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ABSTRACT

Objective: What and when should we tell sibling donors about the donation process? Although we provide extensive information
to sibling stem cell donors, we lack knowledge of their perceptions and how they change during the donation process. Therefore,
the aim of this study was to explore sibling donors’ perceptions of experiences of stem cell donation from pre-donation to one
year afterwards.

Methods: Applying a phenomenographic approach we performed an in-depth, longitudinal exploration of adult sibling donors
perceptions of experiences based on 29 open-ended interviews performed before donation, as well as three and twelve months

5

afterwards. Ten consecutive adult sibling donors with a median age of 54 years (range 26-66 years) due to donate stem cells at
one Swedish transplant centre participated.

Results: A detailed learning process among sibling stem cell donors during the first year after donation was identified through 83
different perceptions pertaining to motive, obligation, responsibility, preparation, circumstances, recovery and relationship. The
perceptions changed over the first year after donation due to experiences of duty, pressure, burden, security, learning, struggle and
closeness. Educational strategies and tools must cover all these perceptions to narrow the sibling donors’ knowledge gap and
support their learning process.

Conclusions: In the course of the year sibling stem cell donors’ perceptions of their experiences change and thereby their need
for education, information and support. As the learning process stems from a range of experiences, there is a need to individualise
the care and further study sibling stem cell donors’ levels of burden and distress.
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1. INTRODUCTION without knowledge of their learning process, i.e., how they

i d understand the ph f sibling st 11
This is the first longitudinal phenomenographic study to ex- perceive and indetstand the phenomenon o7 Sib ing siem ce

plore stem cell donors’ learning process from pre-donation
to the end of the first year after donating haematopoietic stem
cells to a sibling with a serious illness, usually a haemato-
logical malignancy. The rationale behind this study is that
we provide extensive information to sibling stem cell donors ~Stem cell donation is a fairly common procedure today, with

donation. However, as healthcare professionals we tend to
provide information about what we consider important. If we
are unaware of the sibling donor’s complete situation there
is a risk of our message being inaccurate or misunderstood.
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more than 15,000 stem cell transplantations performed in
Europe every year!!! and over 30,000 worldwide.!?! In Swe-
den, the number is around 280 per year, with a one year
recipient survival rate of 70%-80%.5! In around one third of
all stem cell transplantations the stem cells are from sibling
donors. These donors face a procedure where haematopoi-
etic stem cells are either collected through harvesting bone
marrow (BM) or, more commonly, by peripheral blood stem
cell (PBSC) collection. The sibling donor is informed about
the common side effects, i.e., fatigue, headache, bone pain,
muscle pain and nausea, which are usually transient. Major
complications are rare, but events such as deep vein thrombo-
sis, splenic rupture and cardiac arrest have been reported.'>!
What we do know from previous research is that sibling stem
cell donors are in a vulnerable situation and go through a
complex process in which they became involved by chance.
They were asked to become a donor; it was not a voluntary
decision. They have to deal with a mixture of experiences,
such as anxiety and guilt as well as happiness and pride,
which they most often do not discuss with anyone.[>*! Sib-
ling donors are frequently concerned about the outcome of
the transplantation and feel that they have a responsibility
to do what needs to be done to help a family member.[6-"!
Information and cooperation are of vital importance to pre-
vent unnecessary harm to the healthy sibling performing the
donation. Understanding the whole situation of the sibling
donor, including perceptions and experiences, is essential for
providing person-centred information and care.''”! There-
fore, the aim was to explore sibling donors’ perceptions of
experiences of stem cell donation from pre-donation to one
year afterwards. The research question was; how do sibling
donors perceive the phenomenon of stem cell donation based
on their experience of donating stem cells to a sibling with a
serious illness?

