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ABSTRACT

Objective Across medicine, new therapies are

shifting treatment from clinic to home settings. At-

home subcutaneous immunoglobulin treatment for
immunodeficiency is an example of one such therapy.

In this qualitative interview study, we investigated
experiences of patients living an everyday life with
subcutaneous immunoglobulin at-home treatment.
Study design, setting and participants 24 Danish
patients participated in semistructured interviews.

Six patients were interviewed in individual home-visit
interviews, while the remaining 18 participated in one of
six subsequent group interviews using an online video
format. Participants represented three patient groups:
patients with primary immunodeficiency, patients with
secondary immunodeficiency, and patients with chronic
inflammatory demyelinating polyneuropathy or multifocal
motor neuropathy.

Results According to the interviewed patients, at-
home treatment provided a high degree of flexibility

and freedom in everyday life. When transitioning to at-
home treatment, a sense of security had been achieved
through individualised training and access to healthcare
professionals. Some patients experienced uncertainty

or insecurity during the initial period of administering
treatment at home; however, this typically receded over
time. For the patients, at-home treatment had become
embedded in everyday life either through incorporation
into existing everyday routines or through the development
of new routines. The time-related and place-related
flexibility of the at-home treatment had benefits for
several arenas of everyday life: work, family, and leisure.
Patients associated at-home treatment with a sense of
freedom, which they ascribed both to independence from
the hospital and to not being confronted with medical
conditions and other patients in the hospital setting.

A small minority of the patients viewed the reduced
contact with healthcare professionals as a disadvantage,
describing feelings of being alone and responsible for their
treatment.

Conclusions Patients who had established at-home
treatment routines in their everyday lives found

the benefits of at-home treatment to outweigh the
challenges.

,! Elisabet Danielsen Kass,? Julian Christensen’

STRENGTHS AND LIMITATIONS OF THIS STUDY

= The qualitative study design enabled in-depth in-
sights into patients’ everyday lives with at-home
subcutaneous immunoglobulin (SClg) treatment.

= Most participants had more than 5 years of experi-
ence with at-home SClg treatment, thereby enabling
insights into well-established treatment routines
and everyday life experiences.

= A larger sample of less experienced patients might
have yielded more detailed insights into challeng-
es arising during the initial phase of at-home SClg
treatment.

= By focusing on patients in at-home treatment, the
study lacks the perspective of patients who have
tried but discontinued at-home SClg treatment and
thus insights into patient-experienced barriers.

INTRODUCTION

In the Danish healthcare system, as in others,
treatment is increasingly being transferred
from hospital outpatient clinics to patients’
homes.' However, little is known about how
patients experience performing treatment
at home and how they perceive the benefits
and challenges of at-home treatment in their
everyday lives. This study examines patients’
experiences of athome treatment with
subcutaneous immunoglobulin (SCIg), a
treatment that does not require monitoring,
digital communication with the hospital, or
assistance by healthcare professionals (HCPs)
in the home. In special instances, municipal
homecare can assist patients in performing
the subcutaneous athome treatment.
However, this was not the case for any of the
patients in this study. Moreover, being able to
perform the treatment at home is typically a
criterion for offering this treatment modality
to a patient.

Patients may need immunoglobulin treat-
ment due to conditions such as primary
immunodeficiency (PID), secondary immu-
nodeficiency (SID) or neurological disorders,
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such as chronic inflammatory demyelinating polyneurop-

athy (CIDP) and multifocal motor neuropathy (MMN):

» The category PID covers more than 500 types of
immune deficiency,” with common variable immuno-
deficiency being one of the most frequent B-cell disor-
ders. Many of these conditions are congenital and
require lifelong treatment and follow-up. A typical
symptom is recurrent infections.”

» SID refers to immune deficiencies caused by other
diseases or treatments, such as chemotherapy. SID
can be either temporary or chronic depending on
the underlying cause.* Patients with SID are typically
in concurrent treatment regimes and therefore,
compared with other patient groups, these patients
may not gain the same degree of independence from
the hospital when shifting to athome SClg treat-
ment, at least not in terms of the number of hospital
visits.

» CIDP and MMN are chronic autoimmune neuro-
logical disorders that can cause muscle weakness,
impaired fine motor skills and loss of reflexes. Like
PID and SID, immunoglobulin treatment is also
commonly used for these conditions.”®

For both PID, SID, CIDP and MMN patients, immuno-
globulin treatment can be administered either as intra-
venous immunoglobulin (IVIg) or SCIg. IVIg is typically
administered at an outpatient clinic or during hospitali-
sation. Due to variations in patient needs both within and
across diagnostic groups, the frequency of IVIg treatment
ranges from once every 3—-6 weeks for patients with PID or
SID to 4-5days of hospitalisation per month for patients
with CIDP or MMN. However, subcutaneous alternatives
have become available, allowing patients to administer
treatment at home following training in the outpatient
clinic.*”®

