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Since 1968, Chrysalis, an Alberta Society for Citizens with Disabilities, has been providing services and
supports to adults with intellectual and developmental disabilities (IDD), with the goal of helping Persons
Accessing Services (PAS) to achieve a higher quality of life. Recognizing that a top-down approach of
delivering services was unsuitable for their staff and PAS, Chrysalis has transformed their service delivery
model in two iterations: implementing Person-Centered Planning in 2006, and more recently moving to a
Human-Centered Design (HCD) model in 2018. The transition to HCD took place over three years, 2018-
2021, and has completely transformed Chrysalis’ service delivery. In late 2021, Chrysalis approached
W21C for support with evaluating the organization’s implementation of HCD. Based on the initial
discussions with Chrysalis, W21C identified three objectives to be addressed:

1. To better understand how other organizations have incorporated HCD into their service
delivery.

2. To consolidate existing findings gathered by Chrysalis following the implementation of HCD into
their service delivery and identify gaps or areas requiring further exploration.

3. Evaluate the implementation of the HCD model and determine if it can be validated as a best
practice for services delivered to adults with developmental disabilities.

Initially, Chrysalis had a goal of validating the HCD approach through this study. However, this was not
possible as Chrysalis had no pre-existing data about the process and quality of life of individuals
accessing services at their organization prior to HCD implementation. Without this data, validation was
not possible in this study. However, W21C was able to evaluate the implementation of HCD at Chrysalis.
In this report, we explain the findings from our Process-Outcome Evaluation and make
recommendations to further improve service delivery for PAS at Chrysalis.

To understand HCD in the IDD and service delivery context, W21C conducted a literature review where
we examined how other organizations have implemented HCD in their programming for adults with IDD,
and any outcomes related to HCD. Though the literature was scarce, we found that HCD was associated
with increased confidence, emotional well-being, autonomy, and social inclusion; as well as
intervention-related outcomes such as improved nutrition, exercise, overall health, and achievement of
personal goals related to paid work, housing, volunteering, and skill development.

Using content analysis of internal documents and semi-structured interviews with Chrysalis staff, PAS,
and families and caregivers, we evaluated the implementation of HCD at Chrysalis and its associated
outcomes, in relation to the original objectives and intended outcomes that were determined by
Chrysalis. Generally, we found that HCD was implemented with a high level of fidelity in this context,
that HCD is pervasive within the culture at Chrysalis, and that staff, PAS, and families and caregivers are
satisfied with the transformation and its impacts. The outcomes we identified were generally consistent
with those reported in the literature. We also identified some barriers throughout the process of
implementing HCD, including those imposed by the COVID-19 pandemic, initial staff buy-in, time
constraints, transportation to sites, limiting beliefs of families and caregivers or PAS themselves, and
funding constraints.

Our recommendations to Chrysalis include the following:
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Create a long-term communication strategy

Increase HCD training

Improve quantitative data collection

Hire an in-house research or data specialist

Create a plan to enable long-term goal setting

Support more independence in prototyping goals

Return to the Eight Week Cycle of HCD for First Time PAS and Improve Follow-up HCD Process

NouswNeR

Overall, Chrysalis implemented HCD well at their organization. If Chrysalis takes into consideration the
recommendations put forward by W21C, HCD could continue to be a successful model of service
delivery in the long-term.
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Chrysalis, an Alberta Society for Citizens with Disabilities, provides tailored assistance to persons with
disabilities to support them in receiving training, developing life and vocational skills, finding work,
discovering volunteer opportunities, and achieving a higher quality of life. Chrysalis was founded in 1968
as a federal centennial project of the University of Alberta by community members and parents who
envisioned adults with disabilities having equal opportunity to participate in community life. Early
interventions included employment training for adults with developmental impairments to use
automated machines to make manufactured goods.

In the past, a top-down approach of service has been utilized at Chrysalis, where executives and
policymakers met to devise new programs and interventions for PAS, which were then implemented by
service providers. Chrysalis has determined that this highly organized programming is unsuited for the
staff and PAS. Furthermore, the service delivery model became an exercise of program administration as
opposed to truly individualized plans that were independently created with defined outcomes,
monitored, and adapted as needed to the goals of the PAS. The disability sector through the Government
of Alberta (Ministry of Community and Social Services, Persons with Developmental Disabilities
department) promoted and applied a service standard model called "person centered planning" in 2006.
This was a noble effort to move service providers towards the consideration of independent needs.

With the goal of re-thinking how they deliver services to increase the impact of demonstrated outcomes,
Chrysalis personnel received training in September 2017 to incorporate a Human Centered Design (HCD)
model prototype into their service offering, which began in 2018. Staff participated in an HCD course
delivered by IDEO.org in collaboration with Plus Acumen, which consisted of group-guided learning of
HCD materials presented in a workshop format. Along with attending the course, staff attended internal
seminars, conducted ongoing process conversations, and hired specialists to assist with design
implementation. Briefly, the HCD approach features a problem-solving process in which PAS at Chrysalis
and their social networks can collaborate with staff members to co-create solutions that are tailored to
their personal and unique needs. This process follows five stages: 1) Discovery, 2) Interpretation, 3)
Ideation, 4) Prototyping, and 5) Evolution. Along with the five stages, the HCD model at Chrysalis has
clearly defined Key Performance Indicators (KPIs), representing outcomes that demonstrate value for
accessibility to funding, PAS funding, and the community at large. Ultimately the HCD model is intended
to improve service delivery by better understanding the PAS, the PAS’s family, and their community’s
needs.

Chrysalis is now interested in examining if the HCD model and its implementation within Chrysalis' service
delivery improved their overall service and believe it should become best practice when providing services
to adults with disabilities. W21C was contracted to perform this assessment and systematically present
outcomes of the HCD implementation into Chrysalis' service delivery.

W21Cis a research and innovation initiative based in the University of Calgary’s O’Brien Institute for Public
Health and the Calgary zone of Alberta Health Services. Our collaborative space and diverse team enable
health researchers to bring new ideas, prototypes, or health care innovations into the healthcare
environment. Being situated within the O’Brien Institute means that W21C can tap into the Institute’s
more than 400 members that have a range of academic and professional backgrounds, from research
scientists and clinicians to health system decision-makers, and other health professionals. W21C can draw
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upon this membership to provide faculty leadership and content expertise to its projects. We can combine
this expertise with our strong team of project managers, research associates, research assistants, and
students who work and train in health services research and policy. This team includes interdisciplinary
research assistants and associates that have training in the domains of health research, clinical
epidemiology, qualitative and quantitative methodology, nursing, occupational therapy, psychology,
sociology, economics, and geography, among others.

