Annexure A-1

Permuted Block randomization list

List created on August 27 2019 11:51:58

Random seed: 1568886918

Total sample size: 120
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Annexure A-2

A. Socio Demographic Sheet

1. Age(years)
a. 18-35
b. 36-45
c. 46-55
d. >55

2. Gender
a. Male
b. Female
c. Any other
3. Education
Iliterate
Primary
Secondary
Higher Secondary
Graduation
. Post graduation and Higher
4. Marital status
a. Single
b. Married
5. Occupation
6. Residence
a. Rural
b. Urban
7. Type of family
a. Nuclear
b. Joint
8. Family income per month (in Rs.)
Below poverty line
5000-10000
10000-20000
20000-30000
30000-40000
f. >40000
9. Source of Reimbursement, if any

-0 o0 T

® a0 o

10. Donor type
a. Relative
b. Non relative
c. Cadaver



B. Clinical profile sheet

Previous history of medical illness
a. Pulmonary Koch’s
b. Hepatitis B
c. Hepatitis C
d. Any other

. Co- morbidities

Diabetes Mellitus
Hypertension

Peripheral Vascular Disease
Any other

oo ow

Do you Smoke? Yes No

Do you take Alcohol? Yes No

Do you take Tobacco? Yes No

Post Transplantation Complications, if any:
a. Infection
b. Rejection
c. NODAT( New Onset Diabetes after Transplantation)

. Current Serum creatinine




Annexure A-3

SELF CARE PRACTICE SCALE FOR KIDNEY TRANSPLANT
RECIPIENTS

Instructions: This performa assesses your self care practices. Kindly tick the most
appropriate option in the column. Also answer all the items provided in this performa.

S.No. Items Never Rarely Sometim | Often Always
0 1 es 3 4
2

Nutrition and Diet
1. | avoid sweets, high-

calorie foods and fried

foods
2. | eat low-fat food and

low fat dairy products.

3. | take low salt diet.

4. | avoid intake of raw
fruits, vegetables and
salads.

5. | eat healthy and well

balanced diet.

Medication
management

6. | take my medicine as
prescribed by the doctor.

7. | use alarms in the phone
to remember medication
time.

8. I discuss my concerns

related to medication
during my visit to doctor

9. | decrease the dose of the
medication on my own
Lifestyle modification
10. | exercise for at least 20-

30 minutes 5 times per
week.

Vi




11.

12.

13.

14.

15.

16.

17.

18.

19.

20.

21.

22.

I limit alcoholic drinks to
not more than one drink
per day.

| refrain from taking
tobacco.

I refrain from smoking.

Self monitoring

I check my blood
pressure and record
everyday.

I check my blood sugar
as advised.

I check my feet or ankles
for swelling as instructed
by my doctor.

| visit my doctor if | gain
more than around 2 kg
weight in one day.

I call my transplant
doctor if | urinate less
than usual.

Avoidance of Infection

I check my body
temperature everyday.

I avoid close contact
with people who are sick
with cold or fever.

I wash my hands with
soap and water after
using the toilet.

I wash my hands with
soap and water before
meals.
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23.

24,

25.

26.

27.

28.

29.

30.

| use face mask while
going outside the house.

Follow up

| keep appointment with
my transplant doctor.

I get my blood (lab)
investigations done as
prescribed.

I visit my doctor when |
have any of the
symptoms of an infection
like fever, flu-like
symptoms, pain on
urinating, or cough.

Psychological care

I have sufficient rest and
sleep.

| practice yoga/
relaxation.

I receive sufficient
support from my family.

I consult my doctor
when feeling
sad/depressed.
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Annexure A-4

MGL ADHERENCE SCALE

Instructions: Kindly tick the most appropriate answer for each item. Also tick

the reasons applicable to you for non adherence to therapy.

Item YES | NO

1. Do you ever forget to take your medicine?

2. Are you careless at times about taking your
medicine?

3. When you feel better do you sometimes stop
taking your medicine?

4. Sometimes you feel worse, when you take the

medicine, do you stop taking it?
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11/3/18, 8:34 AM Gmail - Re: Request for permission to use MGL Scale
p . Annexure A-5 . o . )
”: Gmail ujjwal dahiya <ujjwaldahiya3@gmail.com>

Re: Request for permission to use MGL scale

DONALD MORISKY <dmorisky@ucla.edu> Fri, Oct 12, 2018 at 6:49 AM
To: ujjwaldahiya@aiims.edu

Greetings again, Ujjwal, and here is the Morisky, Green and Levine Adherence Scale, that is free and you can make
your own translation. This scale is published in Medical Care, 1986. Professor Larry Green and Dr. Prof. David
Levine were my mentors and Principal Investigators on this NHLBI study that resulted in many seminal articles on the
role of adherence behavior in all healthcare seftings. The Morisky, Green and Levine Adherence Scale is in the
public domain and does not need a license. It has been cited over 3000 times in PubMed. | suggest you do a search
on this article and find out how it is still being used by thousands of health care centers all over the world. | am also
attaching the 1983 article published in the AJPH on the long-term outcomes (morbidity and mortality) resulting from
tailored educational interventions on the patients randomized to any combination of educational interventions.

Thank you again for your interest in using my validated diagnostic adherence tool. Please keep me appraised of your
progress in using the MGL. Please remember that the MGL is NOT the same as the MMAS-4. Please do not confuse
these two very different scales.

| have downloaded several recent citations from the Medical Care article to show you how popular this reference is
still being cited. Happy reading...., and please send me a note that you have received these documents. | hope
you enjoy these citations.

Sincerely,
Dmorisky

Donald E. Morisky, Sc.D., M.S.P.H., Sc.M.

Research Professor and Former Chair

Distinguished Chair Professor at Kaohsiung University, Taiwan
Department of Community Health Sciences

UCLA Fielding School of Public Health
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Annexure A-6

£1

DASS21 ..

Date:

Please read each statement and circle a number 0, 1, 2 or 3 which indicates how much the statement
applied to you over the past week. There are no right or wrong answers. Do not spend too much
time on any statement.

The rating scale is as follows:

0  Did not apply to me at all

1 Applied to me to some degree, or some of the time

2  Applied to me to a considerable degree or a good part of time

3  Applied to me very much or most of the time

1(s) | found it hard to wind down 1 2 3

2 (a) | was aware of dryness of my mouth 1 2 3

3(d) | couldn’t seem to experience any positive feeling at all 1 2 3

4 (a) | experienced breathing difficulty (e.g. excessively rapid breathing, 1 5 3
breathlessness in the absence of physical exertion)

5 (d) | found it difficult to work up the initiative to do things 1 2 3

6 (s) | tended to over-react to situations 1 2 3

7 (a) | experienced trembling (e.g. in the hands) 1 2 3

8 (s) | felt that | was using a lot of nervous energy 1 2 3
| was worried about situations in which | might panic and make a fool

9 (a) 1 2 3
of myself

10 (d) I felt that | had nothing to look forward to 1 2 3

11(s) | found myself getting agitated 1 2 3

12 (s) | found it difficult to relax 1 2 3

13(d) | felt down-hearted and blue 1 2 3
| was intolerant of anything that kept me from getting on with what |

14 (s) ; 1 2 3
was doing

15 (a) |felt | was close to panic 1 2 3

16 (d) | was unable to become enthusiastic about anything 1 2 3

17 (d) | felt | wasn’t worth much as a person 1 2 3

18 (s) | felt that | was rather touchy 1 2 3

19 (a) | was aware of the action of my heart in the absence of physical y > 3
exertion (e.g. sense of heart rate increase, heart missing a beat)

20 (a) | felt scared without any good reason 1 2 3

21(d) |felt that life was meaningless 1 2 3
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ABOUT YOU

Annexure A-7

1.D. number

||

Before you begin we would like to ask you to answer a few general questions about yourself: by circling the correct

answer or by filling in the space provided.
What is your gender?

What is you date of birth?

What is the highest education you received?

What is your marital status?

Are you currently ill?

Instructions

Male Female

/ /
Day / Month / Year
None at all

Primary school

Secondary school

Tertiary

Single

Married

Living as married

No

If something is wrong with your health what do you think it is?

Separated

Divorced
Widowed

illness/ problem

This assessment asks how you feel about your quality of life, health, or other areas of your life. Please answer all the

questions. If you are unsure about which response to give to a question, please choose the one that appears most

appropriate. This can often be your first response.

Please keep in mind your standards, hopes, pleasures and concerns. We ask that you think about your life in the last

two weeks. For example, thinking about the last two weeks, a question might ask:

Do you get the kind of support from
others that you need?

Not at all
1

Not much

2

Moderately
3

A great deal

4

Completely
5

You should circle the number that best fits how much support you got from others over the last two weeks. So you

would circle the number 4 if you got a great deal of support from others as follows.

Do you get the kind of support from

others that you need?

Not at all
1

Not much

2

Moderately
3

A great deal

4

Completely
5

You would circle number 1 if you did not get any of the support that you needed from others in the last two weeks.

XViil



MSA/MNH/PSF/97.6

Page 17

Please read each question, assess your feelings, and circle the number on the scale for each question
that gives the best answer for you.

