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PREFACE

Ge¢KAE (22t YI RRARYDINFyt2al Sred Ot Slyda 1a St | &
- Social Worker completing a proxy QLAA

Adults with Autism Spectrum Disorder (ASD) seek assistance for a wide range of reasons, however it is
difficult for providers to identify and meet thegsaultifaceted needs without asking the right questions.
Service providers working with adults diagnosed with ASD need a reliable and valid standardized Quality
Life (QoL) instrument to effectively address needs arvide need supports faheir clients.

There are local resources and services available that are designed to address the unmet health and basic
needs of adults with ASDhese include: advocacy, counseling, life and social skills enhancement
workshops, public benefits and waiver prografesch as Medicaid and Medicare, and receiving services
through the Adult Autism Waiver and OVR), among otheétswever, a reliable and comprehensive QoL
instrument, used by professionals to identify needs and make the most appropriate referrals and servic
plans, is not availablelin the absence of such a tool, the assessment is often limited and the results are
2FGSy o0l6aSR 2y IyR Ay ¥t dzZSyOSR f I NHHKAS likitatio® cart leadJr NI
to an incomplete assessment; oneathncludes recommendations for a specific component(s) of his/her
YySSRA NIYGKSNI GKIFy 2yS (GKIFId I RRNRaasSa (GKS Fdz f 6

Care management is an integral component in helping individuals with disabilities and their families
navigate the comlicated maze of appropriate services and suppo@swre managers and care
O22NRAY I U2NB Ydzald 060S F6fS (2 GNHzZ & dzy RSNBEROFIYR A
measure progress made through services, and validate the effectivenessvidgnt services.

Implementation of a Qbinstrument allows care managers and care coordinators to capture a holistic
2OSNBASE GKIFIG AyOfdzRSa (GKS Of xeSuffidiginiconpiehedisivaSseriice @ S
to the clients that comprisethe most appropriate combination of services and resources available.

Providers will also benefit; the tool we developed, ReAA: Quality of Life Assessment for Adults
diagnosed with ASDwill increase their ability to evaluate the effectivenesshadir services, resulting in
improvements and enhancements of overall service provisiihile a QoL assessment may not capture
Fff 2F 0KS ALISOAFAO 2dz2i02YSa 2F QGFNAR2dza aLISOAL f
quality of life is fomed. Furthermore with widespread implementation of the tool, relevant data of

unmet needs will be captured by all providers serving the ASD adult populatidde-identified and
aggregated results may be shared with the field at lampéech could leado vital policy changes for the

ASD population.
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BACKGROUND

GL GKAY] ljdzr £t Ade 2 Intefadtidn§ expeiien@slzéating, fovel jedplgessardl NI I f
story9 SNE2YS (y26a OGKI{JddEddRe LI NIAOALN yiQa 2 afLeRys Sy ¢

This progct began when a professionalam that works with people living with disabilities at Jewish
CrYAfe@ YR / KAfRNBYyQa {SNIBAOS 2F DNBIFGSNI t KAf IR
of services on the quality ofdifof adults diagnosed with Autism Spectrum Disorder (ASEQ.S takes a

holistic approach in supporting individuals with various disabilities and their families in their quest to
achieve stability, the highest level of independence, a sense of commaniyan enhanced quality of life.
Enhancing quality of liféii | 1 S& ¥F 2 O dzihe Aekd tc\aCduratély nie&siN@quality & e, and
OKIyaSa Ay 'y AYRADARdzZ £ Q& ljdzZfAGe 2F fAFST Aa

The JFCS team completed a thorough literature review but could not find a reliable tool they could
implement immediately and that was designed specifically for adults diagnosed with&&I3. contacted
and met with faculty at the A.J. Drexel Autism Inget(AJDAI) to confirm that an appropriate QoL
instrument was not available, and to verify that such an instrument was relevant and ne2dé&ah|I
faculty agreed that this was a need in the field, encouraged JFCS to develgrament, and kindly
provided consultations throughout the process of this project.

THE NEED

Ly 2NRSNJ G2 laasSaa 'y AYRAQGARdzZ £t Qa ljdzZtAde 2F f
being, psychological wdlleing, social welbeing,independence, education, aremployment Each of
6KS&aS &4AE R2YlIAya OF LIGdzNB& &aLISOATAO awlsodia 27
community, values, spirituality, social fugrt, socieeconomic statushealth conditions, access to

healthcare and supports, amomghers.By measuring overall quality of life, as well as scoring each of
GKSaS R2YIFIAyas RANBOG OFINB 62NJ SNBE YIé& ARSyGuATe
meaningful treatment plansFor example, an individual with a low score in soeial domainmayrequire
services to address social skillsikage to socialization opportunities and methods to increase social
Sy3r3asSySyid I'yR AYGSNIrOlAz2ya ¢g2dzZ R 6S AyO2NL}E NI
identified need.

A Qolinstrument tailored for adults diagnosed with ASD must consider both the variation within the
disorder as well as its key commonalities, which include difficulty adjusting to change, social impairment,
and communiation impairment (Newschaffer &urran, 03). ¢ KS&aS G KNBS T Ol 2NRE (
quality of life. Therefore, an appropriate instrument must incorporate components to address each of
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these common factors to determine primary areas of focus and success in providing services to an
individual(Ager, 2002; Claes, C., 20P0mely, 2007) Additionally, the most appropriate QoL tool would
include varied versionsThese unique versions should include both clieased and caregiver (proxy)
interviews to account for the multiple perspectives anguts into maximizing the life of an individual with
ASD (Plimely, 2007).

The Quality of Life Assessment for Auti€ph.AA) includes the six mentioned domains of quality of life, and
the valuesgoals,aspirations and current life circumstances of thaih@ompleting the QLAAThe

development of a reliable and appropriate QoL instrument for adults diagnosed with ASD is undoubtedly
contribution to the field of Autism service provisiomhe QLAA may be used by social service providers
working with aduis diagnosed with ASDDhese professionals include: care managers, vocational
rehabilitation specialists, care coordinators, psychologists and social workkese professionals may

utilize the QLAA in the following ways:

To determine client needs dugthe initial assessment

When reviewing needs and progress

To inform strategy to match unmet needs to available services
To evaluate service appropriateness

To evaluate the effectiveness of interventions

= =4 4 4
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DEVELOPMENT of the QLAA

¢ ¢ KSNB A &setonddrpaSdessmienhtNdné that helps us learn more about how a person feels about things
they are not quite happy with, so that we can support and develop those areas. | am a fan of the two going hand in
KIy Roé¢ -Psychologist discussing the difference bemwa QoL instrument and a needs assessment

Literature Review

JFCS completed a thorough literature review in collaboration with a Master of Public Health (MPH) studer
TNRBY S5NBESt ! yAJSNAEA BiIGtereisaKastamou Bferatudzpdrtairihgto S | £
children with ASD, research focused on quality of life in adults with ASD was liffiltedries on quality of

life comprise many definitions and include varying multidimensional constrd¢teough this literature

review, five véidated QoL assessments were identifiehe World Health Organizationd v dzl £ A G & 3
(WHOQoL and WHOQSEEF, 1995); Quality of Life QuestionnalBelfalock, 1993 Comprehensive

Quiality of Life Scale (ComQoL) (Cummins, 1997); the Personal Outcoted$9&) (Claes, Van Hove, van
Loon, Vandevelde, & Schalock, 2009); and the Overall Outcome Rating (OOR) (Miller, S. D., & Duncan, E
2000).Findings from this review revealed a significant gap: a reliable, valid, and applicable instrument
designed speifically for adults with ASD that could be used to measure change in quality of life was not
available.While other QoL instruments are available, these measurement tools are not appropriate for
this priority population.
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DEVELOPMENT of the QLAA
ExpertReview

A key aspect of the development of a QoL instrument is incorporating the perspectives of multidisciplinary
professionals and stakeholders. focus group consisting of professionals working with adults with ASD
was held to obtain a multidisciplinaperspective of an appropriate QoL instrument, and to discuss the
domains of quality of lifeFocus group participants included a BCBA (Board Certified Behavior Analyst),
two Licensed Social Workers (one providing care management and counseling; carelresgvho also
provides referrals to families), a psychologist, and an Associate Professor in Nédsiiogus group

members had experience working with individuals diagnosed with ASD and/or their families, and expertise
in Autism Spectrum Disorder.

At that time, the QLAA framework comprised four domains:
1) Physical Welbeing
2) Psychological Webeing
3) Social Welbeing
4) Personal Development

The focus group discussion included defining the domains, and identifying elements to monitor quality of
life. Group participants provided feedback regarding the use of the tool in the assessment of needs and
care coordination within the ASD populatioihe focus group was recorded and transcribed for analysis.
Feedback and suggestions obtained from the group virzerporated into the QoL toolTwo interviews

were also conducted with two professionals unable to attend the focus group (a psychiatrist, and an
employment specialist)Feedback and suggestions obtained from the interviews and the focus group
were revewed and incorporated into the development of the QLAA (Appendix A: Expert Review
Participants).

Feedback gathered included a discussion of types of service providers that may incorporate this tool into
care coordination.The group conveyed that sociabrkers, psychologists, care coordinators, employment
specialists, and care managers in residential, day habilitation and other settings would benefit from the
application of an appropriate instrument to measure quality of life and changes in quality.cDhe

focus group participant noted that this would be a great tool for a care manager to use during their initial
appointment with a client, allowing the care manager to get an overview of the individual and what the
client views as importantThe tal could also promote collaborations with other service providers,

allowing the care manager to refer the client to other agencies that may provide additional identified and
needed servicesThe group expressed that professionals such as, nurses, ocouglatierapists, physical
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therapists, primary care physicians, and healthcare professionals working in the ER, urgent care, and offic
settings may be unlikely to incorporate the use of this tool as they are gathering numerous information
and data from thepatient/person receiving services, and are following rigorous protocols and procedures
as part of service delivery and documentation.

Another suggestion presented during the focus group was to conduct proxy interviews to provide a
comparison betweenthe Rdzf 0 RAlF 3y 23aSR ¢ A th&perspediv@ af sdniSaNgwhIs O G A
knows the adult well (a family member and/or service provider was suggesbeending on the

findings, administering the instrumely proxy may be considered an option for adults who have difficulty
communicating or completing an interviestyle survey.A few professionals also suggested including a
fewopenSY RSR jdzSadA2ya GKI { veiledandwhatindindicupdtcsived 36 R A O A
important inhis/herlife. v dzSadA2ya GKFG a1 Fo2dzi GKS AYRAODAR
helpful to include.One focus group member stated that varying versions of a QoL instrument are needed
to address the spectrumature of AutismWhile the development of such an adaptable tool would be
complicated and take years to develop, this should remain a goal in the development of an appropriate
QoL instrument for adults diagnosed with ASD. (Appendix B: Outline of Foays) Gro
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DEVELOPMENT of the QLAA
Interviews with Adults diagnosed with ASD

Three adults diagnosed with ASD were interviewed individualigh of the adults was asked to define

quality of life, list and describe the factors that impact quality of(lppendix C: Adult Interviews

Outline) The adults also provided suggestions and recommendapensining tothe implementation of

a QoL instrumentSuggestions included: communication is important; include egrethed questions;

inform the participantwhat to expect (how long it will take to complete the QoL survey, what the QoL
includes) prior to administering the QoL tool; include yes and no questions; administer the QoL instrumen
in a quiet area; give the person completing the QoL the optionof do®pi Ay 3 A G 2y 2y SQa
administrator present if any clarifications are needed, or having the administrator read the items included
in the Qd. tool and markhe responses (should be based on the preference of the adult diagnosed with
ASD); and théme to complete the QoL survey should be2® minutes.
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DEVELOPMENT of the QLAA
Defining Quality of Life

Quality of Life is a subjective concept with multiple definitiorwever, there are underlying beliefs and
mutually agreed upon commonaliti¢isat connect these multiple definitions (Appendix D: Definitions of
Quiality of Life).Such commonalities include physical health, psychologicalbeéil, relationships,
community engagement, spirituality, independence, safety, employment, and opptésihd pursue

interestsandgoals¢ KSa S O02YY2yltAGASa a ¢Sttt & Ly AYRA!
with each aspect, impact quality of life.

In this manual, we define quality of life as the followimality of life is a synthesisbfy AV RA @A R dzl
health and wellbeing, goals and aspirations, values, and current life circumstances.

QLAA: A QUALITY OF LIFE ASSESSMENT FOR ADULTS DIAGNOSED WITH12SD



DEVELOPMENT of the QLAA
Operationalizing Quality of Life

The QLAA is composed of domaissbdomainsand indicator items.The identified domainand itemsare
based on the input provided by adults diagnosed with ASD, the input of professionals working with this
priority populations, and a review of current existing QoL theories (Appendix E: QoL Measthes
Domains).Each domain includes indicator items.

Transcriptions of the interviews and focus group were reviewed aratcarring concepts were identified
to generate the primary items included in the QLAeQLAAIncludes items for each domaifhe items
for each domain are distributed throughout the instrument.

¢tKS aAE R2YlFIAya&a 2F GKS v[!! YR GKS R2YIAy&aQ 2L

1 Physical Welbeing
Physicalwll-o SAy3 R2Sa y2i0 2yfteé AyOfdzRS (KS adNBR2Z2Y
SyO02YLJ) aaSa 2ySQa IO0OGA2yasy &adzJlNIlas FyR Sy¢

1 Psychological Welbeing
Psychologicalell-o SAy3 SyidlFAfta Iy AYRAODGARIZ f Qa 2 FSNI €
ability to cope with unexpected changesdaeveryday challengesthis domain is further shaped
08 (KS AYRAGARdzZ £ Qa LISNOSLIiA2ya 2F aStFsx AT

1 Social Welbeing
Social wetbeing entails living in harmony with individuals, including family members, friends,
partners, acquaintance and other community memberdhis element also involves the
NBEO23ayAlAzy 2F K2g¢g 2ySQa | OGA2ya AYLI O (GKSA

1 Independence
LYRSLISYRSYOS AyOtdzRS&a 'y AYRAGARAzZ £ Qa | 0Af A
havingthe @JLJ2 Nlidzy AG e (2 SESNDAAS OKela@sand theNBilidzIbK 2 o
FR@20FGS FT2N) 2ySQa 246y ySSRao

1 Employment
EmploymentA y Of dzZRS&a al GA&aFF OGA2Yy 6AGK 2ySQa OdzNNB
AYRAGARdzZ £ Qa LISNELISOGAGS 2y (GKS AYLRNIFIyOS 2
employment.¢ KS v[! ! @SNERAZ2ZY F2N SYLX 28SR Ay®RoIARd
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g 2 NJ
employment.

M Education

9RAZOF A2y AyOf dRS A

GAGK 20KSNAZ

oAt AGE

0KS AYRAGARdZ tf Q4

G2 LISNF2NY 2206

educational background, and asses#€sSt A Yy R nt@r&sRauirt abikdyito pursue further

educational opportunities.This domain is not restricted to formal educational programs, but

R dzii

SRdzOI (A 2

rather includes assessing if ohasopportunities to learn new information about subjects that are
of interest to the individual.

