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Glossary of Terms

HLA Type matching : Human Leukocyte Antigen matching is a process done before a donor stem cell or organ
transplant to find out if tissues match between the donor and the person receiving the transplant.

BMT operation : Bone marrow transplant operation, a medical procedure that infuses healthy blood-forming
stem cells into the body, replacing bone marrow that's not producing enough healthy blood cells

NAT tested blood : NAT or nucleic acid test is a technique used to detect and identify a particular species or
subspecies of organisms, often a virus or bacterium that acts as a pathogen in blood, tissue, urine, etc.

SBTC card : The State Blood Transfusion Council card allows people suffering from Thalassemia to get free
monthly blood (as per their requirements) in any blood bank in Maharashtra, subject to availability of blood
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Designing a service to improve the physical and psychological
wellbeing of Thalassemic patients in rural India

Prof. Pramod Khambete
Project Guide

Amit Kumar Ram
Roll no. 216330005
IDC School of Design, IIT Bombay

Abstract

Thalassemias are one of the most common blood-related, genetic
disorders globally. India has a huge no. of Thalassemic patients, around
100,000 patients with a B thalassemia syndrome [1, 2]. Of the 10,000 to
12,000 thalassemic children born annually in India, very few are well taken
care of, especially in urban regions [3]. Thalassemia patients require
regular attention throughout their life. They need to be on top of all
necessary medical processes and need ways to ensure their monthly
transfusion happens. The majority of the parents from rural areas, and
coming from a low income household are unaware about the process
involved.

The objective is to help Thalassemia patients and their parents - keep
track of all the medical procedures relevant to them, get accessible
treatment regularly and also ensure their psychological well-being.

Initially, | talked to the Head of Dr. Hedgewar Hospital, Dr. Manjusha
Kulkarni, and a staff of Dattaji Bhale Blood Bank. | talked to a thalassemic
patient’s parent. | also talked to Dr. Ajey Joglekar, who ran his own blood
bank. Even though these conversations weren't very long, they were a
good exploration that helped me gain some insights, and design
directions. Even though these conversations weren't very long, they were
a good exploration that helped me gain some insights, and design
directions. Initial explorations made me realise that there were a lot of
physical, psychological and economic burdens on Thalassemic patients
and their families. Even the task of securing regular and safe blood
transfusions is difficult in rural India.

Also, there is social stigma, difficulties with fitting in and in general, a lack
of awareness of the best practices related to Thalassemia. Parents are
also not aware of the possibility of Bone Marrow Transplant, and the
medical and economic preparations required for the same. To understand
these issues further | visited Dattaji Bhale Blood Bank in Aurangabad and
talked to several parents of Thalassemic patients, who were at that time
taking their monthly blood transfusions. | tried to understand the overall
lifetime journey of a Thalassemic patient right from diagnosis, to
registering for a SBTC card to taking monthly transfusions, and eventually
undergoing a bone marrow transplant, if possible.

| also tried to understand the functioning of Dattaji Bhale blood bank,
with respect to the service/s it provides to Thalassemic patients.
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Even though the problems related to Thalassemia are well known, there is
almost no design related work done in this field. Given the grave nature of
this problem, it is surprising to note that the only representation of design
work is through awareness brochures, and informative websites [4].

There is not much literature either, about the application of service design
concepts to improve the functioning of blood banks.

It must be also understood that blood banks are not one service, but a
constellation of many services [see Fig. 1], some primary and crucial -
while others supporting.

Therefore, there in untapped opprtunity here to improve the experience of
a blood bank’s customers, by incorporating concepts of service design in
the functioning of the blood bank. This work done leverages opportunities
of value co-creation, efficient and useful touchpoints and holistically
examines the overall service constellation

With this motivation, | started with primary research - by interviewing the
staff of Dattaji Bhale blood bank and some Thalassemic patients’
parents. My goal was to gain a bird's eye view of the different services
that work in tandem to ensure the survival of Thalassemic patients, as
well as the lifetime trajectory of Thalassemia patients and their parents.

From the larger service constellation that | had created, | picked 1-2
critical service encounters and detailed their blueprint. | have also
compared the service blueprints, with and without my design
interventions. | used the value equation to analyse whether my
redesigned service creates any value for Thalassemis patients and their
parents. | also detailed out some touchpoints within this critical service
encounter.
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1.Introduction

Suggested treatment for Thalassemia is stem-cell transplant, but this
treatment is unaffordable (3-6 lakhs) for many middle and lower income
families. One feasible option commonly suggested in literature is -
prenatal diagnosis and subsequent abortion of Thalassemic foetuses, if
required. Other suggested solutions involve promoting education and
awareness programmes, and developing adequate facilities for genetic
counselling and prenatal diagnosis in public institutions.

Even though this disease is not curable, safe blood transfusions and
adequate iron chelation allows patients to have a better quality of life.
Studies conducted (4) had shown improvements in mean age of
thalassemia patients through these treatments. But even these
treatments are very expensive for low and middle income families (the
monthly blood transfusion costs Rs. 7-8k, monthly medicines cost 2-3k),
and are extremely expensive for blood banks to bear. (As per a report
obtained from Dattaji Bhale blood bank).

Thalassemia major patients faced other associated problems like heart,
liver, endocrine and skin, glands. (As per a report obtained from Dattaji
Bhale blood bank).