Neither
Very poor Poor poor nor Good Very good
good
1(Gl) How would you rate your quality of life? 1 2 3 4 5
Very Dissatisfied Neither Satisfied Very
dissatisfied satisfied nor satisfied
dissatisfied
2 (G4) How satisfied are you with your health? 1 2 3 4 5
The following questions ask about hew much you have experienced certain things in the last two weeks.
Not at all A little A moderate | Verymuch | An extreme
amount amount
3(FL.4) To what extent do you feel that physical 1 2 3 4 5
pain prevents you from doing what you
need to do?
4(F11.3) How much do you need any medical 1 2 3 4 5
treatment to function in your daily life?
5(F4.1) How much do you enjoy life? 1 3 5
6(F24.2) To what extent do you feel your life to 1 2 3 5
be meaningful?
Not at all A little A moderate | Very much Extremely
amount
7(F5.3) How well are you able to concentrate? Wl 2 3 5
8 (F16.1) How safe do you feel in your daily life? 1 3 5
9 (F22.1) How healthy is your physical 1 2 3 5

environment?

The following questions ask about how completely you experience or were able to do certain things in the last two weeks.

Not at all A little Moderately Mostly Completely
10 (F2.1) Do you have enough energy for 1 2 3 4 5
everyday life?
11 (F7.1) | Are you able to accept your bodily 1 2 3 4 5
appearance?
12 (F18.1) | Have you enough money to meet your 1 2 3 4 S
needs?
13 (F20.1) | How available to you is the information 1 2 3 4 S
that you need in your day-to-day life?
14 (F21.1) | To what extent do you have the 1 2 3 4 5
opportunity for leisure activities?
Very poor Poor Neither Good Very good

XiX
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Page 18
poor nor
good
15 (F9.1) How well are you able to get around? 1 2 3 4 5
The following questions ask you to say how good or satisfied you have felt about various aspects of your life over the last two
weeks.
Very Dissatisfied Neither Satistied Very
dissatisfied satisfied nor satisfied
dissatisfied
16 (F3.3) | How satisfied are you with your sleep? 1 2 3 4 5
17 (F10.3) | How satisfied are you with your ability 1 2 3 4 5
to perform your daily living activities?
18(F12.4) | How satisfied are you with your capacity 1 2 3 4 5
for work?
19 (F6.3) How satisfied are you with yourself? 1 3 5
20(F13.3) | How satisfied are you with your 1 2 3 5
personal relationships?
21(F15.3) | How satisfied are you with your sex life? 1 2 3 5
22(F14.4) | How satisfied are you with the support 1 2 3 5
you get from your friends?
23(F17.3) | How satisfied are you with the 1 2 3 4 5
conditions of your living place?
24(F19.3) | How satisfied are you with your access 1 2 3 4 S
to health services?
25(F23.3) | How satisfied are you with your 1 2 3 4 5
transport?
The following question refers to how often you have felt or experienced certain things in the last two weeks.
Never Seldom Quite often Very often Always
26 (F8.1) How often do you have negative feelings 1 2 3 4 5

such as blue mood, despair, anxiety,
depression?

Did someone help you to fill out this fOrmM?.......oveiiiii s

How long did it take t0 fill this FOrM OUE?.......iiiiiiiiiiriii s

Do you have any comments about the assessment?

THANK YOU FOR YOUR HELP

XX
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ID: 390085 Permission authorization for WHO copyrighted material

permissions@who.int <permissions@who.int> Sat, Aug 3, 2019 at 12:20 PM

To: ujjwaldahiya3@gmail.com
Cc: permissions@who.int

Dear Ms Dahiya,
Thank you for submitting the online form and for your interest in World Health Organization (WHO) Quality of Life materials.

On behalf of WHO, we are pleased to authorize your request to reproduce, reprint and/or translate WHOQOL tools and instruments
as detailed in the form below, subject to the terms and conditions of the non-exclusive licence below.

For a list of the current WHOQOL-100 and WHOQOL-BREF language versions, WHOQOL-BREF Syntax file, and the translation
guidelines please visit: WHOQOL-100/ WHOQOL-BREF

For more information and other WHOQOL materials, please visit the WHOQQOL websiie
We thank you for your interest in WHO published materials.

Kind regards,
WHO Permissions team

WORLD HEALTH ORGANIZATION

Non-exclusive licence to use selected WHO published materials

You submitted a request, through WHO's online platform, for permission to reprint and reproduce certain WHO copyrighted material
(the “Licensed Materials™). This is a legal agreement (the “Agreement”) between you and WHO, granting you a licence to use the
Licensed Materials subject to the terms and conditions herein.

Read this Agreement in its entirety before using the Licensed Materials.

By using the Licensed Materials, you enter into, and agree to be bound by, this Agreement. This licence is granted only for
original materials belonging to WHO. If any part of the WHO published materials you wish to reproduce are credited by
WHO to a source other than WHO, those materials are not covered by this Agreement and are not part of the Licensed
Materials. You are responsible for determining if this is the case, and if so, you are responsible for obtaining any
necessary permission from the source of those third-party materials prior to their use.

If you enter into this Agreement on behalf of an organization, by using the Licensed Materials you confirm (represent and warrant)
that you are authorized by your organization to enter into this Agreement on the organization’s behalf. In such a case, the terms
“you” and “your” in this Agreement refer to, and this Agreement applies to, the organization.

WHO grants this licence to you based on the representations and warranties you made in the licence request you submitted
through WHO's online platform. If any of those representations and/or warranties are or become false or inaccurate, this licence
agreement shall automatically terminate with immediate effect, without prejudice to any other remedies which WHO may have.

If you have questions regarding this Agreement, please contact permissions@who.int.

1. Licence. Subject to the terms and Conditions of this Agreement, WHO grants to you a worldwide, royalty free, non-transferable,
non-sublicensable, non-exclusive licence to use, reproduce, publish, and display the Licensed Materials in the manner and using
the media indicated in the Permissions Request Form you submitted to WHO (the “Licensed Use”). This licence is limited to the
current edition of your work. Future editions or a different use of the Licensed Materials will require additional permission from
WHO. If your request includes translation into different languages, then non-exclusive permission is hereby granted to translate the
Licensed Materials into the languages indicated in accordance to article 4 of this Agreement.

2. Licensed Use. The Licensed Material shall be used in the manner and using the media indicated in the Permissions Request
Form you submitted to WHO (the “Licensed Use”). The Licensed Materials are intended for use in clinical research, drug trials,
conducting assessments and studies, for use by clinicians in clinical contexts and for any academic and educational use. The
Licensed Materials should not be sold individually or incorporated into products for sale, without written authorization from WHO.

3. Retained Rights. Copyright in the Licensed Materials remains vested in WHO, and WHO retains all rights not specifically granted

https://mail.google.com/mail/u/0/?ik=9a234a8802&view=pt&search=all&permmsgid=msg-f%3A1740393528484 720856 &simpl=msg-f%3A174039
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under this Agreement.

4. Translation of the Licensed Materials. The Translation shall be faithful to the original English text and rendered into good literary
and scientific language. The Translation should be done in accordance with the translation guidance methodology provided by
WHO and available for download at transtation-methodology.pdf. The PDF of the translation should be provided to WHO with
permission to, 1) to make the PDF available on the WHO web site and institutional repository and, 2) to use, amend, adapt,
reproduce, publish and distribute the PDF, or its part(s), for any purpose whatsoever.

5. Mandatory Acknowledgement. In every instance of the Licensed Use, you must make suitable acknowledgement of WHO as
follows, either as a footnote or in a reference, as follows. In addition, If the Licensed Materials originate from the WHO web site, you
must also include the URL reference and the date accessed:

"Reproduced with permission from (TITLE), Geneva, World Health Organization (WHO), (Year of publication), (URL,
accessed (insert date). WHO does not endorse any specific companies, products or services.”

Translations and adaptations of the Licensed Materials should be attributed as follows:

"Translated into (insert language) from (TITLE), Geneva, World Health Organization (WHO), (Year of publication), (URL,
accessed (insert date). WHO is not responsible for the content or accuracy of this translation/adaptation. In the event of
any inconsistency between the English and the insert language translation, the original English version shall be the
binding and authentic version."”

6. Product Delivery. The Licensed Materials can be downloaded online at https:/iwww.who.intitoolkitsiwhodqol

7. Altering or Modifying_the Licensed Materials. As part of the Licensed Use, you may minimally alter the Licensed Materials to
match the format or style of your publication. Any other alteration or modification of the Licensed Materials (including abbreviations,
additions, or deletions) may be made only with the prior written authorization of WHO. You may not add company or product
branding to the Licensed Materials.

8. Appropriate and Prohibited Uses. You must use the Licensed Materials in a factual and appropriate context. You may not use the
Licensed Materials in association with any product marketing, promotional, or commercial activities, including, without limitation, in
advertisements, product brochures, company-sponsored web sites, annual reports, or other non-educational publications or
distributions. Any additional use requires written permission from WHO.

9. No WHO endorsement. You shall not state or imply that WHO endorses or is affiliated with your publication or the Licensed Use,
or that WHO endorses any entity, organization, company, or product.

10. No use of the WHO logo. In no case shall you use the WHO name or emblem, or any abbreviation thereof.

11. No Warranties by WHO. All reasonable precautions have been taken by WHO to verify the information contained in the
Licensed Materials. However, WHO provides the Licensed Materials to you without warranty of any kind, either expressed or
implied, and you are entirely responsible for your use of the Licensed Materials. In no event shall WHO be liable for damages
arising from your use of the Licensed Materials.