Switching from hospital-based IVIg treatment to
self-administered SCIg treatment at home represents
a radical shift for patients. This change reconfigures
the patient’s role in treatment administration, alters
the impact of treatment on daily life and reshapes the
pattern of contact with the healthcare system. Previous
studies on patients’ experiences with immunoglobulin
treatment have mostly focused on treatment preferences
regarding treatment modality/administration route’™"!
or medical equipment.” "*'* Others have investigated
quality of life or treatment burden.” ™'® Only few
studies have taken a broader perspective on patients’
lived experiences with immunoglobulin treatment, such
as the social, familial or work life aspects (for excep-
tions, see '**!). Taking on an everyday life perspective
may thus contribute valuable insights into how patients
integrate at-home treatment into their daily routines
and the consequences this has for family life, social
participation and work.

The aim of this study was thus to explore the experi-
ences of patients living an everyday life with at-home SCIg
treatment, including the perceived benefits and chal-
lenges associated with the treatment.

METHODS

Study design

The study was conducted as a qualitative interview study
combining semistructured individual home-visit inter-
views and online group interviews. The combination of
home-visit interviews with individual patients and online
group interviews allowed us to gain both deep and broad
insights. The individual home-visit interviews enabled
in-depth insights into the mundane, material and prac-
tical aspects of athome SCIg treatment, whereas the
group interviews allowed us to assess these insights in a
larger group of patients. The semistructured interview
approach was chosen to leave room for interview partic-
ipants to expand on aspects of at-home treatment not
included in the interview guide.

Participants

Participants were recruited among patients suffering
from either PID, SID, or CIDP/MMN. Eligibility criteria
included prior experience with SCIg self-administration
at home. Participants were also required to speak Danish
and were selected to ensure recruitment from across
different regions of Denmark. A total of 24 patients
participated in the study: 9 with PID, 7 with SID and 8
with CIDP/MMN. At the time of the interviews, 17 partic-
ipants had more than 5 years of experience with athome
SCIg treatment, 6 had between 1 and 5 years of experi-
ence and 1 had less than 1 year of experience. Partici-
pants included 10 female and 14 male patients. The vast
majority of the participants were either 51-60 years old
(N=10) or 61-70 years old (N=12), with only one being
younger (31-40 years old) and one being older (71-80
years old). Geographical representation was balanced
between Western Denmark (N=12) and Eastern Denmark
(N=12).

Data collection
For the individual home-visit interviews, HCPs at six
hospital departments (two departments from each disease
area) assisted in recruiting six patients with experience
of self-administering SCIg treatment at home. Patients
who met the study’s eligibility criteria (see Participants
section) were informed about the study and received a
written invitation to participate in a home-visit interview.
The invitation letter described the study and detailed how
personal data and interview material would be handled.
Participants were informed that their participation was
voluntary and did not have any connection to or influ-
ence on their treatment at the hospital. With the patients’
consent, their contact information was shared with the
researchers, who then followed up to provide additional
oral and written information and confirm the patients’
interest in participating. Interview appointments were
made by the interviewers. In total, six home-visit inter-
views were conducted.

For the group interviews, 18 patients were recruited
with the assistance of patient associations repre-
senting each of the three patient groups. Four patient
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associations, covering the patient groups, were contacted
and all agreed to share information about the study,
including a call for group interview participants. The call
was issued through newsletters, social media platforms
and/or the patient associations’ websites. Interested
patients contacted MBJ directly by phone or email. Due
to the geographical dispersion of participants, the group
interviews were conducted using an online video format.
A total of six group interviews were conducted.

All interviews were conducted between November 2022
and February 2023. Interviews were conducted either by
MBJ (four home-visitinterviews) or by MBJ and EDKjointly
(two home-visit interviews and six group interviews). MBJ
and EDK are both trained in qualitative methods (MB]
in Medical Anthropology and EDK in Social Sciences
in Social Work) and MBJ has extensive prior qualitative
research experience. The home-visit interviews included
either a demonstration of the treatment routine during
the interview or a thorough verbal walk-through of the
treatment routine at the beginning of the interview. This
approach enabled practical and mundane aspects of
the treatment to emerge, including routines and details
related to storage, preparation and treatment adminis-
tration. During the home visits, field notes were taken
to capture and remember aspects of informal and non-
recorded conversations as well as practical details, for
example, relating to the specific treatment routine and
the storage of medication or equipment. The group
interviews were organised according to participants’
background diseases, with two group interviews being
conducted among PID, SID, and CIDP/MMN patients,
respectively.

The interviews followed a semistructured interview
guide covering the following themes: introduction; back-
ground; transition to/initiation of at-home treatment;
carrying out and managing the treatment at home; rela-
tives; changes in treatment; contact with HCPs and other
patients; closing remarks (for full interview guides, see
online supplemental files A, B). Throughout the inter-
views, the interviewers also focused on allowing themes
and experiences not covered in the interview guide to
emerge. A high degree of data saturation® was experi-
enced during the group interview process, that is, no new
subthemes emerged in the last interviews performed.