Below are thesubdomainsand items included in each of the QLAA domains:

DOMAIN SUBDOMAINS ITEMS
. Overall Physical Health . Impact of pain/discomfort
Physical
Well-being . Sleep
Fatigue

. Access to Healthcare

. Healthcare Providers

. Medication(s)

. Environment

. Neighborhood

. Safety in home

Safety in neighborhood

. Activities of Daily Living

Bathing

. Dressing

Eating

. Resources

Monthly expenses

. Transportation
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DOMAIN

SUBDOMAINS

ITEMS

Psychological
Well-being

. Overall Mental Health

. Feelinganxious

. Feelingdepressed

Feeling good on most days

. Coping Mechanisms

. Ability to calm down when

nervous

. Sensory sensitivities: auditory

. Sensory sensitivities: visual

. SelfEsteem

. Confidence

. Selfworth

. Faith/spirituality

. Role of faith/spirituality in life
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1. Sense of Community a. Comfort
Social _
Well-being b. Belonging
2. SupportNetwork a. Satisfaction with Friendships

b. Spend time in person w/
friends

c. Support from family

d. Overall suppor(in time of
need)

e. Confidant(s)

3. Interactions with the General | a. Asking for help

Public
b. Initiate friendships
4. Reciprocal Relationships a. Source of support to others
b. Others can confide
5. Intimate Relationships a. Level of trust
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DOMAIN

SUBDOMAINS

ITEMS

Independence

Choice & Rights

Living arrangement

Chooses how to spend the dg

Personal life decisions

Seltadvocacy

Selfreliance

Medication management

Meal preparation

Manages finances

Education

1. Received Education

a. Satisfaction with current

education

2. PostSecondary Education

. Postsecondary opportunities

. Interest in postsecondary

education

3. Learning New Information

. Has opportunities to learn ne\

information
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Employment

1. Employment Status

a.

Finding employment

b.

Importance of having
employment

Satisfaction with employment
status

2. Current Work Environmént

Enjoy job

Good at job

C.

Working with others

*These items are included in the QLAA.1 version (for empiongiaaduals)
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DEVELOPMENT of the QLAA
Drafting the QAA& Mini-Pilot

Once a draft of the QLAA was completed, three adults diagnosed with ASD reviewed the draft and
LINE A RSR FTRRAGAZ2Y It Ay Lldzi NIG@re hddlicgnpletdadieS v [ ! ! Q&
guestionnaire, provided feedback, and any questions that appeared to be unclear or needed additional
explanation were revisedThe revised questionnaire was then completed by a second adult, and again
Y2ZRAFASR o0l &aSR 2y {iHe &irdadsiCcamypleted the dyfdaied QLAA, Vrdgrovided a
few suggestionsAdditionally, each adult was asked a few questions after completing the survey
LISNI FAYyAy3a (2 GKS &adz2NYSe RSaAdIy O0APSPY Gl 26 RAFR
wouR 6S KSfLJFdzZ G2 YI1S KA & Althre¥ adiis refidged that atholigh f S
the QLAA included a lot of items (50 and 53), the time to complete the instrument was shorter than they
expected. Two of the three suggested havindpaef version which may be more appropriate for some
individuals and/or setting The three adults also expressed that they appreciated the optidrawving the
administrator readhe items or completing the QLAA on their own with the administrator prasshould

they have any questions or need clarification regarding the content of the instrument.

IRB REVIEW

JFCS does not have an internal review board, but recognizes the importance of having this study go
through an IRB review prior to administering @& AA JFCS contacted Ethical & Independent Review
Services, which is accredited by the AAHRPP (Association for the Accreditation of Human Research
Protection Programs), to review the project and the documents being 3ecduments reviewed include:
the Participant Information Sheet, the two versions of tRd AAthe flyer being distributed to recruit
participants, and the Consent formJ.he consent form was shortened (from 7 pages to 1 page) based on
0KS NBJASSSNEQ DB Matuk biRelsilidy fhé dedelopment of a quality of life
instrument/participants are completing a questionnasgyle tool), the request for exemption from a full
IRB review was approved.

(AppendixF: | & ECertification Letter)
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DEVELOPMENT of the QLAA
Piloting theQLAA

PARTICIPANTS
A total of thirty five individuals participated in this study, including: 23 adults diagnosed with ASD, 10
family members, and two social workers.

JFCS reached out to various agencies providing services for adults withtA& Greater Philadelphia
region (Philadelphia, Montgomery, Bucks and Delaware countfeflyer was distributed seeking adults
ages 1965, diagnosed with ASD, and able to engage in an interview style questionfhaieaty-three
adults responded andoenpleted the QLAAOf the 23 participants, 21 had been diagnosed with Autism
Spectrum Disorder, and 2 had not yet received an evaluation/formal diagnosis of ASD but had a
professional recommend that they be evaluated for ASD.

STUDY PARTICIPANTS: ADULAGNIDSED WITH ASD

Participant Age

1 43
2 34
3 43
4 46
5 34
6 51
7 31
8 23
9 22
10 35
11 65
12 28
13 24
14 48
15 43
16 41
17 19
18 22
19 19
20 52
21 47
22 38
23 66

Gender
Male
Transgender
Male
Female
Female
Male

Male

Male
Female
Female
Male
Non-Binary
Non-Binary
Male
Male
Male
Male
Female
Female
Female
Male
Male
Male

Highest Level of Education

High School Diploma
High School Diploma
. OKSf 2NDA&
1aaz20Al GSQ
raaz2zO0Al GdSQ
HS/ Some College
. OKSft 2NDA&
. OKSt 2NRa
Vocational/Technical
1aaz20Al GSQa
Vocational/Technical
HS/ Some College
Vocational/Technical
Vocational/Technical
13a20AF0SQa
. OKSt 2NRa
High School Diploma
High School Diploma
High School Diploma
HS/Some College
Vocational/Technical
. OKSf 2NDA&

1 3a20AF0GSQa

¢ Qx

(¢) w W (22 7))

u» o

w

Employment Status

PartTime
Unemployed
Parttime
Unemployed
Unemployed
Unemployed
Parttime
Unemployed
Unemployed
Parttime
Parttime
Unemployed
Parttime
Fulktime
Parttime
Parttime
Parttime
Unemployed
Unemployed
Unemployed
Unemployed
Parttime
Unemployed

Relationship Status
Single

Single

Single

Single

Single

Single

Single

Single

Single

Single

Divorced

Single

Single

In a relationship
Single

In a relationship
Single

Single

Single

Single

Single

Single
Divorced/Widowed
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PROXY INTERVIEWS

Participant Proxy 1 Proxy 2 Proxy 3
2 Sister Mother n/a
4 Social Worker Mother n/a
5 Mother Sister n/a
7 Mother Father n/a
10 Father Mother Social Worker
13 Mother Father n/a
18 Mother Social Worker n/a
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DEVELOPMENT of the QLAA
Piloting theQLAA

METHODS

Twentythree participants with ASD completed the QLRAL OK LJF NI A OA LI yi O2 YLIX S
LYF2NXYIFGA2YyE aKSSG 6! LIWSYRAE DY tFNIGAOALN yi {KS&
LI NI AOA LI yviQa EFachiadicipanSwas prodidet wittzhe)omtion of completing the QLAA
on his/her own with the interviewer present should the participant have any questions or need

clarification for any of the items included; having theenviewer read the QLAA, and the participant has a
O2Lk (2 YIN] GKS NBalLRyaSaT 2N KIFI@Ay3a GKS AydSN
responses, 16 preferred to complete the QLAA on their own, 3 preferred to mark their responses while the
interviewer read the items, and 4 preferred to have the interviewer read the items and mark the
responses.

t I NOAOALI yiaQ ljdzSadAazya NBIFNRAYyI GKS AdSya 2y
items that may need further refinement.

Of the wenty-three participants, eleven completed the QLAA a second time at least 30 days after initially
completing it. Of those participants, eight identified at least two individuals that knew the participant well
and that would be able to complete a proxyAH . (one of the eight, identified 3 individuals that could
complete a proxy QLAA).

5dzZNAyYy 3 GKS aS0O2yR AYUSNIASGTZ GKS LINIAOALIYH oI
since the instrument was last administereReported changes wergoted prior to administering the

QLAAL  NITAOA LI yiaQ NBaLRyaSa oSNBE 1 0SSN NEJASHSR
LI NGAOALI yiQa v[!! -upOedkidvs)o! LIIJSYRAE Y C2ff26

Twelve of the identified proxies completed the QLAA onghme day as the participant, and five proxies
were completed within five days after the participant completed the Qppendix I: Proxy Interviews).
The most accurate informat 2 y | 0 2 dzii 2 y SsQhat whictzs frévided by2h€ individdalS

being assessedWhile the QLAA is designed to be administered directly with the individual withiASD,
the individual is unable to complete the questionnaire independently, two proxies (who know the
individual well) may compte the questionnaire.Proxy interviewees were family members, friends and/or
social workers.
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2 KSy O2YLI NAy3I GKS LINRPE& NB&adz Ga (2 GKS NBadzZ i3
G NBE ANBF Gt & T NHNE diffeferdes ih &Rmajoritydofthe pabiipabt ard family member
scores ranged from btl5 (See Data Analysis Sectiondetailed description of scoring)he family
YSYOSNBEQ FoAfAdGe (G2 a02NB (KS AYRADARdzZ fmedde a S
K gAy3 RANBOG SELIRadINBE (2 (GKS LI NIAOALI YGEAQ RI A
I Rdzt G Qa Bhesé redlls indidat€ Bai f@mily members may be a reliable source in determining an
AYRA @A RdzI £ Quhichjisdabefulhif ihé tod? cannét heTadniinistered directly with the adult due to
communication impairments.

2 KSYy O2YLI NAYy3I GKS &a20ALf 62NJSNBQ a02NBa G2 (K
Ot 2asS (2 GKS LI eNiere @evd dignyficadtdisciegaachdSbetwaeiikthetsecond social
g2N] SNNa ao02NBa Itis/irRportamt ® ndtdlthistling st daltiay'wipeke® kad been working
with the adult participant for approximately two years, and the second socigkevdrad been working

with the two participants for less than six monthShe second social worker left some items unanswered
0SOlFdzaS (GK2&aS ALISOAFTAO laLlsoila 2F (KS RahBrit@A R dz
care plan and sessioffigcused on areas that were included in the previously completed needs assessment
This finding is particularly useful because it indicates that social workers are unable to capture a holistic
GASe 2F Lttt 2F GKS AYRA QDA Rdeeds@ssessmdr tRad mag roBintlude S LIS
0§KS AYRAGA R dZFhis BighlightiShieEmpiSténderotiaing a quality of life assessment for
adults with ASD, and using the QLAA along with a needs assessment when a social worker first meets wi
an ndividual and completes an initial assessment.

It is important to recognize that due to the subjectivity of quality of life, the proxy completed surveys will
not be as accurate as the surveys completed by the individBdsed on a comparison of thefpdi A OA LJI
scores and the proxy scores reviewed, it can be concluded that individuals who are greatly involved in an
A Y RA @A Rudihdv@kihowh theFaBult for at least two yeasuld complete a proxy QLAA and assist in
RSGSNNAYAYTI GKS AYRAODGARIzZ £ Qa ljdzZtAde 2F tATFSD
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DATA ANALYSIS

G AGAY3 Y& fAFS (2 GKS Fdz tf Saidoé
4+ FNOIAOALI yiQa NBaLkRyaS (2 a2KIFIG A& AYLERZNII Y

Constructvalidity

The domainssubdomainsand items included in the QLAA were developed by incorporating components
of existing valid quality of life instruments, the perspectives for adults diagnosed with ASteangut

of professionals working with thigriority population.When creating a quality of life tool, itlestpractice

to base measurements off of other existing tools (McDowell, 2006)s method of tool development
originates from construct validity, in which researchers utilize other tth@s have valid measurements
(McDowell, 2006).Construct validity guided the development of this tool and the definition of all the
domains used in the toolEach item was chosen because it was believed the item was necessary in
representing the needs dhe population. Several items were developed because it had been noted in
previous literature and/or the experiences of individuals within the population that these areas needed to
be addressed by a quality of life tool.

Items of the QLAA were compartmexisting items included in the brief version of the World Health
Organization Quality of Life Instrument (WHOGEREF), the Comprehensive Quality of Life Scale
(ComQOL) and the Quality of Life Questionnaire {QpL

Table 1 (Items in the QLAA vs WHO@RBEF)Table 2 (Items in the QLAA vs ComQOL), and Table 3 (Items
in the QLAA vs QeQ)in this section list the items of the QLAA which are similar to items in the mentioned
valid instruments.
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DATA ANALYSIS
Distributions for Each Item in the QLAA

During the analysis portion of this project, an exploratory factor analysis was determined not to be feasible
due to our small sample population of survey participants (N=R®wever, descriptive statistics could be
applied to capture the distribution afuality of life within the sample populatiorBar graphs were

generated to display the frequencies and distributions of scores within each item and domain (See Tables
4-10).The 29, 50", and 79" percentiles were also calculated for each domain tstaire to verify the
distributions observed in the frequency distribution figures.

The findings in this study may prove to be useful as normal distributions were observed for a majority of
the domain total scores, despite the small sample s&enajorityof the total scores stayed within a

particular average range for all of the domains, which aided in determining what would be considered an
GF @SNI 3S¢ ljdzr t AGe 2F fATFS TARINGeAsdle GiZeBicaingya Ay (K
participants v dzf R O2y FANY (KSaS GNBSyRa Ay (KS R2YIFIAYyaQ

2>

In the total score frequency for Physical WelS A y 35 | LILNREAYLF GSt & nndc 02
between 41 and 46The lowest possible score for this domain was 14 and the higlossible score was
56.The 29, 50", and 7% percentiles of 40, 45, and 48 respectively confirmed this distributitinus, the
average Physical Wdiking score for this population lies between 41 and Aéhigh Physical Wdtleing
score is 47 or higr, and a low Physical Wéilking score is below 40 for this population.

In the total score frequency for Psychological V@eE A y 3% F 62dzi noon 22 2F GKS
between 21 and 25The lowest possible score for this domain was 9 and thkdst possible score was
36.The 29, 50", and 7% percentiles of 21, 25, and 31 differed slightly from this distribution, but they did
follow a similar trend.Thus, the average Psychological Weling score for this population lies between

22 and 27 A high Psychological WAlEing score is 27 or higher, and a low score is below 21 for this
population.

The only domain that did not reflect a normal distribution of total scores was the sociab&mret domain.
This distribution displayed an even pentage of scores between 33 and Z8e 29", 50", and 7%’
percentiles were 32, 32, and 39, respectiveélfhus, based on these percentiles, the average social well
being score for this population lies between 32 and 8%igh social welbeing scores 40 or higher, and a
low score is below 31 for this populatioithe lowest possible score for this domain was 12 and the
highest possible score was 48.
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Ly GKS (2GFrf aO02NB FTNBljdzSyoOe F2NJ LYRSLISYRSyOS:
between 14 and 16The lowest possible score for this domain was 7 and the highest possible score was
28. The 28, 50", and 7% percentiles of 14, 16, and 18 confirm this distributioFhis population, overall,
appears to have a lower score fimdependence.lt would be beneficial to view the average score for
LYRSLISYRSYOS Ay I fINBSNI alFYLXS (2 O2yFANXY 4KI
this priority population.For this sample population, an average Independence s@sdétween 14 and

18. A high Independence score is 19 or higher, and a low score is below 13 for this population.

Ly GKS (G201t a0O2NX FTNBIdzSyoOe FT2NJ 9RdzOF GA2Yy > | 62
The lowest possible score for thilemain was 2 and the highest possible score wa$hg.29', 50", and

75" percentiles were 6, 6, and 8his domain is very small and it only has two items that can be scored,
GKAOK YI 1Sa&8 AG RAFFAOMA G G2 RS 8duivey gaBiciparks (1 O 2 dz
| 26 SOSNE AlG YIFeé 0SS ySOSaalNER (2 Fdz2NIKSNI SGI  dzl
they have a score of 5 or belovAccording to the survey responses, it appeared that individuals who were
not happy withtheir Education level scored a 5 in the Education domain.