In addition to the physical and economic burdens, Thalassemic patients
as well as their families, over time, are forced to bear a multitude of
psychosocial burdens as well. They are likely to suffer from reduced self-
esteem, feelings of difference, poor self-image, and anxiety over issues of
pain and death.

Treatment is expensive, even though government hospitals are providing
free medicines for patients (they require iron reducing medicines and
vitamins mostly), people are not aware of these opportunities.

| started with some initial questions to help me understand the problem
space better.

+ Are patients and their parents really aware of these medications and
the implications it will have if they skip these medications?

+ Are they aware of the places where they can get medications for free
or at a cheaper rate?

* Is keeping track of the health and necessary medications difficult for
thalassemia patients?

* Is regular medicine delivery from hospitals possible?

Finding volunteers who can donate blood - is seemingly not a big issue
for these larger blood banks, even though this was a challenge during the
initial stages of these blood banks.

« Similarly, can a system be put in place that ensures regular,
uninterrupted blood donations for thalassemia patients?

* Blood donors are very diligent when it comes to donating blood
regularly. Can this quality be leveraged?

Many times patients miss their transfusion appointments and then it is a
big hassle to get another appointment in the same blood bank. Getting
the same treatment from a different source, in short notice, is extremely
difficult for middle and low income households, as this can prove to be
extremely expensive.
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Fragmented nature blood transfusion services in India is another issue.
There is not much coordination between different NGOs/ blood banks
and thus, they are not able to refer patients to other blood banks in case
they are suffering from blood shortage.

+ Counselling, and ways to keep a check on a thalassemia patient’s
mental health - is another much needed solution. What sort of
messaging should this solution contain?

« Should there be a common platform for thalassemic patients to
connect with each other? Will that help? Can this platform help
patients easily seek counselling or therapy?

+ How to create more awareness about the issue of Thalassemia? If
people learn about this issue, will they be more motivated to donate
blood?

To answer all these questions, | visited Dattaji Bhale blood bank in
Aurangabad, and the hospital that they are affiliated with - Dr. Hedgewar
Hospital. | conducted primary research with parents of Thalassemic
patients and tried to understand their journeys and pain points. | also
conducted a study, where | shadowed two parents of Thalassemic
patients to try and understand their routine during the day of the
transfusion.

I chose the day of the transfusion because the patients and parents
consider monthly transfusions to be the most important service
encounter, failure in receiving which can lead to disastrous
consequences, adversely affecting the health of the patient. It is also a
frequently occuring encounter, happening once in a month. | spent the
whole day with them to understand nuances of their journey, and
empathise with their frustrations and pain points.

Fig. 1 Dattaji Bhale Blood Bank
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Dattaji Bhale blood bank was selected because of ease of access.
Pramod sir suggested that we work together with this organization
because of their previous engagements with other service designers and
their familiarity with service design.

The following reasons proved crucial in helping me decide on sticking
with this organization -

« Initial conversations proved fruitful as the staff of Dattaji Bhale blood
bank were very excited and appreciative of the work that we are doing.

+ Access to documents and patients for research

+ This blood bank is one of the best in the state, and maybe even the
country and thus studying their workflow helped in understanding how
a reliable and efficient blood bank should function

+ The learnings from studying the functioning of this blood bank, and
improving the service/s they provide to Thalassemic patients would
result in the synthesis of a service blueprint. This blueprint can be
followed by other blood banks who serve Thalassemia patients.

2.Scope

The scope | have defined for this project is as follows -

+ Gaining a thorough understanding of the context. Understanding the
pain points and the journey of Thalassemia patients and their parents.

+ ldentifying gaps in the already existing service blueprint

+ Designing service blueprints that improve the experience of patients
and their parents, and create value for them

+ Designing touchpoints within service encounters and detailing out a
few of those touchpoints - through wireframes, prototypes etc. If time
permits, | plan to create experiential prototypes (videos) to help
people visualise how the touhpoints | have designed can bring value
to Thalassemia patients and their parents.

+ Getting my work evaluated by a panel of experts, and getting feedback
from them

3.Primary Research

Dattaji Bhale blood bank is a blood bank affiliated with Dr. Hedgewar
Hospital in Aurangabad. It is a fairly large and optimised blood bank with
a special unit in place to handle transfusions for Thalassemic patients.
They conduct regular blood donation drives as well to inform and
motivate people to donate blood, as well as to increase donations.

I chose qualitative analysis (user interviews) as a lot of the parents of
Thalassemic children were not very literate. Through initial discussions |
found that they are comfortable in conversing in Marathi, and in Hindi.
Most of the parents are also comfortable in reading Hindi and Marathi.
But very few are comfortable in communicating in English.

Floating survey forms or Likert scale type questionnaires - might not
work best as there may be gaps in terms of how the parents understand
and interpret the questions. Also nuances may get lost if there is no
effort to qualitatively try and understand their contexts, thoughts, actions
and their journey.
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Fig. 2 Dr. Hedgewar Hospital

| conducted interviews with the staff of the blood bank, and parents of
Thalassemia patients. Some key insights that came from it -

+ A lot of parents are not aware that their child is Thalassemic during
the time of birth, especially in rural areas.

+ Through my interviews | found out that most detections happened at
the age of two or three years, when the patient started showing
symptoms of weakness and health complications. As one parent put
it, “Hume laga tha yeh gori hai”, referencing the fact that they didn't
realise their child was Thalassemic and just thought that she was fair.
+ A civil surgeon diagnoses the child, and gives specific prescriptions
about how much blood they require and how much gap should there
be between each transfusion.