Based on the initial discussions with Chrysalis, W21C identified three objectives to be addressed:

1. To better understand how other organizations have incorporated HCD into their service
delivery

2. To consolidate existing findings gathered by Chrysalis following the implementation of HCD into
their service delivery and identify gaps or areas requiring further exploration.

3. Evaluate the implementation of the HCD model and determine if it can be validated as a best
practice for services delivered to adults with developmental disabilities.

A brief but thorough scan of the literature on human-centred design (HCD) was conducted to
understand how organizations have implemented HCD into their service delivery. This review was crucial
to assess how Chrysalis compared with other organizations in implementing HCD and its resulting
outcomes. Surprisingly, literature on HCD in community service delivery settings is scarce, particularly in
settings with persons with developmental disabilities (PDD). In addition to reporting outcomes, many of
the articles identified reported reasons why HCD works and offered suggestions to improve its
implementation.

Articles from Canada, the United States, Ireland, and various parts of Africa and the United Kingdom
were included in the final analysis. Many studies followed a mixed-methods phenomenological design,
which incorporated both qualitative and quantitative methods to better understand the benefits and
drawbacks of HCD. These articles presented participants from diverse backgrounds including age,
disability, level of disability, living situation and socioeconomic status. HCD was implemented in various
interventions, such as developing a program to increase fitness and nutrition that met the participants’
goals.

Thirteen of the 22 studies that progressed to the data extraction phase contained at least some
participants that had an intellectual or developmental disability, and reported outcomes that resulted
from their intervention, and thus could be attributed to an HCD service delivery model.

Outcomes Overlapping with Interview Results

The following section highlights outcomes that were mentioned frequently in interviews with staff, PAS,
family members and caregivers and that were also prevalent in the literature review. Outcomes are
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outlined separately and then together. Other outcomes, mechanisms for why HCD works, and
suggestions for improvement of future HCD implementation will be discussed in the next section.

A. Increased Confidence

Five of the 13 articles reported outcomes related to increased confidence and emotional well-being,
manifesting in various forms such as increased self-esteem, life satisfaction, self-efficacy, and positive
beliefs and feelings about oneself. Persons with intellectual disabilities set goals for themselves in
collaboration with staff delivering an HCD intervention. These goals included improving one’s emotional
state or the way they view themselves. After completing psychosocial interventions, staff reported that
adults with intellectual disabilities had overall improved mood and were less agitated and distressed.
Staff attributed these improvements with activities and psychosocial interventions, which served as a
distraction for negative feelings and, in turn, left the adults feeling more alert, motivated, and settled.
Involving adults with intellectual disabilities provided greater insight into the capabilities and challenges
of providing further support to help these individuals meet their needs and realize their potential (1).

B. Increased Autonomy

Increased autonomy was another key outcome associated with HCD identified in the rapid review,
mentioned in seven of 13 articles. Outcomes were grouped in the category of autonomy if they involved
increased self-determination, personal control, or having more choices available to persons with
disabilities. Adults with intellectual and developmental disabilities had greater self-determined
motivation after completing twelve individualized physical training sessions that included activities they
enjoyed, identified through the HCD process. These sessions may have increased self-motivation
because they demonstrated that it is possible to exercise and be healthy while also having fun (2). The
effects of human-centred planning on people with intellectual disabilities was attributed to a 280%
greater chance of having more choice compared to the implementation of a person-centred planning
delivery model (4).

C. Increased Confidence and Autonomy

A total of 21 outcomes found in four articles reported positive effects on confidence and autonomy for
persons with intellectual and developmental disabilities following human-centred interventions. In one
study, developing and following a healthy lifestyle change plan resulted in improved life satisfaction for
59% of overweight adults with developmental disabilities, as well as overall increased self-efficacy.
These participants suggested improvements to implement in future programs, such as a greater focus
on diabetes or more physical activity days, demonstrating their increased interest and self-assurance.
The program also increased the confidence of participants accessing healthcare resources; 16% more
participants were confident they could make an appointment with a doctor by themselves after the
implementation of HCD (5).

Adults with intellectual disabilities felt listened to and heard when they were involved in HCD meetings.
They felt increased ownership and self-direction when creating a plan that reflected their own goals and
desires. The participants also had access to their goals and plans afterwards, which motivated them and
gave them an increased sense of responsibility to accomplish their goals. The HCD meeting was a
collaborative process where adults acknowledged they could accept or reject goals suggested by others
and propose their own (7). Organizations offering respite services participated in a study to evaluate
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how human-centred their services were. In this study, adults with intellectual disabilities expressed
overall positive views about respite services, indicating it was enjoyable and that their needs were being
met adequately. Participants reported respite provided increased opportunities to act independently,
make choices, and vote to engage in activities that represented their own desires. Further growth and
learning also resulted from building positive staff relationships (8).

General Outcomes

Many other outcomes were identified in the literature such as improved nutrition, exercise, and overall
health (2, 5, 6) and outcomes pertaining to the achievement of personal goals relating to paid work,
housing, volunteering, and skill development (1, 2, 5, 6, 10, 11). Outcomes involving increased social
inclusion and interpersonal relationships were also prevalent (1, 4, 6, 8, 9, 10, 11), as well as outcomes
centred around benefits received from parents, staff, or caretakers of individuals with disabilities. Three
of the five articles reported that HCD helped them better understand the persons they watched over,
which inevitably improved the care they received (3, 6, 7, 9).

In one study, adults with mild to moderate intellectual disabilities completed a diet and activity
preference questionnaire. They also underwent interviews to obtain data to inform future interventions
involving behavioural changes to create a healthier lifestyle, and to determine if these interviews were
an appropriate method for gathering this information. The food and activity preferences questionnaire
helped build rapport between the interviewer and the participants, helping participants to speak more
openly about their attitudes and behaviours. This study also helped staff and caregivers increase their
understanding of how to offer better social support for adults, by helping them to predict outcomes
from the goals they set and increase a sense of self-efficacy. These outcomes demonstrate that HCD not
only helps the person who accesses service, but it also helps staff and carers to increase their empathy
to provide better support to PAS. Bains and Turnbull (2022) explain that HCD worked for them because
it encouraged adults with intellectual disabilities to talk about health-related topics and increased their
likelihood to engage in healthy actions. HCD also promoted inclusion of adults with intellectual
disabilities in the scientific research process (9).

