




CADTH Patient Input Template  
September 2020 2 

 

3. Disease Experience 

Primary Immunodeficiencies (PI) are a group of inherited and genetic defects of the immune 
system, resulting in an immune system which is partly or totally missing or does not function 
properly. These deficiencies make people with PI more prone to a wide range of infections 
(viral, bacterial and fungal) which can include: skin infections, sinopulmonary infections, and 
infections of the intestines.  These infections are often chronic and debilitating. 
 

We asked patients: Prior to starting immunoglobulin therapy (IVIG or SCIG) to treat 
your PI, approximately how many infections were you experiencing per year? 
 
There was a wide range of reported infections (per year) prior to starting IG therapy, 
with the majority ranging from 2-12 infections per year. We plotted the infections per 
year of 184 patients who reported between 0 – 20 infections per year.  However, 7 
additional patients      reported 30+ annual infections (not included in the plot below).  
The average # of infections per year was 8.12.  
 

 
 

Below are excerpts from patient commentary regarding their experience with infections 
prior to starting IG therapy:  
 

3 months of continuous illnesses that ended with shingles. In 6 months, every 10 days 
had no energy & in July had my first summer cold. Oct, had a near-death experience. 
Had encephalitis & pneumonia due to the severity .... Had severe coughs for years & 
had IBS. 
 
“Previous to the year I was diagnosed, I had 1 or 2  (infections) per year. In the year 
leading up to my diagnosis I had recurrent sinus infections and extreme fatigue for 5-6 
months that culminated in a severe pneumonia which I developed while on extended 
vacation in overseas.” 
 
“Became ongoing mesenteric vasculitis with no relief. On top of consistent skin 
infections, mucous membrane ulcers.” 
 
“Too many (infections) to count. Before being diagnosed late in elementary school I 
would miss sometimes a month of school.  I was always sick with something and had 
constant ear and throat infections. Most colds or flues would leave me delirious it would 
get so bad.” 
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“I was experiencing sinus infections requiring antibiotics every 4-6 weeks for many 
years”. 
 
We also asked patients: After starting immunoglobulin therapy (IVIG or SCIG) to 
treat your PI approximately how many infections are you now experiencing per 
year?  
 
The frequency of infections changed dramatically. We plotted the infections per year of 
207 patients who reported between 0 – 20 infections per year.  (There were no patients 
reporting infection rates of over 20 per year). The average # of infections per year, for 
patients who had commenced immunoglobulin therapy, went down to 2.05 infections per 
year (from an average of 8.12 infections per year for patients prior to commencing 
therapy), representing almost a quartering of infections for patients who were properly 
diagnosed and prescribed treatment.  
 

 
 

Because PI often presents in the form of infections, with a variety of symptoms and clinical 
manifestations, clinicians often treat the infections while missing the underlying cause. This 
frequently leads to reoccurrence of infections and persistence of the condition, leaving the 
patient vulnerable to health deterioration, physical disability, and possibly permanent organ 

damage, or even death. Patients may develop an autoimmune disorder or certain types of 

cancer. Left untreated, PI may result in unusually severe infections, organ damage, chronic 
disease and early morbidity. 
 
Diagnostic delays are very common, and can lead to the steady deterioration of a patient’s 
health.  These delays also have a negative impact on healthcare systems due to inappropriate 
use of health resources caused by avoidable visits to a variety of different specialists for 
recurring infections. 
 
Because many patients with PI require therapy indefinitely, the method of administration, and 
setting where the treatment is administered, are important factors that can significantly affect 
health-related quality of life (HRQOL). For this submission we will be addressing topics related 
to HRQOL, specifically with regards to the satisfaction of patients with specific treatment 
regimens, and the performance of specific treatment regimens.   
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21 patients offered comments regarding the disadvantages of IVIG treatment including: 7 
patients who discussed the significant time commitment required to travel to the clinic, receive 
infusion, and return home and recuperate.  Often these patients, when discussing this time 
commitment, commented on how IVIG received in a clinic was disruptive to their work or career, 
often requiring special dispensation from employers with regards to sick time/sick leave.  One 
patient mentioned “…it has prevented me from taking on more leadership positions in my 
employee group”.  3 patients mentioned that IVIG resulted in damage to their veins and/or 
scarring at the regular infusion sites.  
 
We also asked patients:  If you have switched from an intravenous IG (IVIG) treatment to a 
subcutaneous IG (SCIG) treatment, please explain why you made that switch. 107 patients 
offered comments:  
 
58 patients highlighted the convenience, freedom and flexibility as the incentives to switch from 
IVIG to SCIG.  There were many references to the reduced time commitment, and elimination of 
the need to travel, as being key motivations to switch.  Two patients related experiences of long 
distance travel (in one case 180 kilometers each way) required to attend an infusion clinic.  
Many patients mentioned that switching to SCIG enabled them to pursue work and career 
without undue interruption.  
 
21 patients switched to SCIG because it eliminated the peaks and troughs they experienced on 
IVIG and enabled better overall maintenance of IG levels. 
 
24 patients informed us that severe reactions or intolerable side effects from IVIG motivated 
their switch to SCIG. Notably two reported getting aseptic meningitis due to treatment with IVIG.  
 
Safety issues, with respect to the risk of infection from hospital environments, were cited by 11 
patients.  5 of those patients specifically made the switch to SCIG due to the risks of contracting 
COVID19 in a hospital/clinic environment.  
 
9 patients reported the switch to SCIG was needed because of problems with venous access 
required for IVIG, mostly due to scarring. 
 
And, 14 patients switched to SCIG based on the recommendation of their physician.  
 