The Employment domain was divided into two sections: employed indilduad unemployed individuals.
52Ay3 a2 |fft2a 2yS (2 20aSNWS 'y dzySYLX 28SR Ay
conf2dzy RSR o0& (KS Ay RA SRoReapldyé&dandisdyalst appioXiBayely 60&ocihad (i dza
scores between 19 and 2The lowest possible score for this domain was 6 and the highest possible score
was 24 Our 258", 50", and 7% percentiles were 19,25, and 21.Thus, an average Employment score for
employed individuals in this sample population lies between 19 andA2digh Employment score for
employed adults is 22 or higher, and a low score is below 18 for this population.

For unemployed indiduals, 50% had a score ofThe highest possible score was 12 and the lowest score
was 3.0ur 258", 50", and 7% percentiles were 6, 6, and 7.he scores for unemployed individuals in this
population appear to be low, therefore it may be necessaryafoare provider to address these
AYRAGARdzZ f 4aQ A a 3D beiow 8 Kay BeYeadsiderzdvadoy cdre, whereas a score
above 8 may be considered a high score.
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TABLE AITEMS IN THE QLAA VS WHOEREF

QLAA

WHOQOIBREF

Physical paior discomfort prevents you from doing what y¢
need to do throughout your day

Pain and discomfort

You have trouble falling asleep, and staying asleep

Sleep and rest

You feel tired or sleepy throughout the day

Energy and fatigue

You can meet with doctor or other healthcare provider
when needed

Health and social care: Accessibility and quality

You can get your medication(s) when needed

Health and social care: Accessibility and quality

You like your neighborhood

(No questions found)

You feel safén your home

Home environment

You feel safe in your neighborhood

(No questions found)

You can bathe yourself

Activities of daily living

You can dress yourself

Activities of daily living

You eat less than least two meals/day

(No questions found)

Youcan afford all of your monthly expenses, such as rent,
food and medication

Financial Resources

You have transportation that you can depend on when
needed

Transportation

You feel nervous, anxious, scared or worried

Negative feelings

You feel down, depred, or hopeless

Negative feelings

You feel good about yourself

Positive feelings

You can calm yourself down when you are nervous

(No questions found)

You are distracted by background noise(s)

(No questions found)

QLAA: A QUALITY OF LIFE ASSESSMENT FOR ADULTS DIAGNOSED WITH2ASD



QLAA

WHOQOIBREF

You feel comfortable in areas witluorescent lights

No questions found)

You are a confident person

Selfesteem

You are satisfied with the role that faith or spirituality playg
your life

Spirituality, religion, and personal beliefs

There are places that you can go to where you are
comfortable

(No questions found)

There are places you can go where you feel you can be
yourself

(No questions found)

How satisfied are you with the friendships you have in you
life?

Personal relationships

How satisfied are you with the amount of timleat you
spend inperson with friends?

Personal relationships

How satisfied are you with the support you get from your
family?

Social support

You have people in your life that you can depend on wherj
you need help

Social support

You are comfortablé I £ { Ay 3 {2

when you need help

a2vs82y

(No questions found)

There are people in your life that can depend on you

Personal relationships

You have an intimate relationship with a partner in which y
both trust and support one another

Sexuahctivity

You choose whom you live with

Freedom, physical safety, and security

You can choose how to spend your day

(No questions found)

You can make decisions about your personal life

(No questions found)

You can express your concerns to make sure geeds are
met

(No questions found)
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QLAA

WHOQOIBREF

Do you take any medication(s)?

Dependence on medicinal substances and
medical aids

You can plan, cook and/or prepare your meals

Activities of daily living

Monthly bills include housing costs, utilities, food,
transpottation and medical copayments

Activities of daily living

How satisfied are you with the education you have receivg

(No questions found)

Have you had the opportunity for pesecondary education
(schooling beyond high school)?

(No questions found)

Areyou interested in having more opportunities for pest
secondary education (schooling beyond high school)?

(No questions found)

You have opportunities to learn new information

Opportunities for acquiring new information ang
skills

Having a job is importarid you

(No questions found)

How satisfied are you with your current employment status

(No questions found)

You are good at your job.

18. Work capacity

You enjoy your job.

(No questions found)

You work well with others at your job.

(No questiongound)

You have a hard time finding a job.

(No questions found)

TABLE 2: ITEMS IN THE QLAA VS COMQOL

QLAA

ComQOL

Physical pain or discomfort prevents you from doing what
need to do throughout your day

(No questions found)

You have troubléalling asleep, and staying asleep

(No questions found)
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QLAA

ComQOL

You feel tired or sleepy throughout the day

(No questions found)

You can meet with a doctor or other healthcare provider
when needed

How do you use health care facilities (doctor,
dentist, etc.)?

You can get your medication(s) when needed

(No questions found)

You like your neighborhood

How do your neighbors treat you?

You feel safe in your home

How satisfied are you with your current home?
Are there people living with you who sometime
hurt you,pester you, scare you, or make you
angry?

You feel safe in your neighborhood

How do your neighbors treat you?

You can bathe yourself

(No questions found)

You can dress yourself

(No questions found)

You eat less than least two meals/day

(No questiongound)

You can afford all of your monthly expenses, such as rent
food and medication

Does your job provide you with enough money
buy the things you want?

You feel nervous, anxious, scared or worried

(No questions found)

You feel down, depressed, bopeless

How many times per month do you feel lonely?

You feel good about yourself

How successful do you think you are, compare
to others?

You can calm yourself down when you are nervous

(No questions found)

You are distracted by background noise(s)

(No questions found)

You feel comfortable in areas with fluorescent lights

(No questions found)

You are a confident person

Do you worry about what people expect of you

You are good enough for those who care about you

(No questions found)
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QLAA

ComQOL

You are satfged with the role that faith or spirituality plays i
your life

(No questions found)

There are places that you can go to where you are
comfortable

Do you ever feel out of place in social situation

There are places you can go where you feel you can be
yourself

How often do you attend recreational activitieg
in your community?

Do you patrticipate actively in those recreationg
activities

How satisfied are you with the friendships you have in you
life?

(No questions found)

How satisfied are you with the amount of time that you
spend inperson with friends?

Do you have friends over to visit your home?

How satisfied are you with the support you get from your
family?

What about your family members? Do they ma
@2dz FSSt X

Yau have people in your life that you can depend on when
you need help

(No questions found)

,2dz FNB O2YF2NIlofS
when you need help

GQFtqAy

(No questions found)

There are people in your life that can depend on you

(No questiongound)

You have an intimate relationship with a partner in which y
both trust and support one another

What about opportunities for dating or married?

You choose whom you live with

How satisfied are you with your current home g
living arrangement?

Youcan choose how to spend your day

How much control do you have over things you
do everyday, like going to bed, eating, and wh4g
you do for fun?

You can make decisions about your personal life

hodSNYff>X ¢g2dz R &2dz al
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QLAA ComQOL

You can gpress your concerns to make sure your needs al How much control do you have over things you
met do everyday, like going to bed, eating, and whg
you do for fun?

Do you take any medication(s)? How do you use health care facilities (doctor,
dentist, etc.)?

You can plan, cook and/or prepare your meals How much control do you have over things you
do everyday, like going to bed, eating, and whg
you do for fun?

Monthly bills include housing costs, utilities, food, Who decides how you spend your money?
transportation and medical copayments

How satisfied are you with the education you have receivg How well did your educational or training
program prepare you for what you are doing
now?

Have you had the opportunity for pesecondary education | (No questions found)
(schooing beyond high school)?

Are you interested in having more opportunities for post | (No questions found)
secondary education (schooling beyond high school)?

You have opportunities to learn new information (No questions found)

Having gob is important to you (No questions found)

How satisfied are you with your current employment statu§y How good do you feel you are at your job?

You are good at your job. How satisfied are you with the skills and
experience you have gained or are gagnfrom
your job?

You enjoy your job. (No questions found)

You work well with others at your job. (No questions found)

You have a hard time finding a job. (No questions found)
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TABLE 3. ITEMS IN THE QLAA VSQOL

QLAA

QoL-Q

Physical pain adiscomfort prevents you from doing what y¢
need to do throughout your day

(No questions found)

You have trouble falling asleep, and staying asleep

(No questions found)

You feel tired or sleepy throughout the day

(No questions found)

You can meet with doctor or other healthcare provider
when needed

How do you use health care facilities (doctor,
dentist, etc.)?

You can get your medication(s) when needed

How do you use health care faciliti@octor,
dentist, etc.)?

You like your neighborhood

How do yar neighbors treat you?

You feel safe in your home

How satisfied are you with your current home g
living arrangement?

You feel safe in your neighborhood

How do your neighbors treat you?

You can bathe yourself

(No questions found)

You can dresgourself

(No questions found)

You eat less than least two meals/day

(No questions found)

You can afford all of your monthly expenses, such as rent
food and medication

(No questions found)

You feel nervous, anxious, scared or worried

(No questions found

You feel down, depressed, or hopeless

(No questions found)

You feel good about yourself

How successful do you think you are, compare
to others?

You can calm yourself down when you are nervous

(No questions found)

You are distracted by backgroundise(s)

(No questions found)
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QLAA

Qol-Q

You feel comfortable in areas with fluorescent lights

(No questions found)

You are a confident person

(No questions found)

You are good enough for those who care about you

(No questions found)

You are satisfied with the ke that faith or spirituality plays i
your life

(No questions found)

There are places that you can go to where you are
comfortable

Do you ever feel out of place in social situation

There are places you can go where you feel you can be
yourself

Do youfeel out of place in social situations?
How often do you attend recreational activities|
in your community?
Do you patrticipate actively in those recreationg
activities?

How satisfied are you with the friendships you have in you
life?

(No questions found

How satisfied are you with the amount of time that you
spend inperson with friends?

How many times per month do you feel lonely?

How satisfied are you with the support you get from your
family?

What about your family members? Do they ma
g2dz FSSt X

You have people in your life that you can depend on wher
you need help

(No questions found)

,2dz FNB O2YF2NIlofS
when you need help

GFf1AY

(No questions found)

There are people in your life that can depend on you

(No questiongound)

You have an intimate relationship with a partner in which y
both trust and support one another

What about opportunities for dating or married?

You choose whom you live with

(No questions found)
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QLAA

Qol-Q

You can choose how to spend your day

How much conbl do you have over things you
do every day, like going to bed, eating, and wh
you do for fun?

You can make decisions about your personal life

Choices (opportunities, options, preferences)

You can express your concerns to make sure your needs
met

(No questions found)

Do you take any medication(s)?

(No questions found)

You can plan, cook and/or prepare your meals

How much control do you have over things you
do everyday, like going to bed, eating, and wh3
you do for fun?

Monthly bills includehousing costs, utilities, food,
transportation and medical copayments

Who decides how you spend your money?

How satisfied are you with the education you have receive

(No questions found)

Have you had the opportunity for pesecondary education
(schoding beyond high school)?

(No questions found)

Are you interested in having more opportunities for post
secondary education (schooling beyond high school)?

(No questions found)

You have opportunities to learn new information

(No questions found)

Havinga job is important to you

(No questions found)

How satisfied are you with your current employment status

Do you feel your job or other daily activity is
worthwhile and relevant to either yourself or
others?

You are good at your job.

How good do you fdeyou are at your job?

You enjoy your job.

(No questions found)

You work well with others at your job.

(No questions found)

You have a hard time finding a job.

(No questions found)

QLAA: A QUALITY OF LIFE ASSESSMENT FOR ADULTS DIAGNOSED WITH38SD



TABLE 4: FREQUENCY DISTRIBUTIONS IN THE SIX DOMAINS OF THE QLAA

Maximumpossible overall quality of life scaré00
Minimum possible eerallquality of life score50

PHYSICAL WEREING
Highest possible score = 56 Average score: 4146
Lowest possible score = 14

13.6%

9%
Percentiles fototal
Physical Welbeing scores
. 25" percentile 40
4.55% :
50" percentile 45
N ‘ ‘ 75" percentile 48
PSYCHOLOGICAL \ABHEING
Highest possible score = 36 Average: 2126
Lowest posible score =9
13%
e 1% Percentiles for totaPsychological

; Wellbeing scores

HH D DD UUU 25" percentile 21
| L] 50" percentile 25

16 17 20 2 722 23 25 26 27 28 A 32 33 34 35 75th percentlle 31

psycholagical
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SOGAL WELBEING
Highest possible score = 48 Average: 3239
Lowest possible score = 12

Distribution of social

16.67%

Percentiles for totaBociaWell-
being scores

25M percentile 32
| 50" percentile 33
I 75" percentile 39

INDEPENDENCE
Highest possible score = 28 Average: 1318
Lowest possible score =7

Percentiles for total

IndependencaNellbeing scores
D 25" percentile 14
D D 50" percentile 16

75" percentile 18

T T .
14 15 16
independence
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EDUCATION

(highest possible score = 8, lowest possible score = 2)

Distribution of education

Fr

21.74%

30.43%

26.1%

Percentiles for totaEducation

EMPLOYMENTEMPLOYEED PARTICIPANTS

Scores
25" percentile 6
50" percentile 6
75" percentile 8

(highest possible score = 24, lowest possible score = 6; averagé) 18

Distribution of employment

R

30%

20%

10%

Percentiles for total
Physical Welbeing scores

T
23

EMPLOYMENITUNEMPLOYEED PARTICIPANTS

25" percentile 19
50" percentile 20.5
75" percentile 21

(highest possible scoreX2, lowest possible score = 6; avera@g:

Distribution of unemploy

Fr

20%

10%

50%

Percentiles for total
Physical Welbeing scores

unemploy

25" percentile 6
50" percentile 6
75" percentile 7
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Safety in Home

Distribution of safshome

52.17%
43.48%

4.35%

Safety in Neighborhood

Distribution of safeneighborhood
65.22%
30.43%
4.35%
Ability to Dress Self
100%
Daily Mails
] 86.96%
4350  8:7%

Impact of Physicdain

TABLE 5: ITEM SCORES FOR PHYSICAL DOMAIN

Like Neighborhood

Distribution of likenaighbsrhaod

50.0%
v 40.91%

4.55%

Ability to Bathe

Distribution of bathe

264

91.3%
4.35%
Feeling tired or sleepy
E 30.43% 34.78%

26.09%

8.7%

Trouble falling or staying asleep

Distribution of aslesp

§ 39.13%

i

21.74%
: 17.39%

Transportation
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Distribution of painprevent