12. Your Indemnification of WHO. You agree to indemnify WHO for, and hold WHO harmless against, any claim for damages,
losses, and/or any costs, including attorneys' fees, arising in any manner whatsoever from your use of the Licensed Materials or for
your breach of any of the terms of this Agreement.

13. Termination. The licence and the rights granted under this Agreement shall terminate automatically upon any breach by you of
the terms of this Agreement. Further, WHO may terminate this licence at any time with immediate effect for any reason by written
notice to you.

14. Entire Agreement, Amendment. This Agreement is the entire agreement between you and WHO with respect to its subject
matter. WHO is not bound by any additional terms that may appear in any communication from you. This Agreement may only be
amended by mutual written agreement of you and WHO.

15. Headings. Paragraph headings in this Agreement are for reference only.

16. Dispute resolution. Any dispute relating to the interpretation or application of this Agreement shall, unless amicably settled, be
subject to conciliation. In the event of failure of the latter, the dispute shall be settled by arbitration. The arbitration shall be
conducted in accordance with the modalities to be agreed upon by the parties or, in the absence of agreement, with the rules of
arbitration of the International Chamber of Commerce. The parties shall accept the arbitral award as final.

17. Privileges and immunities. Nothing in or relating to this Agreement shall be deemed a waiver of any of the privileges and
immunities enjoyed by WHO under national or international law and/or as submitting WHO to any national court jurisdiction.

DataCol Web: Form for requesting permission to reproduce, reprint or translate WHO copyrighted material

ID: 390085

Section: Contact details
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* Title

*Ms

* First name

* Ujjwal

* Family name

* Dahiya

* Organization/affiliation
* AlIMS

* Type of organization
* Government

* Telephone

* +01 9899770134

* Address

* F-105, Ansari Nagar West
Delhi-110029

* Email
* yijwaldahiya3@gmail.com

Section: Information about WHO material to be reproduced

* Full title of WHO material requested

* WHO-QOL Bref English and Hindi versions

* \Website URL where WHO material is published
* hitps:/iwww.who.inttools/whogol

* Please select the item(s) to be reproduced

*WHOQOL

* Type of reuse

* Dissertation or thesis

* No of item(s) to be reproduced

* 5 items or more

* For each item selected, provide a reference and page number. If entire document, please state "Entire document”.
* hitps:/fwww.who.int/tools/whogol

Section: Information about the reuse

* Please provide information on where WHO's material will be used
* For collection od data related to quality of life among kidney transplant recipients

* Publishing format
* Print

*No

------------------------- XXVii
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* If web please provide URL / If other, please specify

* How are you planning to distribute your material and to whom?
* |t will be used to collect data as survey method for patients with kidney transplant

* What is your planned publication or distribution date?
*12.08.22 ‘ .

* Are you selling your material?
*No

* No

*No

* Subject of interest that most correspond to your request
* Transplantation

* Approval
* Auto permission

*WHO Department
*ACP, ACT

* Correct WHO URL
* hitps://www.who.inttools/whogol

Section: Terms and conditions

* By submitting this request you confirm that you will abide by the terms and conditions if WHO grants you permission.
* | have read and agree with the terms and conditions

Click the following link to access a format view of this record:
hitpiifapps who.int/datacol/survey.asp?survey_id=258&respondent_id=390085

This email was automatically sent to you by the WHO Intranet Data Collector.
The DataCol can send emails to accounts specified by the Form focalpoint.
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Annexure A-9

List of Experts for validation of Tools

1.

Dr.(Mrs.) Harjinder Goyal, Principal
RAK College of Nursing, New Delhi
Dr. Sandhya Gupta, Acting Principal, College of Nursing
AIIMS, New Delhi
Dr. Pragya Pathak, Associate Professor, College of Nursing
AIIMS, New Delhi
Dr. Kusum Kathleen McKeehan, Nursing Advisor
SRHU, Dehradun
Dr. Lekha Vishwanath, Professor
SRHU, Dehradun
Dr. Soumita Bagchi , Associate Professor
Deptt. Of Nephrology, AIIMS, New Delhi
Dr. Koushik Sinha Deb, Associate Professor

Deptt. Of Psychiatry, AIIMS, New Delhi

List of Experts for validation of Nurse led intervention

1

Dr. Arun Kumar Subbiah, Assistant Professor
Deptt. Of Nephrology, AIIMS, New Delhi
Dr. Deepak Kumar, Senior Resident

Deptt. Of Nephrology, AIIMS, New Delhi
Dr. Sujata Sathpathy, Associate Professor
Deptt. Of Clinical Psychology, AIIMS, New Delhi
Dr. Rohit Verma, Assistant Professor

Deptt. Of Psychiatry, AIIMS, New Delhi

Dr. Namrata Singh, Senior Dietician

Deptt. Of Dietetics, AIIMS, New Delhi

Mrs. Jasmine Kaur, Dietician

Deptt. Of Dietetics, AIIMS, New Delhi

Dr. Krishna B, Senior Resident
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Deptt. Of Physical Medicine and Rehabilitation AIIMS, New Delhi
8. Mr. Ajeet, Physiotherapist

AIIMS, New Delhi
9. Ms. Geeta Saifi, Tutor,

RAK College of Nursing, New Delhi
10. Ms. Sunita Devi, Nursing Officer

Transplant Clinic, AIIMS, New Delhi
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Information Booklet on

Self Care Management after
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After going through the booklet, Kidney Transplantation
kidney transplant recipients would be able to:

B When the kidneys fail, treatment is needed to replace the work your kidneys
can no longer do.

m Demonstrate understanding of kidneys, its functions and
meaning of transplantation. m There are two types of treatment for kidney failure — dialysis or kidney

. transplant.
m Understand the role of immunosuppressants after kidney -

transplantation. m Many people feel that a kidney transplant offers more freedom and a better
quality of life than dialysis. When you get a kidney transplant, a healthy kidney
is placed inside your body to do the work your own kidneys can no longer do.
Although most transplants are successful and last for many years, how long

® Become aware of self management regarding they last can vary from one person to the other.

m ldentify the need for adherence to immunosuppressive
therapy.

. (Mecication | What are Immunosuppressant Medicines? |

¢ Nutrition and diet ; ? : _ g
m Normally, your body fights off anything that isn’t part of itself, like germs and

Avoidance of infections viruses. That system of protection is called your immune system.

]

m To stop your body from attacking or rejecting the donated kidney, you will have
to take medicines to keep your immune system less active (called anti-rejection
medicines or immunosuppressant medicines).

i Lifestyle modification

¢ Psychological care

¥ Follow up m You'll need to take them as long as your new kidney is working. Without them,
your immune system would see the donated kidney as “foreign,” and would

i licati d thei revention after kidne
@ Discuss the common complications an eir p ¥ afank wh st i

transplantation.
m Anti-rejection medicines can have some side effects. Fortunately, for most
Functions of Kidneys people, side effects are usually manageable. You should not decrease the dose
of medicines on your own.
® The kidneys are powerful chemical factories that perform the following functions: ® Besides the immunosuppressive medicines, you will take other medicines as

B remove waste products from the body well. You will take medicines to protect you from infection, too.

* remove drugs from the body | Need to take Immunosuppressants

¢ balance the body's fluids m Kidney rejection is hard to diagnose in its early stages. Rejection is often not

reversible once it starts.
¢ release hormones that regulate blood pressure e '
: . i e = You should never stop taking your anti-rejection medication &
¥ produce an active form of vitamin D that promotes strong, healthy bones no matter how good you feel and even if you think your GA
¢ control the production of red blood cells transplanted kidney is working well.

m Stopping or missing them may cause a rejection to occur.

XXXIl
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Self care after kidney transplantation

Self care:

® It is the practice of individuals looking after their own health using the
knowledge and information available to them. Self-care is defined as | sses
the care by the individual that incorporates any deliberate moves to
look after physical, mental and emotional health.

OF YouRgELF

{ 1. Medications

& Take your anti rejection medications daily in the proper dose and at right times
as prescribed by the physician.

m Use alarms to remember when to take your medication.

® If you miss a dose, take it as soon as you remember. If it is time for the next
dose, do not take a double dose.

m Ask for and review all written instructions for any change in medication dose or
frequency.

m Discuss with your treating physician of problems and concerns about
medications during every transplantclinic visit.

m Medications prescribed for other comorbid illness should be taken as adviced.

m If you take a prescription for some other iliness, please discuss them before
taking with your doctor. Certain medications can interfere with your anti-
rejection medications and keep them from working.

m Continue to take your anti-rejection medication no matter how great you feel,
even if you think your transplanted kidney is working well. Stopping them may
cause rejection to occur.

m Even though you are taking your medicines every day, you may still develop
rejection of the kidney fransplant. You need to know your body very well. If you
have any of the following, you should consult your treating physician right
away:

E adrop in your urine output

a fever above 100 degrees

tenderness of your new kidney

bloody urine

flu-like feelings

weight gain (more than 2 kg in two days)

XXX
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Nutrition and Diet 3

Eating properly is an important part of the recovery process. Avoid eating
outside food. Eat clean and hygienic homemade food. Eat well balanced diet.
Maintain a diet low in sodium, low in fat specially saturated fat, low in dietary
cholesterol and high in dietary fibre.

