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Introduction Hematopoietic stem cell transplant (HSCT) is the definite treatment for
acute leukemia but considering HSCT is challenging for the patients. There are many
studies that have described the patients’ experience after HSCT but very few studies
have reported their experience before going for HSCT and there is no published report
in India on patients’ experience before HSCT.

Objective We conducted a qualitative study to understand barriers, and support-
system while considering HSCT and the chances of getting matched unrelated donor
(MUD) for these patients.

Materials and Methods The present study was a qualitative study. Demographic
details of 514 patients who consented for the study were noted and the patients and
their families were interviewed using a semistructured interview booklet before HSCT.
The interview sessions were recorded, transcribed verbatim, and analyzed for emerg-
ing themes. The study data were analyzed using QDA Miner Lite 4.0 software (Provalis
Research, Montreal, Canada). Descriptive statistics such as frequency and percentage
were used. The chances of getting a human leukocyte antigen (HLA)-matched donor
were also computed by “HLA-matching software.”

Results Acute myeloid leukemia (64.01%) was commoner than acute lymphoid leu-
kemia (35.99%) with male: female ratio as 1.98:1. The study showed nine themes as
barriers and six themes emerged in regard to the support system for HSCT decision
making. The biggest barriers identified among these patients pre-HSCT were related
to cost, probability of “success of transplant,” and probable “quality of life.” The fam-
ily support was the biggest support system variable followed by “treating doctor.”
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The chances of getting a MUD for these patients were 13.22% and 5.44% in global and

Indian data pool, respectively.

Conclusion Deciding upon HSCT can be challenging for patients and understanding
of barriers and support-system variables among these patients would provide import-
ant insights and help design better counseling techniques for such patients of HSCT and

future studies in this context.

Introduction

Allogeneic hematopoietic stem cell transplantation (HSCT) is
an accepted and definitive treatment option for patients with
acute leukemia.! The number of patients opting for HSCT as
a definitive treatment in India is increasing with increasing
awareness of blood disorders and their definitive treatment
options. While long-term survival of patients with acute
leukemia is dismal without HSCT, the decision-making to
opt for HSCT is challenging for both patients and their fam-
ilies.? Mental health, social, and economic issues of these
patients affect the transplant outcomes.’> An understanding
of the barriers faced by these patients and the patients' key
influential factors when choosing HSCT is very important
for medical staff, which can then be used as a guide during
their discussions with the patients before HSCT. India being
a highly populous country lacks robust medical infrastruc-
ture that needs to understand the dilemma of these patients.
Ignorance regarding the HSCT procedure increases the hur-
dles of patients with acute leukemia who count on time.

The present study was probably the first attempt in India
to describe the baseline data focusing mainly on the qualita-
tive aspect of the barriers and support-system variables from
the perspective of patients with acute leukemia and their
families during the pre-HSCT workup phase.

Materials and Methods

Study Setting

This present qualitative study was conducted at a molecular
transplant laboratory with a matched unrelated donor (MUD)
registry in the national capital region (NCR), north India,
where these patients were referred by different treating phy-
sicians from different hospitals for pre-HSCT workup tests or

Table 1 Sample questions from interview booklet asked to
prospective HSCT patients/family members

* Do you know what HSCT is?

* When and how did you first know about HSCT as a treat-
ment option for you (your family)?

* Do you have a family donor?

* Which are the barriers that you perceive when deciding on
prospective HSCT?

* What are your concerns pertaining to HSCT?

* Who helped you to go for possible HSCT?

Abbreviations: HSCT, hematopoietic stem cell transplant.
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for a voluntary stem cell donor search from January 2015 to
December 2019. The study analyzed the data of 514 pre-HSCT
candidates who have had an HSCT consultation, and diag-
nosed as acute lymphoid leukemia (ALL) or acute myeloid
leukemia (AML) with disease status as “not responding to
chemotherapy” or relapsed acute leukemia. HSCT was recom-
mended as a suitable treatment option for these patients by
their physicians. All the participants belonged to the middle
socioeconomic status, with the annual family income vary-
ing between INR 5 lakh and INR 30 lakh. Of the 602 patients
with acute leukemia visiting our laboratory during the study
period and seeking allogeneic transplant, 514 patients pro-
vided written consent to participate in this study.