" 60.87%

21.74%
13%

‘ 4.35%

1 H 3 :

pangreceat

Accessibility to Medical Provider

Distribution of doctor

69.57%

Ability to Afford MonthlyExpen

Distribution of monthlysxpanses

10

39.13%

30.43%
21.74%

Froquency

8.7%

Ses

monthiysxpenses.

istribution of transportaten

65.22%

8.7%

0
4.35% 21.74%

Accessibility to Medications

Distribution of medsnesded

82.61%

13%

4.35%
I——
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TABLE 6: ITEM SCORES FOR PSYCHOLOGICAL DOMAIN

Confidence

Distribution of confident

4.35%

47.83%

26.1%

21.74%

Sensory Sensitivity: Light/Visual

Distribution of lights

| 4.35%

30.43%

17.39%

[43.48%

Feeling Good

Distribution of feelgood

104

8

| 4.35%

39.13%
34.78%

feeigood

21.74%

Feeling DownDepressed, or bpeless

Distribution of depressed

104

ad

13%

43.48%

21.74%

30.43%

Self Worth

Distribution of proudef

39.13%

17.39%

43.38%)|

SensonSensitivity: Noise/Audio

Distribution of noises

43.48%
34.78%

21.74%

4.35%

FeelingNervous, Anxious, or @vried

8

Distribution of anxious

30.43%

17.39%

26.1%

Ability to Calm Down when Nervous

Distribution of calmself

43.48%
21.74%

26.1%
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Role of Faith or Spirituality

Distribution of faith

47.83%
ol 43.48%

8.7%

ComfortablePlaces
' 56.52%
39.13%
4.35%

comfartplaces

Source of Support to Others

Distribution of peopledepend

56.52%
- 34.78%
4.35%
Intimate Relationships
Distribution of relationship
' 66.67%

16.67%

relationship

TABLE ATEM SCORES FOR SOCIAL DOMAIN

Support in Time of Need

Distribution of talkhelp
‘ 43.48%
i 26.1%
b 17.39%
13%
Others Confide in You
Distributien of pecpleconfide
.
43,489 A7:83%
4.35%
Someone to Confide in
.
43480 — 183%
8.7%
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Initiating Conversations

! 39.13%
g 30.43%
21.74%
8.7%
Overall Support
Distribution of youdepend
g 43,48%
S 3%
Time Spent with Friends
: 39.13%
26.1%
21.74%

Sense of Belonging

" 43.48%
: 30.43%
h 26.1%
Friendships
52.17%
g 34.78%
0,
4.35% ,—&M
Family Support
Distribution of familysupport
47.83%
* 39.13%
. 8.7%
4.35%
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TABLE 8: ITEM SCORES FOR INDEPENDENCE DOMAIN

Living Arrangements Choose How to Spend the Day
’ 47.83%
10 52.17%
. 34.78%
_34.78%
8.7% ; 13%

Meal Planning and Preparation Personal Life Decisions
Distribution of plancaokprep Distribution of persanallife
52.17% , 34.78% 43.48%

P 21.74%

£ o L
o 2L74% 17 3994

8.7%

Needs Met
43.48%
N 30.43%

L 261%
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TABLE 9TEM SCORES FOR EDUCATION DOMAIN

Learning New Information Satisfaction with Education

Distributian of newinfo Distribution of educationsat

47.83%

56.52%

" 39.13%
3 26.1%

4.35%

‘‘‘‘‘‘‘

TABLE IATEM SCORES FOR EMPLOYMENT DOMAIN (EMPLOYED)

Importance of Employment Difficulty Obtainingemployment
80% | 20% 50%
20%
10%
Enjoy Job Good at Job
60% E 70%
30%
30%
10%
Working with Others Satisfaction with Employment Status
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Distribution of othersjab Distribution of employsat

80% 4 40%

20%

20%

TABLE 1IITEM SCORES FOR EMPLOYMENT DOMMENIPLOYED)

Importance of Employment Difficulty Obtaining Employment
54.55% f 70%
. 36.36% '
. ; 20%
9.09% 10%

Satisfaction with Employment Status

Distribiution of employsat

63.64%

E 27.27%

9.09%
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FINDINGAND RECOMMENDATIONS
Results

¢KS Y2aid I OO0dzNY S AYyF2NXIFGA2Y Fo2dzi 2ySQa |jdz f .
being assessed.

FINDINGS

1 Administering the QLAA
When administering the QLAA, each participant was provided with thepti completing the
QLAA on their own or having the items read to theftotal of 23 participants completed the
QLAA, most preferred to complete it on their own (16 participants), and asked questions if
clarifications were needed while completing thesassment.The average time to complete the
survey was 23 minutes.

1 Use of Proxy Interviews
They2aid | OO0OdzNI 0SS Ay F2N¥IFGA2Y Fo2dzi 2y SQa |jdz f
individual being assessedlVhile the QLAA is designed to &éministered directly with the
individual with ASDf the individual is unable to complete the questionnaire independently, two
proxies (who know the individual well) may complete the questionndmexy interviewees were
family members, friends and/@ocial workers.

2 KSy O2YLI NARYy3I (GKS LINRPEe NBad# Ga G2 (GKS NBad
RAR y20G @I NE 3INBI G TRe diffeMNBc¥s inlanSjority Bf tlzé phidicdipaniad® NB 3
family member scores ranged from 1 to (Gee Data Analysis Section) for detailed description of
scoring).The familymerd SNBE Q | 0Af AGe (G2 &a02NB GKS AYyRAODA
Rdz§ (2 GKS FlLYAfte YSYOSNE KIFI@Ay3a RANBOGodSE LR
2T GAYS O0F2NJ YIye LI NI Ah@delrdsufsingizate that Samily RefzbersQ a
YIFe 0S | NBfAFIOfS a2dz2NOS Ay RSOSNNYAYAY3I |y A
cannot be administered directly with the adult dtee communication impairments.

2 KSYy O2YLI NAy3d GKS a20AFft g2NJSNERQ aO2NBa G2
d02NB gl a Ofz2alsS (2 GKS LINIAOALIYyOGQa a02NBT
aSO2yR a2 O0AlE Ioy2RNJ ISKNT At i N iaabio nditeyfhatih@ first social

worker had been working with the adult participant for approximately two years, and the second
social worker had been working with the two participants for less than six mofithe.€cond
a20AFE 62NJ SN ESTFG az2yS AGSYa dzyl yagsSNBR 06SC
were never discussed during sessioRather, the care plan and sessions focused on areas that
were included in the previously completed needs assesgmehis finding is particularly useful
because it indicates that social workers are unable to capture a holistic view of all of the
AYRAQDGARdzZE t Qa4 ySSR& ¢4KSY RSLISYRAYy3I az2tSte 2y
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AYRA @A RdzI f (Qlis hiydgh&EthaMpartandeSoficreating a quality of life assessment for
adults with ASD, and using the QLAA along with a needs assessment when a social worker first
meets with an individual and completes an initial assessment.

It is important to recognize #it due to the subjectivity of quality of life, the proxy completed
surveys will not be as accurate as the surveys completed by the individdeded on a comparison
2F GKS LINIGAOALNI yiaQ aO2NBa | yR (Kikdividisl@vhe a
INE 3INBlIaGfte Ayo2t SR AY Yy AYRAQGARIZ £t Qa AT
0KS AYRAQGARdzZ £ Qa ljdz2hfAide 2F tAFSOP

Leisure Activities
¢CKS LI NIAOALI yiG&aQ NBA&LRY anfSudedihg folowing:r § R2 @& 2dz

ACTIVITY RESPONSES

Arts & Recreation art; photography; drawing; crafting; beadwork; sketching; poetry; paintin
crocheting; creative; writing; taking pictures; performing; puppeteering;
acting; musical events; working with hands; putting furnittogether;

fixing items; traveling; playing w/ pets; animals; exploring; exploring naty
shopping

Exercise biking; swimming; volleyball; playing sports; martial arts; walking; going {
the gym; walking in the park; bowling; walking the dog

Entertainment watchingTV, going to the movies, playing video games; listening to musid
using the computer; reading; Facebook; Internet; playing card games;

puzzles; collecting s€iicomic books; shows; going to concerts; going to
baseball gamesrt events; buildingvith knex; sudoku; reading; collecting
sciHi comic books; going to auction

Socializing talking on the phone; going out with family or friends; social activities;
talking to friends; talking about important stuff; going to the mall; friends;
family; teling jokes; meeting new people; watching baseball & football w
friends; dining out and cuddling & being close to an intimate
partner/companion; going out to eat

Educational learning; learning new things; learning new things like cookingpieg
Experiences about different cultures; going to cultural events
Other recycling
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¢ DailyActivities
CKS LI NIAOALIYyGaAaQ NBALRYASEA ingludédithg blloidrd): & 2 dz 3

ACTIVITY RESPONSES

Arts & Recreation art; photography; drawingsrafting; beadwork; sketching; poetry; painting;

Exercise walking in woods; walking; walking dog; walking in an enclosed mall; wa
the park; | have a very active lifestyle; running; karate; gym;

Entertainment watching TV; playing video games; listepto music; going to the movies;
using the computer; reading; Facebook; watching anime; reading manga

and novelspgoing to the mall

Socializing talking on the phone; interacting with other people; going out with family
friends; meeting with people tgo over different things; communicating
with friends and epals online; visiting friends;1 or 2 days a week with
friends; conversations;-mail;

Educational going to museums; life skills program; grad school work; leadership groy
Experiences job clubon Mondays; job training; doing online courses; projects
Working Working parttime; volunteering; grad school work; tutoring students;

working 23 days/week; looking for jobs; travel to campus to sell or buy
things from students work from 7a®pm every ady

Helping Others volunteering ; help family

Resting

in bed; sleeping; relaxing; relax in the evening; relax

Care

Chores &Personal

grocery shopping; doing housework; caring for pets; paying bills; taking
of my tropical fish; showering; going tieerapist; taking medications

Other

busy; writing in my diary; tired and in pain; spirituality; | go to bed late, |
have insomniafollow ritualistic day; alone; people watching
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Important Aspects of Life

¢ KS LJ NI A OA LI WhetiimpN@ritdypuk 8 S& KS g O 2 Matifipdrii S R

Informationform included

the following:

CATEGORY

RESPONSES

Social Support

family; friends; sharing; having people | can count on who will support m
parents; social network; a few crushes; trying to fincbanpanion; having
an active social life; relationships; kids

Activities & Hobbies

Employment job; getting my MA and finding a job where | feel a sense of purpose ang
accomplishment; work in the data entry field; having a job; working and
being productive

Recreational travel; artwork; listening to music; using a computer; seeing new places;

walking for fun; art; playing with pets; reading; collecting; beadwork;
watching TV

Health rest; weight loss; my health; quality food

Community volunteerirg; giving back; contributing to the community; being helpful

Engagement

Independence managing finances; household chores; living my life to the fullest; time a
from others; doing thing to better myself

Other being successful at all that | do; being honésarning new things;

transportation; life experiences; laughing; asexual awareness

QLAA: A QUALITY OF
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FINDINGS AND RECOMMENDATIONS
Further Development Recommended

1 Revision of items
A revision of the iteraincluded in the QLAA regarding bathing is recommend&ftile
administering the QLAA, many participants asked for clarification of this ifemelve participants
(e 52%) expressed that they were physically able to bathe themselves, but had difficulty bathing
onaregularbasishyS LI NOAOALI yif SiIPESRIGKLGKT OBy A NES
AK26SNI Tt GKS GAYSET I (0 Klh &tdBitiolNIJ0A% i idRaBURs G L Q'Y
interviewed indicated that they are able to dress themselves and bathe themselves, leading to the
consideration of remowig both items from the QLAAdowever, it is recommended to administer
the QLAA with a larger population sample prior to removing these items.

1 Determining Validity
Due to the small sample size of this study, the QLAA must be used with a large safupleero
assess the validity of this instrumenA larger sample size of at least 200 individuals would allow
F2NJ GKS O2YLX SiAz2zy 2F |y SELX 2NIG2NE FIFOG2NJ
'y AYRA@GARdzZ TsPprodpsizlodldiagsidt wighThe dese@nent of a brief version of
the QLAA as well.

1 The Need for Multiple Versions
The QLAA is designed to be used with adults who are diagnosed with ASD, able to engage in an
interview style survey or able to complete a surveyependently. Due to the spectrum nature of
ASD, multiple versions of this instrument must be developed to capture an overall picture of quality
of life for all individuals diagnosed with ASThis includes developing versions of different reading
levels,and versions to be administered with those who have difficulty with verbal communication.
The development of an online version with a chat available in the event that the person completing
the QLAA needs clarification may also be beneficial to engege adults with ASD.
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IMPLEMENTATION OF THE QLAA
Administering the QLAA

G2SQNB |ff Ay (GKA& (G23SGKSNI y240dé
-James E. Connell, Jr..[Ph NCSP, BCIRA

FREQUENTLY ASKED QUESTIONS

WHAT IS THELAA?
The QLAA is a quality of life assessment for adults diagnosed withTABIQLAA incorporates the
AYRAGARIZ f Qad LISNBRLISOGADGS 6KSy |aaSaaaya Iy AYRAC

WHO IS THE ADMINISTRATOR?
The QLAA is typically administered by care marsagrad care coordinatorsOther human service
professionals may also find the tool useful.

WHO IS THE INTERVIEWEE?
The adult diagnosed with ASD.& | RYAYA&AGSNAYy3 GKS v[!! 3> G4KS | Rdz
OANDdZYaidl yOsa |y R valusSyoaks yirid asfifationzlare Rdudet ik §é darg plan.

WHEN IS QLAA ADMINISTERED?
The QLAA is first administered during the initial session along with a needs assesshee@iAA will
continue to be administered on a regular basisdegermined by the professional) during care plan reviews
G2 FraasSaa OKFy3aSa Ay |y AYRAGARIzZ t Qa ljdzrftAGeE 27

WHICH VERSION SHOULD BE USED?
There are two versions of the QLAA. One for the employed and the other for the unempBgiedtion of
the mostappropriate version of the tool to be administered is determined by the professidrtas is based
2y GUKS AYyUSNBASSHSSQa SYLX 2eYSyid aidl ddzao

DOES THE INTERVIEWEE HAVE OPTIONS?
¢KS v[!! A& G2 06S IRYAYA&ilSNS One teaadpRpridgtg/verBidh® Ay i ¢
identified, the adminigiator offers the interviewee the following options:
Completing the QLAA on their own with the interviewer present should the participant have any
guestions or need clarification for any of the items included
Having the interviewer read the QLAA, and the participant has a copy to mark their responses
O I @AYy3 GKS AYGSNIBASHESNI NBSFIR GKS\Vv[!! YR YI N

WHAT IF THE INTERVIEWEE ASKS FOR CLARIFICATION?
Should the interviewee ask fatarification for any of the items included in the QLAA, the person
administering the assessment is to read the italicized explanation of the question exactly as written in each
section.
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EXPLANATIONS FOR THE QLAA.1 (EMPLOYED VERSION)

1. You are a confidnt person.
Strongly Agree Agree Disagree Strongly Disagree

Do you feel confident in your own abilities? Do you recognize your own strerigphg®u spend a lot of
time thinking about negative aspects or perceptions of yourself?

2.You choose whom you live with.
Strongly Agree Agree Disagree Strongly Disagree

Do you choose who you live with (whether it is family member(s), housemates, or roommBatess)?
someone else decide who you live with?