+ SBTC (State Blood Transfusion Council) Card enables patients to avail
blood transfusions from any blood bank for free.

« They also check other vitals and prescribe necessary medication,
such as Iron chelation tablets, Vitamins, Calcium, and Folic acid.

3.1 Pain points of patients and parents

Merely coming to terms with the fact that their child is suffering from a
life threatening disease - proves to be extremely difficult for parents, and
this is just the first step of a long and arduous journey. There is no
counselling or awareness available either, that can mentally prepare
parents for all the issues that will arise eventually, or the ways through
which they can navigate some of these issues. Some pain points are -

« There are issues with regular, stable blood availability in many
hospitals across the country, both civil and private.

+ Many hospitals and blood banks outright refuse to treat thalassemia
patients - as giving out 400-500 ml of free blood each month, per
patient - is not economically feasible for these institutions.

+ Most of these institutions do not have access to a reliable donor pool
either, and therefore, they ask Thalassemia patients to bring their own
donors, which is another hassle of its own.

+ Therefore there isn't a sustainable source of blood. Parents are left
scrambling for donors and end up calling people close to them
regularly for blood donations. Parents mentioned how their friends
and relatives stopped picking up their calls after a while, and how
asking for blood donations hampered their social connections.

+ One main reason why parents chose Dattaji Bhale blood bank - was
the availability of NAT (Nucleic Acid Testing) facility. Parents are very
concerned about whether the blood is NAT tested. One particular
parent confided that their child got Hepatitis because the transfused
blood was not NAT tested.
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+ Many parents said that they were not aware of necessary medication,
for close to 2 years after diagnosis

Fig. 3 Medicine Prescription for
Thalassemia patient

Fig. 4 Immunology Service cash
receipt of Thalassemia patient

« Parents don't want their children to play sports that require physical
exertion, and this proves to be difficult for kids to come to terms with.
Parents also expressed that they realize their kids want to play sports,
but letting them play or exert themselves was a risk that leaves a
potential for injuries, which can be life threatening.

« There was a general lack of awareness about diet, which most parents
were not aware of. Diets rich in iron can have severe negative effects
on Thalassemic patients.

+ Parents did not know that there is a Bone Marrow Transplant (BMT)
process - and what are the requirements for that. The transfused
blood must be of a certain quality in order to qualify patients for BMT.
This also depends on the filtration equipment used, as well as the
donors. This process also demands extensive financial planning, since
the process costs close to 15-30 lakhs

Even though it's heartbreaking to learn about the hardships that
Thalassemia patients and their parents undergo, it is at the same time
motivating to realize that these pain points also provide opportunities for
design intervention.

3.2 Key Insights

Community value co-creation : Most parents learn about Thalassemia,
and the different do's and don'ts from other parents of Thalassemic
children, or from the employees of their local blood bank or the doctors
that they visit. Most importantly, there is knowledge sharing about critical
pieces of information, like ‘pharmacies where parents can find
Thalassemia medication’, ‘centres for stem cell preservation’, ‘hospitals
that perform bone marrow transplantation’, ‘financial aids for bone
marrow transplantation’ etc. Whatsapp groups are the most commonly
used touchpoint for sharing information like this.

Role of parents as touchpoints : The role of parents is extremely critical
in their ward’s journey through Thalassemia. Parents are often the
touchpoints for - procuring medicines, or for transporting their children to
the blood bank for transfusions etc.

Parents are also co-customers of the service that is a “blood bank”. They
receive blood bags every month for their children’s transfusion and they
are involved throughout the patient’s journey.

Infact, parents are directly involved in most of the service encounters
(getting medicines, getting blood test reports from the hopital), and are
somewhat indirectly involved in other service encounters (waiting while
their children receive blood transfusions).
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Dilligence in donors and patients : Patients are very dilligent when it
comes to taking medicines on time, parents procure medicines around
7-10 days before the current batch ends, and donors do not miss their
donation appointments unless there is an emergency.

Relationship between the blood bank and its beneficiaries : There is a lot
of trust, reverance and respect for Dattaji Bhale blood bank within its
beneficiaries. Parents of Thalassemic patients reach out to the staff of
Dattaji Bhale blood bank for any queries, right from what diet they should
follow, to where they can get bone marrow transplant operation done.

These are practices that evolved organically over time, within the context
of this space. There are potential gaps within these practices, even
though the existence of these practices itself is commendable.

3.3 What happens on the day of transfusion

However, the day begins early in the morning - with patients and parents
waking up early, taking necessary medicines, having breakfast and then
traveling long distances usually to reach the blood bank.

The day of transfusion begins early. Usually there is a tentative period
within which patients must get their transfusion done, otherwise their
health will worsen.