Demographic Data

The demographic data regarding age, gender, year of diagno-
sis, type of disease, and laboratory reports such as peripheral
blood counts and human leukocyte antigen (HLA) typing of
all 514 participants were collected.

Interview Process and Data Analysis

Patients aged more than 18 years were interviewed individu-
ally, whereas those aged less than 18 were interviewed in the
presence of their immediate family member (usually a parent
or an elder sibling) either during their visit to our standalone
transplant laboratory or at their residence to understand
their biggest barriers and the support system that helped
them to opt for the possible HSCT. The interview booklet
comprised of open-ended questions. =Table 1 presents the
sample questions asked during the interview process. The
participants were interviewed by a member of the investi-
gating team not involved in the clinical care of the patients.
All interviews were recorded and transcribed verbatim and
coded using QDA Miner Lite 4.0 software (Provalis Research,
Montreal, Canada). The interview data were analyzed using
thematic analysis, which searches for themes that emerge
from the primary interview data. The analysis was performed
independently by a team comprising the laboratory director,
another qualified medical doctor, and a clinical psychologist
to understand the emerging themes. The team discussed the
responses and agreed unanimously on the theme categoriza-
tion for the purpose of accuracy.

Statistical Analysis

The sample size of many of the subgroups was small; there-
fore, descriptive statistics such as frequency and percentage
were used to compare the themes reported by acute leukemia
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patients (family members). The statistical analysis was per-
formed using Microsoft Excel 2010 (Microsoft Corporation,
Redmond, Washington, United States).

MUD Search

A global MUD search was performed for the 514 patients to
determine the probability of obtaining an MUD match for
these patients in the global and Indian registries. The labo-
ratory contacted a voluntary stem cell donor registry, which
was also located in the NCR, India.* The search was performed
on the web portal, World Marrow Donor Association, which is
a centralized global database of the HLA phenotypes of adult
voluntary stem cell donors across the globe.> The search algo-
rithm of the registry utilized only high-resolution HLA typing
results at the HLA-A, -B, -C, -DRB1, and -DQB1 loci, with two
alleles at each loci. Full 10/10 HLA matching was considered
a “match” between the donor and recipient. The matches
with the probabilities of becoming a full 10/10 match after
the workup stages were excluded from the study. The pres-
ent study did not include secondary selection criteria such as
age, gender, donor availability, and cytomegalovirus status in
the search algorithm. Treating physicians had full freedom to
add or modify the selection criteria, if they so felt.

Ethics

The identity of the patients was kept confidential, and no
personal identifiers such as name, address, and ethnicity
were used. A written consent was obtained from the patients
or family members before the interview. Ethical approval
was obtained from the Institutional Ethics Committee for
Health-Related Research (ECGO01, Date: May 9, 2019).
The study has been performed in accordance with ethical
committee and the ethical standards as laid down in the
1964 Declaration of Helsinki as revised in 2013.

Results

Demographic Data

The study data comprised those of 64.01% patients with AML
and 35.99% patients with ALL. = Table 2 presents the details
of the age and disease split. Of the 514 participants, 66.53%

were male and 33.46% were female, with a male to female
ratio of 1.98:1. Among the patients with AML, 63.83% were
male and 36.17% were female, whereas among those with
ALL, 71.35% were male and 28.65% were female.