In addition to increased life satisfaction and self-efficacy, Bazzano et al. (2009) found that many
overweight higher functioning adults with developmental disorders maintained or lost weight after the
implementation of a Healthy Lifestyle Change Program (HLCP). Increased exercise frequency was
observed among 61% of participants. Greater consumption of nutritious foods, increased water
consumption, and overall healthier choices were also observed. The success of this program
demonstrated that communicating with adults with developmental disabilities to design and implement
healthy changes is important in helping the adult feel a sense of responsibility over their wellbeing.
Personal health choices were also important for understanding the extent of barriers participants faced
in pursuing healthier lifestyles. Participant feedback encouraged the incorporation of adapted classes at
local gyms, as some participants reported they were uncomfortable exercising around more
experienced and fit people. An improvement suggested for the implementation of HCD in this study was
for there to be more solutions offered in focus groups and greater participation from the community to
suggest solutions instead of only listing problems (5).

A distinctive study implemented HCD goal setting meetings in the lives of parents with disabilities, to
help them better support themselves and their children. This format allowed parents with intellectual,
developmental, and physical disabilities make steps toward achieving their goals and better access
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formal services. Parents reported that they noticed improvement in the quality of their informal support
relationships, which helped them remove individuals from their life that were not helping support their
needs. This study found that HCD was effective because it did not take much time to implement and
could be easily applied to many contexts (10).

Adults with intellectual disabilities observed that an HCD respite service provided opportunities for them
to socialize and make new friends. Overall, staff tried to organize compatible groupings according to age
and gender to facilitate friendships in the respite service (8).

McCausland et al. (2022) interviewed adults with intellectual disabilities to evaluate and determine the
effectiveness of an HCD service model amongst different severities of intellectual disabilities and on
those living in campus residences versus group homes. Three quarters of suggested goals had potential
to be completed within the service facility. Each participant set approximately 8.55 + 4.06 goals during
their HCD plan with about 6.32 + 3.86 goals completed and 2.09 + 1.78 going unachieved or in-progress.
Those with intellectual disabilities ranging from severe to profound set about 1.5 fewer goals in their
HCD plan, while their mild to moderate counterparts completed about two additional goals. The number
of goals achieved by campus and group home residents were comparable, however those living on
campus left more unfinished. HCD improved the involvement of participants in their community which
resulted in greater social inclusion. Due to the individualized nature of HCD, each participant
experienced a lower number of actual barriers, with an average of 1.32 + 1.14. Staff that were familiar
with the adults accessing the service were attributed as a main reason for achieving HCD goals. Their
familiarity with each other fostered growth. Furthermore, staff turnover stunted the success of HCD as
some participants were unwilling to engage with unfamiliar staff. Additionally, limitations in staff
resources hampered the implementation of HCD, and transportation and health issues limited the
accessibility of some services (11).

Robertson et al. (2006) sought to determine if HCD truly made a difference in the lives of intellectually
disabled youth and adults by interviewing staff and caregivers that worked with them. Staff reported a
52% increase in participant social networks resulting from HCD. Specifically, the probability of having
active contact with family increased by 2.4 times, and by 2.2 times for friends, with a 40% increase in
overall contact. There was an increase in both the variety and number of activities offered with the
hours of scheduled activities for the week increasing by 33%. Although many positive outcomes resulted
from HCD, there was also a 67% increase in reported health issues. Additionally, community members
perceived adults with intellectual disabilities to be 1.5 times greater risk to themselves and others both
in the home, around the community, and specifically in traffic. Participant’s scores on the Strengths and
Difficulties Questionnaire Hyperactivity Subscale saw a 37% significant increase from the score recorded
before the implementation of HCD. Nonsignificant increases in scores were also noticed at a rate of 59%
for the Emotional Problems subscale, 32% for the total difficulties score, and 58% for the total impact
score. Scores on the Prosocial subscale experienced a nonsignificant decrease by 14%. Although these
outcomes are negative, they may not be caused by HCD but rather brought out of obscurity because of
the HCD process. The researchers suggest that increased health issues may have been due to the
increased comfortability with staff which may have led to more self-disclosure relating to health issues
of PAS. Increased risks were also explained as a result of PAS having busier and more diversified
schedules after the implementation of HCD. One explanation for the increase in emotional and
behavioural issues is that the increase in PAS engaging in varied activities may have identified certain
stressful situations to the PAS (4).
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Robertson et al. (2007) identified several barriers faced by PAS of an organization where HCD was
implemented. Issues related to staff and facilitators were the most frequently reported outcome in this
study, including the use of unskilled or poorly trained facilitators. Other barriers included transportation,
lack of funding, and limited community support (including few employment and housing opportunities
for PAS). This noted lack of resources prevented this organization from reaching all of the PAS. Among
participants who did receive an HCD plan, 49% indicated that staff did not have enough time to devote
towards HCD and 40% reported that there were shortages in staff and other staff issues. Facilitators also
identified several factors that prevented participants from achieving their goals, including goals that
were unrealistic or did not reflect the desires and interests of the participant. Scheduling HCD meetings
was another difficulty that was encountered while implementing HCD (12).

Watchman et al. (2021) evaluated the effectiveness of an HCD program for people with intellectual
disabilities that involved self-setting goals related to improving psychological wellbeing. In this study, 32-
35% of participants were able to meet their goals (1). Staff observed that participants improved in their
social interactions and communication. Initially, staff viewed the human-centred interventions as time-
consuming and task-oriented and doubted whether the participants would benefit from the
interventions. After implementing the interventions, staff realized that they not only saved time but that
they were less of a task than they had anticipated (1).

Other articles include program guidelines and documents designed to inform policymakers. One article
suggested that service users select who they would like to attend their HCD planning meeting, as having
too many individuals in attendance negated the positive effects of HCD. It was also suggested that HCD
plans involving physical, mental, and financial health be more accessible to persons with disabilities, for
example ensuring that plans are free of jargon and easy to understand (13). Another study determined
that the method and extent to which organizations incorporate HCD into their service delivery is heavily
dependent on and determined by funding and organization size (14).

5.1 HCD Objectives and Intended Outcomes

HCD Objectives

The primary objective of Chrysalis’ implementation of Human-Centered Design was to redesign the
organisation’s service structure to better enable staff to support Persons Accessing Services (PAS) to
become their best selves. The “How Might We” question (i.e. how might we facilitate social support for
people to discover, develop and use their talents to become the best version of themselves?) is
foundational and serves to ground staff and leadership in the objectives of HCD, when carrying out day
to day work. Enhancing quality of life for PAS is essential to help them achieve their best selves.
Chrysalis uses the quality of life pillars and domains set by Persons with Developmental Disabilities in
Alberta to guide and identify outcomes. These pillars and domains are:

Pillar 1: Well-being
Domains: Physical wellbeing, material well-being, and emotional well being

Pillar 2: Independence
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Domains: Personal development, and self determination
Pillar 3: Community connectedness

Domains: Rights, social inclusion, and interpersonal relations.