3. You feel safe in your home.
Stongly Agree Agree Disagree Strongly Disagree

Are there potential dangers in your hom€an others teak into your home or hurt yGuDo your
housemates or family members that live with you ever harm yida%ou feel safe living in your home a
with those whom live with you?

4.You like your neighborhood.
Strongly Agree Agree Disagree Strongly Disagree

Do you feel at ease in your neighborhodd?3/our neighborhood is pleasant to live in and cleBx?/ou
feel comfortable in your neighborhood?

5. You feel safe in your neighborhood.
Strongly Agree Agree Disagree Strongly Disagree

Are there any potential dangers in your neighborhood that interfere with your safety (such as neight
dogs or other animals, or cars]?o your neighbors make you feel uncomfortable?

6. There are places that you can go to where you are comfortable.

Strongly Agree Agree Disagree Strongly Disagree
Are there places that you can go to that make you comfortallethere places where you do not feel
discriminated againstAre there places where you feel at ease and find friendly and kind petp&sz

places can include the grocery store, shopping malls, community centers, recreational parks, restat
and aher public facilities.
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7..2dz NB O2YF2NIFofS GFrftl1Ay3a (G2 a2YS2yS e2dz
Strongly Agree Agree Disagree Strongly Disagree

Are you comfortable asking an unfamiliar person for help? These unfamiliar individuals could be po
officers, or any other person of authoritipo you feel comfortable asking an unfamiliar person for
directions if you are having trouble getting somewhere and family or friends are not préBaistdoes
notinclude all strangersonly persons of authday.

8.You have a lot to be proud of.
Strongly Agree Agree Disagree Strongly Disagree

Are you happy with who you are and what you have accomplistfe@?here things that you have done
that make you feel a sense of fulfillment?

9. Having a job is important to you.
Strongly Agree Agree Disagree Strongly Disagree
Do you want to work? Is having a job important?

10.You have a hard time finding a job.
Strongly Agree Agree Disagree Strongly Disagree

Do you struggle to findmployment?This includes both the basic job search and finding jloat match
your qualification? Is it difficult to get a job interview®hen interviewed, is it hard to get a job offer?

11.There are people in your life that can depend on you.
Stongly Agree Agree Disagree Strongly Disagree

Are you a source of support to others in their time of neAd®you a source of support to some family
members and/or friends?Are others likely to call you in an emergency?

12.There are people in yodife that can confide in you.
Strongly Agree Agree Disagree Strongly Disagree

Do you have friends or family who you feel comfortable talking to when you are upset or have a pro
Do you have people who trust yod?e you a source of support to otker

13. You have an intimate relationship with a partner whom you trust (choose N/A if not applicable)
Strongly Agree Agree Disagree Strongly Disagree

Intimate relationships include emotional and physical intimdeyotional aspects include appropriate
levels of disclosure and trugehysical aspects include hugging, kissing, sexual intercourse, and othel
intimate or sexual activitiesDo you have an intimate relationship with someone that you trust and ca
disclog personal informationo you have a boyfriend, girlfriend, partner or significant other?
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14.You have someone in your life that you can confide in.
Strongly Agree Agree Disagree Strongly Disagree

Do you feel comfortable telling your secrets or discussing your problems with at least one other per
that you know?This person may either be a family member or a friend.

15.You can start a conversation with someone that you would like to get to wnoetter.
Strongly Agree Agree Disagree Strongly Disagree

Do you feel comfortable speaking with other people and starting friendsl@psi?you go up to someone
and start a conversation®o you feel anxious when you start a conversation with someone?

16. There are places you can go where you feel you can be yourself.
Strongly Agree Agree Disagree Strongly Disagree

Are there places that you can go where you feel welcontéu? includes places where you feel
comfortable with who you are and are notiged by other peopleExamples of places where one may f
they belongs include a community center, church, volunteer organizations, work, etc.

17.You enjoy your job.
Strongly Agree Agree Disagree Strongly Disagree
Are you satisfied with your jobRo you like your work®o you like your job dutiesRo you look forward
to going to work?
18.You are good at your job.
Strongly Agree Agree Disagree Strongly Disagree
Can you carry out all of your assigned duties with eaSaf? you complete your job taskB® you have to
re-do your tasks?Do you need supervision to ensure the completion of your work?
19. You work well with others at your job.
Strongly Agree Agree Disagree Strongly Disagree

Do you get along with your fellow @eorkers and/or customers at your joli?o you feel comfortable
working with others at your jobZan you settle problems at work if you have afy@ you able to talk to
others at work and collaborate if necessary?

20. You feel comfortable in areas with fluorescent lights.
Strongly Agree Agree Disagree Strongly Disagree

Are you sensitive to bright lights that are often found at work, school, or other public spaods®ght or
fluorescent lights cause you to haweadaches or hurt your eye$¥ bright or fluorescent lights cause
you discomfort?
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21.You are distracted by background noise(s).
Strongly Agree Agree Disagree Strongly Disagree

Can you focus when there is background noide@s background noise cause you to lose your train of
thought, or make it difficult for you to focus?

22. You have opportunities to learn new information.
Strongly Agree Agree Disagree Strongly Disagree
Can you take classes that teach you new skilldlow you to engage in new hobbies?

C2NJ GKS F2fft26Ay3 aldliSYSytaRI NREaGBSRREAR@GK S
RF2akgSS1éod
23.You feel good about yourself.

7 days/week 4-6 day/week 1-3 days/week 0 days/week

Are you satisfied with what you are capable @&fe you satisfied with your accomplishmenf38 you
have an overall positive opinion about yourself?

24.You can choose how to spend your day.
7 days/week 4-6 day/week 1-3 days/week 0 days/week

This refers to your freedom to decide what activities you do during thel@ayou have to follow a
schedule that someone else made for ydtén you be spontaneous and decide to go somewhere or ¢
something at the last minute without needing permisdi@m someone else?

25.You can bathe yourself.
7 days/week 4-6 day/week 1-3 days/week 0 days/week
Are you physically able to shower or bathe yourself?

26. You can dress yourself.
7 days/week 4-6 day/week 1-3 days/week 0 days/week

Can you dress youl$avithout requiring help from another persor2an you button up your shirt€2an
you pick out clothes that will keep you warm in cold weather or help you stay cool in warm wegkier’
statement is focusing on your physical ability to dress yourself.

27.You can plan, cook and/or prepare your meals.
7 days/week 4-6 day/week 1-3 days/week 0 days/week

This refers to your independence with meal preparati@an you plan what you will eat for upcoming
meals, retrieve necessary cooking ingredients eamilg safely cook with minimal risk for injury?
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28.You feel nervous, anxious, scared or worried.
7 days/week 4-6 day/week 1-3 days/week 0 days/week

Do you experience strong feelings of anxiety or fear throughout the majority of the idaekRperience
these feelings throughout the day?o you think about these feelings throughout the day?

29.You feel down, depressed, or hopeless.
7 days/week 4-6 day/week 1-3 days/week 0 days/week

Do you experience depression or sadness throughouh#jerity of the week?Do you experience these
feelings throughout the day®o you think about these feelings throughout the day?

30.You feel tired or sleepy throughout the day.
7 days/week 4-6 day/week 1-3 days/week 0 days/week

Do you struggle to staawake throughout most days of the weeRB®des being tired or sleepy affect youl
ability to focus and maintain interest in daily tasks?

31.You eat at least two meals/day.
7 days/week 4-6 day/week 1-3 days/week 0 days/week
Can you feed yourself and estleast two timesper day?

32.You have trouble falling asleep, and staying asleep.
7 days/week 4-6 day/week 1-3 days/week 0 days/week

Do you struggle to get a full night of sleep throughout the we€la? you fall asleep easily and stay
asleep?Do you wake up throughout the night?

33. Physical pain or discomfort prevents you from doing what you need to do.
7 days/week 4-6 day/week 1-3 days/week 0 days/week

How does your physical health impact your daily activitibs@s pain affect your mdhy? Do you need
help with activities such as eating or using the restrodbwes pain or discomfort limit your ability to
travel to places to run errands such as going to tleegry store?
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34.You can make decisions about your personal life.
Always Most of the Time Sometimes Never

Do you make your own personal life decisioAs@ you able to decide things for yourself8omeone is
helping you wittmaking decisions, do they ask for your input and let you help with making decisions

35.You can express your concerns to make sure your needs are met.

Always Most of the Time Sometimes Never
Are you comfortable saying your opinion or confronting others whenrights are being violated?
GbSSRa y2d o6SAy3a YSié¢ YIe AyOfdzZRS fAGAY3I | NN
for staying healthy.

36. You havetransportation that you can depend on when needed.
Always Most of the Time Sometimes Never

Do you have accessible and reliable transportatidh® applies to all transportation options, ability to
use/access source of transportation, and reliabilityrafsportation. For example, if you rely on public
transportation, do you know where to get on the bus/trolley/train aide to safely get to the stopAre
you able to pay for your ride and know how to use tokens or pad€3es/u know where to geffpand
have a basic understanding of schedules and maps (examplging which direction/side of tracks to
board). If you use paratransit or a similar mode of transportation, are you able to schedule transpor
and transportation is dependable (valirive at scheduled timeXat £  0Sa L ySSR {2
IAINPOSNE ai2NBx R2002NEQ 2FFAOSAax FlLYAfteE | yRK

37.You can meet with a doctor or other healthcare provider when needed.
Always Most of the Tme Sometimes Never

Do youhave a primary care physiciar@an you go to a doctor if you are not feeling wetan you
schedule an appointment with your doctr other healthcare provider€an you get to the appointment
whenyou needtoseeadoctof?l y &2dz F FF2NR GKS O2ad 27F @& 2dz

38.You can get your medication(s) when needed.
Always Most of the Time Sometimes Never

Is there a pharmacy close to your hom@&an you get to the drugstore to pick up your medicatioAs?
you having any issues with seeing doctors to prescribe the necessary medicafldnigs)itludes having
insurance ananoney to get your medications.
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39.You can calm yourself down when you are nervous.
Always Most of the Time Sometimes Never

Canyou stay calm when you are anxious or agitatéeéh you control these strong feelings to avoid
staying nervous for a long timean you can remain rational in difficult situations?

40.You have people in your life that you can depend on when you neelphe
Always Most of the Time Sometimes Never

Are there people in your life that you can reach out to when you are having a problem or need@h®lp’
may be friends, family or others (such as a social worker, clergy, &te.}here people that you camall or
will come over if you need hé&lDo you have someone that you can call in an emergency?

41.You can afford all of your monthly expenses such as rent, food, and medications.
Always Most of the Time Sometimes Never

Can you afford all of your basic need3&@sic needs include housing costs such as rent or mortgage, &
as utilities (such as gas bill, electric bill, phone tlfsic needs also include food, transportation,
medications and other health need§he statement isiot referring to your ability to manage your
finances, but rather if you can afford these monthly expenses.

C2NJ 0KS F2tf26Ay3a adliSYSyGasxs NBaLRyR gA0GK a
''yAaAl GAaTFTASRE
42.How satisfiedare you with the education you have received?

Very Satisfied Satisfied Unsatisfied Very Unsatisfied

Did you get the degree that you wanihis could include a high school diploma, some college educat
0 | OK Sleggedlrany higher degreelt.is dependent on what you think is important in regards to
education.

43.How satisfied are you with your current employment status?
Very Satisfied Satisfied Unsatisfied Very Unsatisfied

Is employment important to you# so, then you may be satisfied when employed; and if you are not
working, you may be unsatisfied# you are working, does your job interest you, and is it a good matc
for your skillset and interests?

44.How satisfied are you with the friendshipsat you have in your life?
Very Satisfied Satisfied Unsatisfied Very Unsatisfied
Do you have friends®o you enjoy speaking with or meeting with your friends?
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45.How satisfied are you with the amount of time that you spend-person with friends?
Very Satisfied Satisfied Unsatisfied Very Unsatisfied

Do you get to see your friends as often as you likeé€nds include people who you are comfortable be
around and who make you feel welcomdttiends are people you can trust with personal mattafsu
may spend time with them in places such as the park, amusement parks, a museum, the movies,
NBadldNIyida 2N SIOK 20KSNDa K2dzaSao

46.How satisfied are you with the support that you get from your family?
Very Satisfied Satisfied Unsatisfied Very Ursatisfied

How helpful is your family to youDoes your family help you financially or emotional® they
supportive?Does your family help you overcome personal challenggeg@ur family available with you
need them?Does your family encourages you to pursue your interests?

47.How satisfied are you with the role that faith or spirituality plays in your life?
Very Satisfied Satisfied Unsatisfied Very Unsatisfied

Faith and spirituality are not important ®veryone.If this is important to you, then are your spiritual
needs being meZan you go to a place of worship or to seek counsel from a religious or sjpgeatlet?
If spirituality or faith is importanto you, do your beliefs enridifie or do they cause more stress?

48. Monthly bills include housing costs, utilities, food, transpgation and medical copayments.
Spending money includes money spent on hobbies, activities of interest such as going out to eat or
goingtoamovie;canbean f f 26+ yOS¢ (24F NRa AdSya GKIFG |

Which of these statements is truecbieck only ong
____ You manage your bills & spending money on your own

Someone helps you manage your bills & spending money

Someone manages yobills for you, and you manage your spending money

Someone manages your bills and spending money for you
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49. Do you take medication(s)?
Yes No
If yes, which of these statementstgie (check only ong
___You can take your medication on your own
____You need a reminder, but can take your medication on your own
____Someone fills your weekly or monthly dispenser, and you take your medication on your
____Someone gives you youoredication daily

50. Have you had the opportunity for postecondary educationfopportunity includes being able to
afford or obtain funding for a postecondary education)

Yes No
If YES, check all that apply:

____Vocational school (Example: electrician, plumbing, nursing, culinary, arts and design,
cosmetology, etc)

____Technical school (Example: computer training)
_13a20AriSQa 5S3ANEBS

. OKSt2NNna 5S3INBS

pYyy aladisSNRa 5S3INBS

____ Doctoral Degree

51. Are you interested in pursuing postecondary education?
Yes No
If YES, check all that apply:

Vocational school (Example: electrician, plumbing, nursing, culinary, arts and design,
cosmetology, etc)

Technical school (Example: computer training)
1 34a20A1GS5SQa 5S3aANEBS
BacheloRd 5 S3ANEBS

al a3t SNRa 5S3INBS

Doctoral Degree
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52.What do you enjoy doing?

53. How would you describe your quality of life?
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EXPLANATIONS FOR THE QLAA.2 (UNEMPLOYED VERSION)

1. You are econfident person.
Strongly Agree Agree Disagree Strongly Disagree

Do youfeel confident in your own abilitiesDo you recognizes your own strengti3@ you spend a lot of
time thinking about negative aspects or perceptions of yourself?

2.You choose whom you live with.
Strongly Agree Agree Disagree Strongly Disagree

Do you choose who you live with (whether it is family member(s), housemates, or roommBatess)?
someone else decide who you live with?

3. You feel safe in your home.
Strongly Agree Agree Disagree Strongly Disagree

Are there potential dangers in your hom€an others teak into your home or hurt y@uDo your
housemates or family members that live with you ever harm yida%¥ou feel safe living in your home a
with those whom live with you?