+ Parents come to the blood bank on the day of transfusion, other
routine remains same

* In the context that | am studying, often parents come from far off
places to this particular blood bank

« They make an entry in a register, the information is entered in the
blood bank website

+ Parents and patients go to the hospital and get their blood tests done

+ As per the test reports, doctors recommend the quantity of blood that
a patient requires

Fig. 5 Blood test report of a Thalassemia patient
showing the count of different blood components

Fig.6 Blood transfusion record of a Thalassemia patient
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Fig. 7 Thalassemia patients receiving their blood transfusion
treatment in Dr. Hedgewar hospital

Fig. 8 Blood issue report of a patient
Fig. 9 Thalassemia patients receiving their blood
transfusion treatment in Dr. Hedgewar hospital

+ This information is then given to the blood bank by the parents and
accordingly, blood bag/s is given to the parents

« Parents collect the blood bag, the bank keeps the bag ready (patients
need hemoglobin or RBC)

+ Parents then have to carry the blood bag with them, manually, to the
hospital and then; sometimes they have to wait to get a cabin

* It is obvious that a lot of back and forth happens during this process,
and parents need to run to and fro between the blood bank and the
hospital

« Transfusion begins after this, and goes on for 3-4 hours. The
transfusion process takes the entire day, right from coming to the
bank, issuing blood to getting transfusion in the hospital

+ Patients were bored and had to put with pain in their arms and hands

3.4 What are the long term goals of patients and parents?

Thalassemia patients need to receive regular blood
transfusions, and take necessary medicines. However, there
are ways through which patients be treated completely, and
one such way is through a BMT operation. Essentially, healthy
blood-forming stem cells from a donor are infused into a
Thalassemia patient’s body during this procedure. Therefore,
the first step is finding a willing donor, then checking if their
stem cells match the patient’s through a process called HLA
type matching and then going ahead with the procedure.
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The key pain points with undergoing this procedure are -

* Finding a donor with compatible stem cells

+ Finding a medical facility that does HLA type matching, or
stem cell preservation

+ Gathering funds for BMT operation

+ Finding a reliable hospital that does BMT operations

3.5 Interview with a blood donor

| also conducted an interview with a blood donor, who donated
blood through a donation camp organised in their college. This
interview also led to multiple interesting insights, such as -

« All information, as well as reach of this camp was done
through social media, mainly instagram. Instagram posts
and stories from the event’s page informed people about
the event's details, and using social media for a blood
donation drive mainly aimed at younger people seemed to
work. The attendance of this camp was pretty high
apparently, with both students and parents attending.

+ The interviewee wasn't completely sure whether their blood
was going to a Thalassemic patient or not, but they
believed that had they been informed about Thalassemic
patients beforehand, they would have been even more
motivated to donate her blood

+ Lots of people were anxious about donating blood

+ Most of this anxiety was caused by not knowing what
exactly this process involved

* Motivation from friends - was the major driving force
behind donors going and donating blood

Even though my project's focus is not on donors, | felt |
needed this complementary information in order to gain a
holistic understanding of this space.

4.Personas & Patient lifetime trajectory

Based on the learnings from my research, | tried to create a
lifetime trajectory map of a Thalassemia patient. The lifetime,
in our context starts from the detection of Thalassemia in
children (usually happens when they are 2-3 months old) and
continues till they undergo a BMT operation.

However, it is imperative to note that the key decisions
throughout this journey is taken by the parents of Thalassemic
patients, and not by the patients themselves.

The lifetime trajectory can be be broken down into a several
key journeys, starting from detection of Thalassemia in
patients to them getting a BMT operation eventually.
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4.1 Personas

Aknhil

9 yr old Thalassemia Major patient

months
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Atul

32 yr old father of a Thalassemia Major patient (Akhil)

months
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4.2 Lifetime Trajectory

Thalassemia is chronic in nature. Patients and parents have to
deal with it over a timeline that usually spans decades. And
throughout this “lifetime”, they interact with many services -
one of it being the blood bank.

Therefore, it was essential to understand this long term
trajectory before narrowing down on any one or two service
encounters.

Stage 1 : Detection of Thalassemia

« This stage involves “finding out the cause of the patient’s
weakness”

+ Akhil’'s parents take him to a civil hospital, where the doctor
prescribes some blood tests

« Based on the results of the blood test, Akhil is diagnosed
with Thalassemia

+ This first stage is mentally taxing for the parents, as they
are not fully aware of such a grave illness

« Parents feel lost, frustrated and sad

+ Patients are very young to understand anything that is
going on

Step-wise goals
of Akhil

Step-wise goals
of Akhil's parents

Fig. 10 This figure shows the legend and the first stage of the lifetime trajectory
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Stage 2 : Getting an SBTC card

This stage is very crucial as parents must get an SBTC card
for their children.

This card allows patients to get the required quantity of
blood from any blood bank in Maharashtra free of cost.

However, there are monetary reasons why many blood
banks refuse to give blood to Thalassemia patients, which is
understandable as giving out 300 - 500 ml of free blood on a
monthly basis for one patient - is not very sustainable for
blood banks in the long run.

Step-wise goals
of Akhil

Step-wise goals
of Akhil's parents

Fig. 11 This figure shows the second stage of the lifetime trajectory
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Stage 3 : Starting regular blood transfusions
for Akhil

This stage is extremely uncertain and anxiety causing for
parents, as they have not yet found a reliable source of
blood that can provide NAT tested blood, as per Akhil's
requirements at a monthly level, and without fail.

This stage involves the following.

« Akhil's parents plan to get their blood transfusions
from the civil hospital

+ They follow the prescription written by their doctor

* During the period when the transfusion is due, they go
to the civil hospital

+ They are told that blood is not available and they are
asked to come back some other time

+ The hospital does not give a fixed date on which blood
will be available

+ Akhil's parents go to another blood bank nearby hoping
to receive a blood transfusion

+ Owing to Akhil's rare blood type, the blood bank says
that blood unavailable

* The blood bank asks them to find a donor for Akhil

« Akhil's parents try contacting several hospitals and
blood banks but to no avail

+ This fills the parents with a lot of panic and anxiety, as
they scramble to find people in their immediate circle
who can donate blood to Akhil

Step-wise goals
of Akhil

Step-wise goals
of Akhil's parents

Fig. 12 This figure shows the third stage of the lifetime trajectory
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Step-wise goals
of Akhil

Stage 4 : Finding donors for Akhil Step-wise goals

of Akhil's parents

In a panicked state, Atul calls up his acquaintances, friends
and family hoping to find someone who can help them out.