The interviews lasted from 30 to 80 min (in most cases
approximately 1hour) and were audio-recorded. The
interviews were subsequently transcribed verbatim by the
second author.

Data analysis

Interview data were analysed using the NVivo software
and a thematic analysis approach to identify patterns
in the data.”** Data from the individual interviews and
group interviews were coded within the same coding
process due to the overlapping interview themes. The
transcripts were initially coded into overarching themes
by the second author, after which subthemes were identi-
fied jointly by the first and second authors.

Patient and public involvement
Patients were not involved in the design of the study or in
the research process.

Standards for Reporting Qualitative Research reporting

The Standards for Reporting Qualitative Research check-
list™ was used to guide our reporting of the study (see
online supplemental file C).

RESULTS

Achieving a sense of security when transitioning to at-home
treatment

Study participants reported different pathways to at-home
treatment. Across disease categories, some reported
at-home SCIg treatment having been presented as the
standard option when initiating immunoglobulin treat-
ment. Others initially received hospital-based IVIg before
transitioning to SCIg at home.

Participants emphasised that feeling secure during the
transition from hospital-based to at-home treatment (or
when initiating athome treatment if SCIg was the first
modality encountered) required individualised training
and easy access to HCPs. Many participants described
how sufficient, personalised instruction from a nurse in
the outpatient clinic had helped build their confidence
in administering the treatment at home, as described by
Flemming:

Nurses showed the procedure and then you could do
it yourself — unpack it all and feel one’s way through
it. I did it there 3-4 times [before performing the
treatment on my own at home]. (Flemming, patient
with PID)

Taking the time to address each patient’s specific
concerns during training was identified as a key factor
in facilitating a secure transition to athome treatment.
Frequently mentioned concerns included an initial fear
of needles, difficulty handling the infusion pump, and
worries about performing the procedure correctly. Peter
explained how a nurse helped him address such concerns:

I was trained by a nurse who had told me in detail
about the treatment before we started and we did the
training the way I preferred. I asked her to place the
first needle and then I tried it myself. (Peter, patient
with CIPD)

Even though most participants felt rather confident
after the training sessions, many still experienced some
degree of uncertainty or insecurity during the initial
period of administering the treatment at home, as was
the case for Anita:

The first couple of times I felt a bit uncertain about
whether I did it right, but it was soon put to rest and
I have been incredibly happy about being able to do
it at home, it has made me able to continue working
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and live a completely normal life. (Anita, patient with
MMN)

For most patients, the initial insecurity was temporary
and faded after a few treatments at home. A key factor
contributing to the secure transition, as highlighted by
the patients, was knowing they had easy access to HCPs
in case of challenges during treatment. All interviewed
patients reported having the option to contact HCPs at
the hospital by phone if needed. While only a few had
been in situations where they needed to contact the
HCPs, the mere availability of support was consistently
described as reassuring and therefore a central element
of the athome treatment setup.

Patients also developed various strategies to help them
feel more secure when starting treatment at home. Some
turned to relatives or neighbours as a source of either prac-
tical or emotional assistance. Practical assistance included
help in handling equipment (e.g., operating the pump
or placing needles) whereas emotional assistance focused
on alleviating insecurity (e.g., by offering company and
by having someone to help remembering each step of the
procedure). Steen, a patient with SID, explained such a
strategy to alleviate feelings of insecurity:

We plan the treatment so that it fits into everyday life.
When my daughter is home from work, she comes by
my place and we sit together in the living room and
do the treatment. If there are problems we can call
the department round the clock. (Steen, patient with
SID)

Others did not involve relatives in their treatment but
scheduled their treatment according to the opening
hours of their hospital department or their local health-
care centre, thereby ensuring that HCPs would be avail-
able if problems emerged.

For some patients, such strategies were only used
in the start-up phase of their athome treatment, while
others incorporated the strategies permanently into their
at-home treatment routine.

Establishing at-home treatment routines in patients’ everyday
lives

Across interviews, patients described how athome treat-
ment had become embedded in everyday life, either
through new routines or by being incorporated into
existing ones.