2. METHODS

The methodological point of departure was phenomenogra-
phy in nursing research, and the protocol described below by
Sjostrom & Dahlgren.!'' Phenomenography is the empirical
model for exploring the different ways in which people per-
ceive, experience, assimilate, understand and form a concep-
tion of different phenomena and aspects of the surrounding
world.""?! The methodological purpose is to explain varia-
tions in perceptions of a phenomenon such as sibling stem
cell donation. Sibling stem cell donors can only communi-
cate the world that they experience. Persons perceive the
world differently and these differences can be described and
communicated to reach an understanding among others. The
most important finding of phenomenographic investigations
is description of these differences and similarities.!'3 Percep-
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tions of experiences play a central role in phenomenography.
Subsequently a routine procedure is to interview the par-
ticipants about the way in which they perceive a specific
phenomenon. Initially, the two authors read all transcripts
separately in line with step 1-3. Both the authors participated
also in the subsequent steps:

(1) Familiarisation: to obtain an overview the interviews
were read through

Compilation: we identified the most important parts
of the informants’ responses

Condensation: in order to identify the central parts of
longer responses or dialogues some responses were
shortened

@

3

“

Grouping: included that similar responses were tenta-
tively grouped or classified

(5) Comparison: in order to find associations between cat-
egories, preliminary comparison of the categories was
made followed by a revision of the preliminary groups
Naming: the categories were named for the purpose of

highlighting their essence

6
(7) Contrastive comparison: the unique character or
essence of each category and the linkage between them
were described

Central conceptions in phenomenography are “what” and
“how”. The first order perspective is formed by “what” the
informants’ talk about and thereafter presented as domains
(steps 1-2), The second order perspective presents “how” the
participants talk about the “what”. Steps 3-4 comprise the
qualitatively different variations in perceptions. The cate-
gories are formed by descriptions at a more integrated level
(steps 5-6). A description of the unique phenomenological
character of each category constitutes the essence evidenced
by step 7.

2.1 Context and setting

The participants were recruited from one transplant centre
at a university hospital in Sweden with a long history of
performing stem cell transplantations. The physicians and
nurses responsible for the donor were not the same as those
responsible for the corresponding recipient. At this transplant
centre sibling donors receive oral and written information
about stem cell donation, including the benefits and risks
for both the donor and the recipient. The information is pro-
vided 3-4 weeks pre-donation by a transplant physician and a
transplant nurse. At the time this study took place follow-up
consisted of blood samples and a telephone call at one month
post-donation.
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2.2 Participants and sampling

Inclusion criteria were donors who were due to donate to
a brother or sister, with both donor and recipient aged at
least 18 years and able to speak and understand Swedish.
From March 2011 to December 2012 ten consecutive sibling
donors, five women and five men, due to donate stem cells to
a seriously ill sibling at one Swedish transplant centre, were
informed about and invited to participate in the study. The
donors were approached by the first author (AK) at the time
of their scheduled pre-donation information session and eval-
uation at the out-patient transplant clinic and informed about
the study both orally and in writing. All ten donors agreed to
participate. They ranged in age from 26-66 years (median 54
years). Demographics and sibling relationships are presented
in Table 1. When written informed consent was obtained, the
donors were scheduled for the pre-donation interview at a
time and place chosen by themselves. No participants were
excluded or declined participation after the initial contact.

2.3 Ethical considerations in research

The study was carried out in accordance with the existing
requirements for research on human subjects as set out in
the Declaration of Helsinki.!'¥! The study was approved by
the Regional Ethical Review Board for Southern Sweden
(Dnr 2009/655). There were no financial incentives. All
participants gave their written informed consent.

2.4 Data collection

A total of 29 open-ended interviews were scheduled and
performed on three occasions; before the donation (median
4.5 days before donation), three months and twelve months
afterwards. One participant declined to take part in the third
interview because it made the donor feel uncomfortable and
talking about the donation was experienced as a burden. The
interviews lasted for an average of 60 minutes (range 20-198
minutes). In general the interviews performed pre-donation
lasted longer than the interviews post-donation, especially
those one year after donation. The majority of the interviews,
which were audiotaped and transcribed verbatim, took place
in a secluded room at the hospital and were performed by
the first author (AK) who has long-standing experience of
stem cell transplantation and donation, but was not involved
in the participants’ care. Open-ended questions were used
and the interviews started with an open question: “Can you
please tell me what it was like when you became aware that
your sibling needed a stem cell donor for transplantation and
you were asked if you were willing to be tested to become
that donor?” and “Can you please tell me now, 3 months/one
year after the donation, what being the stem cell donor to
your sister/brother was like?” The interviews continued with
additional questions in order to encourage the participants to
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expand on their answers and clarify their thoughts and expe-
riences, including those expressed in previous interviews.