Intended Outcomes - General

The overall outcomes Chrysalis aimed to achieve among their PAS were greater inclusivity and
individualized programs that assist each PAS in reaching their aspirations and potential. The underlying
hypothesis employed by Chrysalis in their adoption of an HCD approach to delivering services was that
PAS would experience improved outcomes and inclusion within the organization; for example, achieving
some form of employment, participating in community volunteering, and experiencing improvements in
quality of life through engagement with Chrysalis programs and supports.

Chrysalis identified a set of Key Performance Indicators (KPIs) associated with these goals, and processes
for measuring, reporting on and determining performance against those outcomes (see Table 1). As part
of Chrysalis’ accountability framework, KPI reports were developed and presented to senior leadership
and the Society and Foundation Boards.
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Table 1. Key Performance Indicators: Objectives and Processes to Measure Outcomes for HCD

Objective/KPI

Measure(s)

Target(s)

1. Increase in the number of ideas
identified/explored for each person,

Identification of employment, recreational or
volunteer opportunities that are aligned with their
personal interests and talents

Minimum of 20 opportunities to explore
for each individual

2. | Increase in level of engagement of
individuals and their social network

Number of interviews and conversations taking
place each time PAS goes through HCD;
MyCompass™ activity logs; use of social media
outlets; PAS satisfaction survey; attendance of PAS
and their networks at HCD info sessions; parent
satisfaction; MyCompass training and plan
implementation

Minimum of 3 conversations per
individual/network each time someone
goes through HCD

3. | Discover hidden strengths and talents
of Chrysalis staff and individuals

Marcus Buckingham Talents Inventory &
Personality Test; HCD Strengths and Talents Map

3 people in service and 3 staff members
each month (Edmonton); increase
percentage of staff ranking selves as
2/10 by 25% each year

4, Financial results are within our
planned budget

Monthly budget variance

Total program expenditures remain
within projected budget

5. Increase in the number of new
outcomes achieved

Participation in volunteerism, employment,
interviews; cultivating relationships, new
community partnerships

Create 20 new outcomes every 6
months

6. | All Chrysalis staff and Individuals will
have had HCD applied to them at the
end of 3 years (June 2021)

Completion of HCD cycles with all staff and PAS

Completion of HCD cycles with all staff
and PAS

*MyCompass is now the case management and outcome tracking tool at Chrysalis for HCD. MyCompass is also used as a communication tool, almost like social media, for PAS

and their support networks.

Page 14




Intended Outcomes- Employment Supports Program

Chrysalis’ Employment Supports Program has an essential role in developing PAS’ confidence and skills
to become more independent and self-sufficient. The program included one-on-one career development
with each PAS and co-developing a personalized plan. Specific benefits of the program include building
relationships, learning to set and understand boundaries, and employment preparation (i.e. support
with application process, resume building, interview preparation, etc.). Participants can learn social
skills, including teamwork and communication; as well as technical skills, such as mastery of computers
and technology. Intended outcomes of the Employment Supports Program are organized into three tiers
(see Table 2).

Table 2: Employment Supports Program Intended Outcomes for PAS

Tier1 Tier 2 Tier 3
Enriching their knowledge Improved mental health Increasing access to social
connections

Boosting their confidence Developing clarity of goals Supporting professional growth
and development

Enhancing their strengths Enhanced ability to develop Connecting participants to
clear and appropriate actions to | employers on 1:1 basis
achieve those goals

Sharpening their talents Sharpening their focus on which
industry or type of work they
would like to pursue

Augmenting their skills

Societal benefits of the Employment Supports Program include helping more people to enter the
workforce and provide for themselves, helping people to lead healthier and happier lives by becoming
effective contributors to society, improved mental health leading to decreased healthcare utilization,
increased workforce leading to increased income tax base, less dependence on AISH (Assured Income
for the Severely Handicapped), and a healthier society overall.

5.2 Implementation of HCD at Chrysalis

HCD Implementation at Chrysalis involved a redesign in service structure. Themes that arose related to
HCD implementation included external context around implementation, intended implementation,
barriers and facilitators to implementation, external communication, internal communication, readiness
for implementation, testing of the HCD process, resources associated with HCD implementation, training
associated with HCD implementation, mechanisms of impact, and fidelity and adaptations to the HCD
process. This section includes a summary of each of these areas and will end with a brief discussion of
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HCD and Chrysalis, highlighting whether HCD should continue to be used, its strengths and weaknesses,
and how staff, families, caregivers, and PAS feel about HCD.

External Context Around Implementation

External context around implementation refers to the context in which Chrysalis felt they needed to
implement HCD into the organization; in other words, why Chrysalis wanted to change service delivery
to an HCD model instead of their previous service delivery model.

From the interviews, we determined that prior to HCD, Chrysalis used a service delivery model called
Person-Centered Planning (PCP). PCP was intended to put the PAS at the center of service delivery,
however, during PCP, Chrysalis delivered services with a caregiving model. This caregiving model was
described by staff as watching over the PAS during the day and choosing activities for the PAS. PAS did
not have much say in their day-to-day activities and were not consulted when developing goals.
Programs were designed for the masses and not the individual PAS. For example, one day of the week,
say Monday, Chrysalis may have run a bowling program, and then the next day on Tuesday, the art
program. All PAS attending Chrysalis would go bowling on Monday and to art on Tuesday. As one staff
participant framed it, "someone comes into service and we drop them into this machine and this is
what's offered."” The PCP model of service delivery saw Chrysalis creating various group programs and
placing PAS in those programs that they thought PAS would like, as opposed to creating programs and
activities specifically for individual PAS. Additionally, during PCP the goals that were created for PAS
each year were created by Chrysalis staff and the family members/caregivers of PAS with no or minimal
input from PAS. Many staff we interviewed at Chrysalis felt this was not adequately serving their PAS
and wanted to change the way these services were approached.

From the interviews, themes of empowerment, innovation, and outcome tracking were discussed by
staff as factors driving Chrysalis’ implementation of HCD. One staff member expressed:

| think it's paramount that people with disabilities are [...] empowered, that they're given a
voice, that they're honored, respected, listened to, that the service models and deliveries are
based on their interests and what they're hoping to achieve for their life and, and moving
forward for their future.

