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Kampala International University Western Campus
Research Ethics Committee 
P.O.Box 71, Bushenyi, Uganda; Tel: +256 758 096 775
E-mail: kiurec2017@kiu.ac.ug; Web site: www.kiu.ac.ug

Study Title:
Health-Related Quality of Life and Factors associated with Depression among People with Oculocutaneous Albinism in Jinja, Uganda

Principal Investigator:
Dr INENA WA INENA Gaylord, Postgraduate Student of Master of Psychiatry and Mental Health of Kampala International University at Kampala International University, Western Campus.

Introduction
What you should know about this study
· You are being asked to join a research study;
· This consent form explains the research study and your part in the study;
· Please read it carefully; and take as much time as you need;
· You are a volunteer. You can choose not to take part; and if you join, you may quit at any time. There will be no penalty if you decide to leave the study.
Background to the study
Depression is among the common psychiatric disorders responsible for suicidality among PWA across the world. Despite the fact that several aspects linked with it have been found in this region but data have remained unclear locally. Limited information is available regarding prevalence of depression ,its associated factors and health related quality of life in the study area.

The study's goal
This study will determine the prevalence of depression, its Associated factors among Persons with Oculocutaneous Albinism in Jinja city, Uganda andtheirs  health-related quality of life
Why are you being asked to take part?
You are asked to take part in this study since you fulfil the inclusion criteria for the study. All PWA who meet the criteria for inclusion have been offered an equal chance to take part in the study.

Procedures 
If you reach a decision to participate in the study you will be provided with detailed information about the study and requested to sign a consent form. Upon signing this consent form, a serial number shall be consigned to you for identification purposes. A variety of questions on your socio-demographics, medical history, health-related quality of life, and depression will be asked of you.

Risks/Discomforts
There are no anticipated risks to the patient in this study that is beyond that rendered by the necessary treatment that he/she will deserve in the hospital.  
Benefits
Participant will be sensitized on depression, possible dermatological health related challenges and possible preventing measures. He/she will also benefit from the quick assessment and immediate initiation on routine care if diagnosed with psychological challenges. 

Incentives or Rewards for Participating
There is no any form of payment shall be made to you for the purpose of participating in this study a part of a Bottle of Sunscreen and transport reimbursement. Maximal ethical norms shall be adhered to you as the participant. No any form of coercion or enticements shall be presented to you. Any appreciation given to you shall be part of research protocol.

Protecting data confidentiality
We are assuring you that any information shared will not be related directly to you and your personal particulars will not be shared with anyone. The study findings shall not be revealed to anybody without the consent of the research participant.

Protecting participant privacy during data collection
Participant assessment and data collection shall all be conducted in an enclosed private area in the hospital outpatient clinic.

Refusal or withdrawal rights
Your involvement in this study is entirely volunteering, and rejection to take part will involve no penalty or loss of benefits that you deserve.
What happens if you leave the study?
You are asked to take part in the study and you reserve full right to either agree to participate or not and your non-acceptance to participate shall not affect with the services being offered to you at this hospital. Even if you first accepted to participate and then during the study you decide not to continue participating, then you have the choice to withdraw from participating at any given time without consequences or loss of benefits.

Who do I ask or call if I have questions or a problem?
In case any further clarification about this study is required, please contact the principal investigator Dr INENA WA INENA Gaylord on Tel. +256-702866426.
In case you have any questions related to risk of infringement on your rights in participating in this study please consult the chairperson of Kampala International University Research Ethics Committee on Tel. 0772-601482.

What does your thumbprint or signature on this consent form mean?
Your signature on this form means that you have:
· Been informed about this study’s purpose, procedures, and possible benefits and risks;
· Been given the chance to ask questions before you sign; and
· Voluntarily agreed to be in this study.