Themes as Barriers while considering HSCT in Patients
with Acute Leukemia

Nine themes were identified as barriers. The barriers quoted
by the patients and their families are presented in =Table 3,
whereas the frequency of each barrier theme is presented in
=Table 4. The top three themes mentioned as barriers while
considering HSCT were “Cost of the transplant,” “Not sure of
success of transplant,” and “Questionable quality of life after
HSCT.” Most of the patients mentioned that they do not have
any health insurance or financial support to cover the trans-
plant expenses. The cost of treatments and medicines post-
transplant was also declared to be high by most patients. Some
of the patients mentioned that they had already spent a sub-
stantial amount of their savings in the ongoing treatment and
would not be able to spend “this much” on HSCT treatment
and that further expenses would possibly cause a “financial
crisis.” Few of them also mentioned that she/he was the only
earning member of the family. Therefore, treatment cost was
found to be a vital barrier. This factor was common in every
age group, and 44.94% patients considered it as the biggest
barrier while considering HSCT. Approximately 45% of both
male and female patients provided this response.

The second most common (25.88%) barrier that the
patients mentioned was the “uncertainty about the success
of the transplant.” This theme was the most common among
the age group of 41 to 50 years, wherein 32.39% patients
mentioned this as a barrier. A few of them mentioned that
given the high costs of transplant and the lack of absolute
certainty of successful treatment, they were worried about
the outcome and possibility of failure of this treatment.

The third most common barrier theme was the “questionable
quality of life after the transplant,” which was reported by 17.90%
of the patients. The obtained proportion of this response in all
age groups was almost equal. Several parents of patients aged
less than 10 years wanted a normal childhood for their children,
which was lacking until then. They questioned the viability of the

Table 2 Age-wise distribution of AML and ALL among prospective HSCT patients

AML ALL Total
Age group No. of patients % No. of patients %
1-10 31 9.42 29 15.68 60 (11.67%)
11-20 37 11.25 49 26.49 86 (16.73%)
21-30 62 18.84 43 23.24 105 (20.43%)
31-40 66 20.06 37 20 103 (20.04%)
41-50 51 15.50 20 10.81 71(13.81%)
51-60 66 20.06 06 3.24 72 (14.08%)
61-70 12 3.65 01 0.54 13 (2.53%)
>70 04 1.22 0 0 04 (0.78%)
Total 329 100 185 100 514

Abbreviations: ALL, acute lymphoid leukemia; AML, acute myeloid leukemia; HSCT, hematopoietic stem cell transplant.
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Table 3 Themes reported as barriers and supporters with examples of actual answers given by prospective HSCT patients/family

members

Barriers of acute leukemia patients while considering HSCT

Theme (n = 9) Barrier variables

Exemplar quotes

Cost of transplant

“Being from a lower middle-class family, it’s very difficult for me to arrange for this huge amount of
money for treatment as | also have to pay heed to all my children and their future. But if the cost of
treatment ensures longevity, | will consider it first.” (Patient)

Availability of 10/10 HLA*
matched donor

“We don’t have a family donor....we know this is the best and only option available for my brother’s
disease but we are worried about getting a matched donor for him” (Sibling)

Questionable quality of life after
HSCT

“They say that you lose a part of yourself in the course of this treatment....My son wants to play
cricket like his friends...he wants to go to school every day and enjoy with his friends...I don’t know
whether his treatment would give him the life he desires for.” (Parent)

No social acceptance after HSCT

“I know post-treatment, it will be hard for people to accept me. In my social circle, | hope people still
see me as my old self, someone who just beat a disease and not as an outcaste.” (Patient)

Apprehension about side effect of
HSCT therapy

“When the doctor told us about the side effects that I will go through, | was taken aback...I can
possibly even die from it....” (Patient)

Not sure of success of transplant

“My fear is if this treatment will work on me or not..... My family is arranging money for my trans-
plant....If it doesn’t work, then they will be broken to the core.” (Patient)

Fertility
Loss of job
Duration of stay in hospital

“Being a 24-year married woman with low chances of conceiving after the treatment makes me
scared. If nothing, the social stigma of having cancer and childlessness will surely kill my soul.”
(Patient)