Table 1. Demographics and characteristics of the donors
(n=10)
Characteristics

Age, years

o Median (range) 54 (26-66)
Sex

o Female 5

e Male 5
Occupation

e Employed 7

o Disability pension 3
Marital status

e Married/living together 7

e Single 3
Donation method

e PBSC 9

e BM 1
Gender of recipient

e Female 6

e Male 4
Relationship with recipient

e Frequent contact 6

e Occasional/no contact 4
Recipient status 3 months post-donation

e CR, doing well 4

e Severe acute GYHD 5

o Deceased 1
Recipient status 1 year post-donation

e CR, doing well 4

e Severe chronic GYHD 5

o Deceased 1

Note. BM = Bone marrow; CR = complete remission; GVHD = graft
versus host disease, PBSC = peripheral blood stem cells

3. RESULTS

The findings are described in seven categories based on 83
different perceptions identified in the interviews; Motive,
Obligation, Responsibility, Preparation, Circumstances, Re-
covery and Relationship, as presented in Tables 2-5. The
findings report the donors’ actual statements, illustrating the
variations in their perceptions.

3.1 Category 1: Motive

There were numerous different perceptions of experiences re-
garding the reason behind the donation, which are presented
in detail in Table 2. These perceptions changed during the
first year after donation. Pre-donation, the donors perceived
that they themselves or the donation was the recipient’s last
chance. The donation was considered a contribution to sci-
ence and an effort one makes as a human being in general and
as a sibling in particular. It was also perceived as an obliga-
tion and an act of love. Three months after the donation there
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was less variation in the perceptions, which still focused on
the opportunity to give life and help out. When one year had
passed the perceptions of the reason for donation were even
fewer and the need to discuss one’s motives less pronounced.
The strongest perception at this point in time was expressed
by one donor who considered a refusal to donate as passive
murder. All perceptions involved the motive for donation,
which was driven by a sense of duty.

3.2 Category 2: Obligation

The participants mainly dealt with the question of voluntari-
ness as a sibling pre-donation. Although the perceptions
varied (see Table 2), they all agreed on the fact that donation
was not optional. These perceptions of voluntariness were
distinctly linked to the relationship that exists between sib-
lings. Donation involved a degree of pressure, but after one
year this had ceased to be an issue.

Table 2. The change in ten siblings’ perceptions of the reasons behind and motives for donating stem cells based on 29

interviews
; Variations of perceptions
Domain Pre donation Three months after the donation ~ One year after the donation Category Essence
o The donation is the recipient’s last
chance.
o As asibling you are the recipient’s « Donating is an opportunity to
last chance. give life.
« The donation is an opportunity to « To donate is an opportunity to
cure the recipient. help. « If you can prolong
* Donating stem cells is about helping o It is natural to donate to your someone’s life that is
another person. sibling. what you do.
The reason * Todonate is a contribution toscience. 4 ponating is a matter of o This is the sibling’s last .
for donation * You simply do this, even for a common sense. chance. Motive Duty
stranger. « Donating is about being there « Not donating stem cells is
¢ Human values mean that you donate. for a sibling and getting help in to murder someone
e The donation is an effort to help your return when necessary. passively.
sibling. « If you accept being evaluated
e You have an obligation to donate to a for donation you simply have
sibling. to proceed.
» Donating is a matter of expressing
your love for your sibling.
* You have no option.
e When you are a sibling there is no
choice.
o Growing up together leads to a
Voluntariness certalh kind of affection that you * You can’t say no even if you Obligation  Pressure
can’t ignore. want to.
 You simply do anything for close
relatives.

* Being a donor means that you put
pressure on yourself.

Note. What the participants spoke about is presented in Domain, while the different perceptions of the donation experience are listed under Variations. The abstraction of the
perceptions is presented under Category, while the inherent meaning, i.e., the experience that formed the perceptions can be found under Essence.