While all interviewed patients highly valued the flexi-
bility offered by at-home treatment in terms of time and
place, the vast majority established consistent routines
around the treatment. As such, treatment would typi-
cally be scheduled for a specific time of day and/or week,
performed in a designated place within the home, and
combined with a familiar activity, thereby facilitating a
sense of comfort, structure and predictability in the treat-
ment process. Anita explained her routine:

It is always Friday evening, so it is. I do it after din-
ner, I place the needles, find something to watch on

TV and I lie on the couch. I try to have some rituals
around it, e.g. I can have a glass of wine (...) Because
it [the treatment frequency] is once a week and con-
nected to a certain weekday I have never forgotten
it; it has become an ingrained habit. (Anita, patient
with MMN)

Another patient described planning and performing
the SClg treatment early in the morning when his wife
would still be asleep, thereby allowing them to maintain
their shared and highly valued morning routines. Others
embedded the treatment routine in the family’s collective
routines, for example, by administering it while watching
a movie together on Saturday night. As such, the time-
related and place-related flexibility of athome treatment
enabled patients to tailor the process to their personal
preferences, including the degree of family involvement.
Most patients reported that the treatment had over time
become a stable routine, something that felt natural and
faded into the background, much like other habitual
elements of daily life. This was also the case for Erna and
Palle:

The treatment does not take up much space [either
physically or mentally] at home. For me it is just a
part of life. (Erna, patient with PID)

When you have performed the treatment for as long
a time as I have, I do not think more about it than I
think about brushing my teeth or things like that—it
belongs to that category. (Palle, patient with CIDP)

A few of the interviewed patients needed help from
others when performing the treatment because of chal-
lenges and insecurity caused by factors such as vision
impairment or fear of needles, which made it difficult to
place needles themselves. A man with vision impairment
explained his wife’s role in the treatment:

Her role is to help me find the spots where I can place
the needles (...) she is very important, if I was alone, I
would have to have a home carer to help me place the
needles. (Jakob, patient with SID)

For patients who needed assistance and therefore had
to coordinate with others to perform the treatment, the
time-related and place-related flexibility of at-home treat-
ment was reduced. Nevertheless, patients who relied on
help from others still described a strong sense of freedom,
appreciating the flexibility offered by at-home treatment
in their daily lives by reducing their dependence on
hospital visits and on being subject to hospital routines.

At-home treatment, work life, and leisure activities

Work life was one of the everyday life arenas in which
many participants reported significant benefits from tran-
sitioning to at-home treatment. These benefits were espe-
cially evident among patients with CIDP or MMN who,
prior to switching to at-home treatment, typically had to
spend 4-5days per month in hospital. For these patients,
such as Palle below, the flexibility offered by at-home
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treatment was described as a key factor in maintaining a
normal work life:

Before [the shift to athome treatment] I struggled to
attend to my job while in treatment since I was hos-
pitalised for a week every month. It was problematic
since I hold a key position in the company (...) I then
started to get treatment over the weekends but then
my family life suffered, it was just a struggle with work
life and family life. It got completely attuned when I
started doing the treatment at home. (Palle, patient
with CIDP)

Working patients with PID and SID also reported bene-
fiting from the time-related and place-related flexibility
of athome treatment, even though they had not previ-
ously spent as much time in the hospital as CIDP/MMN
patients. Henriette, a patient with PID, explained:

To me it was a relief to do the treatment at home in-
stead of having to go to the hospital every third week.
I used an entire day, and at the time I worked full-
time. (Henriette, patient with PID)

Participants described how at-home treatment saved
time by avoiding transportation and waiting time and by
taking less time per treatment than IVIg. Many patients
highlighted the ability to schedule treatment outside
working hours as essential to balancing their profes-
sional responsibilities. As a result of this time-related
flexibility, some patients no longer needed a reimburse-
ment arrangement with their employer (a ‘Section 56
agreement’ under the Danish Sickness Benefit Act) and
reported feeling free to choose whether to involve their
employer in their medical condition.

Beyond work, patients also reported improved access to
leisure activities and travel as a result of the place-related
flexibility of self-administered SCIg treatment. However,
some patients (particularly those needing to take large
doses of immunoglobulin) described a continued need
to plan activities carefully, since post-treatment phys-
ical discomfort, such as fluid build-up under the skin or
seeping from needle sites, could limit physical activity
immediately following treatment.

Freedom from the hospital setting and the medical condition
Even though treatment—and thus medication and
medical equipment—had moved into their home sphere,
the vast majority of the interviewed patients associated
the shift from hospital-based to at-home treatment with
a high degree of freedom from their medical condition.
They described ‘feeling less ill” in the sense that, due to
less frequent visits to the hospital and due to less frequent
encounters with other patients, they were less frequently
reminded of their condition. Niels and Hanne described
this as follows:

You avoid going to the hospital and being reminded
of being ill. (Niels, patient with PID)

I could not bear being in the department together
with the seriously ill cancer patients (...) I was young-
er and well and felt stigmatised when getting treat-
ment at the hospital. (Hanne, patient with PID)

Most of the interviewed patients explained that they
preferred social relations based on commonalities other
than medical conditions, and some described that being
confronted with other patients’ serious medical condi-
tions at the hospital could provoke anxiety. There was,
however, also a small minority of participants who viewed
the reduced contact with HCPs as a disadvantage. These
participants reported feeling more alone and responsible
for their treatment than they would ideally like to be.