+ Akhil's parents call up relatives and friends for help

+ They finally find a friend who can donate blood to Akhil

+ Akhil's parents take their friend to the blood bank and get
the transfusion done

+ Every time they need to get blood transfusion for Akhil, they
need to find a donor

+ Eventually the parents' friends and relatives stop picking up
their calls

Fig. 13 This figure shows the fourth stage of the lifetime trajectory
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Stage 5 : Finding a reliable blood bank

« Akhil's parents visit many blood banks hoping to find a
reliable one

« Akhil's parents are not tech savvy and cannot obtain
information about blood banks online

+ They ask people they know about good blood banks

+ They find a reliable blood bank that promises to deliver the
required blood to Akhil, monthly

+ Parents get their child registered at the blood bank

+ Parents start regular transfusions for their child

The initial frustration and enxiety of this stage turns into
hopefulness when parents find a reliable blood bank.

They find contacts of other blood banks mostly through other
parents of Thalassemic patients.

Step-wise goals
of Akhil

Step-wise goals
of Akhil's parents

Fig. 14 This figure shows the fifth stage of the lifetime trajectory
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Step-wise goals
of Akhil

Stage 6 : Habituating with the condition Step-wise goals

of Akhil's parents

The journey that Akhil takes during this stage is as follows.

« Akhil is slowly become aware of his health condition
although he doesn't realize it fully

+ Akhil wants to play outdoors like other students in his class

+ Akhil does not like sitting for hours in the hospital taking
blood transfusions

+ Akhil receives some counseling to help him come to terms
with his condition

Journey of Akhil's parents -

+ Parents were not aware that a patient's diet must be
maintained

« Become aware about necessary medications (like iron
chelation tablets, calcium and vitamin medicines) and other
treatments for Thalassemia

« Atul generally goes and gets the medicines while Akhil's
transfusion is going on

« Parents find out through other parents - the importance of
NAT testing, because blood that is not NAT tested can
contain undetected pathogens

This stage involves a lot of learning, and understanding more
about Thalassemia, mostly through other patients’ parents, and

the staff of the blood bank.
Fig. 15 This figure shows the sixth stage of the lifetime trajectory
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Step-wise goals
of Akhil

Stage 7 : Getting used to the new normal Step-wise goals

of Akhil's parents

This stage represents how patients and parents are mentally
coping with Thalassemia

Fig. 16 This figure shows the seventh stage of the lifetime trajectory
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Step-wise goals
of Akhil’'s parents

Fig. 17 This figure shows the eighth stage of the lifetime trajectory
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Stage 8 : Getting regular blood transfusions

This stage is the most critical as per the patients and their
parents. Missing blood transfusions can have detrimental
impact on a patient’s health.

Thus it becomes important to consider service failures and
appropriate recovery methods for this stage.

This stage entails the following on Akhil's part -

+ Applying for a leave at school beforehand, if the transfusion
day falls on a weekday

+ Asking his friends to prepare notes etc. so that he does not
miss what was taught in class

« On the day of the transfusion, Akhil wakes up at 6 am and
carries on with his daily routine of brushing, taking pills etc.

+ Gets ready to leave for the blood bank in Aurangabad

+ Akhil gets the transfusion tube inserted into him

+ He is extremely bored and his arms hurt from the process

+ Akhil talks to his parents in between to occupy himself

This is how Atul’'s day goes -

+ Applying for a leave at work beforehand, for transfusion
+ They make an entry in a register in the blood bank

Atul goes to the hospital and makes an appointment with
the doctor

Atul give the blood test reports to the doctor, and get the
precription from him

+ Atul carry the prescription with them to the blood bank

Giving the prescription to the blood bank and waiting for the
blood bag

+ Collecting the blood bag from the blood bank

Carrying the blood bag with them, manually, to the hospital
Then they wait till they are allotted a cabin for transfusion

+ Transfusion begins after this, and goes on for 3-4 hours

Atul tries to find a pharmacy where he can get Akhil's
medications

« Atul talks to other parents, as well as the blood bank

manager to know where he can get medicines
Atul checks on the Whatsapp groups about any leads

+ Atul reaches out to the contacts he finds and calls them up

to enquire about medicines

Atul travels to known pharmacies to enquire about the
medicines

Through trial and error, Atul finds one pharmacy where he
can get medicines

+ Atul buys the medicines and comes back to the hospital

Then he sits beside Akhil all day long until transfusion ends

After transfusion, parents need to wait another 60 mins or
so - for the doctor to observe the patients

They then get the transfusion records filled and head home
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Step-wise goals
of Akhil’s parents

Fig. 18 This figure shows the ninth stage of the lifetime trajectory
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Stage 9 : Getting the BMT Operation done

On Atul’'s part, this stage involves gathering the necessary
funds for the treatment. He must also find a reliable center for
HLA Type matching. Atul must find reliable hospitals where he
can get Akhil's bone marrow transplant done.

They are currently planning to do the HLA Type matching with
Atul’s elder brother.
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5.Scenario

Akhil is going to get his monthly transfusion today.