3.3 Category 3: Responsibility

As illustrated in Table 3, there were numerous different per-
ceptions regarding one’s own role as a donor throughout the
year. Pre-donation, the perceptions involved both playing
down the importance of one’s effort and a belief that the
process rested on the donor’s shoulders. After three months,
the focus changed to a strong sense of responsibility for the
outcome of the transplantation. Another perception was that
donors are entitled to receive some form of information about
the recipient’s wellbeing, which was maintained to some ex-
tent at the end of the post donation year. However, at this

26

time point they also pondered a great deal about their respon-
sibility if the outcome of the donation was poor or a failure.
All these perceptions of one’s own role and responsibility as
a donor involved a sense of burden.

3.4 Category 4: Preparation

In Table 4, we present the perceptions of the preparation
process, which were clearly evident during the pre-donation
phase but not at all apparent after the donation had taken
place. The various perceptions of preparation involved a
sense of security.
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Table 3. The change in ten siblings’ perceptions regarding their own role when donating stem cells based on 29 interviews

Variations of perceptions

Domain Pre donation Three months after the donation One year after the donation Category Essence
o As a donor you are responsible for * What you have done is something unique.
how the stem cells work in the * When it does not work, it could cause
sibling’s body. performance anxiety in the donor.
o You might feel that you have failed if o The donor is never at fault if it does not
it does not work. work.
o Being a donor means feeling a great e It is important to receive information about
responsibility for the recipient. the fact that you cannot be blamed,
o The donor’s body has o As a donor, you are the recipient’s otherwise you might feel guilty.
to be healthy until the substitute who is ready to donate o |tis not the donor’s responsibility to ask for
donation is performed. again. a follow-up.
o The process rests on o If the recipient dies, it is not the o If the recipient dies, the donor cannot be
my shoulders. donor’s fault. blamed.
One’s o | am responsible for the e It is not a heroic act to be a donor. o The donor’s stem cells are the reason for
own role recipient. If the o As a donor you have a special role in the recipient’s poor outcome. Responsibility ~ Burden
donation fails, | am a the family or circle of acquaintances. o The donation is a small effort.
failure. o The recipient is the centre of e The donor is no hero.
o |tis never the donor’s attention. o The donor is untouchable.
fault. e As a donor you are not entitled to e As a donor you are supposed to be the
* Being a donor is not a information from the health care strong one.
heroic act. system regarding the recipient’s

well-being.

o The donor has the right to general
information, but not about the
recipient’s prognosis.

e As a donor you have the right to
know about the recipient’s
well-being.

e As a donor, you have the right to know
about the recipient’s well-being.

o As a donor you are not entitled to
information from the health care system
regarding the recipient’s illness and
prognosis.

o The donor has the right to general
information.

Note. What the participants spoke about is presented in Domain, while the different perceptions of the donation experience are listed under Variations. The abstraction of the perceptions is

presented under Category, while the inherent meaning, i.e., the experience that formed the perceptions can be found under Essence

Table 4. The change in ten siblings’ perceptions regarding the pre-donation phase and the donation procedure and the

2017, Vol. 5, No. 4

outcome of donation based on 29 interviews

Variations of perceptions

Domain Pre donation Three months after the donation One year after the donation Category Essence
o It is vital that the evaluation is
performed properly and that
the information is provided in
a manner that makes me feel
The pre-donation the donation is voluntary. ) ]
phase « Itis good to have separate Preparation Security
procedures for the donor and
the recipient.
o The recipient’s preparation is
demanding.
o This is a ground breaking o The donation and
science. transplantation of stem cells is
e You can only donate a limited something complex.
amount of stem cells. o There is absolutely no guarantee
o There is no guarantee that the that the donation will work.
recipient will be healthy and e |tis up to you if you want facts
Procedure and survive. regarding the procedure. SarEEEs e

outcome

o Obtaining the stem cells
involves manual work.

o As adonor, you benefit from the
donation because you get a
thorough check-up. Donation
serves as a guarantee of your
health status.

o The stem cells are taken from
the back.

o There is a chemical reaction
between the donor’s and the
recipient’s stem cells.

o The chemotherapy is the worst
part for the recipient.

