
 

1.  We have not changed patients from their existing Immunoglobulin to cheaper products as result of the 
guidance as yet. Although we are all aware of the cost effectiveness for the NHS I feel that if all centres 
change patients to the cheaper Ig products this will have serious implications for the provision of 
Immunoglobulin stability and potentially compromise patient treatment and care. 
 

2. Am unable to answer some of these questions given that I work in Scotland and whilst have an awareness 
of the situation in England I do not have sufficient knowledge to answer these questions objectively. 
 

3. We need a fair system to balance the costs and demands of patients to get products suitable to them in 
each individual case. 
 

4. I can understand the need to manage both costs and supply. However, this needs to be done in 
consultation with those most interested in ensuring both financial and supply viability - clinical immunology 
practitioners. A good understanding of the history of supply issues in immunoglobulin and the difficulties 
(both practical and clinical) in switching patients is vital in creating the best ongoing policy on 
Immunoglobulin supply. 
 

5. the restriction of using limited Immunoglobulins will not necessarily cause immediate issues however with 
limiting use of a wide range of products will in itself (possibly within the next twelve months cause major 
shortages). The reason is the focus on limited products will increase the use in the short term but one has 
to ask the question is this sustainable and what will happen to the surge in demand, a nshotage. The other 
products not recommended will have been allocated to other countries and there will be no back up 
increasing the shortage of the supply of all immunoglobulins 
 

6. This solution that is suggested now will lead to a shortage in immunoglobulin and will have a great impact 
on the management of patients with immunodeficiency. This in turn will have a great impact on workload 
and can lead to stopping of home therapy training to accommodate all the changes of products. 
 

7. It is very difficult to manage a sudden withdrawal of immunoglobulin product when there are limited 
alternatives available. There have been recent problems with obtaining supply, maintaining stock and 
switching patients purely due to stock availability. The reality of the situation is that this could be a frequent 
event if we do not have stability in the supply of named brand immunoglobulin for long term users. The 
principle of swapping immunoglobulin product only when there is a valid clinical reason and the potential 
for difficulties when this is compromised was discussed at our annual Immunology and Allergy Nurse 
Group conference last year and the current situation will only get worse if we cannot secure plurality of 
supply. 
 

8. CLEARLY PATIENTS DO NOT COME FIRST 
 

9. I have always believed in not switching patients for financial reasons. My Trust has always advocated that 
here on principal. More to have a stable demand to assist a stable supply, and less upheaval for the 
patients if they are on a product which is working well for them. However, I am not worried about the safety 
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of switching products to different manufacturing companies. They all follow the same safety standards. 
Very rarely do we have to switch because of tolerability. It has never been our practice to switch IV patients 
to the equivalent subcut product and have not had issues. We select product to ensure equity between the 
companies, and/or choosing the most appropriate concentration/volume to suit the patient (ie high dose 
neuro use 20%). Our hope with the new tender was to have an additional 20% product, not just a different 
one. I see both sides of the financial argument. The NHS does not have an endless supply of money. 
However, I would have been more accepting if it was just new patients to start on the cheaper product, until 
again the spread was even between the companies. I feel this is trying to teach the drug companies a 
lesson to drop their prices and the companies threating the NHS that they will no longer supply - no-one 
will win, certainly not the patient. Our patients and staff do not deserve this. Surely there has to be a 
compromise to ensure product availability for patients and value for the tax payers money, although it is 
clearly easier said than done. Our Trust cannot afford to take on the costs that NHS England will pass 
through to our Trust for keeping existing patients on their products, so the Trust has no choice but to 
change. On this matter I am disappointed with the wording that PID UK has used their November letter, it is 
inflammatory against the Trusts, by not clarifying it is the national level choice, not the Trust choice. 
Patients could blame the Trusts which is not a true picture of the situation. Also in some areas it will scare 
them unnecessarily ie suggesting some companies product isn't as good. Prices will change again, 
probably in May, so I'm sure the cheapest products now will not remain so for the 2 year extension period 
of the contract. As a Trust with one of the largest cohorts of patients we cannot keep switching products - 
we are not permitted overtime in order to accommodate the extra work involved. It is impossible to think 
this can happen every time the price changes. The cost of this is very high but difficult to quantify as we 
deal with it along with our existing workload. Patients choice for product again is a difficult one in financially 
strapped Trust that cannot afford to pay for a product that is no longer covered nationally. Again I feel it 
best applied to new starters. However I stress a patient should be able to choose if they infuse IV or SC, 
and ideally if they do not wish to change products. That said, all the patients who potentially need to 
change IV to IV or SC to SC we have discussed this with so far, have not voiced any objections. It would 
be a different story if a 20% was not on the approved list. Generally I am very concerned with the national 
supply of products. Many companies have had supply issues over the last year or so, and it is a nightmare, 
never knowing if we'll have product or not. I anticipate this will only become worse, by cutting companies 
out of the UK market. Surely we should make it more competitive and less of a monopoly. If one company 
has a supply issue we will be more vulnerable than ever with fewer companies to meet the shortfall. I am 
not convinced there is adequate supply of new products. We were told of the 2 new IV products combined 
there was only capacity for 6 patients. This does not meet a new patient quota, let alone switching patients 
as suggested. Again, I am not convinced that there will be enough Cuvitru to cover both subcuvia and 
Hizentra needs for our centre - it's about 90 patients (40 are high dose neuro). There are very troubling 
times ahead and I do hope everything will be done sensibly to ensure the right choice of products, with 
sufficient supply for our patients, to ensure their health and well being. I can compromise that some people, 
with consent could swap to try and save some money, but this is a temporary measure as prices fluctuate, 
and there is only so much resource in nursing time and facilities to enact any changes. I do find the tone of 
PID UK letter disappointing. Not on the principles they believe to be true, but how it undermines the Trusts 
who are trying their utmost under very difficult circumstances. 
 