“To take a treatment, | have to give up my job for at least a year. With no potential job offers in sight
and degrading health, this might be my only shot at gaining my life back on track.”(Patient)

“I have been admitted in the hospital quite often and | despise every moment of living here. The
longer the duration, the more psychologically weak | am becoming.....I don’t know how long will |
stay in the hospital after the transplant.... | sometimes resort to praying and keeping faith in God as
it is the only thing that is keeping me sane.” (Patient)

Support-system variables of acute leukemia patients while considering HSCT

Theme (n = 6) support-system
variable

Exemplar quotes

A family member

“The support of my family is the biggest during these testing times. | have two more kids, they are
with their grandparents so that me and my wife can take care of B. in the hospital.....It’s just their
support that we decided for transplant” (Parent)

A friend “My parents live in village and it’s difficult for them to be with me every time during and after the
transplant....even to understand the whole procedure. | am blessed with a bunch of my college
friends who make me feel sane and above all, treat me as a normal person...” (Patient)

Coworker “Seldom you come across coworkers disguised as friends and family. | am relieved that | have some

of the best in my life.....they are helping me at work and during my treatment...”
(Patient)

Doctor or medical staff

“I didn’t know anything about transplant. My doctor told that this is the best option available for
me. | have full trust in my doctor as he is the best for this treatment. | am doing this just because he
recommended me” (Patient)

This was the only option available
for me

“I have two choices; either fight or give in. | chose the former because | want to live and experience
the world like a normal person. It is the only thing that can cure and save my life.” (Patient)

I just would like to for HSCT based
on my belief in God

“Whenever | was worried and was struggling with the disease my mother told me to chant holy
mantra’s and that really worked for me....i would like to continue doing that and keeping faith in
god | have decided to go for transplant.” (Patient)

Abbreviations: HLA, human leukocyte antigen; HSCT, hematopoietic stem cell transplant.

*signifies the probability of finding a 10/10 HLA-matched MUD search for acute leukemia patients in the global and Indian registries.

treatment and if it could ever give them a normal life afterward?
A few patients (10.89%) perceived “availability of 10/10 HLA
matched donor” as the barrier to considering HSCT. The availabil-
ity of a family or unrelated 10/10 matched donor for the trans-
plant was a major concern for many patients. Some of the patients
mentioned that if they get a family donor it would be much easier
to decide to opt for HSCT as the cost and the time required were
less than a MUD transplant. The other factors “apprehensions
about the side effect of the HSCT therapy” (8.17%) and “no social
acceptance after HSCT” (7.39%) were also mentioned. Patients

Indian Journal of Medical and Paediatric Oncology Vol. 42 No. 2/2021

also expressed their anxiety regarding the serious side effects,
including mortality associated with the treatments. The social
acceptance factor was observed more in females (9.4%) than in
males (6.43%). Other themes included concerns regarding fertil-
ity, loss of job, and duration of stay in hospital after transplant.

Themes as Support-system Variables of Patients with
Acute Leukemia while considering HSCT

~Table 3 presents the six themes identified as support-sys-
tem variables and the examples quoted by the patients and

©2021. Indian Society of Medical and Paediatric Oncology.
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Table 4 Frequency of each theme reported by acute leukemia patients (family members) while considering prospective HSCT