Note. What the participants spoke about is presented in Domain, while the different perceptions of the donation experience are listed under Variations. The abstraction of the perceptions is
presented under Category, while the inherent meaning, i.e., the experience that formed the perceptions can be found under Essence
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3.5 Category 5: Circumstances

There were several perceptions of the procedure and outcome
that did not occur until three months after the donation (see
Table 4). These included what scientific progress has made
possible and the potential limitation in the amount of stem
cells that they could donate. However, they also perceived
the donation as a health certificate, which was considered a
benefit. After one year, the perceptions involved the recipient
to a greater extent. Behind these perceptions was an implicit
need to learn and comprehend what had happened as well

as an understanding that the donation does not guarantee the
recipient’s survival and health.

3.6 Category 6: Recovery

Perceptions regarding their recovery first occurred after one
year (see Table 5). Before that they dealt with aspects other
than their own recuperation. Recovery was perceived as psy-
chologically and emotionally demanding, with a need for
individual follow-up regardless of the recipient’s outcome.
Recovery meant a struggle for the donors.

Table 5. The change in ten siblings’ perceptions regarding the follow-up of the donation and the impact of the donation on

the sibling relationship based on 29 interviews

Variations of perceptions

Domain - - - Catego Essence
Pre donation ~ Three months after the donation One year after the donation gory
o After one year, you are on your way to
being healthy again.
o The first six months are a struggle.
e Recovery time varies between individuals.
e There is a greater need for follow-up if the
Follow-up recipient’s OUtcome is poor. Recovery Struggle
o The donor needs follow-up regardless of
the recipient’s outcome.
o The content of the follow-up should be
based on individual needs.
o The donation makes the siblings
closer.
The donation unites the family and - . .
i ¢ . y e The donation improved our relationship.
The impact of friends. . ) )
. L o It is the disease and not the donation that
the donation o The donation increases the . .
o L - brings the siblings together.
on the sibling similarities between siblings. . X .
: : . e The recipient is dependent on the donor, Relationship  Closeness
relationship o When you get older you have more in

common with your sibling.
o As asibling donor you are both a
donor and a sibling at the same time.
* Donating to a stranger might be
easier.

on one single person.
o As a donor you are not supposed to receive
anything in return from your sibling.

Note. What the participants spoke about is presented in Domain, while the different perceptions of the donation experience are listed under Variations. The abstraction of the
perceptions is presented under Category, while the inherent meaning, i.e., the experience that formed the perceptions can be found under Essence

3.7 Category 7: Relationship

Pre-donation, there were no perceptions regarding the impact
of the donation on the sibling relationship, probably due to
the vulnerable situation (see Table 5). After three months,
they perceived that the donation had made the siblings closer
and united the family. However, another perception was
that donating to a stranger might be easier. After one year,
the disease itself was considered more decisive for the sib-
ling relationship than the actual donation and the recipient’s
dependence on the donor was acknowledged. Behind the
various perceptions was a strong sense of closeness.

In summary, sibling donors perceive stem cell donation in
various ways in terms of motive, obligation, responsibility,
preparation, circumstances, recovery and relationship. The
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different perceptions stem from experiences of duty, pressure,
burden, security, learning, struggle and closeness.

4. DISCUSSION
4.1 Methodological considerations and study limitations

To our knowledge, this is the first longitudinal, phenomen-
graphic study performed in the context of stem cell donation
and the clinical implications are promising in terms of de-
veloping various educational tools. The longitudinal design
enabled us to detect changes in perceptions over time and
thereby identify a possible learning process among the partic-
ipants. Phenomenography was considered to be the obvious
choice because it is the empirical study of the different ways
in which people experience, perceive, apprehend, understand
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and conceptualize the various phenomena in and aspects of
the world around them. A consecutive selection was em-
ployed as it constituted the most feasible way to collect data
at the time of the study. The present study included ten par-
ticipants, which is acceptable in phenomenographic research.
The transferability to other stem cell donation settings is con-
sidered good, as the main focus of the study is highly relevant
within the context of stem cell transplantation, despite being
a rare phenomenon for the average nurse. In line with our
wish to gather experiences from both male and female donors
of various ages, the participants differed in terms of gender,
age and relationship with the sick sibling, which made it
possible to capture a variety of experiences. Although the
median age of 54 years could be considered quite high, it is
representative of donors nowadays. In the consecutive sam-
pling procedure it was a coincidence that the number of male
and female donors included in the study was the same. Nev-
ertheless, further quantitative research is needed to enable
generalization of these findings. While it is possible that par-
ticipants with a predominantly positive attitude to stem cell
donation were willing to participate, this was not reflected
in the findings. According to Sjostrom & Dahlgren,'!! the
phenomenographic interview method is associated with at
least two problems. The first concerns the participants’ rea-
son for participating in the study. In the present study, all
participants stated that they had chosen to participate because
they considered the question to be of major importance. Dur-
ing the recruitment period, all donors due to donate stem
cells to a seriously ill sibling at one Swedish transplant unit
were asked to and agreed to participate in the study. The
second problem involves the researcher’s understanding of
what the participants are trying to communicate. She/he has
to interpret the participants’ statements during the interviews
and formulate follow-up questions in order to obtain clar-
ification and avoid misunderstandings. The interviewer is
very familiar with the entire donation process, which was
necessary in order to pose relevant follow-up questions, but
was not personally involved in the care of the participants.
The interviewer’s pre-understanding from caring for sibling
stem cell donors could have influenced the interpretation of
the interviews. However, the open dialogue with the second
author, who has no experience of stem cell donors but a vast
knowledge of qualitative research, helped to reduce poten-
tial misinterpretation and increased the confirmability and
trustworthiness of the study.