He wakes up at 6 am in the morning and brushes and takes his
iron chelation tablets like always. Akhils packs his school
textbooks and then leaves with his parents to the blood bank.
They must travel 12 kms to get there. After all the necessary
processes are done, Akhil must now receive his blood
transfusion. “Another long, boring and painful day” - he thinks
to himself, as he prepares himself mentally for transfusion.

Atul also wants to go and get the necessary medicines for
Akhil during this particular visit, as traveling to Aurangabad
again and again is not at all feasible for their family, in terms of
costs as well as time.

Atul talks to his pharmacy contacts but it seems that the
medicines are not available. In a frenzy, he starts calling up
other parents of Thalassemic children to find out if any
pharmacy in Aurangabad has the necessary medicines.

Atul relies on the community to help him out but it is uncertain
if he will find any pharmacy that sells the required medicines
today.
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6.Redefining the Scope

Which service are we designing?

It must be clarified and realised that Dattaji Bhale blood bank
is not just one service but a constellation of interconnected
services. It provides the following micro-services -

+ Blood collection and storage service

+ Blood testing service

 Blood issuing service

+ Blood transfusion service

+ Counseling service, and

* Information dissemination and awareness building service

Therefore it becomes important to narrow down the services
that | shall focus on in this project. | will be primarily focusing
on the blood transfusion service, as well as the awareness
building services. Why these ?

Who are we designing for?

Like | have already mentioned above, most decisions are made
by the parents of Thalassemic patients. It is the parents who
are involved in carrying out most of the required activities.

Parents procure medicines, take their children to
hospitals and in general, stay on top of necessary
medical procedures. Therefore, its imperative that our
design intervention not only aims at improving
patients’ wellbeing, but also their parents.

Why Service Design?

Service design helps establish interaction between
humans through channels, products and in varying
contexts. We can look at service design and draw
connections by interpreting Shove's practice theory:
(Zomerdijk et al., 2010; Lusch et al., 2007; Shove et al,,
2012)

* Holistic approach to design : Service designers
zoom out andanalyze an ecosystem, various
stakeholders, value flows and the context as they
design. In social practices, it is not just the
artefacts, but an interconnected complex network
of people, systems and behavioursthat drive
interaction. Especially in the given context. As my
guide had told me already, “Remember that a child
is growing up”.
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« And thus, with this coming of age, a multitude of social,
psychological, emotional and physical changes in patients.
At the same time, the parents also must deal with gradual
changes around them, as well as the changes that their
children undergo.

+ Strengthen the channels of value co-creation : Co-creates
value : Service providers and service beneficiaries attain
value by interacting and working together to realize the
value of theservice. Social practice looks at how
collectives co-create value by performing the practice as a
result of shared knowledge and understanding of the
practice. A Whatsapp group, set up by some proactive
parents and members of the blood bank is the primary
platform for community knowledge. How can we establish
other channels of community knowledge-sharing, that will
complement the already existing channels.

« Conceptualising the overall service, rather than one
particular touchpoint

- Temporal Nature, value builds cumulatively
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7.Follow-up questions

After the first visit, there were a few questions I still had in my
mind and | visited Dattaji Bhale blood bank in Aurangabad
again to understand some of these questions better.

* How do personas change over time? Thalassemia is a
lifelong disorder and this presents a unique challenge, the
context, knowledge level and environment of Thalassemic
patients and their parents change over time. Thus it also
implies that these personas will change over time as well.

« Which service encounter do parents and patients consider
most important? Discussions with parents and patients
revealed that receiving monthly transfusions is the most
critical service encounter. As per (Building Service
Relationships : It's All About Promises; Mary Jo Bitner,
Arizona State University), certain service encounters are
more critical and can make or break a customer’s overall
experience. Thus it becomes imperative that any potential
service failures during this particular encounter are
anticipated, and service recovery is planned.

+ How does this particular service encounter end? After what
process do patients go home? The ending of the customer
journey makes the most impact and thus it felt necessary
to understand this particular aspect.

« What sort of habits/ interests do most patients have? Can

they be nudged towards art or alternative ways of
engagement/ learning? How do they generally spend their
time during the transfusion? What extent of physical
activity is possible during transfusion? Can children read,
write or draw while their transfusion is happening?

What makes the beneficiaries (patients and parents)
choose this particular blood bank over others? Have they
ever considered availing the services of another blood
bank? Would they ever consider? Again, these decisions are
made by the parents of Thalassemic parents, and not by the
patients themselves. Parents are the key decision makers
throughout this entire journey, and through my user
interviews | have learnt that the key

Service relationships rely on the concept of value co-
creation. Rather than being passive recipients of a service’s
benefits, customers decide how value should be created for
them and are in a way, co-architecting the value that they
can derive from a service. Long term value co-creation
results in the formation of service relationships, which
benefit the service provider as well as its customers. The
benefits of maintaining service relationships from the
perspective of the service provider is well known. However,
in this regard, the benefits mostly lie with the patients and
their parents, since the blood bank provides them with NAT
tested, good quality blood, reliably and as per the patient’s
requirement every month.
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+ Therefore it become imperative to ask “What exactly do the
patients/ parents do to maintain this service relationship?”

+ Value co-creation between customers and service providers
happens through unique, personalized interactions between
them - wherein customers are enabled to create their own
unique personalized experience within the experience
environment (CO-CREATION EXPERIENCES : THE NEXT
PRACTICE IN VALUE CREATION; C. K. PRAHALAD AND
VENKAT RAMASWAMY). Therefore, what opportunities can
be found in this context to allow for the patients and their
parents to have their own unique experiences?