10. There is much more to the appropriate use of Immunoglobulin than just the cost. This is important in a 
resource limited NHS but it is false economy to make decisions with a significant lack of understanding of 
the implications. 

 
 

11. As a lead nurse specilaist responsible for managing a large home therapy group among other duties this 
initiative has made our patients and us worried about the future supply of Immunoglobulin products. Whilst 
I completely understand we need to look at ways of reducing the cost implication of using 
Immunoglobulins, other measures to reduce use could have taken place before this radical decision. Such 
as more regular review and dose titration (esp for neurology patients using high doses). 
 

12. Some of the above questions ( Q 3e and Q 3f ) could have been better framed - the lines of Q3e - "Newly 
diagnosed patients should have a more restrictive choice of IG products as compared to existing patients." 
reframed as - "This policy leads to restriction of choice of Ig Products to newly diagnosed patients and can 
be interpreted as discriminatory" - one would then say strongly agree / agree Q3f - "Patients in England 
should have much fewer choices of IG products than those in Wales, NI and Scotland". reframed as -- " 
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This policy leads to postcode lottery and lack of choice for patients in England compared to patients in 
Wales, NI and Scotland - strongly agree. 

 
13. We have already experienced product shortages in our centre as a direct result of the policy put in place by 

NHS England. Switching our home therapy patients is going to be costly as nursing staff are diverted from 
other tasks to this, and patients need to return to hospital for their first doses. Patients who wish to switch 
to home therapy have had to be delayed so that the the home therapy delivery company contract can be 
amended to include the new products that have been recommended as first line treatments by NHS 
England. Coupled with product shortages and ensuring patients who are on specific products for a clinical 
reason is a compete nightmare and it will only continue if we are expected to do this every time the 
tendering process is done. By the time we switch all of our patients it will be time to do it all over again. 
 

14. Many patients experience side effects, some with more than one immunoglobulin product. Having non-
funded products and products which are favoured over others will make less choice for those patients. 
NHSE did not consult effectively with the clinicians responsible for prescribing and treating PID patients 
before 'drip feeding' their advice. By the time that the situation was fully undersood, the centres had put 
their forecasts to CMU which were rendered completely inaccurate given the subsequent direction from 
NHSE. 

 
15. there has been no consultation with the UKPIN community. this has been a top down heavy handed 

approach. local issues have not been taken into account. it may be that the NHSE approach is needed for 
financial reasons however this deviates from our protocols, gold standards of care and we are not sure 
whether the full economic costs of changing patients’ products has been taken into account apart from 
quality of care concerns raised quite appropriately by the patient fora. 
 