One patient reported feeling negatively emotionally
affected by having medical equipment and medication at
home, as this served as a constant reminder of her medical
condition. However, the vast majority of the interviewed
patients found storing medical equipment and medica-
tion in their home unproblematic, as explained by Jgrgen:

Itis not a problem at all, it is all stored in a cupboard.
(Jorgen, patient with CIDP)

As such, patients generally perceived the presence of
medical equipment at home as a practical matter to be
managed in order to attain the flexibility and freedom
associated with at-home treatment. They described prac-
tical solutions such as dedicating a drawer to the equip-
ment and using a designated shelf in the refrigerator for
storing the medication. Patients who needed large doses
of immunoglobulin often chose to use an additional
refrigerator to store the medication.

Disturbed routines due to changes in treatment

Some participants reported having experienced changes
in immunoglobulin variant, medical equipment (eg,
pump type), or treatment duration due to changed
dosage, and described how such changes could tempo-
rarily disrupt the embedding of the treatment in their
everyday lives. For some patients, altered dosages had
led to the re-emergence of symptoms. Others described
how changes in equipment or treatment frequency had
required them to develop new routines. However, the
interviewed patients explained that such disruptions
tended to be temporary, similar to the uncertainty or
insecurity associated with shifting from hospital-based to
at-home treatment. Once the treatment had been prop-
erly adjusted or new routines had been established, the
sense of normalcy typically returned, and their medical
condition once again faded into the background of
everyday life.

DISCUSSION

As more at-home treatment options become available,
it becomes increasingly pertinent to examine how such
treatments affect and are integrated in patients’ everyday
lives. In this qualitative interview study, we have examined
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the experiences of patients living with athome SCIg
treatment. Among the interviewed patients, we found the
at-home treatment to have become an embedded part
of daily life through incorporation into new or existing
routines at home. Individualised and sufficient training
was identified as a key factor in facilitating a sense of
security when shifting from hospital-based to at-home
treatment. Moreover, easy patient access to HCPs was
highlighted as important for patients’ feeling of security
when administering the treatment at home. The freedom
and flexibility, which the interviewed patients associated
with at-home treatment, had benefits for several arenas
of everyday life, including work, family and leisure. More-
over, the vast majority of the patients valued the fact that
at-home treatment reduced their number of hospital
visits. They experienced that at-home treatment reduced
the mental space occupied by their medical condition,
even though medication, medical equipment and treat-
ment routines had moved into their home.

Our study is not the first to examine patients’ expe-
riences with SCIg treatment. Previous research has
documented patientreported benefits of SClg treat-
ment compared with IVIg” > ' and some studies have
examined treatment preferences related to treatment
modality/administration route”' * or specific types
of medical equipment.” "** However, only a limited
number of studies have taken an everyday life perspective
on patients’ experiences with athome SCIg treatment
(for exceptions, see refs. 19-21). The broad everyday
life perspective of the present study has enabled us
to contribute novel insights into the establishment of
routines and the integration of athome SCIg treatment
in patients’ daily lives, including work, family life and
social and leisure activities—arenas that are all important
to consider for patients in lifelong treatment.

The home as a site for treatment is a central theme of
this study. As such, the study contributes novel insights
into how patients incorporate treatment at home and
perceive challenges and benefits associated with material
and practical aspects of at-home treatment. Our findings
show that, despite treatment (including medication and
medical equipment) taking up physical space at home,
the vast majority of the interviewed patients expressed
that the treatment occupied little mental space and did
not remind them of being ill. On the contrary, most
perceived at-home treatment as a means to achieving
flexibility and freedom from their medical condition.
As noted in the Results section, only one participant
expressed feeling emotionally burdened by having medi-
cation and medical equipment in her home. Even though
negative consequences of athome treatment were rare
among the participants in this study, such potentially
negative concerns should, however, be taken into account
when considering implementing at-home treatment for
specific patients.

One previous study found that, for some patients,
reduced contact with other patients due to a switch to
at-home treatment could be experienced as a loss of

social network with others in a similar situation.”’ Inter-
estingly, this experience was not shared by any of the
patients participating in our study. On the contrary, most
of the interviewed patients expressed relief at being freed
from the hospital context, where social relations centred
on medical conditions. As such, they preferred social rela-
tions based on commonalities other than medical condi-
tions and reported ‘feeling less ill’ due to the reduced
need to spend time at the hospital. A small minority of
the patients did find the reduced number of hospital
visits to entail disadvantages. However, these disadvan-
tages were related to the reduced contact with HCPs,
which left them feeling more alone and responsible for
their treatment than they would ideally like to be.