We also asked:  If you have switched from a subcutaneous IG (SCIG) treatment to an 
intravenous IG (IVIG) treatment, please explain why you made that switch.  19 patients 
offered comments: 
 
6 patients switched to IVIG (or in many cases “switched back” to IVIG) due to adverse reactions 
to SCIG treatment.  
 
7 patients did not like the frequency of infusions and the total time commitment required for at-
home SCIG treatment, and preferred the once monthly schedule of IVIG treatment.  
 
3 patients reported that SCIG treatment did not work for them, citing either treatment failure or 
inadequate maintenance of IG levels.  
 
2 patients valued the access to specialist care that was available with IVIG treatment at infusion 
clinics. 
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Excerpts from Telephone Interviews:   
 

In our telephone interviews with patients, we asked: If HyQvia  (Immune globulin human 
and recombinant human hyaluronidase) was available to you as a treatment option, 
would you try it? 
 
Patient 02 commented:  “I am glad that there are other options coming through. While I 
am comfortable with my (SC) treatment, I would be interested in trying HyQvia.” 
 
Patient 01 commented:  “Having had a negative experience with a treatment change in 
the past, I have some concerns with switching, but I would consider it and I would 
discuss it with my doctor.  I would ask: ‘Is there an adjustment period?’ If there was little 
risk I would consider it.” 
 
Patient 05 commented: “If it gives same result...less often (treatment administration) is 
GOOD. If available I would ask Dr.  about it.  Is this a viable option for me?  Would it 
have the same efficacy?  Should I use it?” 
 
Patient 06 commented: “HyQvia sounds cool. I would ask my doctor about.  I did enjoy 
going to the hospital to chat with people (for her IVIG monthly treatment), but it is 
different now.  I have a fear of going to the hospital because of risk of infection. If it 
(HyQvia) could reduce SubQ (SCIG) to once a month that would be a big reduction in 
personal burden.  SubQ is an ever present chore.    Anything to reduce the frequency 
would be welcome”  

 
Patient 07 commented: “We need the ability to do IVIG at home.  But that would require 
a nurse, so HyQvia might be good for some patients.  I am not sure if it (HyQvia) is 
indicated for patients with autoimmune (disease), and PI patients are often autoimmune, 
so IVIG might be better. We are all very different.  For working people, this new 
treatment option might be better for them. And younger people might prefer it.”   

 
Conclusions: 
 
Treatment for PI requires lifelong therapy for most patients and there are many who may derive 
great benefit from Immune globulin human and recombinant human hyaluronidase (HyQvia). 
These patients include:  
 

● Those that have difficulties accommodating the schedule of available  (IVIG) infusion 
clinics due to career, academic pursuits etc.  

● Those that do not have convenient geographic proximity to an infusion clinic, or have 
other encumbrances on the ability to travel  

● Those that find the frequency of dosing of currently available SCIG therapies to be 
onerous 

● Those that are seeking to avoid the risk of hospital-acquired infections (including 
COVID19) 
 

Every attempt should be made to optimize treatment outcomes and QoL for patients, and 
Immune globulin human and recombinant human hyaluronidase (HyQvia) would, for many 
patients improve their QoL significantly.  
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5. Experience With Drug Under Review 

 

CIPO had hoped to identify patients that had experience with the treatment under review but 
there has been no recent experience in Canada with HyQvia.  And, we were unable to contact 
the few patients in Vancouver that participated in the Phase III trial for this treatment that ran 
from December 2008 to November 2010. (ClinicalTrials.gov Identifier: NCT00814320). 
 
However, HyQvia is a facilitated SCIG treatment that affords some of the best features of both 
intravenous and subcutaneous treatment modalities. HyQvia offers:   
 

● the same dosing frequency as intravenous immunoglobulin (IVIG) treatments: enabling 
high-dose infusions every 3–4 weeks with minimum infusion sites and fewer adverse 
events compared to IVIG therapies.   

● the opportunity to self-administer at home like other SCIG treatments, while also 
requiring fewer infusions compared to conventional SCIG therapies: enabling the 
flexibility to manage one’s own infusions, with no requirement for travel or disruption of 
work-week routines.   

 
The content provided above identifies how patients in many cases prefer (and benefit from) the 
key features that are available through the treatment under review: HyQvia.  
 

6. Companion Diagnostic Test 

● N/A 

7. Anything Else? 

Is there anything else specifically related to this drug review that CADTH reviewers or the expert 
committee should know?   
 

Canadian Blood Services (CBS) buys IVIG from several different manufacturers. In late 2020, 
CBS informed stakeholders that some manufacturers could not provide their contracted 
volumes. Based on current demand, some IVIG brands and vial sizes are in short supply or no 
longer available, at least until spring 2022.1 
 
CBS has been asking all clinics to switch as many patients as possible to Subcutaneous IG 
therapies in light of the anticipated IVIG shortages.  Recognizing the anticipated shortage of 
IVIG products, this new treatment (Immune globulin human and recombinant human 
hyaluronidase/HyQvia) may offer an opportunity to reduce demand of IVIG products while 
offering patients a treatment that affords some of the best features of both intravenous and 
subcutaneous treatment modalities. 

      
  

                                                 
1
 FACT SHEET: Canadian Immunoglobulin (Ig) Supply and Intravenous Immunoglobulin (IVIg) Brand Switching. 

National Advisory Committee on Blood and Blood Products.  

 

https://www.nacblood.ca/resources/shortages-plan/Fact%20Sheet-

%20Cdn%20Ig%20SupplyIVIg%20Brand%20Switching_Feb%2023%202021_Final.pdf 