4.You like your neighborhood.
Strongly Agree Agree Disagree Strongly Disagree

Do you feel at ease in your neighborhodd?/our neighborhood is pleasant to live in and cleBo?you
feelcomfortable in your neighborhood?

5. You feel safe in your neighborhood.
Strongly Agree Agree Disagree Strongly Disagree

Are there any potential dangers in your neighborhood that interfere with your safety (such as neight
dogs or other animals, or cars]?o your neighbors make yéeel uncomfortable?

6. There are places that you can go to where you are comfortable.
Strongly Agree Agree Disagree Strongly Disagree

Are there places that you can go to that make you comfortal®le®there places where you do not feel
discriminatedagainst? Are there places where you feel at ease and find friendly and kind peth&sz
places can include the grocery store, shopping malls, community centers, recreational parks, restat
and other public facilities.
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Strongly Agree Agree Disagree Strongly Disagree

Are you comfortable asking an unfamiliar person for helpese unfamiliar individuals could be police

officers, or any other peos of authority. Do you feel comfortable asking an unfamiliar person for

directions if you are having trouble getting somewhere and family or friends are not preBaistdoes

not include all strangersonly persons of authority.

8.You have a lot tdoe proud of.
Strongly Agree Agree Disagree Strongly Disagree

Are you happy with who you are and what you have accomplishfe@?here things that you have done
that make you feel a sense of fulfillment?

9. Having a job is important to you.
StronglyAgree Agree Disagree Strongly Disagree

Do you want to work? Is having a job important?

10.You have a hard time finding a job.
Strongly Agree Agree Disagree Strongly Disagree

Do you struggle to find employmenihis includes both the basic job seaacdk finding jobs that match
your qualifications.Is it difficult to get gob interviewaVhen interviewed, is it hard to get a job offer?

11.There are people in your life that can depend on you.
Strongly Agree Agree Disagree Strongly Disagree

Are yal a source of support to others in their time of neg&t® you a source of support to some family
members and/or friendsAre others likely to call you in an emergency?

12.There are people in your life that can confide in you.
Strongly Agree Agree Disgree Strongly Disagree

Do you have friends or family who you feel comfortable talking to when you are upset or have a pro
Do you haveeople whdrust you? Are you a source of support to others?

13.You have an intimate relationship with a partnevhom you trust (choose N/A if not applicable)
Strongly Agree Agree Disagree Strongly Disagree

Intimate relationships include emotional and physical intimdayotional aspects include appropriate
levels of disclosure and trugehysical aspects include hugging, kissing, sexual intercourse, and othe|
intimate or sexual activitie®o you have an intimate relationship with someone that you trust and cal
disclose personal informationRo you have a boyfriend, girlfriend, partnersignificant other?
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14.You have someone in your life that you can confide in.
Strongly Agree Agree Disagree Strongly Disagree

Do you feel comfortable telling your secrets or discussing your problems with at least one other per
that you know?This person may either be a family member or a friend.

15.You can start a conversation with someone that you would like to get to know better.
Strongly Agree Agree Disagree Strongly Disagree

Do you feel comfortable speaking with other people and istafriendships?Can you go up to someone
and start a conversation®o you feel anxioushen you start a conversation with someone?

16. There are places you can go where you feel you can be yourself.
Strongly Agree Agree Disagree Strongly Disagree

Are there places that you can go where you feel welconiEu® includes places where you feel
comfortable with who you are and are not judged by other peoBkamples of places where one may f
they belongs include a community center, church, volurdeganizations, work, etc.

17.You feel comfortable in areas with fluorescent lights.
Strongly Agree Agree Disagree Strongly Disagree

Are you sensitive to bright lights that are often found at work, school, or other public spaodstght or
fluorescent lights cause you to have headaches or hurt your é&yedfight or fluorescent lights cause
you discomfort?

18.You are distracted by background noise(s).
Strongly Agree Agree Disagree Strongly Disagree

Can you focus when theisbackground noisePoes background noise cause you to lose your train of
thought, or make it difficult for you to focus?

19.You have opportunities to learn new information.
Strongly Agree Agree Disagree Strongly Disagree

Can you takelasses thateach younew skills or allow you to engage in new hobbies?

C2NJ GKS F2ft20Ay3 a0l GSYSYydaRI BREGaBSRREAR @B SG
RFe&dksSS81¢o

20.You feel good about yourself.
7 days/week 4-6 day/week 1-3 days/week O0days/week

Are you satisfied with what you are capable @&fe you satisfied with your accomplishmen{38 you
have an overall positive opinion about yourself?
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21.You can choose how to spend your day.
7 days/week 4-6 day/week 1-3 days/week 0 days/week

This refers to your freedom to decide what activities you do during the@ayou have to follow a
schedule that someone else made for ydlén you be spontaneous and decide to go somewhere or ¢
something at the last minute without needing permisdi@m someone else?

22.You can bathe yourself.
7 days/week 4-6 day/week 1-3 days/week 0 days/week

Are you physically able to shower or bathe yourself?

23.You can dress yourself.
7 days/week 4-6 day/week 1-3 days/week 0 days/week

Can you dresgourself without requiring help from another perso@an you button up your shirt€2an
you pick out clothes that will keep you warm in cold weather or help you stay cool in warm wegkter’
statement is focusing on your physical ability to dresssedfur

24.You can plan, cook and/or prepare your meals.
7 days/week 4-6 day/week 1-3 days/week 0 days/week

This refers to your independence with meal preparatiGan you plan what you will eat for upcoming
meals, retrieve necessary cooking ingredieatsily, and safely cook with minimal risk for injury?

25.You feel nervous, anxious, scared or worried.
7 days/week 4-6 day/week 1-3 days/week 0 days/week

Do you experience strong feelings of anxiety or fear throughout the majority of the dsek@erience
these feelings throughout theay? Do you think about these feelings throughout the day?

26.You feel down, depressed, or hopeless.
7 days/week 4-6 day/week 1-3 days/week 0 days/week

Do you experience depression or sadness throughout therityajf the week?Do you experience these
feelings throughout the day®o you think about these feelings throughout the day?

27.You feel tired or sleepy throughout the day.
7 days/week 4-6 day/week 1-3 days/week 0 days/week

Do you struggle to stagwake throughout most days of the weekibes being tired or sleepy affect your
ability to focus and maintain interest in daily tasks?

28.You eat at least two meals/day.
7 days/week 4-6 day/week 1-3 days/week 0 days/week

Can you feed yourself and estleast two timesper day?
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29.You have trouble falling asleep, and staying asleep.
7 days/week 4-6 day/week 1-3 days/week 0 days/week

Do you struggle to get a full night of sleep throughout the we€la? you fall asleep easily and stay
asleep? Do yowake up throughout the night?

30. Physical pain or discomfort prevents you from doing what you need to do.
7 days/week 4-6 day/week 1-3 days/week 0 days/week

How does your physical health impact your daily activitibs@s pain affect your mobility@o you need
help with activities such as eating or using the restrodbw&s pain or discomfort limit your ability to
travel to places to run errands suas going to the grocery store?

C2NJ GKS F2ff2¢gAy3q aldladSyYSydaszs NBaLRyR gAilK

31.You can make decisions about your personal life.
Always Most of the Time Sometimes Never

Do you make your own personal life decisioAs€ you able talecide things for yourselflf someone is
helping you with making decisions, do they ask for your input and let you help with making decision

32.You can express your concerns to make sure your needs are met.
Always Most of the Time Sometimes Never

Are you comfortable saying your opinion or confronting others wioen rights are being violated?
GbSSRa y2iG o0SAy3 YSié¢ YlIe AyOfdRS tABAY3I | NN
for staying healthy.

33.You have transportdabn that you can depend on when needed.
Always Most of the Time Sometimes Never

Do you have accessible and reliable transportatidh®s applies to all transportation options, ability to
use/access source of transportation, and reliability of transportatfeor. example, if you rely on public
transportation, do you know where to get on the bus/trolley/train, be able to safely géetstbp?Are
you able to pay for your ride and know how to use tokens or pad3es@u know where to get off, and
have a basic understanding of schedules and maps (examplging which direction/side of tracks to
board). If you use paratransit or arsilar mode of transportation, are you able to schedule transportat
and transportation is dependable (will arrive at scheduled tinde). £  OSa L ySSR (2
IANRPOSNE a02NB>X R2002NRBRQ 2FFAOSAZ tysktingst & I Y RK

34.You can meet with a doctor or other healthcare provider when needed.
Always Most of the Time Sometimes Never

Do you have a primary care physicid#én you go to a doctor if you are not feeling wélign you
schedule an appointment viityour doctor or other healthcare provide€an you get to the appointment
whenyouneedtoseeadoctof? y &2dz I FF2NR GKS 02ad 2F @&2dza
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35.You can get your medication(s) when needed.
Always Most of the Time Sometimes Never

Is there a pharmacy close to your hom@&an you get to the drugstore to pick up your medicatioAs?
you having any issues with seeing doctors to prescribe the necessary medicafldngs)itludes having
insurance and mney to get your medications.

36. You can calm yourself down when you are nervous.
Always Most of the Time Sometimes Never

Can you stay calm when you are anxious or agitat€d® you control these strong feelings to avoid
staying nervous for a long timeCan you can remain rationia difficult situations?

37.You have people in your life that you can depend on when you need help.
Always Most of the Time Sometimes Never

Are there people in your life that you can reach out to when you are having a problem or need@h®|lp’
may e friends, family or others (such as a social worker, clergy, &oe)there people that you can call
will come over if you need hé&lbo you have someone that you can call in an emergency?

38.You can afford all of your monthly expenses suchrast, food, and medications.
Always Most of the Time Sometimes Never

Can you afford all of your basic needd&sic needs include housing costs such as rent or mortgage, &
as utilities (such as gas bill, electric bill, phone tlfsic needs atsincludes food, transportation,
medications and other health need§he statement igot referring to your ability to manage your
finances, but rather if you can afford these monthly expenses.

C2NJ GKS F2ft26Ay3 &0 (SYSY (&l NBHLRYRE B Adi'KY &
' VAL GAETASRE

39. How satisfied are you with the education you have received?
Very Satisfied Satisfied Unsatisfied Very Unsatisfied

Did you get the degree that you wanihis could include a high school diplos@ne college education,
0l OKSt 2 NDN& RS 3INEBS 1is gdeNdndent 8n wiak ydKt&inkds RipoaanBrS-égdrds to
education.

40.How satisfied are you with your current employment status?
Very Satisfied Satisfied Unsatisfied Very Unsatisfied

Is employment important to you# so, then you may be satisfied when employed; and if you are not
working, you may be unsatisfied# you are working, does your job interest you, and is it a good matc
for your skillset and interests?
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41.How satisfied are you with the friendships that you have in your life?
Very Satisfied Satisfied Unsatisfied Very Unsatisfied

Do you have friends®o you enjoy speaking with or meeting with your friends?

42.How satisfied are you with the amounsf time that you spend irperson with friends?
Very Satisfied Satisfied Unsatisfied Very Unsatisfied

Do you get to see your friends as often as you like@nds include people who you are comfortable be
around and who make you feel welcomdetiends are people you can trust with personal mattersu
may spend time with them in places such as the park, amusement parks, a museum, the movies,
NEAGEdzZNI yda 2N SFOK 2G0KSNRa K2dzaSao

43.How satisfied are you with the support that you get from your falyf?
Very Satisfied Satisfied Unsatisfied Very Unsatisfied

How helpful is your family to youDoes your family help you financially or emotionali® they
supportive?Does your family help you overcome personal challenggeg@ur family availableith you
need them?Does your family encourage you to pursue your interests?

44.How satisfied are you with the role that faith or spirituality plays in your life?
Very Satisfied Satisfied Unsatisfied Very Unsatisfied

Faith and spirituality are notiportant to everyonelf this is important to you, then are your spiritual
needs being meZan you go to a place of worship or to seek counseldrogtigious or spiritual leader?
If spirituality or faith is important to you, do your beliefs enrighdif do they cause more stress?

45. Monthly bills include housing costs, utilities, food, transportation and medical copayments.
Spending money includes money spent on hobbies, activities of interest such as going out to eat or
goingtoamovie;canbeanl t £ 26 yOS¢ G261 NRa AdSya GKFGO |

Which of these statements is truechieck only ong

You manage your bills & spending money on your own

Someone helps you manage your bills & spending money

Someone managegsour bills for you, and you manage your spending money
Someone manages your bills and spending money for you

QLAA: A QUALITY OF LIFE ASSESSMENT FOR ADULTS DIAGNOSED WITH69SD



C2NJ GKS F2tff26Ay3 adlriSySyidaz NBaALRYR gAGK a

46.Do you take medication(s)?
Yes No
If yes, which of thesstatements is true ¢heck only ong
___You can take your medication on your own
____You need a reminder, but can take your medication on your own
____Someone fills your weekly or monthly dispenser, and you take your medication on your
____Someongjives you your medication daily

47. Have you had the opportunity for postecondary educationopportunity includes being able to
afford or obtain funding for a postecondary education)

Yes No

If YES, check all that apply:

Vocational schoglExample: electrician, plumbing, nursing, culinary, arts and design,
cosmetology, etc)

Technical school (Example: computer training)

. OKSt 2NRa 5S3INBS

laa20Al GSQa 5S3INBS

al &t SNRa 5S3INBS

Doctoral Degree

48. Are you interestedn pursuing postsecondary education?

Yes No

If YES, check all that apply:

Vocational school (Example: electrician, plumbing, nursing, culinary, arts and design,
cosmetology, etc)

Technical school (Example: computer training)

. OK DededD &

13a20A1GSQa 5S3INEBS

alaitSNRa 5S3INBS

Doctoral Degree

49.What do you enjoy doing?

50. How would you describe your quality of life?
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IMPLEMENTATION OF THE QLAA
Scoring the QLAA

Both QLAA versions consist of items that include responses measured by a four point likert scale, and six
items which are not scoredThe six items ask about the opportunity to pursue further education, interest

in pursuing further education, money managent, medication management, and two open ended
jdzZSadA2yay a2KIFd R2 @2dz Sya22é& R2AYy3AKE Thefirktopen 2 ¢
SYRSR 1jdzSadA2y A& AyOfdzRSR G2 Ol LJidz2NBE G KSmafky RA ¢
be incorporated in care planning: KS 1j dzS&dGA 2y NBIFNRAY3I RSAONAROAY T
individual to express their view of their quality of life in their own words, and may be used to compare to
the calculate QLAA score.