16. The commissioning process undertaken by NHSE has been frankly idiotic. It seems that an accountant, 
with eyes only for costs in £/g, has made key decisions without considering the wider implications of those 
decisions. 

 
 

17. I do think that cost is an important issue. There is a finite budget and actually saving money where there 
are no differences in clinical effectiveness makes more money available across the NHS. This will 
positively impact on PID patients attending A&E, receiving treatment on wards etc. I think the clinical risk of 
changing products is not significant, but it cannot be done repeatedly more because of the side effects and 
inconvenience and upset for patients and also clinical services. There are differences between the services 
across the nation and that seems wrong to me, but the devolved nations wanted that and we in England 
tend to vote for low taxes and less NHS funding, so we have less money to spend in the NHS. It is not 
possible to canvas opinion from everyone in immunology but as I understand it this issue was discussed 
with CRG members (before my time) and they did agree. We all want the very best for our patients but we 
have to accept the reality of working in the NHS and having to make difficult decisions about how to get the 
most benefit for patients from scarce resource. 
 

18. The approach of NHS England ignores key principles of long term patient care and flies in the face of the 
Service Definition. Consultation has not occurred and the supply destabilised. This decision should be 
reversed. 

 
19. our main concerns regarding using a limited number of products and switching was the impact on the 

supply chain and product availability, this is already starting to happen. IN addition the impact on patients 
and staff and the uncosted impact of staff time and patients time on the need to switch. 

 
 

20. In Q2 - I think we cannot ignore costs and for new starters on products and short term use, then lower cost 
equally efficacious products are important considerations if we are to maintain Ig for all indications, 
however, the lessons of the past are that when the UK tries to force down the cost of Ig artificially, 
manufacturers divert supply to other parts of the world and it was just such problems that led to the 
inception of the demand management system. Ig price in a region varies on the basis of many factors, but 
over the lifetime of a patient a given product osscilates around the mean. Switching always for the 
cheapest product has already created supply issues, instability for patients, monitoring and switch costs 
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appear not to have been costed and the disconnect of not supplying Ig pool families of SC matched with IV 
creates management problems for individual patients. 
 

21. Very poor consultation process. Rushed implication. Huge waste of stretched recourses Real concern as to 
the longevity of supply for some new product recommended. No consideration to HIV / Hep C scandal of 
the 80's - loss of trust of patients will be massive. Feels we are now at risk of a similar disaster. 

 
 

22. Based in Scotland I am not able to answer some of these specific questions. I would not expect to be 
consulted by NHSE on any of these issues. Affordability of product(s) is important, but not the most 
important aspect of product selection and use. 
 

23. Scotland, Wales, NI have separate health care systems: so what happens in England not directly 
applicable. 

 
Section 4.   Impact of NHSE decision making on the supply of IG in your area 
 
 
Question  YES NO  Don’t 

know 
N/A No of 

responses 
Has the new 
policy adversely 
impacted on Ig 
supply in your 
area? 

57.9%  
N = 22 

31.6% 
N = 12 

5.26% 
N = 2 

5.26%  
N = 2 

38 

Have you had to 
switch patients 
during acute 
therapy due to 
new supply 
issues?  

46% 
N = 17 

43% 
N = 16 

2.7 
N = 1 

8.1%  
N = 2 

37 

 
Free text responses  - – these have not been corrected for spelling mistakes etc. 
 

1. I am concerned about communication about cessation of Octagam and Flebogamma 10%. This caused 
concerned significant concerns to patient who were phoned at short noticed by clinical team. At least one 
of both IgG products are on NHs England approval yet one of these companies have approached our Unit 
asking to switch product as they claimed it would be withdrawn. We did set up a meeting with company to 
clarify what is happening however company cancelled and have not come up with another date. Our NHS 
trust IgG committee are meeting shortly to review these issues. 
 

2. N/A 
 

3. We have started newly diagnosed patients on new products but have not yet changed the existing patients. 
Currently there is a potential issue but within the next six months it will definetley will be a major problem. 
due to the discontinuing of a product. 