Barriers of acute leukemia patients while considering HSCT

Theme Cost of Not Questionable| Availability | Apprehension| No social | Fertility| Loss |Duration of stay
(n=9) transplant |sure of quality of life| of 10/10 about side accep- of in hospital
success of | after HSCT HLA* effect of HSCT| tance after job
transplant matched therapy HSCT
donor
No. of n (%) n (%) n (%) n (%) n (%) n (%) n(%) |n(%)|n (%)
candidates
514 231 133 92 56 42 38 7 3 3
(44.94)  |(25.88) (17.90) (10.89) (8.17) (7.39) | (1.36) |(0.58)|(0.58)
Age
1-10 |60 24 16 10 4 4 2 0 0 0
(40.00)  |(26.67) (16.67) (6.67) (6.67) (3.33) | (0.00) |(0.00)|(0.00)
11-20 |86 36 17 16 7 8 4 1 0 1
(41.86)  |(19.77) (18.60) (8.14) (9.30) (4.65) | (1.16) |(0.00)|(1.16)
21-30 | 105 59 27 19 12 8 9 4 0 0
(56.19) (25.71) (18.10) (11.43) (7.62) (8.57) (3.81) |(0.00)| (0.00)
31-40 | 103 54 28 18 13 11 10 2 1 0
(52.43) (27.18) (17.48) (12.62) (10.68) (9.77) (4.85) |(0.97)(0.00)
41-50 | 71 29 23 12 8 4 6 0 2 1
(40.85) (32.39) (16.90) (11.27) (5.63) (8.45) (0.00) |(2.82)(1.41)
51-60 |72 21 20 14 9 6 4 0 0 1
(29.17)  |(27.78) (19.44) (12.50) (8.33) (5.56) | (0.00) |(0.00)|(1.39)
61-70 |13 6 2 2 3 1 2 0 0 0
(46.15)  |(15.38) (15.38) (23.08) (7.69) (15.38) | (0.00) |(0.00)|(0.00)
>70 04 2 0 1 0 0 1 0 0 0
(50.00)  |(0.00) (25.00) (0.00) (0.00) (25.00 | (0.00) |(0.00)|(0.00)
Sex
Male 342 156 92 63 39 29 22 2 3 2
(45.91)  |(26.90) (18.42) (11.40) (8.48) (6.43) | (0.58) |(0.88)[(0.58)
Female |172 75 41 29 17 13 16 5 0 1
(43.60) (23.84) (16.86) (9.880 (7.56) (9.30) (2.90) |(0.00)| (0.58)
Support-system variables of acute leukemia patients while considering HSCT
Theme A family Doctor or medi- | This was the| | just would A friend Coworker
(n=16) member cal staff only option | like to for
available for | HSCT based
me on my belief
in God
No. of n n n n n n
candidates | (%) (%) (%) (%) (%) (%)
514 232 159 112 48 8 2
(45.14) (30.93) (21.79) (9.34) (1.56) (0.39)
Age
1-10 |60 28 18 12 4 1 0
(46.67) (30.00) (20.00) (6.67) (1.67) (0.00)
11-20 | 86 39 34 15 2 0 0
(45.35) (39.53) (17.44) (2.33) (0.00) (0.00)
21-30 | 105 49 37 27 8 1 1
(46.67) (35.24) (25.71) (7.62) (0.95) (0.95)
31-40 | 103 41 32 31 13 2 1
(39.81) (31.07) (30.10) (12.620 (1.94) (0.97)
41-50 | 71 31 15 16 7 3 0
(43.66) (21.13) (22.54) (9.86) (4.23) (0.00)
51-60 |72 36 18 9 10 1 0
(50.00) (25.00) (12.50) (13.89) (1.39) (0.00)
(continued)
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(continued)
Barriers of acute leukemia patients while considering HSCT
Theme Cost of Not Questionable| Availability | Apprehension| No social | Fertility| Loss |Duration of stay
(n=9) transplant |sure of quality of life| of 10/10 about side accep- of in hospital
success of | after HSCT HLA* effect of HSCT | tance after job
transplant matched therapy HSCT
donor
No. of n (%) n (%) n (%) n (%) n (%) n (%) n(%) |n(%)|n(%)
candidates
61-70 |13 6 4 2 3 0 0
(46.15) (30.77) (15.38) (23.08) (0.00) (0.00)
>70 04 2 1 0 1 0 0
(50.00) (25.00) (0.00) (25.00) (0.00) (0.00)
Sex
Male |342 161 108 82 25 6 2
(47.08) (31.58) (23.98) (7.31) (1.75) (0.58)
Female| 172 71 51 30 23 2 0
(41.28) (29.65) (17.44) (13.37) (1.16) (0.00)

Abbreviations: HLA, human leukocyte antigen; HSCT, hematopoietic stem cell transplant.
Responses are greater than the number of candidates as some of the candidates expressed more than one barrier or support-system variable.