Below are thescores for each of the responses included in the QLAA.1 (not including questio®848
which are not scored):

Question Strongly Agree Agree Disagree Strongly Disagree
1 4 3 2 1
2 4 3 2 1
3 4 3 2 1
4 4 3 2 1
5 4 3 2 1
6 4 3 2 1
7 4 3 2 1
8 4 3 2 1
9 4 3 2 1
10 1 2 3 4
11 4 3 2 1
12 4 3 2 1
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13 4 3 2 1
14 4 3 2 1
15 4 3 2 1
16 4 3 2 1
17 4 3 2 1
18 4 3 2 1
19 4 3 2 1
20 4 3 2 1
21 1 2 3 4
22 4 3 2 1
7 days/ week 4-6 days/ week 1-3 days/ week 0 days/ week
23 4 3 2 1
24 4 3 2 1
25 4 3 2 1
26 4 3 2 1
27 4 3 2 1
28 1 2 3 4
29 1 2 3 4
30 1 2 3 4
31 4 3 2 1
32 1 2 3 4
33 1 2 3 4
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Always Most time Sometimes Never
34 4 3 2 1
35 4 3 2 1
36 4 3 2 1
37 4 3 2 1
38 4 3 2 1
39 4 3 2 1
40 4 3 2 1
41 4 3 2 1
Very Satisfied Satisfied Unsatisfied Very Unsatisfied
42 4 3 2 1
43 4 3 2 1
44 4 3 2 1
45 4 3 2 1
46 4 3 2 1
47 4 3 2 1
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Use The Tables Below To Calculate The Scores For Each Of The Six Domains Included AAThe Q

V\I/Der:?_/ lj::lilg P\iﬁtg:ggal WZES:LQ Independence Education Employment
3. 1. 6. 2. 22. 9.
4, 8. 7. 24, 42. 10.
5. 20. 11. 27. 50. 17.
25. 39. 12. 34. 51. 18.
26. 47. 13. 35. 19.
30. 14. 48. 43.
31. 15. 49.
32. 16.
33. 40.
36. 44,
37. 45,
38. 46.
41.
Sum Score: | Sum Score: Sum Score:| Sum Score: Sum Score: Sum Score:

Overall Quality of Life Score:
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Below Are The Scores For Each Of The Responses Included AR Q
(Not Including Questions 460, Which Are Not Scored):

Question Strongly Agree Agree Disagree Strongly Disagree
1 4 3 2 1
2 4 3 2 1
3 4 3 2 1
4 4 3 2 1
5 4 3 2 1
6 4 3 2 1
7 4 3 2 1
8 4 3 2 1
9 4 3 2 1
10 1 2 3 4
11 4 3 2 1
12 4 3 2 1
13 4 3 2 1
14 4 3 2 1
15 4 3 2 1
16 4 3 2 1
17 4 3 2 1
18 1 2 3 4
19 4 3 2 1

7 days/ week 4-6 days/ week 1-3 days/ week 0 days/ week
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20 4 3 2 1
21 4 3 2 1
22 4 3 2 1
23 4 3 2 1
24 4 3 2 1
25 1 2 3 4
26 1 2 3 4
27 1 2 3 4
28 4 3 2 1
29 1 2 3 4
30 1 2 3 4
Always Most time Sometimes Never
31 4 3 2 1
32 4 3 2 1
33 4 3 2 1
35 4 3 2 1
36 4 3 2 1
37 4 3 2 1
38 4 3 2 1
39 4 3 2 1
Very Satisfied Satisfied Unsatisfied Very Unsatisfied
40 4 3 2 1
41 4 3 2 1

QLAA: A QUALITY OF LIFE ASSESSMENT FOR ADULTS DIAGNOSED WITH78SD




42 4 3 2 1

43 4 3 2 1
44 4 3 2 1
45 4 3 2 1

Use TheTables Below To Calculate The Scores For Each Of The Six Domains Included In The QLAA.1

V\Ilaerl]l)-/ ;::,:Ig P\?\i’;igzggal Social Wellbeing | Independence Education Employment
3. 1. 6. 2. 22. 9.

4. 8. 7. 24. 42. 10.

5. 20. 11. 27. 50. 43.

25. 39. 12. 34. 51.

26. 47. 13. 35.

30. 14. 48.

31 15. 49.

32. 16.

33. 40.

36. 44.

37. 45.

38. 46.

41.

Sum Score: | Sum Score: Sum Score: Sum Score: Sum Score: Sum Score:

Overall Quality of Life Score:

QLAA: A QUALITY OF LIFE ASSESSMENT FOR ADULTS DIAGNOSED WITH7ASD



QUALITY OF LIFE ASSESSMENT FOR ADULTS

DIAGNOSED WITH ASD (QLAA)
QLAA.1: Version for Employed Adults

QUALITY OF LIRSSESSMENT FOR ADULTS DIAGNOSED WITH ASD (QLAA)

vdzl tAG8 2F EAFTS A& | &ey (-keBd goals addraspirafions, yaRes,J A R
and current life circumstanceslhis survey is used theck on your quality of lifeThe survey can help
identify the things in your life that youra satisfied with, and what you are not satisfied witlthe survey
results can be used to help you and a service provider figure out ways to improve your overall quality of
life.

When completing this survey, answer according to your feelings argeriences in the past week.

1. You are a confident person.
Strongly Agree Agree Disagree Strongly Disagree

2.You choose whom you live with.
Strongly Agree Agree Disagree Strongly Disagree

3. You feel safe in your home.
Strongly Agree Agree Disagree Strongly Disagree

4.You like your neighborhood.
Strongly Agree Agree Disagree Strongly Disagree

5. You feel safe in your neighborhood.
Strongly Agree Agree Disagree Strongly Disagree

6. There are places that you can go to where you ammfortable.
Strongly Agree Agree Disagree Strongly Disagree

7., 2dz FNB O2YF¥2NIlilofS GlrftlAy3a G2 az2yvySz2yS &2dz
Strongly Agree Agree Disagree Strongly Disagree
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8.You have a lot to be proud of.
Strongly Agree Agree Disagree Strongly Disagree

9. Having a job is important to you.
Strongly Agree Agree Disagree Strongly Disagree

10.You have a hard time finding a job.
Strongly Agree Agree Disagree Strongly Disagree

11. There are people in your life that can depend on you.
Strongly Agree Agree Disagree Strongly Disagree

12.There are people in your life that can confide in you.
Strongly Agree Agree Disagree Strongly Disagree

13. You have an intimate relationship i a partner whom you trust (choose N/A if not applicable)
Strongly Agree Agree Disagree Strongly Disagree

14.You have someone in your life that you can confide in.
Strongly Agree Agree Disagree Strongly Disagree

15.You can start a conversationwith someone that you would like to get to know better.
Strongly Agree Agree Disagree Strongly Disagree

16. There are places you can go where you feel you can be yourself.
Strongly Agree Agree Disagree Strongly Disagree

17.You enjoy your job.

Strongly Agree Agree Disagree Strongly Disagree
18.You are good at your job.

Strongly Agree Agree Disagree Strongly Disagree
19. You work well with others at your job.

Strongly Agree Agree Disagree Strongly Disagree

20.You feel comfortable in areas with fluorescent lights.
Strongly Agree Agree Disagree Strongly Disagree
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21.You are distracted by background noise(s).
Strongly Agree Agree Disagree Strongly Disagree

22. You have opportunities to learn new information.
Strongly Agree Agree Disagree Strongly Disagree

C2NJ GKS F2fft26Ay3 aldliSYSytaRI NEaGBSRREAR@GK Sd
RF2akgSS1éod
23.You feel good about yourself.

7 days/week 4-6 day/week 1-3 days/week 0 days/week

24.You can choose how to spend your day.
7 days/week 4-6 day/week 1-3 days/week 0 days/week

25.You can bathe yourself.
7 days/week 4-6 day/week 1-3 days/week 0 days/week

26. You can dress yourself.
7 days/week 4-6 day/week 1-3 days/week 0 days/week

27.You can plan, cook and/or prepare your meals.
7 days/week 4-6 day/week 1-3 days/week 0 days/week

28.You feel nervous, anxious, scared or worried.
7 days/week 4-6 day/week 1-3 days/week O days/weé

29.You feel down, depressed, or hopeless.
7 days/week 4-6 day/week 1-3 days/week 0 days/week

30.You feel tired or sleepy throughout the day.
7 days/week 4-6 day/week 1-3 days/week 0 days/week

31.You eat at least two meals/day.

32.You haverouble falling asleep, and staying asleep.
7 days/week 4-6 day/week 1-3 days/week 0 days/week
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33. Physical pain or discomfort prevents you from doing what you need to do.
7 days/week 4-6 day/week 1-3 days/week 0 days/week

7

C2NJ GKS F2tff26Ay3 adlriSySyidaz NBaALRYR gAGK a

34.You can make decisions about your personal life.
Always Most of the Time Sometimes Never

35.You can express your concerns to make sure your needsrae
Always Most of the Time Sometimes Never

36. You have transportation that you can depend on when needed.
Always Most of the Time Sometimes Never

37.You can meet with a doctor or other healthcare provider when needed.
Always Most of the Time Sometimes Never

38.You can get your medication(s) when needed.
Always Most of the Time Sometimes Never

39. You can calm yourself down when you are nervous.
Always Most of the Time Sometimes Never

40.You have people in your life that you can depe on when you need help.
Always Most of the Time Sometimes Never

41.You can afford all of your monthly expenses such as rent, food, and medications.
Always Most of the Time Sometimes Never

C2NJ GKS F2tft26Ay3a a0l {{ISYBYTRSIRANS adRlYRA FAKNKR G
''yaAl GAaTFASRE
42.How satisfied are you with the education you have received?

Very Satisfied Satisfied Unsatisfied Very Unsatisfied

43.How satisfied are you with your current employment status?
VerySatisfied Satisfied Unsatisfied Very Unsatisfied
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44.How satisfied are you with the friendships that you have in your life?
Very Satisfied Satisfied Unsatisfied Very Unsatisfied

45.How satisfied are you with the amount of time that you spend-person with friends?
Very Satisfied Satisfied Unsatisfied Very Unsatisfied

46.How satisfied are you with the support that you get from your family?
Very Satisfied Satisfied Unsatisfied Very Unsatisfied

47.How satisfied are you with the role thaflaith or spirituality plays in your life?
Very Satisfied Satisfied Unsatisfied Very Unsatisfied

48. Monthly bills include housing costs, utilities, food, transportation and medical copayments.
Spending money includes money spent on hobbies, activitiéiterest such as going out to eat or
I32Ay3 G2 | Y2QAST OFly o6S |y alftt24lyOSe (261!

Which of these statements is truechieck only ong
You manage your bills & spending money on your own
Someone hips you manage your bills & spending money
Someone manages your bills for you, and you manage your spending money
Someone manages your bills and spending money for you

C2NJ GKS F2tit26Ay3 aidlGSYSydas NBaLRYR ¢gAlK a

49.Do you takemedication(s)?
Yes No
If yes, which of these statements is truehleck only ong
____You can take your medication on your own
____You need a reminder, but can take your medication on your own
____Someone fills your weekly or monthly dispenser, and tate@ your medication on your own
____Someone gives you your medication daily
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50. Have you had the opportunity for postecondary educationfopportunity includes being able to
afford or obtain funding for a postecondary education)

Yes No
If YES, checH| that apply:

Vocational school (Example: electrician, plumbing, nursing, culinary, arts and design,
cosmetology, etc)

___Technical school (Example: computer training)
gy . FOKSEt2NRa 5S3ANBS
pyy !3a20A13S5Qa 5S8S3aINBS
YYy aladSNRa 5S3ANBS

__ Doctoal Degree

51. Are you interested in pursuing postecondary education?
Yes No
If YES, check all that apply:

Vocational school (Example: electrician, plumbing, nursing, culinary, arts and design,
cosmetology, etc)

Technical school (Exampl@nsputer training)
. OKSt 2NRa 5S3INBS
laa20A1 GSQa 5S3INBS
al a3t SNRa 5S3INBS
Doctoral Degree

52.What do you enjoy doing?

53. How would you describe your quality of life?
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QUALITY OF LIFE ASSESSMENT FOR ADULTS

DIAGNOSERVITH ASD (QLAA)
QLAAZ2: Version fotJnemployed Adults
QUALITY OF LIFE

vdz f AGe 2F fAFS Aa | &aey (-belbd goils addraspirations, vakes,d A F
and current life circumstancedshis survey is used ttheck on your quality dife. The survey can help
identify the things in your life that you are satisfied with, andaivitou are not satisfied withThe survey
results can be used to help you and a service provider figure out ways to improve your overall quality of
life.

When completing this survey, answer according to your feelings and experiences in the past week.

1. You are a confident person.
Strongly Agree Agree Disagree Strongly Disagree

2.You choose whom you live with.
Strongly Agree Agree Disagree Strongly Disagree

3. You feel safe in your home.
Strongly Agree Agree Disagree Strongly Disagree

4.You like your neighborhood.
Strongly Agree Agree Disagree Strongly Disagree

5. You feel safe in your neighborhood.
Strongly Agree Agree Disagree Strongly Disagree

6. There are places that you can go to where you are comfortable.
Strongly Agree Agree Disagree Strongly Disagree

7.,2dz NB O2YF¥2NIllofS Glrft1Ay3 (G2 az2ySz2yS &2dz
Strongly Agree Agree Disagree Strongly Disagree

8.You have a lot to be proud of.
Strongly Agree Agree Disagree Strongly Disagree
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9. Having a job is important to you.
Strongly Agree Agree Disagree Strongly Disagree

10.You have a hard time finding a job.
Strongly Agree Agree Disagree Strongly Disagree

11.There are people in your life that can depend on you.
Strongly Agree Agree Disagree Strongly Disagree

12.There are people in your life that can confide in you.
Strongly Agree Agree Disagree Strongly Disagree

13.You have an intimate relationship with a partner whom you trust (choose N/A if not applicable)

Strongly Agree Agree Disagree Strongly Disagree

14.You have someone in your life that you can confide in.
Strongly Agree Agree Disagree Strongly Disagree

15.You can start a conversation with someone that you would like to get to know better.
Strongly Agree Agree Disagree Strongly Disagree

16. There are places you can go where you feel you can be yourself.
Strongly Agree Agree Disagree Strongly Disage2

17.You feel comfortable in areas with fluorescent lights.
Strongly Agree Agree Disagree Strongly Disagree

18.You are distracted by background noise(s).
Strongly Agree Agree Disagree Strongly Disagree

19.You have opportunities to learn newnformation.
Strongly Agree Agree Disagree Strongly Disagree

C2NJ GKS F2tf26Ay3 aldlriSYSydtaRlI BRERGBSRRE A
RFeakgSS1¢o

20.You feel good about yourself.
7 days/week 4-6 day/week 1-3 days/week O0days/week

21.You can choose how to spend your day.
7 days/week 4-6 day/week 1-3 days/week 0 days/week

EaB S
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22.You can bathe yourself.
7 days/week 4-6 day/week 1-3 days/week 0 days/week

23.You can dress yourself.
7 days/week 4-6 day/week 1-3 days/week 0 days/week

24.You can plan, cook and/or prepare your meals.
7 days/week 4-6 day/week 1-3 days/week 0 days/week

25.You feel nervous, anxious, scared or worried.
7 days/week 4-6 day/week 1-3 days/week 0 days/week

26.You feel down, depressed, dropeless.
7 days/week 4-6 day/week 1-3 days/week 0 days/week

27.You feel tired or sleepy throughout the day.
7 days/week 4-6 day/week 1-3 days/week 0 days/week

28.You eat at least two meals/day.
7 days/week 4-6 day/week 1-3 days/week 0 days/week

29.You have trouble falling asleep, and staying asleep.
7 days/week 4-6 day/week 1-3 days/week 0 days/week

30. Physical pain or discomfort prevents you from doing what you need to do.

7 days/week 4-6 day/week 1-3 days/week 0 days/week
Forthefollowid &Gl G6SYSydasx NBalLRyR gAlK
31.You can make decisions about your personal life.
Always Most of the Time Sometimes Never

32.You can express your concerns to make sure your needs are met.
Always Most of the Time Sometimes Never

33. You have transportation that you can depend on when needed.
Always Most of the Time Sometimes Never

34.You can meet with a doctor or other healthcare provider when needed.
Always Most of the Time Sometimes Never

al!fgleaésx
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35.You can get your medication(s) when needed.
Always Most of the Time Sometimes Never

36. You can calm yourself down when you are nervous.
Always Most of the Time Sometimes Never

37.You have people in your life that you can depend on when ymed help.
Always Most of the Time Sometimes Never

38.You can afford all of your monthly expenses such as rent, food, and medications.
Always Most of the Time Sometimes Never

C2NJ (KS F2tt26Ay3d aiGHGSYSyiasr NBYBERVRAFASREG

l'yal GAaFTASRE
39. How satisfied are you with the education you have received?
Very Satisfied Satisfied Unsatisfied Very Unsatisfied

40.How satisfied are you with your current employment status?
Very Satisfied Satisfied Unsatisfied Very Unsatisfied

41.How satisfied are you with the friendships that you have in your life?
Very Satisfied Satisfied Unsatisfied Very Unsatisfied

42.How satisfied are you with the amount of time that you spend-person with friends?
Very Satisfied Satisfied Unsatisfied Very Unsatisfied

43.How satisfied are you with the support that you get from your family?
Very Satisfied Satisfied Unsatisfied Very Unsatisfied

44.How satisfied are you with the role that faith or spiritualitplays in your life?
Very Satisfied Satisfied Unsatisfied Very Unsatisfied
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45. Monthly bills include housing costs, utilities, food, transportation and medical copayments.
Spending money includes money spent on hobbies, activities of interest sugjoasy out to eat or
I32Ay3 G2 | Y2QAST OFly o6S |y alft2¢lyOSe (241!