* Is there a unique relationship between the service providers
and the patients, or their parents and if yes, how can this
relationship be leveraged to better the patients’, or their
parents’ experience? How has this service relationship
evolved? What aspects will change over time? And what
aspects remain constant? Eg. knowledge level of the
people involved may change, but social surroundings may
not change

+ What can the blood bank do proactively so that parents
discover them easily?
Service blueprint during discovery, walk-in, Whatsapp message
etc. - what are the touchpoints that can be leveraged
How do most parents discover the blood bank?

How do we help best utilize the 3-4 hours parents spend during
transfusion for Volunteering, awareness etc.

Pain and boredom - how do we tackle these issues for the
patients

How do parents feel about carrying the blood bags?

Can there be some packaging etc that the patients can carry
back

Is there such a community between the students?

Are parents in a common platform, or have a community

Eg. like a Whatsapp group

Could there be WA group with the Blood Bank staff and the
parents?

How long after registration can patients regularly receive blood
donation from a blood bank?

Is every patient accepted? When is the confirmation sent?

Do patients receive any sort of guarantee that they will get
blood?

Do donors know who is the thalassemia patient is who they are
donating blood ?

Opportunity for Endowment effect?

Are there confidentiality related concerns?

Can personal relationships be built without revealing identity?
Do donors get anything in return other than personal
satisfaction?
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8.Design Directions

The broad goals that | am tryin to achieve are as follows -

+ Selecting one or two service encounters which allow for a
possibility of feasible design interventions

+ Coming up with concrete design ideations related to
potentials areas such as - Designing awareness programs;
leveraging the initial service encounters related to
diagnosis and detection for the same

« Engaging patients and parents while transfusion is
happening. How do we help best utilize the 3-4 hours
parents spend during transfusion for Volunteering,
awareness etc.? Pain and boredom - how do we tackle
these issues for the patients

« Conceptualizing a platform where parents can find access
to donors, and information about pharmacies, as well as
reliable medical facilities

+ Validating the learnings and ideations with stakeholders

« Implementing feasible solutions through the help of Dattaji
Bhale blood bank and Dr. Hedgewar hospital
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o) o)

v [ v

Finding a well established blood Receiving monthly blood Arranging necessary
bank with a large network - that transfusion without fail, & medicines, ensuring
can ensure regular, uninterrupted as conveniently as proper diet

supply of blood for the patient possible

o

L0

Getting used to
the new normal

o

v

Arranging for HLA Type
matching (human
leucocyte antigen) &
Bone Marrow
Transplant

Fig. 19 This figure shows customer journey after finding a reliable blood bank,
and whether the parent or the patient is involved in a particular encounter

8.1 Discoverability of Resources/
Treatment Facilities

+ Parents use their phones mostly for WhatsApp, tech literacy
is not enough for using Google, Youtube etc.

« WhatsApp is already being used for Information
dissemination

+ Can be consumed on the go

* Repository must be updated in real time by aware parents,
pharmacists, blood bank managers, doctors and other
hospital staff

If match is found

If match is not found

o

[T,

Undergoing Bone
Marrow Transplant
Operation

o

[T,

Continuing with
transfusions
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2

> Gonsumed through a Whatsapp Chatbot

Data repository

Fig. 20 This figure shows which touchpoint | will be focusing on creating

Touchpoint : Whatsapp Chatbot

+ Cuts across multiple service encounters + The flow of communication, the messaging used in the chat
« Parents have a hard time finding pharmacies that have « The mechanism - how will data flow in and be disseminated
Thalassemia medicines in stock + When exactly will human moderators come into picture?
« Parents dont know which medical facilities do HLA Type For voice based texting etc.
Matching, or hospitals are good for BMT Operations « Blueprint of this particular service encounter

+ Finding a blood bank is easy, finding a good blood bank that
can regularly and reliably satisfy a patient's blood
transfusion requirements is hard

+ Current touchpoints : Clinicians, blood bank manager &
other parents through Whatsapp groups or word of mouth
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Information Architecture of Whatsapp Chatbot

1. Input 2. Upload or Access Info ——— 3. Broad Topics

Fig. 21 How information will flow to and from the Whatsapp chat
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Information Architecture of Whatsapp Chatbot

4. Necessary Information to Upload or to Access 0. Feedback

Fig. 22 How information will flow to and from the Whatsapp chat
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Screens of Whatsapp Chatbot

Fig. 23 How conversation will begin on the chatbot once someone sends “Hi” or “Hello”
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Screens of Whatsapp Chatbot

Fig. 24 User asks for Thalassemia related information - they are looking for medicines, shares their pin code and receives all details like
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ﬁ

Receiving monthly blood ﬁ
transfusion without fail, &

as conveniently as possible

ff match is not found Continuing with transfusions

Fig. 22 Service encounter on the day of transfusion

8.2 Pain, anxiety and stress during
transfusion

+ Receiving transfusions is the most important service
encounter

+ Essentially a life-long process

+ Painful, boring, stress-inducing and anxiety inducing

+ Current coping mechanisms : Studying school books, using
phone for texting/ Youtube/ Facebook, Sleeping
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ﬁ

Receiving monthly blood °
transfusion without fail, & ?
as conveniently as possible .
ff match is not found Continuing with transfusions
Touchpoint : Interactive magazine What will I design?
f0r Chlldren (6-11 years) + Guidelines which consist of - Open Source archive of

stories (in English, Hindi and Marathi) and Puzzles; design
guidelines such as color scheme, size and layout, fonts; as
well as directions on the structure of the magazine - what
should each page contain

+ Can be serialised so that children have something to look
forward to for the next visit

« Mapping a child’'s mental state during different stages of
the transfusion process - to make the magazine contextual

+ Can be carried back and made into a collection

+ How hands-on art and storytelling can be incorporated to
make the magazine interactive

« Making the magazine cost-effective and contextual to
differentiate it from other magazines in the market

Why?