Many other Chrysalis staff echoed a similar sentiment: that they wanted to empower and provide the
best service they possibly could to their PAS. Another staff member stated:

[PAS are] coming here to like learn and build skills and hit some goals like that they've set out
for themselves. Right. And often we see it all the time in this field that those kind of things just
get pushed to the side. And it's more so like, this is what you're coming to do and they don't
really have a say and people forget that they are humans.

Putting the PAS at the center of the discussion of their activities and what they wanted was essential to
empower them.

Other staff members discussed a desire to be a leader in innovation and service delivery within the
persons with developmental disabilities (PDD) space. Staff feel that HCD makes them a leader in the PDD
sector and is truly a unique aspect of their organization. Finally, another theme discussed was the lack of
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outcome tracking during PCP. Chrysalis as an organization and individual staff members expressed a
want to produce tangible outcomes that could be taken back to PAS and family members/caregivers to
show hard evidence that Chrysalis improves PAS quality of life.

Intended Implementation

Prior to the implementation of HCD, Chrysalis developed a 3-year implementation plan to implement
HCD in the most efficient and effective way possible. The 3-year intended implementation and

objectives are summarized in Table 3 below.

Chrysalis used the design process to implement HCD with five phases: Discovery, Interpretation,
Ideation, Prototyping/Experimentation, and Iteration. The Discovery phase consisted of conducting
interviews with PAS and their support networks to learn as much as possible about the PAS. The
Discovery phase also included observations of PAS by staff. These observations were conducted within
and importantly, outside of Chrysalis. Staff were able to see PAS in their home and other outside
environments to be able to get to know PAS on a deeper level. The Interpretation phase involved
analyzing and interpreting the interviews to gauge and identify common themes. Interpretation leads
into the third phase. During the Ideation phase, Chrysalis staff developed goals they thought were
relevant to the PAS and the PAS would like. Ideation was a team approach with various staff from HCD
specialists, team leaders, and frontline staff included in ideation sessions in order to gain varying and
diverse opinions and ideas. If wanted, PAS themselves could also join ideation session. During these
ideation sessions, the team would brainstorm as many ideas as possible with a minimum number of 20
ideas per PAS that were solution focused. After a list of goals was made, the goals would be taken to the
PAS and their caregivers for approval. Once goals were approved, they were prototyped, or tried, for the
PAS. The final phase of the design process: Iteration is repeating and improving the process over and
over. Chrysalis intended to complete the iteration phase by delivering HCD to all PAS.

Table 3: Objectives and Intended Implementation to Achieve 3-Year HCD Plan

Overall Aims

Objectives

Target Audiences

Implementation

- Promote corporate
brand

- Support current
business strategies

- Enhance employee
engagement

- Strengthen
relationships with
key stakeholders

Engage internal stakeholders

Active staff,
Chrysalis Board of
Directors, funders,
donors

Monthly newsletter updates
Chrysalink weekly updates

Engage PAS and their support
networks

Current PAS, family
members, support
networks

Phone script — invite to HCD project
Information sessions
e PowerPoint presentation, FAQ/fact
sheet, Key contacts
Monthly project update emails
Fostering Innovation Prototype

Engage external community
stakeholders and partners

Community
partners

Enhanced relationships

Barriers and Facilitators
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To understand the implementation of HCD within the Chrysalis organization and why HCD was
implemented the way it was, we need to understand the internal context around the implementation of
HCD. To do this, we can look at barriers (i.e., things that got in the way and hindered HCD
implementation) and facilitators (i.e., things that pushed forward and aided the implementation of
HCD).

Barriers

The implementation process of HCD at Chrysalis encountered various barriers, yet Chrysalis found ways
to adapt to all barriers effectively. The most prominent barrier was the SARS-CoV-2 pandemic (from
here on referred to as COVID-19). Chrysalis operations were only temporarily disrupted due to COVID-19
in March 2020, as Chrysalis adapted and were able to return to providing services virtually within a few
days for both Edmonton and Calgary locations. At the onset of COVID-19, the Edmonton site was two
years into their implementation of HCD; Calgary had just begun their implementation, with only one
group of PAS completing the HCD process prior to the disruption. COVID-19 restrictions prevented
programs from being rolled out and challenged all in-person activities. External volunteer opportunities
and job sites for PAS were paused due to public health mandates. PAS were homebound, unable to start
or complete any of the goals developed and chosen during the HCD process. Staff also stated that during
this time, they lost most of their external community partners and are currently still trying to regain
those partnerships. Additionally, our respondents perceived that COVID-19 caused many staff layoffs,
leading to short staff and high rates of staff turnover. Notably, short staffing and high rates of staff
turnover were also identified as a barrier by staff, families, caregivers, and PAS that has persisted
despite the removal of COVID-19 restrictions.

Staff perceptions and attitudes were reported as another barrier. Ten of 12 staff participants reported
that other staff or they themselves were skeptical of HCD at the beginning of implementation or when it
was first introduced to them. While all 12 staff interviewed stated they now (or in some cases, always)
love HCD and think it is fantastic, staff buy-in at the beginning of implementation was a major barrier for
Chrysalis. One staff member that was present at the beginning of the implementation of HCD stated:

I think it's taken four years and some measurable outcomes for most people to kind of see the
value. And even then, | don't know necessarily, | don't know for sure. You know, but I'm sure that
there's a number of people who wouldn't, or don't see HCD as being responsible for those
outcomes. It's like, oh, they kind of like, oh, well, that would've happened anyway. Or that wasn't
because of HCD, that was because of something else.

Another participant attributed the difficulties with staff buy-in and support at the beginning to normal
change management processes.

Time constraints were also noted to be a barrier to ideal implementation of HCD. Many staff expressed

challenges while trying to implement HCD and simultaneously conduct their usual duties. However, this
could tie back to the staffing issues. Nonetheless, these time constraints trickled down as PAS and
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families and caregivers mentioned goals taking too long to complete or seemingly being left to the
wayside. Staff also struggled with implementation when PAS were nonverbal, as communication could
be difficult, particularly during the interviews.

Active participation and challenges faced by families and caregivers and PAS themselves were reported
as another barrier. Sometimes PAS could be reluctant to participate in the process or dropped out in the
middle of the process. Families and caregivers at times would reject all of the goals developed during
the process; therefore, the goals could not be prototyped. It could also be difficult for staff to get a hold
of families and caregivers to schedule an interview, or families and caregivers would refuse to
participate due to various reasons. Families and caregivers mentioned transportation as a major barrier
for them. Getting to and from volunteer sites could be difficult at times as Calgary Transit Access can be
unreliable. Staff also mentioned transportation as a barrier, especially for goals like hiking or travel,
where specialized transportation was routinely not available.