*signifies the probability of finding a 10/10 HLA-matched MUD search for acute leukemia patients in the global and Indian registries.

their families, and Table 4 presents the frequency of each
support-system variable. A total of 45.14% patients believed
that the support of their family members or spouse was
the biggest support-system variable for them while consid-
ering HSCT. They mentioned that during the time of stress
and undergoing treatment, they always found their family
standing up for them and providing them the much-needed
positive vibes to ward off the blues caused by this disease.
“Family support” was considered the biggest support-system
theme by all age groups. Of the total patients, 47.08% male
patients and 41.28% female patients considered family as the
biggest support-system theme.

In India, several patients are ignorant of the HSCT proce-
dure. Thus, the doctor or medical staff helps them under-
stand the procedure. Some of the patients mentioned that
before meeting their doctor, they had no or limited knowl-
edge about HSCT as a treatment option. Therefore, insights
from the doctors helped them in taking the right decision.
Accordingly, 30.93% of patients opted for this option as per
the recommendation of their treating doctor or medical
staff. This theme was found to be the most common in the
age group 11 to 20 years, and 39.53% of the total patients in
this age group believed that their doctor is the biggest factor
while considering HSCT. The proportion of male and female
was 31.58% versus 29.65%, respectively.

The patients with acute leukemia considered “time” as
an integral factor as the disease progresses rapidly. A total
of 21.79% of patients mentioned that the disease progres-
sion and other failed treatment options left them with “only
this alternative.” This response was most common in the age
group of 31 to 40 years, with 31.10% of patients. The per-
centage of male patients (23.98%) considering it as a factor
was higher than the percentage of female patients (17.44%)
considering the same. The “Belief in God” theme was men-
tioned by a considerable percentage (9.34%) of patients as

their support system in decision-making for HSCT. These
patients mentioned that they had faith in God and the belief
that everything was going to be fine. This aspect was cou-
pled with other factors. Many patients stated that they had
the support of their family along with belief in the Almighty
and the fact that this was the only option available to them
and thus, in the name of God, they had opted for HSCT. This
theme was more common in older patients and less com-
mon in the age group of 11 to 20 years. The percentage of
female patients who opted for “belief in God” as their biggest
support was higher than that of male patients opting for the
same. Only 1.56% mentioned their friends and 0.39% men-
tioned their coworker as a help while considering HSCT. No
female has mentioned that a coworker had helped them to
take this decision.

MUD Search for Patients with Acute Leukemia

A 10/10 HLA-matched MUD search including only
high-resolution HLA typing results and excluding the
matches exhibiting the probabilities of the match after the
first- or second-stage workup was conducted for the 514
(male = 342, female = 172) patients to analyze the probabil-
ities of obtaining a MUD in the global and Indian registries.
We were able to obtain a MUD for 96 (18.67%) patients. Of
these patients, only 28 (5.44%) patients obtained a MUD from
the Indian registry data pool, whereas 68 (13.22%) patients
obtained a MUD from the global registry.

Discussion

Taking decision to undergo HSCT is difficult and is asso-
ciated with both physical and psychological impacts on
patients.5 None of the Indian studies have evaluated the
hurdles that patients with acute leukemia face while taking
a decision to undergo transplant. India, being a developing

Indian Journal of Medical and Paediatric Oncology Vol. 42 No. 2/2021 ©2021. Indian Society of Medical and Paediatric Oncology.
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country, lacks a robust healthcare system as compared with
developed countries. Therefore, the present study evaluated
the barriers and support-system variables of patients with
leukemia with respect to their decision of choosing HSCT.