+ Stories, puzzles and art related activities reduce anxiety,
and stress

+ Guidelines for creating the magazine - so that it can be
created sustainably

« Constructing the magazine in a way that children are
successfully engrossed in it for the duration of the
transfusion, which is typically 3-4 hours

+ Can distract children from physical pain during transfusion

+ Artworks drawn on the magazine by patients be used as
thank you notes, greetings cards, progress reports - to
share with donors to improve donor motivation
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Story taken from an open source archive - StoryWeaver.org (@)

Lorem ipsum dolor sit amet,
consectetur adipiscing elit.

Lorem ipsum dolor sit amet,
consectetur adipiscing elit.

Puzzle taken from a free online puzzle repository

hank you for your contribution to the lives of Thalassemic patient: hank you for your contribution to the lives of Thalassemic patients

Fig. 23 Initial Ideations for the interactive magazine
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https://storyweaver.org.in/stories/205288-dahanchi-shakti

Fig. 24 Designing a service-scape to distract children from pain, boredom and dullness while taking transfusions
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9.Service Blueprints (link to all blueprints)

The first Goal is to get Akhil's medicines. This is how it used to
happen earlier, without the service interventions.
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https://www.figma.com/file/LL3lu7ev1coHMS2qRBpMvr/Blueprints-final?type=whiteboard&node-id=0%3A1&t=T1mOdx7qSgqgG9KX-1

The first Goal is to get Akhil's medicines. The service blueprint
without interventions is continued on this page -
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The same blueprint with relevant touchpoints and interventions introduced -
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The same blueprint with relevant touchpoints and interventions introduced (contd.)-
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The second Goal is to get Akhil's monthly blood transfusion.
This is how it used to happen earlier, without the service
interventions.
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The second Goal is to get Akhil's monthly blood transfusion.
This is how it used to happen earlier, without the service
interventions (contd.).
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The second Goal is to get Akhil's monthly blood transfusion.
This is how it used to happen earlier, without the service
interventions (contd.).
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The second Goal is to get Akhil's monthly blood transfusion.
The new service blueprint - with relevant touchpoints and
interventioned introduced is below -
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The second Goal is to get Akhil's monthly blood transfusion.
The new service blueprint - with relevant touchpoints and
interventioned introduced is below (contd.) -
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The second Goal is to get Akhil's monthly blood transfusion.
The new service blueprint - with relevant touchpoints and
interventioned introduced is below (contd.) -
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The second Goal is to get Akhil's monthly blood transfusion.
The new service blueprint - with relevant touchpoints and
interventioned introduced is below (contd.) -
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10.Evaluation

Review by Expert panel

User Interviews - How did the experience change?

Value Equation : Did the intervention affect the elements in the value equation?

Benefits (Functional + Emotional + Social ....)

Value =
Costs (Monetary + Time + Efforts + Psychic ....)

Developmental Evaluation

Feedback ratings of users
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11.Learnings and Reflections

Working on a service design project to improve blood bank
services for thalassemia patients has been a truly enlightening
experience. The nature of this project, dealing with a
complicated and rich service ecosystem, has provided me with
valuable learnings and insights:

1. Complexity of the Service Ecosystem: Thalassemia patients
require continuous and lifelong medical support, involving
various stakeholders such as hospitals, blood banks,
healthcare professionals, and support organizations.
Understanding and mapping this intricate ecosystem is crucial
to identify pain points and opportunities for improvement.

2. Evolving Personas: Thalassemic kids grow and change over
time, which directly impacts their requirements and
preferences. This highlights the importance of a dynamic
approach to persona development, ensuring that the service
design addresses the needs of patients at different stages of
their lives.

3. Importance of Empathy: Working on this project has
reinforced the significance of empathy in service design.
Understanding the emotions, challenges, and daily struggles
faced by thalassemia patients and their families has been
essential in developing meaningful solutions.

4. Conceptual vs. Real-World Impact: One of the regrets |
encountered was the limitation of proposing solutions at a
conceptual level. While my ideas held promise, the challenge of
implementing them in the real world with existing
infrastructures and regulations was significant. It taught me
the importance of involving stakeholders from the beginning
and considering real-world feasibility from the outset.

5. Long-term Commitment: Improving blood bank services for
thalassemia patients requires a long-term commitment from
all involved parties. Changes in the healthcare sector often
take time and require sustained effort to bring about
meaningful transformations.

6. Data-Driven Design: Access to reliable data is vital for
making informed decisions. | learned that leveraging data from
various sources, including patient experiences, medical
records, and service usage, is crucial in shaping effective
interventions.

7. Learning from Failures: While some proposed solutions may
not have been feasible or immediately actionable, every failure
served as a valuable learning opportunity. It taught me to
adapt, iterate, and refine my approaches continuously.
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