Our focus on patients with extensive experience with
at-home SCIg treatment (cf. the Participants section)
is both a strength and a limitation of this study. This
focus enabled us to examine how at-home treatment
had become a consolidated routine practice among the
patients participating in the study. At the same time,
however, the focus on such experienced patients did
methodologically limit our ability to identify barriers to
at-home treatment. We encourage future research on
at-home treatment to include patients who have tried
but discontinued at-home treatment, thereby allowing
for insights into a broader range of patient-experienced
barriers. Future research could also benefit from inves-
tigating relatives’ perspectives on the benefits and chal-
lenges of at-home treatment. Such investigations would
enhance our understanding of the broader benefits and
challenges associated with at-home treatment and thereby
better equip HCPs to choose treatment modality together
with patients.

Implications for clinicians and policymakers

HCPs working with athome SCIg treatment should
be aware of the importance of ensuring individualised
training for patients prior to the patients being transi-
tioned to athome treatment. Moreover, when planning
transition to athome treatment, patients should be
assured that they will have easy access to HCPs (e.g., by
phone) if something unexpected happens in relation to
the treatment at home. This helps patients feel secure
both in the transition phase and when treatment has
become a routine part of everyday life.

CONCLUSIONS

In this study, we explored patients’ experiences of bene-
fits and challenges of at-home SCIg treatment. We found
that at-home treatment had been embedded into existing
everyday life routines and that new routines had some-
times been created around athome treatment, thereby
allowing it to become embedded in patients’ everyday
lives. The time-related and place-related flexibility gained
through at-home treatment was highly valued by the inter-
viewed patients. As such, the patients experienced that
at-home treatment was a source of freedom from their
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medical condition in everyday life despite their—often
lifelong—need for immunoglobulin treatment. Overall,
patients who had established at-home treatment routines
in their everyday lives found the benefits of at-home treat-
ment to outweigh the challenges.

Acknowledgements The results reported here are part of a larger study on
at-home SClg treatment published in a VIVE report in Danish in 2024 (see ref. 28).
The authors would like to thank the persons living with at-home SClg treatment
who participated in this study for their time and for generously sharing their
experiences.

Contributors MBJ, together with colleagues, designed the study. MBJ and EDK
recruited participants and performed the interviews. EDK transcribed the interviews
and conducted the initial data coding. MBJ, EDK and JC conducted the analysis.
MBJ wrote the initial draft of the manuscript. Both EDK and JC commented on

and edited the manuscript and approved the final version. MBJ is the guarantor.

All analyses were made by the authors with no assistance from Al. However,
generative Al (OpenAl’s GPT-40 model, accessed via the ChatGPT interface) was
used to improve the clarity and fluency of the English language in the manuscript.

Funding This study was initiated and funded by Takeda Pharma A/S.

Competing interests The study was funded by Takeda Pharma A/S. In line with
VIVE’s Code of Conduct for Research Integrity, Takeda Pharma A/S did not have
any involvement in conducting the study, nor in the analyses or conclusion. JC has
received an honorarium of DKK 10 000 for a presentation on the study paid by
the Danish Association of the Pharmaceutical Industry. All other authors have no
competing interests to declare.

Patient and public involvement Patients and/or the public were not involved in
the design, or conduct, or reporting, or dissemination plans of this research.

Patient consent for publication Not applicable.

Ethics approval The study complied with ethical principles for medical research
as described in the Declaration of Helsinki. The study was registered in the VIVE
GDPR register in accordance with standard procedures. The participants were
informed of the study verbally and in writing prior to the interview and oral consent
to participate was obtained. The participants gave permission for the interviews

to be audiorecorded and rules were followed to safeguard personal data. The
participants are pseudonymised in the text. According to Danish legislation, ethics
committee approval is not required under these circumstances.

Provenance and peer review Not commissioned; externally peer reviewed.
Data availability statement No data are available. Not applicable.

Supplemental material This content has been supplied by the author(s). It has
not been vetted by BMJ Publishing Group Limited (BMJ) and may not have been
peer-reviewed. Any opinions or recommendations discussed are solely those

of the author(s) and are not endorsed by BMJ. BMJ disclaims all liability and
responsibility arising from any reliance placed on the content. Where the content
includes any translated material, BMJ does not warrant the accuracy and reliability
of the translations (including but not limited to local regulations, clinical guidelines,
terminology, drug names and drug dosages), and is not responsible for any error
and/or omissions arising from translation and adaptation or otherwise.

Open access This is an open access article distributed in accordance with the
Creative Commons Attribution Non Commercial (CC BY-NC 4.0) license, which
permits others to distribute, remix, adapt, build upon this work non-commercially,
and license their derivative works on different terms, provided the original work is
properly cited, appropriate credit is given, any changes made indicated, and the use
is non-commercial. See: https://creativecommons.org/licenses/by-nc/4.0/.

ORCID iD
Mette Brehm Johansen https://orcid.org/0000-0003-0335-2653

REFERENCES
1 Regeringen. Aftale Om Sundhedsreform 2024. Indenrigs- og
Sundhedsministeriet, 2024.
2 Klangkalya N, Fleisher TA, Rosenzweig SD. Diagnostic tests for
primary immunodeficiency disorders: Classic and genetic testing.
Allergy Asthma Proc 2024;45:355-63.