A healthy, balanced diet will help prevent high blood sugar, excess weight gain
and promote overall weliness and health.

A balanced diet includes a variety of fresh fruits and vegetables, lean meats,
reduced-fat dairy products, whole grains, and plenty of water as advised by
your doctor.

Additionally, you may need to avoid eating certain types of foods.

e gEwenii
@ o und B

T3 AT Dl
% i Fale

¥ Uncooked or undercooked eggs and any products containing them

» Raw or undercooked meat, poultry and fish
¢ Unpasteurized milk, cheese or yogurt

¥ Pomegranate or pomegranate juice; especially if you are taking
cyclosporine or prograf (specific immunosuppressive medicines)

» Unwashed raw fruits and damaged fruits
» Unwashed raw vegetables and unwashed salads

3. Avoidance of Infection

m Because immunosuppressive medications interfere with a patient's natural

immune system, you need to protect yourself consciously from infection after
the surgery by taking the following precautions:

F  Wash hands often.

» Keep hands away from face and mouth.

» Stay away from people with colds or other infections. &
© Ask friend to visit only when they are well.

¥ If the patient has a wound and must change his own dressing, wash
hands before and after.



S S §

& Wash hands after coughing or sneezing, and throw
tissues into the trash immediately.

\

g

u If someone in your family becomes ill with a cold of flu,
have that individual follow normal precautions (use
masks, separate drinking glasses, covering their mouths
when coughing, etc.)

® Avoid working in the soil for 6 months after the transplént. Thereafter, wear
gloves and mask. .

® Avoid handling animal waste and avoid contact with animals who roam outside.
Avoid keeping home pets.

# Take good care of your teeth by brushing two times a day and seeing the
dentist for regular check-up

L4 Lifestyle modification }

® Adequate exercise is important after renal transplantation. It will help you both
physically and mentally and will prevent excessive weight gain.

# Regular exercise will help control your cholesterol levels, blood pressure, and
weight. Exercise daily. It is suggested to start with watking 15-20 minutes every
day for at least four to five times in a week, and gradually increase time as
tolerated after consulting with your treating physician i g

® Avoid taking tobacco, alcohol and smoking.

® Any form of sports that require physical exertion, body
contact such as wrestling and football, and water
contacts like in swimming should be avoided.

LS. Psychological Care j

® Getiing a kidney transplant is a major life change, and many patients may
feel stressed and anxious about big life changes. Uncertainty about the future
of graft and changes in the lifestyle may also lead to some psychological
changes. Reach out to your family and friends for support.

® Discuss with your doctor in the transplant clinic about your emotional
changes. Maintain a healthy lifestyle. Use helpful ways of coping like
meditation, yoga, relaxation therapy etc. ;

sad

m Practice spirituality by praying or any other form. ﬂ%‘-ﬁ’-;" Eiss

XXXIV
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-6. Follow up ]

-
m Regular follow up is required. Weigh yourself s
regularly. Monitor your Blood pressure ‘%\N Uy
regularly. Monitor your blood sugar. ¢o

~ Complications after kidney transplantaton

® Minor infections, such as urinary tract
infections (UTls), colds and flu, are common
after kidney transplants. You should report any
of the following problems to your doctor as
soon as possible:

¢ Sores, wounds, or injuries; especially
those that don't heal

& Urinary tract infection symptoms such as
frequent urge to urinate, pain or burning
feeling when urinating, cloudy or reddish
urine, or bad smelling urine

¥ Respiratory infection symptoms such as
cough, nasal congestion, runny nose,
sore or scratchy throat, or fever.

References

m  hitps://www.organindia.org/post-transplant-care
®  hitps://mww kidney.org/atoz

#  Core Concepts in Renal Transplantation, Chandraker, Anil, Sayegh, Mohammed H., Singh, Ajay
K. 2012

= Kidney Transplantation - Principles and Practice: Expert Consult , Peter J Morris 2013

w  hitps.//kdigo.org/guidelines/transplant-recipient
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o,

Ms. Ugwal Dahiya,
Ph.D Scholar,
Himalayan College of Nursing

Swami Rama Himalayan University.

Ref:

Research Project entitled : “Effectiveness of Nurse led intervention on self care behavior, psychological symptoms and
quality of life among kidney transplant recipients in a selected tertiary care hospital in New Delhi.” Submitted by Principal
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BWAMERAMA HIMALAYAN UNIVERBITY
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WM M feer fovafdeney

( FaEne sfafaay [o 12 a9 2013 R TIfad)

M) NTH TR, STTeTiTee, duvigel 248016

“Ethics Committee”

JIRIEUS

Date: 26/08/2019

HINA

investigator, Ms. Ujjwal Dahiya, Ph.D Scholar, under the guidance of Dr. Kamli Prakash, Professor, Himalayan College of
Nursing,. Swami Rama Himalayan University.

Dear Ms. Ujjwal Dahiya,

With reference to your submission letter, dated 3/07/2019, the Ethics Committee, SRH University reviewed and discussed your
application for approval of the above referred research protocol on 17/08/2019.

The following members were present in the meeting held on 17/08/2019, at 11:30 AM in the deptt of Pharmacology, H.I.M.S., SRH

University

S R tati Affiliation
- Name of the Member Designation and Qualification Sﬁf’:";‘:; 10N ASPEr | Gender | with the
B i Institution

Prof. K.C. Mishra Chairman o
1. MBBS, MD, MAMS Ex. Principal M No
Member i e
2. | Mr. G.N.S. Gurudutt M.A,. M.phil. Social Scientist M No
Member .
3. | Mr. J.P. Pant MA. . LLB Practicing Advocate M No
: : Member Community
4. | Mis. Manju Chamoli Gram Pradhan, Athurwala Representative d Mo
5 Prof. Mushtaq Ammed Member Professor, Deptt. of M y
) MBBS, MD(Radiotherapy) Radiotherapy =
Member Clinician
6. | D BPKaln MBBS,DCH, DNB(Pacdiatrics) | Professor of Paediatrics M ke
8 Member Secretary, ;
7. | Prof. D.C. Dhasmana MBBS.MD(Pharmacology) Pharmacologist M Yes

This is to confirm that only members, who were independent of the Investigator of the study, have voted and provided opinion on the study.

The Ethics Committee, Swami Rama Himalayan University, has no objection to the conduct of the study in the present form, as per
the submitted protocol, subject to the prior approval of local Ethics Committee empowered to supervise the project at the study site.

Further, the permission is subject to the statuary provisions and permissions, as deemed necessary, o be obtained from concerned authorities.

The Ethics committee, Swami Rama Himalayan University expects to be informed about the progress of the study, any changes in the
protocol and asks to be provided a copy of the final report.

The Ethics committee, Swami Rama Himalayan University follows procedures that arc in compliance with the requirements of ICH
(international Conference on Harmonization) guidelines related to GCP (Good Clinical Practice) and applicable Indian regulations, revised

and updyimc to time.

Dr. D.C. Dhasmana,
Member Secretary, Ethics Committee

Iel

91-1352471600, 2471611

XXXIX

Fax: 91-135-2471612 email: info(wsrhu.edu.in

www.srhu.cduin
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INSTITUTE ETHICS COMMITTEE
ALL INDIA INSTITUTE OF MEDICAL SCIENCES
Room No 102, 1st Floor Old O.T. Block,
ANSARI NAGAR, NEW DELHI 110029
Tel.No.4579 (Internal), 26594579 (Direct)

Chairman

Dr. T.P. Singh,
Basic Scientist

Members:

Dr. Pratap Sharan,
Clinician

Dr. Rama V. Baru
Social Scientist

Dr. Payal Mago,
Lay Person

Sh. Rajan Khosla,
Legal Person

Dr. Sunesh Kumar
Clinician

Dr. Rohit Saxena
Clinician

Dr. Peush Sahni,
Clinician

Dr. Rakesh Lodha
Clinician

Dr. Nikhil Tandon
Clinician

Dr. S.K. Maulik,
Basic Scientist

Dr. V. Sreenivas
Biostatistician

Dr. Subodh Garg
Clinician

Dr. Sameer Bakhshi
Clinician

Member Secretary:

Dr. Atul Sharma
Clinician

O\
Q\\%\

Date: 15-04-2019

Mg. Ujjwal Dahiya

Lecturer

Deptt. of College Of Nursing,
AIIMS, New Delhi

Ref. No.: IEC-597/02.11.2018, OP-02/05.04.2019

Sub: A study on effectiveness of nurse led intervention on self care behavior, psychological
symptoms and quality of life among kidney transplant recipients in a tertiary care hospital of

New Delhi-A Randomized Controlled Trial.