……………………………	 ………………………...	………………
Print name of adult participant           Signature of adult participant/	Thumb print             Date
Legally authorized representative
……………………………                 ……………………………                         
Print name of person obtaining		Signature 		Thumb print	       Date
…………………………….                ……………………………………….
Name of witness			Signature of witness	     Thumb print                 Date
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Section A: Socio-demographic and Psychomedical Factors
1. Serial number……………………. Date………………………………………………...
2. Residence……………………………………. Telephone contact……………………
Part A: Socio-demographic factors
1. Age in years………………………………
2. Sex:
3. Marital status:      
a. Married     (    )      		c). Single        (    )   
b. Divorced   (    )
4. Religion:
a. Christian         (    ) 		c). Muslim   (    )     
b. None               (    )          	d). Others (specify) ………………………………
4. Monthly income of caregiver……………………………...UgX
                    a. inf of 500,000			b). 500,000-1000,000
                    c. Sup 100,0000
5. Level of Education
                     a. None				b). Primary
                     c. Secondary			d). Tertiary
6.  Household size
      a). ≤ 5 members			b). > 5 members


7. Employment Status
      a). Unemployed			b). Self-employed
    c). Employed
8. Family Support
	a).Yes				b). No
Section B: Psychiatric and medical comorbidities
9. HIV status
[bookmark: _Hlk102950868]		a).  Unknown			b). Positive
		c). Negative
10.Hypertension 
		a). Unknown			b). Positive
		c). Negative
11.Diabetic    
		a). Unknown			b). Positive
		c). Negative
12.Skin Cancer’s status 
		a). Positive			b). Negative
13.Taking medication
[bookmark: _Hlk102950993]		a).  Yes			b).No
14. Smoking
		a). Yes				b).No
15. Alcohol use
		a). Yes				b). No
16. Drug use
		a). Yes				b). No

17.Discrimination
		a). Yes				b). No
18.History of mental illness in the family
		a).Yes				b).No
19. Others
If yes. specify

Section B: Health-related quality of life (Dermatology Life Quality Index)

The aim of this questionnaire is to measure how much your skin problem has affected your life OVER THE LAST WEEK.  Please tick one box for each question.
	Answer
	Very much
	A lot
	A little
	Not at all
	Not relevant

	1. Over the last week, how itchy, sore, painful or stinging has your skin been?
	
	
	
	
	

	Over the last week, how embarrassed or self-conscious have you been because of your skin?
	
	
	
	
	

	3. Over the last week, how much has your Skin interfered with you going Shopping or looking after your home or Garden?
	
	
	
	
	

	4. Over the last week, how much has your skin influenced the clothes you wear?	
	
	
	
	
	



	5. Over the last week, how much has your skin affected any social or leisure activities?
	
	
	
	
	

	6. Over the last week, how much has your skin made it difficult for you to do any sport?	
	
	
	
	
	

	7. Over the last week, has your skin prevented you from working If "No", over the last week how much has g or studying? Your skin was a problem at work or studying?
	
	
	
	
	

	8. Over the last week, how much has your 	skin created problems with your partner or any of your close friends or relatives?
	
	
	
	
	

	9. Over the last week, how much has your skin caused any sexual difficulties?
	
	
	
	
	

	10. Over the last week, how much of a problem has the treatment for your skin been, for example by making	your home messy, or by taking up time?
	
	
	
	
	


Section C:  Hopkins Symptom Checklist for Depression (HSCL-25)

	A. Anxiety Symptoms                               
	Not at all
	A little        
	Quite a bit          
	Extremely

	1
	Suddenly Scare for no reason
	
	
	
	

	2
	Feeling Fearful
	
	
	
	

	3
	Faintness, dizziness, or weakness
	
	
	
	

	4
	Nervousness or shakiness inside
	
	
	
	

	5
	Heart pounding or racing
	
	
	
	

	6
	Trembling
	
	
	
	

	7
	Feeling tense or keyed up
	
	
	
	

	8
	Headaches
	
	
	
	

	9
	Spells of terror or panic
	
	
	
	

	10
	Feeling restless, can’t sit still
	
	
	
	

	B. Depressive Symptoms
	
	
	
	

	11
	Feeling low in energy-slowed down
	
	
	
	

	12
	Blaming yourself for things
	
	
	
	

	13
	Crying Easily
	
	
	
	