 
4. We are not governed by the NHS England directive re Immunoglobulin in Wales, but have had specific 

Immunoglobulin products suddenly unavailable to us, so have had to swap patients to a different 
Immunoglobulin product within a short space of time. 
 

5. Our Trust has taken so long in adding the new IV products to the formulary we've only got them in for this 
week. When Gammaplex stopped we had to change to other existing products. Still waiting for Cuvitri 

 
6.  not yet 

 
7. One of our patients was facing a terminal illness and we had to switch the product when he was very 

poorly and had enough to deal with on top of this. 
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8. Adverse impact on supply in our area - not so far. We expect this will probably worse in the coming months 
 

9. We are looking at switching patients at the moment due to a supply issue with one product. This is an 
evolving situation so I am currently not sure how many will be need to switch. 

 
10. We have experienced difficulties in obtaining enough supplies of either existing products due to quotas 

now being instigated and are finding difficulty in securing adequate supplies of the products favoured by 
NHSE. the time and effort required by the medical team and nursing teams has been extraordinary and is 
still ongoing. We are having to delay patients treatments whilst awaiting supplies and now ultimately will 
have to change patients products due to lack of their chosen immunoglobulin. My concern is that this 
process will have to be repeated each time the CMU tender is revealed, meaning that we will continually 
have supply issues and have to be switching patients. 

 
11. We have a very small allocation for intratect, no allocation for gammunex, we cannot get hold of octagam 

for new patients, we have only 2 options for new patients iqymune and kiovig (trying to avoid privigen). 
patient swapped from gammaplex onto intratect had to be swapped again because intratect not available. 

 
12. At present no major issues but this may change in the next few months. 

 
13. Wales has not introduced the NHS England advice and patients are not switched for non clinical reasons. 

The exception being when products are not available such as BPL. 
 

14. not yet! 
 

15. Not yet within RFH as we have very close links with suppliers and our pharmacy is very organised. 
Patients prescribed and receiving immunoglobulin at local hospitals under our care have reported delays in 
receiving treatment. 

 
16. We have enough product for existing patients, but there is a national problem with panic/bulk buying driving 

shortages that will soon affect everyone. 
 

17. The management of immunoglobulin in Wales differs to England and has allowed a steady supply of 
products without unnecessary swapping between products. The only reason that patients have had to 
swap products has been unavoidable and complete withdrawal of certain products from the UK market 
(BPL products). The management strategy has minimised risk to patients, maintained QOL in relation to 
treatment and reduced the significant, additional workload associated with bringing patient back into 
hospital for a change of product. 

 
18. We have refused to switch patients as yet, because of trust policy agreed between departments. I have not 

seen adequate reassurances of maintenance of supply 
 

19. No visible effect of the NHSE in Scotland. 
 
Section 5. The need to switch patients  
 
Q5. Have you had to switch patients more than once because their new product is no 
longer available?  
 

Response  % of poll and number of respondents (n) 
Yes 13%   N= 5 
No   68%   N= 25 
N/A  19%    N = 7 

 
Free text comments  
 
1. We have changed patients products if their existing treatment is with drawn ( no longer supplied) 
 
2. N/A 
 
3. Not aware a patient has had to change more than once 
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4. Have only just got new patients have been given a quota. We will still have to use pre-existing products higher 
on the list as it will not meet our new patient requirements 
 
5. Not yet. 
 
6. Not yet! 
 
7. Not yet !. Potential risk going forward. 
 
8. This is due to BPL product withdrawal and also not switched more than once 
 
9. I hve been in my current position for 16 years and we have patient who were moved off at least twice and some 
people 3 times. Our pateint are informed that IgG supply can be varaible which is a reason why we try to keep 3-4 
IgG intravenous and Subcot in stock 
 
 
Section 6.  Views on undertaking the switching process again 
 
Q6. How would you respond if NHSE said that you needed to undertake this process 
again in 1 or 2 years time? 
 
 

Response  % of poll and number of respondents (n) 
Would strongly agree to it? 0% 
Would agree? 2.6%        n = 1 
Would disagree? 10.5%      n = 4 
Would strongly disagree to it? 82%         n = 31 
Not applicable 5%           n = 2 
 
Free text comments - – these have not been corrected for spelling mistakes etc. 
 