Funding also presented a barrier to the implementation process. During Fostering Innovation, the pilot
project for HCD conducted for 6 months in 2015, there was no funding and staff had to work on it on the
side of their regular duties. To continue the HCD project, other sources of funding had to be identified as
the Government of Alberta would not provide funding for the work. Finally, communication externally
and internally and training were and are barriers to the implementation of HCD. These barriers will be
discussed in more depth later in this report.

Facilitators

Despite the barriers, the implementation of HCD at Chrysalis had many facilitators to help the process.
Two of the major facilitators of HCD were the Foundation and Society Boards and Chrysalis
management. The Foundation Board approved $1 million for the implementation of HCD, allowing for
the implementation to go through. The Boards also provided support for the process along the way by
incorporating HCD implementation into their strategic outcomes and promoting HCD internally and
externally. Staff reported that Management were incredibly supportive, maintained a positive attitude,
and continuously showed their support for HCD and pushed HCD to pervade the entire organization.

The funding from the Foundation Board allowed for the creation of three HCD Specialist positions, who
were key facilitators. The specialist positions helped get other staff to buy-in to the process, provided
training and essential knowledge to employees, improved accessibility to programming and the process,
and provided general support to staff throughout the implementation. As stated above, staff
perceptions and attitudes could be a barrier, but staff could also be a facilitator. Frontline staff who
were passionate about HCD facilitated the process and aided in getting other staff to buy-in to the
process.

External Communication about HCD

An important aspect of HCD implementation at Chrysalis was to engage individuals and their families or
networks more than they had been previously. External communication took place in the form of open

Page 19



house learning sessions for individuals accessing services and their families/networks and information
sessions directed at parents, informational literature such as posters, FAQs/fact sheets, and PowerPoint
presentations. Parent/caregiver surveys were used as a feedback loop for communication from families
back to Chrysalis about their satisfaction with HCD. External communication with external partnerships
was also pertinent to the implementation process at Chrysalis. Chrysalis contacted and communicated
with various external partners to prototype goals and produce outcomes for PAS. Chrysalis
communicated their new HCD process with external partners to better meet the needs of PAS.

Areas to Improve

Recent communication about HCD with families seems to have tapered off. Many family members did
not have a lot of knowledge about HCD or did not know about HCD at all. Additionally, one family
member expressed not being updated about their PAS’s goals and feeling like Chrysalis was not trying to
help the PAS meet their goals. The lack of communication with this study participant led them to not
comment on or answer any questions related to HCD outcomes in the interview, as they felt like they
did not have the knowledge to do so.

Another family member participant felt similarly that the goals for their PAS were not being worked on
and were lacking. This participant also did not know much about the process of HCD. Family/caregiver
participants from Edmonton generally knew less about HCD than Calgary participants, potentially due to
Edmonton having a larger program. Edmonton family/caregiver participants were more likely to feel like
the goals for their PAS were not being worked on or completed. Edmonton having a larger program
could possibly be decreasing the amount of communication between staff and caregivers due to a lack
of resources. Edmonton has also had HCD implemented into its service delivery longer than the Calgary
location. A result of this could be that staff feel HCD is more integrated into service delivery in
Edmonton and are not openly communicating about the aspects of and advertising HCD as much as they
previously did.

Internal Communication about HCD

Internal communication functioned to increase engagement and collaboration at Chrysalis. Internal
partners were engaged through consistent project communication, weekly Chrysalink update emails,
regular KPI reports presented to senior leadership, and monthly employee newsletters and staff
appreciation. To engage PAS and their support networks, Chrysalis’ commitment to providing
innovative, PAS -focused programs was regularly communicated. This was accomplished through phone
invitations to HCD projects, information sessions, and recreational, employment, and volunteer
opportunities. An increase in PAS’ social engagement levels and positive self-expression has been
observed since 2018 and was also observed in the PAS who participated in the pilot project.

Areas to Improve

A common critique about HCD among staff was that better communication is needed. One staff
participant stated:

I think the leadership was very supportive, but | think sometimes like there were confusion on
how to implement it. So then some people were understanding it, some people weren't. So then
it was kind of mixed messaging a little bit. [...] Like as in how human centered design say relates
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to MyCompass or relates to a yearly plan? Well some people were like, do it this way or do it that
way. And then, like, it just seemed like there were some people that understood the process of it
more than other people understood it.

Other staff commented on a lack of collaboration between the HCD specialists, team leaders, and
Chrysalis leadership and frontline staff who had to implement the goals. Frontline staff can feel like they
are given a lot of direction while not being collaborated with, making it difficult for them to ensure goals
are met. A quote from a staff participant highlights this sentiment:

There's always a gap between idealists who create programs, who are academic and imagine
changing the world and people who function on the front lines and actually do the thing and
actually connect with the people. There's a, always a difference between reality and idealism.
There's always a gap. But sometimes in general | find the people with the papers are just really
excited about something, but they don't understand the complexity of actually making it happen.

This quote indicates frontline staff should be collaborative partners and more involved in goal creation.

Staff also commented that there were very few communications and meetings around HCD. Many
expressed that communication around HCD needed to increase in order for staff (particularly new staff)
to better understand HCD and for it to remain at the forefront of service. Communication around
MyCompass was typically a part of these discussions as some staff feel like they themselves or others do
not fully understand how to use and operate MyCompass efficiently and in general. MyCompass is now
the case management and outcome tracking tool at Chrysalis for HCD. MyCompass is also used as a
communication tool, almost like social media, for PAS and their support networks. This lack of
communication also extends to who should be in meetings. HCD specialists mentioned not always being
included in meetings they feel they should have been. If staff are not fully understanding HCD and there
are not various internal communications about HCD, it could be contributing to staff not knowing or
understanding when HCD specialists or frontline staff should be included in particular meetings.

Additionally, communication could also be improved with PAS. One PAS participant mentioned feeling
like their goals were not being worked on and not being met in a timely manner. When this PAS inquired
about their goals, they did not feel they got a clear response. This PAS participant also felt like
communicating with staff was a challenge at times, particularly with new staff, as they may not fully
understand what is going on or who the PAS is yet. Other PAS participants felt like staff could listen to
their wants and needs more than they are currently listening. This could be remedied with more
opportunities for clearer and more engaged communication and checking in after the session with the
PAS to make sure they feel heard and understood.