Which of these statements is truechieck only ong

You manage your bills & spending money on your own

Someone helps you manage ydaills & spending money

Someone manages your bills for you, and you manage your spending money
Someone manages your bills and spending money for you

C2NJ GKS F2tt2¢Ay3 adlGSYSyidas NBaLRYyR 6AGK &

46.Do you take medication(s)?
Yes No
If yes, which of these statements is truehleck only ong
____You can take your medication on your own
___You need a reminder, but can take your medication on your own
____Someone fills your weekly or monthly dispenser, and you take p@adlication on your own
____Someone gives you your medication daily

47. Have you had the opportunity for postecondary educationopportunity includes being able to
afford or obtain funding for a postecondary education)

Yes No

If YES, check all thaipaly:

Vocational school (Example: electrician, plumbing, nursing, culinary, arts and design,
cosmetology, etc)

Technical school (Example: computer training)

. OKSt 2NRna 5S3INEBS

laa20A1 GSQa 5S3INBS

al atSNRa 5S3INBS

Doctoral Degree
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48. Are you interested in pursuing postecondary education?
Yes No
If YES, check all that apply:
Vocational school (Example: electrician, plumbing, nursing, culinary, arts and design,
cosmetology, etc)
____ Technical school (Exatepcomputer training)
. OKSt 2NRa 5S3INEBS
1 3a20A1GSQa 5S3INEBS
al adSNRa 5S3ANBS
Doctoral Degree

49.What do you enjoy doing?

50. How would you describe your quality of life?
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APPENDIX
Expert Review

FOCUS GROBP

Specialty Affiliation No. of years Age
working with ASD | Range
adults*

MSEd, BCBA Project Coordinator, A.J. Drexel Autism Institute 5t0 10 <18to 21
years old

EdD, RN, MS, CRN Associate Professor, Division of Graduate Nursing, Doct( < 1, but studying 5to| 18to 21

Nursing Practice Department, Drexely’ A @S NE A G & 10 years old
Nursing and Health Professions
LSW, ACSW / SYGSNI F2NJ ! dziray wSasStN 5 t010 18 to 55
Philadelphia years old
LSW /' NB / 22NRAYIF G§2NE WSgnkice & 1t02 21t0 35
Greater Philadelphia
>55 years
old
Ph.D Supervising Psychologist, Behavioral & Developmentg 10 to 20 <18 to >55
Services, SPIN years old
ONEON-ONE INTERVIEWS
Specialty Affiliation No. of years Age
working with Range
ASD adulfs
MD** Assistant Professor of Psychiatry at the Center for Neurobio >20 <18 to >55
FYR . SKI@A2NE ! YABSNBRAGE 27 years old
Medicine, Director of the Adult Autism Spectrum Program, P
Medicine
CESP AssistanDirector of Employment Services, Community 5to 10 18-21, 2%
Integrated Services 35

*

*%

Includes direct work/research
The psychiatrisemployment specialist werenable to attend the focus groupnd met with Amal ENageh individually to

providefeedback and suggestions for use of the QLAA and its development
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APPENDIX
Focus Group Outline

Moderator: Amal ENageh

Assistant Moderator: Daisy Manapsal

Assistant Moderator: Danielle Bartolanzo

Date of Group: 3/11/2015

Attendees: Five professionals warl with adults diagnosed with ASD, including a BCBA (Board Certified Behavior
Analyst), two Licensed Social Workers (one providing care management and counseling; one researcher whom als
provides referrals to families), a psychologist, and an Associafed2or in Nursing.

[.  Introduction

A.5Aa0dzaaArz2y 2F LINRB2SOGQa ol Ol ANRdzyR
1. Literature review
2. Need for the development of an appropriate QoL tool for adults with ASD
3. Development of domains
4. Autism Speaks grant

B. Participants; adults ages 185 with ASD

C. Demograic sheet

[I.  Beginning of Group Discussion
A. Venn Diagram
1. Domains have great overlap
B. Certain professions would only be concerned with one domain
1. We want it to be a general tool to direct client to necessary service
C. If we want a brief tool, must focus on onetaro key questions from standardized tool
1. Have a secondary and more detailed tool with the brief tool
2. A brief tool can guide necessary assessments
D. Needs assessment vs. QoL
t SNE2Y+Ff @I tdzSa AYLI Ol 2ySQa vz

1. How do we define things as important?

2. Would anindividual with ASD be able to comprehend or explain what is important to them?
F.t NPEe AYy(iSNWASsa (2 LINRBOGARS I O2YLI NRazy o0Sia
YSY0oSNDakaSNBAOS LINPOARSNNDA LISNBLISOGAODS
Using a concrete example could guide cligmbughout answering the questionnaire
H. The QoL tool could help identify the costs of care and necessary services.

1. Justification of reimbursements and need
2. Could influence policy changes
I. QoL allows interpretation

m

®
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1. Range of responses

lll.  Discussing the Domain
A. Physical WelBeing
1. Housing
a) Stable
b) Affordable
¢) Living with parent(s)
d) Feasibility
2. Food security
Health insurance
4. Physical mobility/limitations
a) Pain
b) Issues with eating/eliminating
c) Sexual activity
d) Physical integrity
5. Communication skills
6. Gross and fine motaskills
a) Daily living activities
b) Selfcare
7. Access
a) Cost
b) Insurance
c) Transportation
B. Psychological WeBeing
1. Experiences with the environment
a) Nervous
b) Happy
c) Fearful of anything
d) Lonely
e) Overlaps with Social
f) Supports
g) Therapist/Psychiatrist

w

h) Seltesteem & seHmage ould go under both personal and psychological

development

i) Skills for pleasure but also the ability to be alone
j) Overlap with physical and interpersonal relationships

C. Social WelBeing

1. Does the individual have anyone they enjoy being with?

2. Do they have lanqge issues?
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3. Do they have the skills to engage in interests?
4. Do special interests create problems, i.e. are they too ritualistic?
5. Safety can also go across multiple domains.

D. Personal Development
1. Living arrangement
2. Living on their own (if they want/are abte)
3. College (if they want/are able to)

IV. Additional feedback regarding the tool development and use of proxies

A. For the QoL definition, opeanded questions might be best

B. Many things are based on importance to individual
1. However these desires may also beusficed by ASD or depression & may not represent

what the individual wants
2. Individual may have a different perspective on thitigsn their parents
a) i.e,the individual may think the bus driver is their friend

V. Final Notes on QoL
A. What is the ideal lengtfor a questionnaire?
B. QoL must have a purpose?
C. Who will use this tool?
1. Should this be meant for a wider audience?
2. Care managers and clinicians, because they work with a lot of professionals
3. Whoever cares about the individual should have the tool
D. Toolmaybalza SFdzf o06SOl dzaS AG OF LJidzN3a | gARS N¥y3S
1. May be useful for physical health providers, however it could provide use for the people
YEyF3Ay3a GKS OtASyiQa tAFS
2.C2NJ I ySg LISNAR2Y AYy GKS Of ASyposile f ATSY (K
E. Test tool to observe whether the questions flow logically
1. How to measure validity of assessment?
2. Observe the normal range?
F. The only one who can give legitimate information about the QoL is the individual
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APPENDIX
Outline of Interviews with Adts Diagnosed with ASD

Adult #1:

Age: 43

Gender: Male

Employment Status: Patime

Interviewee related personal experiences corresponding with each domain (except for PhysidaéMegllHe did

not use particular ideasHowever, he based his own opinions of the domains on his personal experidtfises.
definition for each of the domains was derived through asking him questions about his steestal major
points/ideas throughout the summary have been rearranged ftbenoriginal interview in order to better capture
0KS AYGSNIBASSESSQa 2LIAYAZ2Y | yR O2yySOiG Al G2 GKS v[!

I.  What does Quality of Life make you think of?
A. Not very specific
B. Too much to answer
C. Very generalized idea

II.  Physical WelBeing

A. Food
Water
Exercise
Comfort
Clean bathroom

moow

lll.  Psychological WeBeing
A LYGSNIOGA2Yya 6AGK 20KSNA ©Qad ¢gKIFGQa yI GdzNI f
B. Other people are influential
1. Capable of being positive and uplifting
2. If others are not happy:
a. Can take one ofbalance
C. Interviewee reports he experiences differgmints of view compared to others.
1. EX: others can be egotistical and will waste their time to play games.
2. Otherwise, the interviewee feels fine on his own
D. This domain appears to have two clashing outside influences
1. Family environment
a) Peaceful
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b) Respectful

2. The rest of the world
a) Unfriendly, judging, looking down at you
b) Strangers

IV. Social WeiBeing
A. Interactions with others
1. LGQa y20G K2¢g 20KSNAR YIS KAY FSSt:X AdQa K
2. Face to face interactions vs. Facebook and talking opliome
B. Communication is important between himself and others
1. Allows others to understand the situation from his perspective
2. Itis sometimes difficult to make people understand what he means
3. Respectful communication is important
C. Five words for socialell-being?
1. want to stay calm
Treat everyone with respect
a) Difficult to keep calm
Be positive with point of view
Keep away to keegelf safe
He appreciates being respected back
Friends are part of social wddeing
a) good friend is someone you feel peace diand safeness around
b) able to communicate with each other
c) Interviewee feels a disconnect with others sometimes in regards to communication
D. Interviewee showed concern about others trying to control him

N

A

V. Personal Development
A. The interviewee related his owpersonal development and sedfvareness to this domain
1. Behavioral change
2. He recognizes people view him differently when they see him as a janitor vs. as an artist
B. Acceptance and planning for the future
C. Forgiveness and generosity

VI. What is Quality of Life?
A aL GKAYl AidQa 2dzal rbalidhligednd jast theb Interaciods, (i KSy &2
SELISNASYyOSazr OFNAy3dIs 2083 LIS2LX SO | LISNEZY I

VII.  Process of administering the QLA to participants
A/ 2YYdzyAOIF A2y AgivediectioR NIi I yiX R2y Qi
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Include open ended questions

Suggested putting questions in a row and asking yes/no questions

Show participants a sample of the survey first

Allow participants to complete the survey in a quiet space

Simple, easy calm, building on. Call enail in advance, tell them how long it will take.

Drinks and snacks provided would help.

Let the participants read the survey first to give them independence

Having a survey in front of them while the interviewer is asking them the survey may be too
confusing

J. Number of questions included: break the QLAA into small, medium, and large lengths

LT ommo o w

Adult #2:

Age: 24

Gender: NorBinary
Employment Status: Patime

Interviewee provided brief responses regarding what should be included in each domain, and eudations for
administering the QLAA.

I.  What does Quality of Life make you think of?
A. Good health
B. Satisfied with life
C. Being happy
D. Having everything you need

II.  Physical Welbeing
A. Being healthy/not sick
B. Food
C. Water
D. Having a place tove

Ill.  Psychological Welbeing
A. Not being depressed. Being happy
B. Being stresBee

IV.  Social Weibeing
A. Having a few close friends with similar interest
B. Family

V. Personal Development
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A. Too vague
B. Break down into categories: work, school nigeindependent

VI.  Administering the QLAA
A. Give the patrticipant the option of completing the QLAA on their own
1. Interviewee prefers not to have a questionnaire read to her
2. Some may prefer to have it read; others prefer to complete on their own
B.Should not take longer than a half hour.
1. The shorter, the better
2. Limit the number of questions included

Adult #3:

Age: 28

Gender: NorBinary

Employment Status: Undergraduate Student/ Not Employed

Interviewee provided brief responsesgarding what should be included in each domain, and recommendations for
administering the QLAA.

I.  What does Quality of Life make you think of?
A. Having basic necessitiegod, water, shelter, transportation
B. Good health

II.  Physical Welbeing
A. Food
C.Water
D. Exercise
E. Safe place to live

Il Psychological Welieing
A. not depressed/happy
B. feeling good about yourself and life

\VA Social Wetbeing
A. Friends
B. Family
C. Being able to do things that you enjoy

V. Personal Development
A.Education
B. Work
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VI.

C. Living independently (includes financial independence)

Administering the QLAA

A. Administer in a comfortable, familiar environment

B. Give the participant the option to complete the QLAA on their own.

C. Include some questions@lt what is important to the person. Some things included may not be
important to the person.
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APPENDIX
Definitions of Quality of Life

Qx

T 6 XAYRAQARCdZ f

Q LISNOSLIIAZ2Y 2F GKSANI LRAAGAZ2Y
GKAOK (GKS@ fAGS FYR Ay NBflFGA2Yy (G2 (GKSANI 321
dGvh[ SyO2YLI adaSa GKS o6lFaArAl0 O2yRAGA2ya 2F AT
enrichers such as inclusive social, leisure, and conitsnantivities. These enrichers are based on
0KS AYRAQGARdZ f Qa @O fdzSax 0StASTFas ySSRazI | yF

G X I Mideéns§ional construct which should be generic in its application and encompass the
important things about human experience aratfors relatedtowelb SAy 3 dé ot f AYSE

GLYRAGARdzZ f | dadilménsichal ghahoniehoh Smposed dof coré deiméirks that are
influenced by personal characteristics and environmental variables. These core domains are the
same for all peole, although they may vary in relative value and importance. Quality of life
R2YlFIAya IINB FaaSaaSR 2y (GKS ol aira 27F Odz (dzNI
Vandevelde, & Schalock, 2010)
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APPENDIX
QLAA Domains and Items

WHOQOL and WHOQ-BREF Comprehensive Quality of Life Scale (ComQO|
=

Personal Outcomes Scale (POS) Quality of Life Questionnaire
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APPENDIX
|&E Certification Letter
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