The cost of transplant was observed to be the biggest
barrier among patients in the present study. This finding is
concurrent with that of other studies, which suggested that
many patients with leukemia do not undergo HSCT because
they cannot afford the treatment cost.? In most of the Western
countries, transplant treatment is paid either by the insur-
ance company or by the government. It is also studied that the
health insurance impacts the outcome of transplant for leu-
kemia patients.” The success of the transplant and quality of
life after the HSCT therapy were also found to be the top con-
cerns in the present study; these concerns have been shared
by patients with leukemia globally.?® The need for a matched
donor was also a concern among the patients after they
understood the transplantation procedure. Concern regard-
ing social acceptance was observed in a small percentage of
patients, particularly in female patients. One of the other bar-
riers mentioned by these patients was the effect of transplant
on their fertility. In a study, sterility was unacceptable in the
majority of male patients after transplant.!® The mental status
of these patients affects the outcome of the transplant.!

The present study exhibited that the family support sys-
tem prior to and during the ongoing treatment was a major
support among these patients. This observation was mir-
rored in another study, too."”> Many patients felt that after
meeting their doctors and getting to know about the pro-
cess and therapy increased their confidence in opting for
HSCT. This finding is concurrent with that of another study,
where the information and recommendations provided by
child’s physician were found to be the major factor during
decision-making on HSCT treatment.” HSCT as an optimal
option available was also one of the themes revealed in the
present study. A study conducted in pediatric malignant and
nonmalignant patients requiring HSCT reported that a high
percentage of patients with malignancy believed that the
HSCT was the best available option for them and they fear
death in the absence of HSCT. The patients with malignancy
were more likely to accept HSCT therapy on the recommen-
dation of their physicians compared with the patients with
nonmalignant conditions.” The study further revealed that
these patients had utmost faith in God that helped them
stay positive. These results are concordant with other stud-
ies, which have reported that numerous patients receiving
transplant find prayers and spiritual beliefs as a motivational
force at each step and that they worship the Almighty before
taking any medical decision.'*'> The support of cowork-
ers and friends while considering HSCT also emerged as a
theme, and the finding is concurrent with that of a study on
patients with cancer indicating that 42% of the male patients
considered the information received from their friends and
coworkers helped them in medical decision-making.!® The
present study indicated that every family may have different
and more than one themes on barriers and support-system
variables. Thus, every family should be counseled by medical
teams individually without making any prior assumptions.
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These guides regarding barriers and support-system vari-
ables can help clinical teams in guiding and conducting cru-
cial discussions with these patients and their families.

A preliminary search for the 514 patients in the global
and Indian data pool indicated that only 18.67% of patients
could obtain a 10/10 match. When the search was confined
to only the Indian registries, the chances were even lower
(5.44%) because of a very small database. This finding was in
agreement with other studies. A study published in 2014 also
reported that the chances of an Indian to obtain an MUD
are 16% in the global data pool and 0.008% in the Indian reg-
istries.!” Another study in 2018 (as the donor data pool had
increased) observed that chances of obtaining a 10/10 MUD
in the Indian registry for patients with hematological disor-
der were 5.83%.'® The chances of obtaining a 8/8 match for
Whites (~75%) were much higher than non-Whites (~16%)
due to the greater representation of Caucasians in the global
database.!® The poor representation of Indians (or Asians) in
the data pool reduces the probabilities of finding a matched
donor for an Indian patient. India, given its greater genetic
and ethnic diversity, needs to build a large Indian database to
provide benefit to a large number of patients with the disease.

Conclusion

In conclusion, we found cost and the probability of success of
HSCT therapy are the biggest barriers faced by the patients
with acute leukemia. These patients find the much-needed
solace and support from their families that motivate them.
Other similar studies can provide insights into the concerns
of patients and can be used to counsel patients and their fam-
ilies to improve the HSCT outcome.
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