One limitation in the data collection procedure was the fail-
ure to sufficiently explain to the participants about whether
the phenomenon under investigation was the actual donation
or their relationship with the recipient. Analysis to define
the first and second order perspective therefore resulted in a
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large amount of variations in the sibling donors’ perceptions
of experiences of both the procedure and their sibling rela-
tionship. We chose not to add quotations to the body of the
text, thus the perceptions expressed by the donors during the
interviews are instead presented in the tables (see Tables 2-5),
thereby adequately illustrating the categories and increasing
the credibility of the finding.

Another aspect that needs to be addressed is our decision
to explore the essence of each category, which might be
viewed as being too strongly inspired by the phenomeno-
logical tradition. Phenomenology searches for the essence
or most invariant meaning of a phenomenon, while the aim
of phenomenography is to discern and describe ways of
experiencing phenomena in the surrounding world. We ac-
tually moved from maximum variation to invariance in the
data analysis process, which is in line with steps 5-7 in the
analysis method suggested by Sjostrom and Dahlgren. Our
interpretation is that comparing categories in order to try to
determine borders between them and naming their essence
could result in a description of the unique character of each
category, which we have labelled the essence. We argue that
our interpretation of steps 5-7 in the analysis has deepened
the understanding about both the variations in and the pre-
sumed deeper experienced meaning behind the perceptions.
Furthermore, the core objective of Sjostrom and Dahlgren’s
method is the exploration of perceptions of experiences of
something and not only perceptions. This implies that the
respondents’ perceptions are based on experiences of the
phenomenon, in this case stem cell donation and the sibling
relationship, and that the respondents presumably attribute
some meaning to these experiences, which in turn shapes the
perceptions. Others might argue that the method has been
distorted and not fruitfully developed to fit an educational
and nursing perspective. However, we disagree, as the cho-
sen method was applied to fit nursing research by Sjostrom
and Dahlgren. In addition, the first and second order per-
spective was properly revealed. Disagreement might exist
regarding whether or not the categories correctly reflect the
variations in perceptions and whether or not steps 5-7 in the
analysis should be interpreted to reflect a phenomenological
direction.

Unfortunately, qualitative studies are not as common as and
less established than quantitative studies in the field of trans-
plantation. However, qualitative studies have addressed pol-
icy and clinically relevant topics, including living donors’
motivations and perspectives.”-!31 In contrast to quantita-
tive studies, qualitative studies do not seek to quantify the
frequency of opinions, but aim to obtain a broad range and
depth of perspectives. The design of this study has been
helpful for understanding the donors’ learning process and
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will be used to develop educational resources and clinical
practice guidelines after further testing of the findings.