1.  Current best practice is not to change Ig product unless clinically indicated or is in the best interest for the 
patient 

2.  This would have a huge impact on the workload and would lead to cancelling of other services such as the 
home therapy training. 
 
3. It is not clinically justifiable. It unessassarily exposes individuals to different donor pools, and takes up significant 
nursing and organisational time to bring each patient into an already overstreched department for multiple infusions 
of the new product, to ensure it will be tolerated long term. It is a very inefficient use of time and resources. 
 
4. As a department we would but we may have no choice if the Trust insists 
 
5. This would be very foolish.\ 
 
6. Really bad patient expereince and we just do not have the resources to facilitate switching products on a regular 
basis. 
 
7. It causes anxieties for patients, increases the risk of having side effects if the replaced medication is not so well 
tolerated. The patients need extra time for the new products, we also do screening bloods that will increase the 
number of tests the lab staff have to undertake. It will affect nursing time as we have to supervise the switch and 
bring in home therapy patients for test infusions. Greater risk of drug errors (prescribing and dispensing) if the 
medications are being changed regularly. 
 
8. if nhse can justify this take ng full economic cost of switch into account 
 
9. I agree with using cheapest possible products, which we have been doing and hence reliance on privigen now, 
which is a problem. Switching established patients is not acceptable especially as we are already having to do this 
because of supplier issues. 
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10. Takes time, effort and can affect patient care constant switch of products. 
 
11. inappropriate use of staff time and not in patients best interests 
 
12. It's an organisational nightmare for staff and very unsettling for patients when they have to change from one 
product to another. 
 
13. It poses a significant risk to patient safety and quality of life and is time consuming and costly to the NHS and 
patients.. 
 
14. The process raises a lot of concerns for patients. It also increases complexity of disease management for 
patients and staff. Fianlly it draws attention from the root cause, lack of financial support for medical servcies 
provided in Engalnd compared with other European countries. 
 
15. Further risk to patients. further undermining of patient safety. 
 
 
Section 7. Exploring the impact on clinical trials  

 
 
 
Free text responses 
 
1. We would always be interested in research opportunities 
 
2. Would be great to take part and support clinical trials of new immunoglobulin products but would be extremely 
challenging to do so - due to lack of time, staff and resources 
 
3. We already have been. 
 
4. In principal yes. We have no specific research nurse so it depends on workload. At the moment we're quite 
pushed with other research at the moment 
 
5. How likely is this though with such a restricted outlook on products available? 
 
6. At the moment I don't see that we have the time with all the additional work we have due to the current situation. 
 
7. not at present due to staffing issues 
 
8. Always been past of immunoglobulin products and wish to continue to do so for better patients choice. 
 
9. This is a key part of having access to the best products and latest developments and improvements for patients. 
Patients should not be denied the choice of taking part in research. Aside from any cost saving due to free product 
in clinical trials. 
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10. Focus is on experimental laboratory studies where possible 
 
11. Benefits to patients - can receive new drugs sooner Benefits to NHS finances - combination of drug cost 
savings and income generation. 
 
Q8. Benchmarking the extent of clinical trial participation  

 
 
Q9.  How many PID patients have been included in a clinical trial in the past 8 years? 
 
Twenty people responded.   
 

Number of participants in the trial  
None 1-20 20+ > 50 >100 Unsure 

/don’t know/ 
N/A 

N = 1 6 1 3 1 8 
 
Section 8. 
 
More feedback on the policy and the issues it raises. 
 
Three responses: 
 
1. The policy is ill informed and damages patient care and risks destabilising the supply of IgG. 
The additional costs and loss of access to clinical trails have not been assessed. 
 
2. It's slightly devious that NHSE published the patient information leaflet endorsed by UKPIPS 
and conveniently ignored objections from PIDUK. 
 
3. With regards to research, many of the patients have received free drug during the study, 
thereby providing significant drug cost savings (in addition to the other income and benefits from 
clinical trials). The recent NHS England policy risks a significant reduction in the number of 
clinical trials across the 4 nations and I am unaware that the finincial impact of this has been 
costed. 
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