Dear Ms. Dahiya

This has reference to your above mentioned project. The project was discussed in the Ethics
Committee meeting held on 05-04-2019 at 3:30 P.M. in the Ethics Committee Room,
AIIMS & the following members of the Ethics Committee attended the meeting:

1. Dr. T.P. Singh ,Distinguish Research Professor, Dept. of Biophysics, Chairman
2. Mr. Rajan Khosla, LLB,- Member Ethics Committee, Member
3. Dr. Payal Mago, Principal, Shaheed Rajguru College of Applied Sciences Member
4. Dr.Rama V. Baru, Professor, Jawaharlal Nehru University Member
5. Dr. Rohit Saxena, Professor, Deptt of R.P. Centre, AIIMS Member
6. Dr. Rakesh Lodha, Professor, Deptt. of Paediatrics, AIIMS Member
7. Dr. S.K. Maulik, Professor, Deptt. of Pharmacology, AIIMS Member
8. Dr. Peush Sahni, Professor, Deptt. of Gastrointestinal Surgery, AIIMS Member
9. Dr. V. Sreenivas, Professor, Deptt. of Biostatistics, AIIMS Member
10. Dr. Sameer Bakhshi, Professor, Deptt. of Medical Oncology, AIIMS Member
11. Dr. Subodh Garg, Professor, Deptt. of Surgery, AIIMS Member
12. Dr. Atul Sharma, Professor Deptt. of Medical Oncology, AIIMS Member Secretary

The following documents have been submitted for ethical approval:

o Self care behavior of kidney transplant recipients also needs to be assessed as it is a key concept
in health promotion, decisions and actions that the individual takes to cope with health problem
and therefore improves his/her health, so self care behavior can be one of the outcome measure
which will include self care practice and adherence to immunosuppressive therapy.

e Depression, anxiety and stress can be termed as psychological symptoms in the study.

e Change of title to: A study on effectiveness of nurse led intervention on self care behavior,

psychological symptoms and quality of life among kidney transplant recipients in a tertiary care
hospital of New Delhi-a randomized controlled trial.

The Changes have been approved from ethical angle w.e.f 05.04.2019 subject to the

following conditions:

o The approval is valid for the period of the conduct of study according to this protocol under

the responsibility Mr. Ujjwal Dahiya, Principal Investigator.

e It is hereby confirmed that neither you nor any of the study team members have
participated in the voting/decision making procedures of the committee.

e No significant changes to the research protocol should be made and implemented without
prior consent of the IEC and any changes/deviations from the protocol which increase the
risk for the subjects should be submitted to the IEC and approved by it prior to
implementation.

e The study progress report should be made available to the IEC for review every 6 months.

e [EC should be informed about all SAE’s occurrmg in the study as per DCGI guidelines.

The Study progress report should , >forreview every 6 months
With Warm regards COLLEO! o;
Yours sincerely, =l

= el e

(Dr. Atul Sharma) v Sy /RFCb 0
Member Secretary Ethics Committee S —

Xl



Annexure A-13
PARTICIPANT INFORMATION SHEET

I Title of the study/ Project Title: A study on effectiveness of nurse led intervention on
self care behaviour, psychological symptoms and quality of life among kidney
transplant recipients in a selected tertiary care hospital of New Delhi- a randomized

controlled trial.

11 Principal Investigator: Ms. Ujjwal Dahiya, Research scholar, SRHU Dehradun, Contact
No. 9899770134

ITI Co- Investigator: Dr. Kamli Prakash, Professor, HCN SRHU, Dr. Sandeep Mahajan,
Professor, Department of Nephrology AIIMS, Dr. Nand Kumar, Professor, Department of
Psychiatry AIIMS.

IV Purpose of the study: We are conducting a study to determine the effect of nurse led
intervention on self care behaviour, psychological symptoms and quality of life among
kidney transplant recipients. The information learned from this study will help us to develop
programmes in improving self care behaviour and quality of life and reducing psychological

symptoms in kidney transplant recipients.

V Methods of Study: If you agree to participate in the study, your basic information and
scoring with respect to self care behaviour, psychological symptoms and quality of life will
be recorded. It will take approximately 30 minutes. You will be placed either of the two
groups with computer generated randomization table. One group will be given nurse led
intervention and the other group will get the routine care. Participants in both groups will be

followed up 2 times, at 3 months after intervention and 6 months after intervention.

VI Expected duration of subject participation: Total duration is 6 months. Information

will be recorded 3 times, for each assessment it will take approximately 30 minutes.

VII The benefits to be expected from the research to the subjects or to others: No direct
benefits by participating in the study, standard care that is being provided will be continued.

VIII Potential risks and discomforts: There is no risk associated with this study.

IX Confidentiality: All the information provided during the study will be kept confidential
and will be utilized only for the study purpose.

xli



X Freedom of individual to participate and to withdraw from research at any time
without penalty or loss of benefits to which the subject would otherwise be entitled:
You are free to deny to participate in the study or to withdraw from the study at any time. If
you choose not to participate or to withdraw from the study, you will receive the usual care.
XI Contact: In the event that at any time during the course of study you feel that you have
not been adequately informed about the study or feel undue stress to continue against your

wishes you can contact.

Principal Investigator
Ms. Ujjwal Dahiya
Contact No. 9899770134

xlii



CONSENT FORM

Title of project: A study on effectiveness of nurse led intervention on self care behaviour,
psychological symptoms and quality of life among kidney transplant recipients in a

selected tertiary care hospital of New Delhi- a randomized controlled trial.

Name of Principal Investigator: Ms.Ujjwal Dahiya Mob. No. 9899770134

The contents of the information sheet dated that was provided have been read
carefully by me / explained in detail to me, in a language that I comprehend, and I have fully

understood the contents. I confirm that I have had the opportunity to ask questions.

The nature and purpose of the study and expected duration of the study, and other relevant
details of the study have been explained to me in detail. I have been explained that there are
no risks associated with the study. I understand that my participation is voluntary and that I
am free to withdraw at any time, without giving any reason, without my medical care or legal

right being affected.

I understand that the information collected about me from my participation in this research
and sections of any of my medical notes may be looked at by responsible individuals. I give

permission for these individuals to have access to my records.

I agree to take part in the above study.

(Signatures / Left Thumb Impression)

Date:

Xliii



Place:

Name of the Participant:

Son / Daughter / Spouse of:

Complete postal address:

This is to certify that the above consent has been obtained in my presence.

Signatures of the Principal Investigator Date:

Place:

xliv
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AR Faer 9o

reggaA/aRAser F1 efide: fFeel grvae e g AT & o a9
T gFdald $T TGY J@HTT TRV, HANIAAF F8I0T Jur shger &y
Tdedl I TG HT JETIA FA ¢ Toh Iefeosd Aafa adiafor

. HET HeTAwHh: A 3ololddl afedr, RE< FhioR, THIRTIY
U AFaT 9899770134

HE-IHAWH: SI. HHCN TRl Thay TIdIle, THRTHY
sl. g $AR, AN, HAATRear e fasmr, g

FHETIT &F 382T: §H Ig HeAIA sl gigcelic S« arel Aft & faw
a8 Farfold §EdaT FI TaT SWHTS 3TARUT, HAATATIh A&TOT JAT SfigeT &
IOTdedl W YT Slelal & fAT &Y @ &1 0 3eqTT § 9Ied SRy & g
TG WIS IEAT  JTEROT, HelldaAloleh S&I0T qAT Siiael T [ordean H
FUR g fhsell grtlic el arel ATl & U #dshd faafdd wa #
HAce fAer|

egge fr Rt afe 3 57 gy & AT o & AT ggAd & ar amadr
HHd AR dUT TTIT SEHTS 3MTERUT, HAAdeAlfeAeh o80T qAT Shdsl
qUMEcl R GTd & IETIA & FOd THR H Repis fohar seam| @A
oaTeraT 30 TASIE T FHY SEE| IRl &7 gl A @ fhell v g @
qell dlfelehl & 36ER Th HE & W S| Th §HE & 78 @rl
AT ¥ 3UAR Getel $isA f&ar Seen iR gEy @Hg @ Hafad
39ar far swem| St #@Hg & gfdenfaat & 3uaR & 3 7@ 3K 6 Af
916 & 9R I3 gHer|

Wl v weanfArar A wanfaa srafd: A9 1 FgIANAT F HoT @ 6 He
&I BN UItd ST T 3 §) Gl hAT STUEN, Yds Hediwed & fov
AT 30 THC T FHT o3|

Wi TUT 37 FFaal # rtgga & Ras g genfaa & 3§ 3egaT H
ST ot { WM A YcTeT T A FIg o1 AgT THeI9, Afhd S AT 3TAR
39ept fEAT T @1 AT 98 FAE §G § Foldl M|

FETTT § 3T A AW 3 eTIA § Fafdd 5 AN@A AL &

Rrsl i MNudaar #1 WI@E: 3ETTT & R 39y w75 gt
STASRRT I MYAT I@T AWM JUT HETTed & 36eeT H & 3oIehl 3TN
forar STTa|
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10. Wl 1 3 Ieaasr @ el oft o R gow a1 amnt A @e wR OwF

11.

fF 3T gheR &, & or A 3R AW AW AR 1 TaaAAT: IR AT o
AT 30 3ETT H AT ol T HAT had T O 379eT Afier &1 gaAred
Tl P TAAIAT &1 TG 3T 39 3CITT H HET Al ol AT A a9H ool
FT AT T § ar off U I AT 3UIR fAdar ©am|

TIH: I UTSThA & Tl fohar 3 Fag Ife 3Iehr oerar § 6 3maepr
SH UL & SN H AT FIAT FAGN & TS § AT YR IUh! Hail H
f@em® enfAer gl 1 della Agqy & @7 &, ol 8 Ael # 39 g7 qh
X Fehcl &

qEY IdYH
g 3oorad afed,
T9a AFsX 9899770134
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Hesiaar giod geAfa go=r (d.3ms. . u.)