As only Swedish-speaking donors were interviewed the study
has an inherent socio-economic and cultural bias, which lim-
its transferability. Nowadays it is not uncommon for sibling
donors to travel to a foreign country, in this case Sweden, for
health examination and donation. In order to gain knowledge
about possible cultural differences, studies of sibling donors
who speak other languages and live in countries other than
that in which the donation is performed are required. The
sample size might be considered small and thereby a weak-
ness. However, the goal was an information-rich sample
rather than a statistically representative one.!'®! The ten infor-
mants contributed rich information about their perceptions
and experiences at each interview, which made the amount
of data sufficient for in-depth analysis and transferability to
other donors in the same situation. A strength of the study is
that the same ten donors were longitudinally followed and
interviewed three times in the course of one year, resulting
in a total of 29 interviews and the possibility to deepen and
further develop their responses.

4.2 Discussion of the findings and clinical implications

This study enabled us to identify a learning process for sib-
ling stem cell donors that can form the basis for a tailored,
timely and person-centred educational intervention. A de-
tailed understanding of the sibling donor’s learning process
during the donation period provides a unique opportunity to
develop various educational tools and strategies. We now
know what topics to focus on, which perceptions should be
addressed and the relevant time to discuss certain aspects of
the donation.

As sibling donors perceive themselves as the recipient’s last
chance and as a possibility to provide a cure, they require
information about the importance of their donation, but also
that there is no guarantee it will cure the recipient. Because
none of the donors considered the donation optional, it seems
important to emphasise voluntariness, the possibility of not
donating and to guarantee confidentiality pre-donation. How-
ever, because many donors experience a sense of responsibil-
ity for the recipient!®! and a wish to donate, pre-donation
information and education must include medical facts about
donation and transplantation. They should also be informed
about the benefits and risks for both donor and recipient, that
donating stem cells means doing everything possible to save
the sick sibling’s life and that it is never the donor’s fault if
the transplantation is a failure.

As sibling donors’ sense of responsibility for the recipient
often seems to last throughout the first year after donation,
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there is a continuous need for tailored, person-centred infor-
mation. As can be seen in Tables 4 and 5, the issues vary
in relevance at different time points. The evaluation and
preparation procedure is in focus pre-donation, while after
donation the outcome, follow-up and the relationship with
the recipient become more important.

This study reveals that sibling donors’ recovery after stem
cell donation takes time, especially the psychological and
emotional aspects. In line with previous studies on kidney
donors!!"11 and stem cell donors,®7-%20-211 the participants
in the present study reported that they felt rather isolated
during the whole process and would have appreciated more
support. Transplant centres must take responsibility for sib-
ling donors during the whole donation process. Follow-up
after donation is often sporadic and scarce, thus the donors’
sense of being isolated and abandoned should be taken seri-
ously. Almost 20 years ago, Switzer et al.??! suggested that
sibling donors’ psychosocial well-being should be monitored
for extended periods post-donation and clinical interventions
should be considered for both bereaved and non-bereaved
sibling donors. Sadly and embarrassingly, this is still not
done in most transplant centres.

Previous studies!®”-°! have revealed that the post-donation
experience is often linked to the sibling recipient’s outcome.
In our study this is shown by donors reported thoughts and
emotions about the recipient; i.e., happiness when the recip-
ient recovered and felt better, or worries and a great sense
of responsibility when the recipient became worse. The re-
cipient’s outcome should be taken into consideration in the
follow-up of each individual donor by providing reasonable
information about and explanation of the recipient’s condi-
tion.

We are aware that the care of sibling donors differs between
centres. The findings from this study constitute one step
towards the development of guidelines for the care of sibling
donors. Individually tailored education should be provided
in different ways, both written and orally. Another method
is to develop a digital application that addresses the percep-
tions identified in this study, which could be highly valuable
for learning about the donor situation, especially for young
donors who are usually familiar with various digital devices.

4.3 Further research

The findings reveal a great variety of perceptions that need to
be tested further in a large sample to explore their relevance
and generalisability. Further research is needed to verify and
understand the experienced burden and distress. It would
also be useful to psychometrically develop a tool to evaluate
educational interventions.
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S. CONCLUSIONS

Sibling stem cell donors experience a learning process from
before donation until at least one year afterwards involv-
ing motive, obligation, responsibility, preparation, circum-
stances, recovery and relationship. In the course of the year
their perceptions of their experiences change and thereby
their need for education, information and support. As the
learning process stems from experiences of duty, pressure,
burden, security, learning, struggle and closeness, there is a

need to individualise the care and further study sibling stem
cell donors’ levels of burden and distress.
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