3

4

20

21

22

23

24

25

McCusker C, Upton J, Warrington R. Primary immunodeficiency.
Allergy Asthma Clin Immunol 2018;14:61.

Jolles S, Chapel H, Litzman J. When to initiate immunoglobulin
replacement therapy (IGRT) in antibody deficiency: a practical
approach. Clin Exp Immunol 2017;188:333-41.

Lawson VH, Arnold WD. Multifocal motor neuropathy: a review of
pathogenesis, diagnosis, and treatment. Neuropsychiatr Dis Treat
2014;10:567-76.

Van den Bergh PYK, van Doorn PA, Hadden RDM, et al. European
Academy of Neurology/Peripheral Nerve Society guideline on
diagnosis and treatment of chronic inflammatory demyelinating
polyradiculoneuropathy: Report of a joint Task Force-Second
revision. J Peripher Nerv Syst 2021;26:242-68.

Markvardsen LK, Harbo T, Holbech JV, et al. Kronisk
inflammatorisk demyeliniserende polyneuropati. Ugeskr Laeger
2019;181:V02190079.

Na I-K, Buckland M, Agostini C, et al. Current clinical practice and
challenges in the management of secondary immunodeficiency in
hematological malignancies. Eur J Haematol 2019;102:447-56.
Jones GL, Vogt KS, Chambers D, et al. What Is the Burden of
Immunoglobulin Replacement Therapy in Adult Patients With
Primary Immunodeficiencies? A Systematic Review. Front Immunol
2018;9:1308.

Mallick R, Solomon G, Bassett P, et al. Immunoglobulin replacement
therapy in patients with immunodeficiencies: impact of infusion
method on patient-reported outcomes. Allergy Asthma Clin Immunol
2022;18:110.

Overton PM, Shalet N, Somers F, et al. Patient Preferences for
Subcutaneous versus Intravenous Administration of Treatment for
Chronic Immune System Disorders: A Systematic Review. Patient
Prefer Adherence 2021;15:811-34.

Cozon GJN, Clerson P, Dokhan A, et al. In-depth interviews of
patients with primary immunodeficiency who have experienced
pump and rapid push subcutaneous infusions of immunoglobulins
reveal new insights on their preference and expectations. Patient
Prefer Adherence 2018;12:423-9.

Espanol T, Prevot J, Drabwell J, et al. Improving current
immunoglobulin therapy for patients with primary immunodeficiency:
quality of life and views on treatment. Patient Prefer Adherence
2014;8:621-9.

Mallick R, Solomon G, Bassett P, et al. Subcutaneous
immunoglobulin replacement therapy in patients with
immunodeficiencies - impact of drug packaging and administration
method on patient reported outcomes. BMC Immunol 2024;25:18.
Anterasian C, Duong R, Gruenemeier P, et al. Quality of Life
Differences for Primary Immunodeficiency Patients on Home SCIG
versus IVIG. J Clin Immunol 2019;39:814-22.

Gardulf A, Nicolay U, Math D, et al. Children and adults

with primary antibody deficiencies gain quality of life by
subcutaneous IgG self-infusions at home. J Allergy Clin Immunol
2004;114:936-42.

Gardulf A, Borte M, Ochs HD, et al. Prognostic factors for
health-related quality of life in adults and children with primary
antibody deficiencies receiving SCIG home therapy. Clin Immunol
2008;126:81-8.

Vu T, Anthony N, Alsina R, et al. Impact of subcutaneous
immunoglobulin on quality of life in patients with chronic
inflammatory demyelinating polyneuropathy previously treated with
intravenous immunoglobulin. Muscle and Nerve 2021;64:351-7.
Holloway K, Chauhan D, Majid U, et al. Chaos, miracle, and coping:
A narrative analysis of immunoglobulin recipients’ lived experiences
of iliness, diagnosis and treatment. SSM - Qualitative Research in
Health 2024;6:100467.

Jones GL, Hajdukova EB, Hanna E, et al. It’s long-term, well

it's for life basically: Understanding and exploring the burden of
immunoglobulin treatment in patients with primary immunodeficiency
disorders. Qualitative Research in Medicine & Healthcare
2020;4:9564.

Thuesen CB, Nielsen LB, Frantzen |, et al. Frihed og control -
hjemmebehandling med subkutan immunglobulin. Klin Sygepleje
2018;32:217-28.

Saunders B, Sim J, Kingstone T, et al. Saturation in qualitative
research: exploring its conceptualization and operationalization. Qual
Quant 2018;52:1893-907.

Coffey A, Atkinson P. Making Sense of Qualitative Data: Complementary
Research Strategies. California: Sage Publications, 1996.

Guest G, MacQueen KM, Namey EE. Applied Thematic Analysis.
California: Sage Publications, 2012.