Readiness for Implementation

Chrysalis first pilot tested HCD in 2015 with a project they called Fostering Innovation. To prepare for
the Fostering Innovation pilot project, six PAS participants were recruited to test new opportunities to
increase the social engagement of individuals with disabilities. The success of this pilot project largely
influenced Chrysalis’s decision to move forward with HCD, ultimately leading to the decision to fully
implement HCD as their model for service delivery in 2018. To prepare for the implementation of the
HCD process, a 12-week HCD training cycle was designed, targeting the HCD specialist team and
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Management team members involved in the implementation of HCD. HCD Specialists also prepared a
full day training kit for HCD that was intended to be given twice a year when HCD was first implemented.
In preparing for each cycle, Community Disability Service Practitioners (CDSPs) were emailed with
weekly site schedule updates, while team members received expectations of participation and the cycle
schedule. Throughout each cycle, participant availability and network lists were updated, and new
members were added to shared drives. The funding from the Foundation Board helped prepare
Chrysalis prior to implementation by giving them funds to hire the three HCD Specialist positions and
acquire other resources necessary. The HCD specialists were and continue to be part of the interviews
with PAS and their support networks, in the first phase of HCD called Discovery. HCD specialists are also
involved in the interpretation, ideation, and prototyping phases.

Testing of the HCD Process

The Fostering Innovation pilot project in 2015 used HCD to test new opportunities for social connections
for individuals served by Chrysalis. This was the first time Chrysalis implemented HCD like delivery to a
select few PAS. Six participants were recruited for Fostering Innovation pilot. Phase one involved
observing participants in settings outside of Chrysalis and conducting over 35 interviews with their
support networks. In phase two, 70-125 solutions were generated and tested for each individual and a
prototype document was used to track all the people and places they connected with over six months.
After completion of phase two, significant progress was seen for participants, such as increased
community involvement, creative expression, and personal connections. Several factors led to the
project’s overall success, including strong leadership, team collaboration, training in HCD, and
dedication from staff. This pilot project was conducted in addition to everyday work by a select few
passionate and dedicated employees. The successful outcomes from this pilot project are why HCD was
fully implemented into Chrysalis. Chrysalis refined the process after Fostering Innovation to make it
more efficient for full implementation in 2018.

Resources Associated with HCD Implementation

Various resources were available to support the smooth implementation of HCD at Chrysalis. Human
resources supported the establishment of the HCD team and provided dedicated resources, mentors,
coaches, and training. Leadership support was available, following the recruitment of three HCD
implementation specialists, development of a diverse project team, and a 12-week HCD training for the
HCD specialist team and management involved in the implementation of HCD. With the full adoption of
MyCompass, HCD staff, participants, and their support networks were connected through a web-based
tool for planning and case management. Moreover, a partnership with Pan Disability Connection helped
Chrysalis identify and eliminate employment barriers, connecting participants directly with businesses
and organizations. Other external partnerships were also created to prototype and meet goals for PAS,
such as a partnership with the Rec Center in Edmonton.

There was a significant donation of funds to Chrysalis by a financial corporation, of which the
Foundation Board approved a portion of to support the implementation of HCD, including costs for
three HCD specialist salary positions, facilitation training, additional person power, assistive technology,
and office supplies. Additional funding support was received from CIBC, Government of Alberta, and the
Stollery Charitable Foundation. Other support resources include a partnership with Edmonton
Community Foundation.
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Training Associated with HCD Implementation

Training staff was essential to effectively implement the HCD model. Initial staff members involved were
provided with a 12-week HCD training cycle, including mandatory design thinking and strengths and
talents training. HCD specialists completed a 6-week design thinking course, proactive people skills
training, and adaptive leadership training. Prior to COVID-19, a full-day design kit training was developed
by HCD specialists and management to give to employees. This training was supposed to be held twice a
year to make sure all staff, new and old, were adequately trained in and understood HCD. Sometime
during COVID-19, the training process was refined and included as a 20-minute section in the
onboarding process for new employees. To support the adoption of MyCompass when it was introduced
during COVID-19, staff, participants, and support networks were provided with virtual training sessions
and yearly meetings. Overall, all Chrysalis staff have been trained in some form in HCD and all PAS have
had HCD applied to them.

Areas to Improve

At the time of initial implementation of HCD in Edmonton and Calgary respectively, there was intense
and involved HCD training as described previously in this report. However, now, it appears that training
for new staff surrounding HCD is part of the onboarding and at a maximum, 20 minutes long. This is
insufficient, particularly when paired with the current perceived lack of communication surrounding
HCD within the organization. Indeed, newer staff have reported as feeling dissatisfied with their training
around HCD because they did not feel it was sufficient, feeling the training was a gap, or not even
remembering their training on HCD as it made up such a small portion of their onboarding. Additionally,
multiple staff who have been at Chrysalis since the implementation expressed a want for some refresher
training, particularly around the base principles of HCD. Staff who have been at Chrysalis since the initial
implementation feel that newer staff seem to struggle with the concept of HCD and experience
confusion around HCD. These staff members attributed this confusion to the lack of training and
communication. For example, one staff member said:

| see the staff's views towards [HCD] are different, you know, some people still don't understand
it, so there's, you know, that kind of training component that needs to be there a little bit more
or, you know, more often, | guess, to really understand it because it is a huge concept that's
difficult to even explain. [...] If things slide sometimes, you know, back to kinda leaving the HCD
part out, you know, we've seen that a little bit. So, it's just always those reminders that we have
to keep up with the H with HCD.

Other staff members echoed similar comments.
Mechanisms of Impact

Mechanisms of impact examines the processes and facets that make HCD work within Chrysalis and
produce outcomes. When inquiring about mechanisms of impact in interviews, four main themes
emerged: 1) HCD is holistic and allows the facilitator to know the PAS in depth, 2) the PAS is at the
center of the process, 3) the formalized process of HCD, and 4) the HCD process incorporates many
different people with many different perspectives and produces creativity.
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The first theme of HCD being holistic and allowing staff to truly get to know the individual produces
outcomes because staff now know the individual to their base self and in many different environments.
Instead of just knowing the PAS at Chrysalis, staff now have seen and know them in their day-to-day life
outside of Chrysalis due to their observations in the first phase of HCD (i.e., “Discovery phase”). HCD also
includes interviews with the support networks of PAS at Chrysalis including their families, caregivers,
friends, and any other person important to the PAS. This enables staff to develop a full picture of the
PAS, who they are and what they like. The in-depth interviews in the first phase allow staff to get to
know the kinks, behaviors, boundaries, and dislikes of the PAS. Thus, the holistic and personal nature of
HCD is understandably a mechanism of impact as the goals are made from and for the person. This is
demonstrated by a staff participant who stated that HCD produces outcomes because they have “a
really good understanding of the person's needs, barriers they're facing, and interests. We were lacking
that information prior to HCD, having a team approach to coming up with ideas and not just one key
support, trying to come up with that on their own. "