HEIIAARATSTT FT i sl giacaie = arer ARRT F v 79 gafed gedeia
FI TAT S@HTA 3TAROT, HAAIdATleleh &0 JaT Sfaed &r
TOTcl 9 THIG & I A & Toh efeosd @diad

TRYeToT|
qET AN HT A AT 3ooiael afedm Al . 9899770134
AN fEHAF s & ool oF # QU 70 vy 1 eaeqds 9o forar g

CANT WA STlel dlell $TNT H FOsc 3 &ar 3 § Jur He q2at & quid: #@# st foar gl
# gite AU § & A 9T e 1 o7 3raaT o I

S MeATA T Tpfd TUT 3682 U AT SHTYA/ATHT AT el hr Fermfa 3rafey
Tq 3T @ g 3T AR A Rear S gesm R s g1 A gosr o g &
A gegwfar wfkos § aur & 3@ rvgys O R oY 99 [S9ar A% $ROT I491v, A9
RIfhcaT 3UAR 3Yar Fieell ITSRT @ gorrfdd v foar frel ot aaa 3| 3reaas 4
A arfed o & v T gl

A gaEet o & & 38 3eqaueT & AN FHRIar & ThiEd Faer qur N AfwHd =
& el AT A TR & SFAeR AfFddl gaRrT ¢@r T Tl gl H 3T cTiaradl &r
3 Repls 2@at & At Saned gl

A 3UGF LTS H AT A & WeAd gl

gEATE / 1T IS & fovermsT
fe=tren:

HAET 39 & gElER ICGIEDS
T
1) QT - 1 2) IEE - 2
EEATEN gEATER
AT T
qdr qdr
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Annexure A-16

Adherence to Self-Care among Kidney Transplant Recipients in

a Selected Tertiary Care Hospital

Ujjwal Dahiya

Abstract

Self-care is a key factor in kidney transplant recipients to maintain graft function and prevent
complications among them. This study was undertaken to assess adherence to self care among
kidney transplant recipients in a tertiary care hospital. It was a cross sectional study involving
90 kidney transplant recipients. Adherence to self care was assessed by a structured and
validated self care behaviour questionnaire of 30 items. The mean age of the participants was
39,45%8.09 years and 80 percent were male. Majority (55.6%) were married and were residing
in rural area (64.6%). Majority (63.3%) of participants were unemployed and had some source
of reimbursement (62.2%) for transplantation and immunosuppressive therapy. The partici-
pants scored highest (87.2%) in the domain of avoidance of infection whereas psychological
care domain scored the least score (55.87%). The total mean self care behaviour percentage
score was 67.26 percent. A statistically significant association for lifestyle modification self
monitoring domains was found with age and education. Medication management domain was
significantly associated with family income (p=0.009) and source of reimbursement (p=0.02).
To conclude, there is a need to develop and integrate self care management programmes in the
clinical practice so as to improve the self care behaviour among kidney transplant recipients.

Key words: CKD, kidney transplant recipients, self care, adherence, nursing, lifestyle modification

hronic kidney disease (CKD) is one of the
‘ leading contributor to morbidity and mortal-

ity from non-communicable diseases (Bikov
et al, 2020). The treatment modalities available
for the patients are dialysis and kidney transplan-
tation. Kidney transplantation is the treatment of
choice for the patients as it improves the quality
of life and survival rate as compared to dialysis
(Wyld et al, 2012). The numbers of transplants are
increasing and India is no exception. However, the
cost involved in transplantation and the immuno-
suppressive therapy is an important concern for
patients in developing countries. The kidney trans-
plant recipients are required to strictly adhere to
the immunosuppressive therapy regime for life and
perform self-care activities to improve graft function
and minimise the complications (Jamieson et al,
2016). The multiple self-management requirements
are considered valuable for maintaining good health
and minimising the risk of graft loss and complica-
tions (Akyolcu, 2020).

According to WHO (2021), self-care is “the ability
of individuals, families and communities to promote
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health, prevent disease, maintain health, and to
cope with illness and disability with or without the
support of a healthcare provider.” Self-care refers
to ‘the range of behaviour(s| undertaken by individ-
uals to promote or restore their health including
adherence to medication, dietary and exercise rec-
ommendations; monitoring symptoms; maintaining
physical function; executing medical regimens and
making decisions about seeking care (Gordon et al,
2009).

Objectives

The objective was conducted with following objec-
tives.

1. To assess the adherence to self care among kid-
ney transplant recipients.

2. To find association between self care and select-
ed sociodemographic variables.

Need for the study

Kidney transplant recipients are required to prac-
tice self-care starting immediately post-transplant
and continuing for the life of the kidney to ensure
the proper functioning and longevity of their kidney
graft (Weng et al, 2010). So, the present study was
undertaken to explore adherence to self care among
kidney transplant recipients in a tertiary care hos-
pital.



Table 1: Socio-demographic and clinical profile of study participants (N=90)

Socio-demographic Variables Frequency (%)

Age (MeanzSD) 39.45+8.09

18-35 years 35(38.9)

36-50 years 34 (37.8)

51- 65 years 21(23.3)
Gender

Male 72 (80)

Female 18 (20)

Transgender 0
Educational status

lliterate and Primary 12 (13.3)

Secondary & Sr Secondary 47 (52.2)

Graduation and above 31(34.4)
Marital status

Married 50 (55.6)

Single 40 (44 4)
Occupation

Employed 33 (36.7)

Unemployed 57 (83.3)
Type of residence

Urban 32 (35.6)

Rural 58 (64.4)
Type of family

Joint 28 (31.1)

Nuclear 62 (68.9)
Family income per month (in Rs)

Low 21(23.3)

Middle 37 (41.1)

High 32 (35.6)
Source of reimbursement

Yes 56 (62.2)

No 34 (37.8)
Donor type

Living 88 (97.7)

__ Cadaver B 2(23)

Duration after transplantation (mean+SD) 5.36 (2.12)
Previous medical history

Pulmonary Koch’s 10 (11.5)

Hepatitis B 2(2.3)

Hepatitis C 1(1.2)
Comorbidities

Diabetes mellitus 5(5.9)

Hypertension 35(38.9)

Peripheral vascular disease 1(1.2)
Post-transplant complications

Infection 40 (44 4)

NODAT (New Onset Diabetes after Transplantation) 24 (26.6)

that 64.1 percent of the transplant recipi-
ents were compliant with the recommended
lifestyle measures overall. Separately, com-
pliance rates were dietary 83.66 percent,
clinic attendance 88.23 percent, self-mon-
itoring or home monitoring 89.54 percent,
laboratory investigations completion 88.23
percent, infection prevention 93.46 per-
cent, and abstinence from addiction 95.42
percent.

Been-Dahmen et al (2018)(10) con-
ducted a study to investigate self-manage-
ment challenges and support needs expe-
rienced by kidney transplant recipients.
They found the challenges after transplan-
tation included becoming an expert patient,
adjusting daily life activities, dealing with
medical regimen, forming relationships
with nurses, dealing with social conse-
quences, dealing with emotions related to
transplantation and the donor and improv-
ing self-image.

Kenawy et al (2019) assessed the
compliance of renal transplant patients to
medications and lifestyle modifications.
The findings showed that 60 percent of the
renal transplant patients were compliant
with medications and lifestyle. Compliance
to preventive measures against infection
was observed in 85 percent of patients but
only 5 percent were avoiding direct sun ex-
posure.

Methodology

The study was conducted to explore adher-
ence to self care among kidney transplant
recipients in a tertiary care hospital. It was
a single centre descriptive cross sectional
study carried out from October 2019 to
December 2019. Considering the study
by Adhikari et al, the non-compliance to
recommended lifestyle rate taken as 35.9
percent at 95 percent confidence interval
with 10 percent margin of error the sam-
ple size calculated was 80~90. The sample

Review of Literature

Hedayati et al (2017) assessed adherence to immu-
nosuppressive therapy and lifestyle recommenda-
tions along with some related factors among kidney
transplant patients. The results showed that most
kidney recipients were adherent to their drug pre-
scriptions, but were partial, poor, or nonadherent
regarding lifestyle recommendations.

Adhikari et al (2018)(9) assessed the compliance
with lifestyle recommendations following kidney
transplantation and identified the potential deter-
minants of non-compliance. The results showed

IxX

comprised of 90 consecutive recipients at-
tending the kidney transplant clinic at the hospital
during the time of the study. Convenience sampling
was used for the study. The kidney transplant re-
cipients aged 18-65 years, who consented to par-
ticipate in the study and were able to understand
Hindi or English were included in the study.

The recipients who got admitted within three
months of transplantation and were on some anti
anxiety or antidepressant drugs were excluded
from the study. Participant information sheet was
given to all the participants containing all the de-



tails regarding study. The socio-demographic and
clinical profile of patients was collected using the
structured self-developed questionnaire. Adherence
to self care was assessed by self care behaviour
questionnaire developed by the researcher after ex-
tensive review of literature and was validated by ex-
perts. It consisted of 30 items and was administered
to the participants during their visit to transplant
clinic. It assessed the seven domains of self care in
kidney transplant recipients including nutrition and
diet (ND), medication management (MM), lifestyle
modification (LM), self monitoring (SM), avoidance
of infection (Al), follow-up (FU) and psychological
care (PC) in self care. Each item had scoring from
0 to 4 (never, rarely, sometimes, often and always)
with a total score of 120. Higher the score better is
the adherence to self care. The reliability of self care
behaviour questionnaire was a=0.87.