	14
	Loss of Sexual interest or Pleasure
	
	
	
	

	15
	Poor appetite
	
	
	
	

	16
	Difficulty failing asleep, staying asleep
	
	
	
	

	17
	Feeling Hopeless about the future
	
	
	
	

	18
	Feeling Blue
	
	
	
	

	19
	Feeling lonely
	
	
	
	

	20
	Feeling trapped or caught
	
	
	
	

	21
	Worrying too much about things
	
	
	
	

	22
	Feeling no interest in things
	
	
	
	

	23
	Thoughts of ending your life
	
	
	
	

	24
	Feeling everything is an effort
	
	
	
	

	25
	Feelings of worthlessness
	
	
	
	


Please check if you have answered EVERY question. Thank you.












[bookmark: _Toc114649128][bookmark: _Toc121063570]Appendix V: Translation in Lusoga
Obulwairebwokwe’nhamiza ne ngemaganayakyokumutindogwekuusakubyobulaamu mu Banamagoya mu JInja City, Uganda.
Akuliraabanonenkelezi:
Dr INENA WA INENA Gaylord, asoomadiguuliyakubiri(masiita) mu bwidandabibwo’mutwenebyekusakundoghoozayomuntuku Kampala International University, Western campus.

Okwandula:
Byolinaokumanakukunonenkerezakuno
· Osabibwaokwegeyitakukunonenkerezakuno
· Foomuenoyokwikirizaeinongolakukunonenkereza ne kitundukyo mu kunonenkereza
· Twaalaobwirebwookubisamuamaiso
· Olinakyewa,osobolaokwegaitakukunonenkerezakuno, obaokuvamusaawayonayona , ellaghazirakibonerezokyonakyonasingaosalawookuva mu kunonenkerezakuno.
Ebifa mu kunonenkerezakuno
Okwenimirakilwairekyabulido mu byobwidandabibwomutwe ate kiletaendoghoozayokweyita mu baNamagoyamunsiyonayonalwakunga mu bitundumwetusinzirilatutwidhikiletansansanayakyo ne ngemaganayakyokubyo’balaamu. Kitonoinhoekimanibwakukilwairekino mu kitunukino.
Ekigendelelwakyokunonenkerezakuno
Kufunansansanayakiwairekyokwenamira mu banamagoyanengerijikikosisamuebyobulaamubweyibwe mu Jinja City Uganda.
Kulwakiosabibwaokwegaita mu kunonenkerezakuno
Osabibwaokwegayitakukunonenkerezakunolwakubeotukirizaebisanizo. Bulinamagoyeatukirizaebisanizobinoalinaomukisanomulalaokwegayitakukunonenkerezakuno.
Omutendero
Wobaotukirizaebisanizobyomusomoguno, baidakuwaebigemakukunonenkerezakunobwonabwona, ate omukoonokufoomuyokwikiriza. Womalirizaokutaomukonokufoomueno, ennambaemanisaeidhakuwebwa. Oidhakubuzibwakuebibizokukubikugemaku, embeerayobulamubwo, nikukilwayirekyokwenamira.
Obulabe
Ghazirabulabebunakutusibwaku, obuswikakubwidandabibwo mu malwaliro.
Omugaso
Buliyetabye mu kunonenkerezakunoeidhakumanizibwakundwaireyokwe’nhamiza, ne ndwaire de nsuusu, ne ngeriyakubye’ghalamu. Eyetabye mu musomoguno, idhakwekenenizibwamanguellaaidhakwidandabibwaendwayire do lusuusu.
Ebisikirizibwa/emigasodhokwetabamu
Toidakusasulwalwakwetaba mu kunonenkerezakuno. Emisingigwempisagwidhakutukirizibwa. Toidhakukakibwa. Bulikasiimokofuna kali munkolayokunonenkerezakuno.
Okukumaebyaama
Bulibubakabwotulekeraezilamuntuwundiejjakubufunaokutolakuomunonenkerezi. Atteezilaajakutegezebwaokutolakungaotughaireolukusalwo
Okukumaebyamaebyabetabye mu kunonenkerezakuno.
Oliwakubuzibwaebikugemaku mu kifoekyekusifukuwaadi.