O’Brien BC, Harris IB, Beckman TJ, et al. The srqgr reporting
checklist. In: Harwood J, Albury C, Beyer JD, eds. The EQUATOR
Network reporting guideline platform [Internet]. Available from. The

Johansen MB, et al. BlJ Open 2026;16:¢105768. doi:10.1136/bmjopen-2025-105768

salbojouyoal Jejiwis pue ‘Buluresy | ‘Buiuiw elep pue 1xa) 01 pale|al sasn 1o} Buipnjoul ‘1ybliAdoo Aq paloaloid
“ IAIA 1 9202 ‘¢ Arenigad uo /wodwg uadolway/:dily woly papeojumoq ‘9Z0Z Alenuer O uo 89/50T-G20Z-uadolwa/9eTT 0T Se paysiignd 1s.i :uado NG


https://creativecommons.org/licenses/by-nc/4.0/
https://orcid.org/0000-0003-0335-2653
http://dx.doi.org/10.2500/aap.2024.45.240051
http://dx.doi.org/10.1186/s13223-018-0290-5
http://dx.doi.org/10.1111/cei.12915
http://dx.doi.org/10.2147/NDT.S39592
http://dx.doi.org/10.1111/jns.12455
http://dx.doi.org/10.1111/ejh.13223
http://dx.doi.org/10.3389/fimmu.2018.01308
http://dx.doi.org/10.1186/s13223-022-00746-3
http://dx.doi.org/10.2147/PPA.S303279
http://dx.doi.org/10.2147/PPA.S303279
http://dx.doi.org/10.2147/PPA.S156983
http://dx.doi.org/10.2147/PPA.S156983
http://dx.doi.org/10.2147/PPA.S60771
http://dx.doi.org/10.1186/s12865-024-00608-0
http://dx.doi.org/10.1007/s10875-019-00705-5
http://dx.doi.org/10.1016/j.jaci.2004.06.053
http://dx.doi.org/10.1016/j.clim.2007.06.009
http://dx.doi.org/10.1002/mus.27345
http://dx.doi.org/10.1016/j.ssmqr.2024.100467
http://dx.doi.org/10.1016/j.ssmqr.2024.100467
http://dx.doi.org/10.4081/qrmh.2020.9564
http://dx.doi.org/10.18261/issn.1903-2285-2018-03-05
http://dx.doi.org/10.1007/s11135-017-0574-8
http://dx.doi.org/10.1007/s11135-017-0574-8
http://bmjopen.bmj.com/

UK EQUATOR Centre, 2025. Available: https://resources.equator- of Patients and Healthcare Professionals. J Clin Immunol
network.org/guidelines/srqr/srgr-checklist.docx 2018;38:876-85.

26 Cowan J, Na I-K, Gladiator A, et al. Patient-reported outcomes with 28 Johansen MB, Kass ED, Hauge AM, et al. Nar Behandlingen
subcutaneous immunoglobulin in secondary immunodeficiency. Rykker Hjem. En Undersogelse Af Fagprofessionelles Og
Front Immunol 2025;16:1528414. Patienters Erfaringer Med Subkutan Hjemmebehandling.

27 Zuizewind CA, van Kessel P, Kramer CM, et al. Home-Based Copenhagen: VIVE - The Danish Center for Social Science
Treatment with Immunoglobulins: an Evaluation from the Perspective Research, 2024.

salbojouyoal Jejiwis pue ‘Buluresy | ‘Buiuiw elep pue 1xa) 01 pale|al sasn 1o} Buipnjoul ‘1ybliAdoo Aq paloaloid
“ IAIA 1 9202 ‘¢ Arenigad uo /wodwg uadolway/:dily woly papeojumoq ‘9Z0Z Alenuer O uo 89/50T-G20Z-uadolwa/9eTT 0T Se paysiignd 1s.i :uado NG

8 Johansen MB, et al. BMJ Open 2026;16:e105768. doi:10.1136/bmjopen-2025-105768


https://resources.equator-network.org/guidelines/srqr/srqr-checklist.docx
https://resources.equator-network.org/guidelines/srqr/srqr-checklist.docx
http://dx.doi.org/10.3389/fimmu.2025.1528414
http://dx.doi.org/10.1007/s10875-018-0566-z
http://bmjopen.bmj.com/

	Benefits and challenges in everyday life for patients performing subcutaneous immunoglobulin treatment at home: a qualitative interview study
	Abstract
	Introduction﻿﻿
	Methods
	Study design
	Participants
	Data collection
	Data analysis
	Patient and public involvement
	Standards for Reporting Qualitative Research reporting

	Results
	Achieving a sense of security when transitioning to at-home treatment
	Establishing at-home treatment routines in patients’ everyday lives
	At-home treatment, work life, and leisure activities
	Freedom from the hospital setting and the medical condition
	Disturbed routines due to changes in treatment

	Discussion
	Implications for clinicians and policymakers

	Conclusions
	References