Ethical considerations: The study was approved
by the Institute Ethics Committee. All patients
were provided with a participant information sheet
explaining all the aspects of the study and written
informed consent was obtained prior to data collec-
tion.

Data analysis: Categorical variables were described
as frequencies and percentages and quantitative
variables as means and standard deviations (SD).
Inferential statistics, including t test and analysis
of variance (ANOVA) were used. Independent t test
was used to find association between independent
and dependent variable with only two categories of
independent variable and ANOVA was used with
three or more than categories of independent vari-
able.

Results

As seen in Table 1, the mean age of the participants
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Fig 1: Adherence to Self-care behaviour in different domains.
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was 39.4£8.09 years, with the majority being males
{80%). Majority 55.6% were married and 34.4% had
completed graduation in education. Majority 63.3%
were unemployed and 68.9% stayed in nuclear
family. 41.1% of participants belonged to high in-
come group. Majority 62.2% had some sort of reim-
bursement and the mean duration after transplant
was 5.36(2.12) years of the participants. 11.5%
had history of pulmonary koch’s and 38.9% had
hypertension as comorbid illness. Majority 44.4%
had developed some type of infection and 26.6%
had developed NODAT as a complication after the
transplant. All participants were taking calcineurin
inhibitors (tacrolimus), antiproliferative agents (my-
cophenolate mofetyl) and steroids (prednisolone) as
the treatment post-transplant.

Figure 1 shows the mean adherence to self care
behaviour percentage scores in different domains of
the kidney transplant recipients. The highest mean
percentage scores can be seen for the domains
of avoidance of infection (87.2%) and follow-up
(84.4%). Nutrition and diet (78.45%) and self-mon-
itoring (78.65%) domains also showed high mean
percentage scores. Whereas, medication man-
agement (61.4%) and psychological care (55.87%)
domains had low mean percentage scores. The
total means self-care percentage score was 67.26
percent.

Table 2 shows the association of self care be-
haviour domains with selected sociodemographic
variables. Significant association was seen with age
and lifestyle modification (p=0.03), self-monitoring
(p=0.04), follow-up (p=0.001) and total self care be-
haviour (p=0.04) scores. No significant association
was found with other domains of self care with age.
Educational status was significantly associated
with lifestyle modification (p=0.009), avoidance of
infection (p=0.03), psychological care (p=0.02)
and total self care practice (p=0.04) scores.
Marital status was significantly associated
with self monitoring domain (0.01). The type
of family was significantly associated with self
monitoring domain (0.003). Family income was
significantly associated with nutrition and diet
(p=0.006), medication management (p=0.009),
follow up (p=0.01) and total self care practice
(p=0.002) scores. There was significant associ-
ation of source of reimbursement with Medica-
tion management domain (p=0.01) of self care.

Discussion

This was a cross sectional study designed to
explore adherence to self care behaviour among
kidney transplant recipients. The participants
were surveyed with structured socio-demo-
graphic sheet and self-care behaviour ques-
tionnaire. The adherence to self care behaviour
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and the association of different domains with se-
lected socio-demographic variables was assessed.
Low scores were seen in medication management
(61.4%) domain although medication management
was of utmost importance in the maintenance of
graft and survival. Low score in psychological care
(55.87%) domain was found. Psychological issues
were also noticed among kidney transplant recipi-
ents that can adversely affect the survival and qual-
ity of life of the recipients.

The findings of the study are consistent with a
study by Adhikari et al (2018) where high scores were
found for self monitoring (89.54%), and avoidance of
infection (93.4%). Similar results were reported by
Kenawy et al (2019) where compliance to preventive
measures against infection was observed in 85 per-
cent of patients. In the present study educational
status was significantly associated with lifestyle mod-
ification (p=0.009), avoidance of infection (p=0.03),
psychological care (p=0.02) and total self care prac-
tice (p=0.04) scores. These findings are in line with
Hedayati et al {(2017) where direct relationship was
found between adherence to treatment and level of
education. Prihodova et al (2014) also reported that
low level of education was associated with reduced
medication compliance. Said et al (2017) reported
that 87.5 percent of kidney transplant recipients
were partially compliance to lifestyle modification
whereas in the present study the score was 72.25
percent. Significant association was found for total
self care behaviour with age in this study (p=0.04) as
well as one by Said S et al (2017).

Recommendation

Non-adherence to medications can adversely affect
the survival and graft outcome. So, it is essential
to identify patients at risk for non-adherence and
introduce interventions to improve adherence to
therapy. Since, it is a single centre study so the
study can be replicated in different setting. The fac-
tors affecting adherence in our population can also
be explored.

Nursing Implications

Nurses can provide education on the importance to
adherence to medication among kidney transplant
recipients. Nurses can help in early identification of
any psychological issues which can further affect
the quality of life of the recipients. Similar study can
be conducted on larger sample size. Nurses should
play an active role in the transplant carc tcam so
as to improve the outcome and decrease the com-
plications.

Conclusion

Adherence to medication management and psycho-
logical care was low among transplant recipients
that can adversely affect the graft outcome and re-
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jection of the graft may occur. The level of education
and age of the recipient had significant associations
with lifestyle modification, self-monitoring and
avoidance of infection. So, need-based education
can be given by the nurses related to self care to
improve graft function and prevent complications.
There is a need to develop and integrate self care
management programmes in the clinical practice so
as to improve the self care behaviour among kidney
transplant recipients.
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Adherence to Self-Care among Kidney Transplant Recipients in

a Selected Tertiary Care Hospital

Ujjwal Dahiya

Abstract

Self-care is a key factor in kidney transplant recipients to maintain graft function and prevent
complications among them. This study was undertaken to assess adherence to self care among
kidney transplant recipients in a tertiary care hospital. It was a cross sectional study involving
90 kidney transplant recipients. Adherence to self care was assessed by a structured and
validated self care behaviour questionnaire of 30 items. The mean age of the participants was
39,45%8.09 years and 80 percent were male. Majority (55.6%) were married and were residing
in rural area (64.6%). Majority (63.3%) of participants were unemployed and had some source
of reimbursement (62.2%) for transplantation and immunosuppressive therapy. The partici-
pants scored highest (87.2%) in the domain of avoidance of infection whereas psychological
care domain scored the least score (55.87%). The total mean self care behaviour percentage
score was 67.26 percent. A statistically significant association for lifestyle modification self
monitoring domains was found with age and education. Medication management domain was
significantly associated with family income (p=0.009) and source of reimbursement (p=0.02).
To conclude, there is a need to develop and integrate self care management programmes in the
clinical practice so as to improve the self care behaviour among kidney transplant recipients.

Key words: CKD, kidney transplant recipients, self care, adherence, nursing, lifestyle modification

hronic kidney disease (CKD) is one of the
‘ leading contributor to morbidity and mortal-

ity from non-communicable diseases (Bikov
et al, 2020). The treatment modalities available
for the patients are dialysis and kidney transplan-
tation. Kidney transplantation is the treatment of
choice for the patients as it improves the quality
of life and survival rate as compared to dialysis
(Wyld et al, 2012). The numbers of transplants are
increasing and India is no exception. However, the
cost involved in transplantation and the immuno-
suppressive therapy is an important concern for
patients in developing countries. The kidney trans-
plant recipients are required to strictly adhere to
the immunosuppressive therapy regime for life and
perform self-care activities to improve graft function
and minimise the complications (Jamieson et al,
2016). The multiple self-management requirements
are considered valuable for maintaining good health
and minimising the risk of graft loss and complica-
tions (Akyolcu, 2020).

According to WHO (2021), self-care is “the ability
of individuals, families and communities to promote
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health, prevent disease, maintain health, and to
cope with illness and disability with or without the
support of a healthcare provider.” Self-care refers
to ‘the range of behaviour(s| undertaken by individ-
uals to promote or restore their health including
adherence to medication, dietary and exercise rec-
ommendations; monitoring symptoms; maintaining
physical function; executing medical regimens and
making decisions about seeking care (Gordon et al,
2009).

Objectives

The objective was conducted with following objec-
tives.

1. To assess the adherence to self care among kid-
ney transplant recipients.

2. To find association between self care and select-
ed sociodemographic variables.

Need for the study

Kidney transplant recipients are required to prac-
tice self-care starting immediately post-transplant
and continuing for the life of the kidney to ensure
the proper functioning and longevity of their kidney
graft (Weng et al, 2010). So, the present study was
undertaken to explore adherence to self care among
kidney transplant recipients in a tertiary care hos-
pital.