Eideembelwokudeemaobaokuvamukunonenkereza
Okwenigirakwo mu kononenkerezakunokwakwewayongaigheomuntu, ellaokudemaokwenigira mu kunonenkerezakunotoliwakubonerezebwaobaokufilwaemiganulogyosanire.
Kiki ekibawongaovire mu kunonenkerezakuno
Olighe’dembekwenigira mu kunonenkerezakunoobaokudema, ate okudemaokwenigila mu kunonenkerezakunotikujakukutolakuedembelyakufunaobwidandabi mu elwalirolinoniwobangawasosekwikirizawamalawafunamuendoghozaevamu, olighaddembelyookuvamusaawayonayonagyoyenda.
Ani gwembuuzaobaokubiiraeisimunganinaebibuzoobaobuzibu
Buzaobakubiraomunonenkereziomukulu DR INENA WA INENA Gaylord ku +256702866426 
Oba olinaokwemulugunyaolwokunigirizibwakwidembelyo, kubiraakuliraebyedembe mu kunonenkezaogha Kampala International University ku 0772601482
Omukonogwoobaekinkumukyokitegezakikufoomuenoyokwikiriza ?
· Bankobairekukigendelerwakyokunonenkerezakuno, enkola,  emigason’obulabeobuyinzaokuvamu.
· Ndikirizibwaokubuzangankaalikutamukonoku bi papulabiino.
· Neyendaireokuba mu kunonenkerezakuno
…………………………………..    ……………………..   ………………………………..
ElinalyomwetabiOmukonoobaekinkumuEnaku do mwezi
……………………………………     ………………………….   ……………………………
ElinalyomuntuakutwairekuebikugemakuOmukonogweEkinkumuEnaku do mwezi
……………………   ……………………………………………………    …………………….
ElinalyomuduliziOmukonogwomuduliziEnaku do mwezi
EKITUNDU A: EBIKUGEMAKU NE BYO BULAAMU BWO MUTWE
1. Enambaedhilaganwaku…………………..Olunaku……………………………………..
2. Obutyamye…………………………………..Eisimu…………………………………….
Akatundutundu A: Ebikugemaku
1. Emyakagyo………………………………………………………..
2. Embeeray’obufumbo:
a. Mufumbo(    )
b. Muwuulu(     )
c. Mwayawukana  (    )
3. Eidiini:
i. Mukurisitaayo(    )
ii. Musilaamu(    )
iii. Mukafiri(    )
iv. Eidiinielindhi………………………
4. Eningizaeyabulimweziey’omulabirizighawaaka…………………………..Siringi
a. Wansighe 500,000/=
b. 500,000-1,000,000/=
c. Okuswika 1,000,000/=
5. Obwegeresebwo
a. Tyasomaku
b. Pulayimale
c. Sekendule
d. Ekyokusaatu/univasite/ebyomukoono
6. Obunenebwamaaka
a. Tibaswika 5
b. Biswika 5
7. Embeera eye mirimo
a. Tikoola
b. Nekozesa
c. NKozesebwa
8. Okughaniriraamaaka
a. Iyi
b. Mbe
EKATUNDUTUNDU B: ENDWAIRE EDO’MUTWE NE DO’BWIDANDABI OBUNDI
9. Akawukakasirimu
a. Tiidhi
b. Nkalina
c. Nkazira
10. Puleesa
a. Tiidhi
b. Nkalina
c. Nkazira
11. Sukaali
a. Tiidhi
b. Nkalina
c. Nkazira
12. Kokoologholususu
a. Mbe
b. Iyii
13. Okumiraobuleezi
a. Mbe
b. Iyii
14. Okukozesakuebidhagala
a. Iyii
b. Mbe
15. OKufughetataaba/Sigaala
a. Mbe
b. Iyii
16. OKunwaomwenge
a. Mbe
b. Iyii
17. OKusosolwa
a. Iyii
b. Mbe
18. Ebindhi
Ghandikaghano……………………………………………………………………………………