Table 1: Socio-demographic and clinical profile of study participants (N=90)

Socio-demographic Variables Frequency (%)

Age (MeanzSD) 39.45+8.09

18-35 years 35(38.9)

36-50 years 34 (37.8)

51- 65 years 21(23.3)
Gender

Male 72 (80)

Female 18 (20)

Transgender 0
Educational status

lliterate and Primary 12 (13.3)

Secondary & Sr Secondary 47 (52.2)

Graduation and above 31(34.4)
Marital status

Married 50 (55.6)

Single 40 (44 4)
Occupation

Employed 33 (36.7)

Unemployed 57 (83.3)
Type of residence

Urban 32 (35.6)

Rural 58 (64.4)
Type of family

Joint 28 (31.1)

Nuclear 62 (68.9)
Family income per month (in Rs)

Low 21(23.3)

Middle 37 (41.1)

High 32 (35.6)
Source of reimbursement

Yes 56 (62.2)

No 34 (37.8)
Donor type

Living 88 (97.7)

__ Cadaver B 2(23)

Duration after transplantation (mean+SD) 5.36 (2.12)
Previous medical history

Pulmonary Koch’s 10 (11.5)

Hepatitis B 2(2.3)

Hepatitis C 1(1.2)
Comorbidities

Diabetes mellitus 5(5.9)

Hypertension 35(38.9)

Peripheral vascular disease 1(1.2)
Post-transplant complications

Infection 40 (44 4)

NODAT (New Onset Diabetes after Transplantation) 24 (26.6)

that 64.1 percent of the transplant recipi-
ents were compliant with the recommended
lifestyle measures overall. Separately, com-
pliance rates were dietary 83.66 percent,
clinic attendance 88.23 percent, self-mon-
itoring or home monitoring 89.54 percent,
laboratory investigations completion 88.23
percent, infection prevention 93.46 per-
cent, and abstinence from addiction 95.42
percent.

Been-Dahmen et al (2018)(10) con-
ducted a study to investigate self-manage-
ment challenges and support needs expe-
rienced by kidney transplant recipients.
They found the challenges after transplan-
tation included becoming an expert patient,
adjusting daily life activities, dealing with
medical regimen, forming relationships
with nurses, dealing with social conse-
quences, dealing with emotions related to
transplantation and the donor and improv-
ing self-image.

Kenawy et al (2019) assessed the
compliance of renal transplant patients to
medications and lifestyle modifications.
The findings showed that 60 percent of the
renal transplant patients were compliant
with medications and lifestyle. Compliance
to preventive measures against infection
was observed in 85 percent of patients but
only 5 percent were avoiding direct sun ex-
posure.

Methodology

The study was conducted to explore adher-
ence to self care among kidney transplant
recipients in a tertiary care hospital. It was
a single centre descriptive cross sectional
study carried out from October 2019 to
December 2019. Considering the study
by Adhikari et al, the non-compliance to
recommended lifestyle rate taken as 35.9
percent at 95 percent confidence interval
with 10 percent margin of error the sam-
ple size calculated was 80~90. The sample

Review of Literature

Hedayati et al (2017) assessed adherence to immu-
nosuppressive therapy and lifestyle recommenda-
tions along with some related factors among kidney
transplant patients. The results showed that most
kidney recipients were adherent to their drug pre-
scriptions, but were partial, poor, or nonadherent
regarding lifestyle recommendations.

Adhikari et al (2018)(9) assessed the compliance
with lifestyle recommendations following kidney
transplantation and identified the potential deter-
minants of non-compliance. The results showed

comprised of 90 consecutive recipients at-
tending the kidney transplant clinic at the hospital
during the time of the study. Convenience sampling
was used for the study. The kidney transplant re-
cipients aged 18-65 years, who consented to par-
ticipate in the study and were able to understand
Hindi or English were included in the study.

The recipients who got admitted within three
months of transplantation and were on some anti
anxiety or antidepressant drugs were excluded
from the study. Participant information sheet was
given to all the participants containing all the de-



tails regarding study. The socio-demographic and
clinical profile of patients was collected using the
structured self-developed questionnaire. Adherence
to self care was assessed by self care behaviour
questionnaire developed by the researcher after ex-
tensive review of literature and was validated by ex-
perts. It consisted of 30 items and was administered
to the participants during their visit to transplant
clinic. It assessed the seven domains of self care in
kidney transplant recipients including nutrition and
diet (ND), medication management (MM), lifestyle
modification (LM), self monitoring (SM), avoidance
of infection (Al), follow-up (FU) and psychological
care (PC) in self care. Each item had scoring from
0 to 4 (never, rarely, sometimes, often and always)
with a total score of 120. Higher the score better is
the adherence to self care. The reliability of self care
behaviour questionnaire was a=0.87.

Ethical considerations: The study was approved
by the Institute Ethics Committee. All patients
were provided with a participant information sheet
explaining all the aspects of the study and written
informed consent was obtained prior to data collec-
tion.

Data analysis: Categorical variables were described
as frequencies and percentages and quantitative
variables as means and standard deviations (SD).
Inferential statistics, including t test and analysis
of variance (ANOVA) were used. Independent t test
was used to find association between independent
and dependent variable with only two categories of
independent variable and ANOVA was used with
three or more than categories of independent vari-
able.

Results

As seen in Table 1, the mean age of the participants
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Fig 1: Adherence to Self-care behaviour in different domains.

was 39.4£8.09 years, with the majority being males
{80%). Majority 55.6% were married and 34.4% had
completed graduation in education. Majority 63.3%
were unemployed and 68.9% stayed in nuclear
family. 41.1% of participants belonged to high in-
come group. Majority 62.2% had some sort of reim-
bursement and the mean duration after transplant
was 5.36(2.12) years of the participants. 11.5%
had history of pulmonary koch’s and 38.9% had
hypertension as comorbid illness. Majority 44.4%
had developed some type of infection and 26.6%
had developed NODAT as a complication after the
transplant. All participants were taking calcineurin
inhibitors (tacrolimus), antiproliferative agents (my-
cophenolate mofetyl) and steroids (prednisolone) as
the treatment post-transplant.

Figure 1 shows the mean adherence to self care
behaviour percentage scores in different domains of
the kidney transplant recipients. The highest mean
percentage scores can be seen for the domains
of avoidance of infection (87.2%) and follow-up
(84.4%). Nutrition and diet (78.45%) and self-mon-
itoring (78.65%) domains also showed high mean
percentage scores. Whereas, medication man-
agement (61.4%) and psychological care (55.87%)
domains had low mean percentage scores. The
total means self-care percentage score was 67.26
percent.

Table 2 shows the association of self care be-
haviour domains with selected sociodemographic
variables. Significant association was seen with age
and lifestyle modification (p=0.03), self-monitoring
(p=0.04), follow-up (p=0.001) and total self care be-
haviour (p=0.04) scores. No significant association
was found with other domains of self care with age.
Educational status was significantly associated
with lifestyle modification (p=0.009), avoidance of
infection (p=0.03), psychological care (p=0.02)
and total self care practice (p=0.04) scores.
Marital status was significantly associated
with self monitoring domain (0.01). The type
of family was significantly associated with self
monitoring domain (0.003). Family income was
significantly associated with nutrition and diet
(p=0.006), medication management (p=0.009),
follow up (p=0.01) and total self care practice
(p=0.002) scores. There was significant associ-
ation of source of reimbursement with Medica-
tion management domain (p=0.01) of self care.

Discussion

This was a cross sectional study designed to
explore adherence to self care behaviour among
kidney transplant recipients. The participants
were surveyed with structured socio-demo-
graphic sheet and self-care behaviour ques-
tionnaire. The adherence to self care behaviour
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and the association of different domains with se-
lected socio-demographic variables was assessed.
Low scores were seen in medication management
(61.4%) domain although medication management
was of utmost importance in the maintenance of
graft and survival. Low score in psychological care
(55.87%) domain was found. Psychological issues
were also noticed among kidney transplant recipi-
ents that can adversely affect the survival and qual-
ity of life of the recipients.

The findings of the study are consistent with a
study by Adhikari et al (2018) where high scores were
found for self monitoring (89.54%), and avoidance of
infection (93.4%). Similar results were reported by
Kenawy et al (2019) where compliance to preventive
measures against infection was observed in 85 per-
cent of patients. In the present study educational
status was significantly associated with lifestyle mod-
ification (p=0.009), avoidance of infection (p=0.03),
psychological care (p=0.02) and total self care prac-
tice (p=0.04) scores. These findings are in line with
Hedayati et al {(2017) where direct relationship was
found between adherence to treatment and level of
education. Prihodova et al (2014) also reported that
low level of education was associated with reduced
medication compliance. Said et al (2017) reported
that 87.5 percent of kidney transplant recipients
were partially compliance to lifestyle modification
whereas in the present study the score was 72.25
percent. Significant association was found for total
self care behaviour with age in this study (p=0.04) as
well as one by Said S et al (2017).

Recommendation

Non-adherence to medications can adversely affect
the survival and graft outcome. So, it is essential
to identify patients at risk for non-adherence and
introduce interventions to improve adherence to
therapy. Since, it is a single centre study so the
study can be replicated in different setting. The fac-
tors affecting adherence in our population can also
be explored.

Nursing Implications

Nurses can provide education on the importance to
adherence to medication among kidney transplant
recipients. Nurses can help in early identification of
any psychological issues which can further affect
the quality of life of the recipients. Similar study can
be conducted on larger sample size. Nurses should
play an active role in the transplant carc tcam so
as to improve the outcome and decrease the com-
plications.

Conclusion

Adherence to medication management and psycho-
logical care was low among transplant recipients
that can adversely affect the graft outcome and re-

jection of the graft may occur. The level of education
and age of the recipient had significant associations
with lifestyle modification, self-monitoring and
avoidance of infection. So, need-based education
can be given by the nurses related to self care to
improve graft function and prevent complications.
There is a need to develop and integrate self care
management programmes in the clinical practice so
as to improve the self care behaviour among kidney
transplant recipients.
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