[bookmark: _Toc121063571]EKITUNDU B: Omutindoogwekusakubyobalaamu (Ebyobalaamuebyekusakulususu)
[bookmark: _Toc121063572]Ekigendelelwakyebibuzobinokupimaengeriekizibukyo’lususugyekikukosizamu mu wiikiebise. Taakutiikibulikukasandukuakalikukibuzo
	Ekibuzo
	Inhonamaani
	inho
	katono
	Mbe
	Mbe

	1. Wiikiebise, olususulwolubairelusigha, okufumitafumita, okuzimbaobaokulumirila?
	
	
	
	
	

	2. Wiikiebise,obairewabyalaobaolabirilaolususulwo?
	
	
	
	
	

	3. Wiikiebise, olususulwo, lubairelukutaghanywaokujjaokusubulaobaokulabirilaamaaka go obaenimiloyo?
	
	
	
	
	

	4. Wiikiebise, olususulubairelukutawanywa mu nambalayo?
	
	
	
	
	

	5. Wiikiebise, olususulwolukutaghanizakumungeriyokwesanusamukunabantuabandiobaokubakunaabo
	
	
	
	
	

	6. Wiikiebise, olususulukozekyamaaniki, okulemesaebye’mizaano?
	
	
	
	
	

	7. Wiikiebise, olususululemesiizaokukola? Oba “mbe”, wiikiebiseolususulukozekyamaaniki? Olususulubailekizibukumuliimuobamukusoma?
	
	
	
	
	

	8. Wiikiebise, olususulukozekyamaanikimukuleetaobuzibuno’mubeezi wo obamukwanogwoobaabe’kika?
	
	
	
	
	

	9. Wiikiebise, olususulukozekyamaanikiokuleetaebizibuby’okwegaitta?
	
	
	
	
	

	10. Wiikiebise, obwidandabibw’olususubuleesee’bizibue’byenkanawa, obabuleeseakavuyomu’numba, obaokutwalasaawa?
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EKITUNDU C: Hopkins Symptoms Checklist for Depression (HSCL-25)
A. Obubonerobw’okweraliikirira
	
	mbe
	Katiniinho
	katono
	Inhonamaanhi

	1.Okutya awazilansonga
	
	
	
	

	2.Okuwulira nga’otya
	
	
	
	

	3.Okuzirika, okuiyira, obaobunafu
	
	
	
	

	4.Okutya obaokukankanamunda
	
	
	
	

	5.Omutima okukubainhoobamangu
	
	
	
	

	6.Okukankana
	
	
	
	

	7.Okuwulira ngaolikusikaomuguwa
	
	
	
	

	8.Okulumwa omutwe
	
	
	
	

	9.Entiisa n’okutyaawaziransonga
	
	
	
	

	10. Okuwulirangatoteleire.
	
	
	
	


Obubonerobw’okuwuliraennaku
	
	mbe
	Katiniinho
	Katono
	Inhonamaanhi

	1.Okulira ngaolinaamaanhimatono
	
	
	
	

	2.Okwenenya kubizibubyonabyona
	
	
	
	

	3. Okuliramangu oba mungeriennangu
	
	
	
	

	4.Obutenda kwegeitta-nghatokayendha
	
	
	
	

	5. Toyendhakulya oba apetiteembi
	
	
	
	

	6.Obuzibu mukufunaendhoolo
	
	
	
	

	7.Okuwulira nghaozilaissuubikubieeraeby’omumaiso
	
	
	
	

	8.Okuwulira nghaoliwansi
	
	
	
	

	9.Okuwulira nghaoliwenka
	
	
	
	

	10.Okuwulira nghaasibiibwaobaomugeme
	
	
	
	

	11.Okwawalikilira inhokubintu
	
	
	
	

	12.Okuwulira nghaebintuebisinghatobyendha
	
	
	
	

	13.Ebilowoozo by’okutoolaghoobulamubwo
	
	
	
	

	14.Okuwulira ngha mu bulikintuolingaalikweefubainho
	
	
	
	

	15.Okuwulira nghatoliwamugaso
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