The second theme is closely related to the first in that HCD is putting the PAS at the center of service
delivery. Instead of staff making goals for the PAS off of who they think the PAS are, the PAS are at the
center of the process and help make their own goals. The PAS share what they want and what they like,
the process truly revolves around the PAS and who they are, as opposed to who others think the PAS
are. The first two themes in mechanisms of impact are embodied by the following quote from a staff
member when asked what it is about HCD that produces outcomes:

I think [HCD produces outcomes] because it's a dedicated kind of process that was seen as
separate in a way. | think before you could say, oh, we'll do this, we'll change this. But | think the
success of [HCD] was that it was so big and it [...] has affected so many parts of Chrysalis that it's
just become what we do here. [HCD is] just such a different way of doing [...]. There is person-
centered design where you think that you [..] know the person [...] here are their goals. We're
gonna go to the same volunteering sites. We're gonna do the same things this year, you know,
and [HCD is] just kind of shaking that up saying, no, it's not okay to keep the same goals for three
years if they're not being attained. And if they are being attained, let's push it further. So | think
it's just like re- kind of realizing that people with disabilities should have choices about what
they're doing and they can take risks; it's okay to try some crazy things, and | think [the PAS]
appreciate it. [...] at least we're kind of trying to advance people's thinking and advocating for
the [PAS] themselves.

The third theme, that HCD works because it has a dedicated process, is also illustrated in the above
quote. HCD has certain steps to follow and a defined process, which helps staff to implement it and
guide PAS along the way. The fourth and final theme surrounding mechanisms of impact involved the
diversity involved in, and the creativity produced by, HCD. HCD requires staff to work together. Multiple
people interpret the interviews and create ideas. This allows for many different opinions to be shared
and for the most relevant ideas to be pulled out to make goals. This process also inspires creativity
among the PAS and staff. It guided staff further in their thinking to best help the PAS achieve their goals
and dreams.

Fidelity and Adaptation
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Chrysalis implemented HCD within the organization with a high degree of fidelity. HCD has been
delivered to all PAS at Chrysalis at least once at this time. There were occasional deviations revealed in
the interviews, however these were minor and mostly made to accommodate the individual PAS. If
there were any major deviations in the delivery of HCD or if any individuals were excluded from the HCD
process, this was not revealed in the interviews or documents. It is possible larger deviations occurred;
however, our sample did not reveal such deviations.

The initial implementation of HCD began in 8-week cycles for Edmonton in 2018 and Calgary at the
beginning of 2020. The major adaptations to the HCD process occurred during the COVID-19 pandemic,
in order to adapt to a virtual world, and most of these adaptations persisted once Chrysalis went back to
in-person services.

The first major adaptation was the adoption of MyCompass as a case management tool. During COVID-
19, HCD was also compressed from an 8-week process/cycle to a 4-week process/cycle. This compressed
version of HCD continues to this day. Finally, the last major and permanent adaptation to the original
HCD process is that of a defined follow-up process. When HCD was initially implemented, there was not
a designated follow-up or continuation plan. Chrysalis realized a follow-up plan was necessary and have
now adopted HCD into their yearly review process. Each year, Chrysalis staff meet with PAS and their
support networks to discuss goals for the year and how PAS are doing. HCD is now integrated into this
yearly meeting (HCD is conducted with each PAS 4 weeks prior to the meeting) so goals can be updated
with the most relevant information.

Short term adaptations were made during the COVID-19 pandemic as all services turned to virtual.
Chrysalis adapted quite well to this change and implemented Covid-safe mobile visits to many PAS. They
also created vast daily virtual programming where PAS could choose which virtual events to choose to
attend from home. When Chrysalis was allowed to re-open, Chrysalis in Calgary opened two remote
locations in addition to their office space as it is small. These remote locations allowed for PAS to
complete in-person services and goals while social distancing.

HCD and Chrysalis

Overall, Chrysalis’ implementation of HCD has been excellent and has improved the experiences of PAS,
their support networks, staff, and the organization as a whole. This point will be elaborated on below in
section 6: Outcomes of HCD at Chrysalis. Staff, PAS, and family members and caregivers generally
support and have a great fondness for HCD. Ten of the 11 PAS that we interviewed in this study
indicated that all PAS at Chrysalis should go through the HCD process. The single PAS who did not
indicate this said they were unsure as they did not want to speak for others. Additionally, all PAS said
that they were happy making their goals with Chrysalis staff and that they generally felt listened to.
Strengths of the HCD process are putting the PAS at the forefront and center of service delivery,
interviewing PAS and their support networks, and using a multitude of resources including many staff
throughout the process, particularly when creating and prototyping goals.

In addition to the areas for improvement identified previously, there are a few other areas of weakness
Chrysalis could improve on for the delivery of HCD. One common weakness of HCD mentioned by
Chrysalis staff was in relation to non-verbal participants. Staff noted that conducting HCD with
nonverbal PAS was difficult and could lead to staff and family making the goals for the PAS with little
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input from the PAS. Different ways of delivering HCD to nonverbal PAS should be brainstormed in order
to best implement HCD for everyone. In a similar vein, staff also commented that sometimes, they feel
PAS agree to goals because that is what the PAS think the staff want to hear. Working on forms of
intentional and engaging communication with PAS to make sure they understand staff are asking them
what they want could benefit the HCD process.

Finally, many staff do feel that HCD is part of the culture at Chrysalis but that it can also create work that
is additional to their usual tasks. Finding ways to make HCD part of daily life at Chrysalis where problems
can be solved in settings like coffee chats may help staff with their current time constraints.

PAS Outcomes

HCD has produced vast outcomes, particularly for PAS. Many of these outcomes concern the quality of
life of the PAS and PAS empowerment. Staff and family members and caregivers alike discussed seeing
increased confidence and happiness in the PAS they are close with. Many family members and
caretakers noted that their PAS was more outgoing and braver, more vocal at home and in the
community, and more communicative about what they did and did not want to do at home. The mother
of a PAS stated that their PAS “doesn't just take in the environment. She's pushing back a little bit more
and trying to hold other people accountable as well. So, | think it speaks to her. She just feels more
confident with who she is and what she is good at and what she can bring to the table" after going
through HCD. Additionally, it was noticed that PAS seemed more caring towards others and were more
willing to work with others. Family members and staff also noticed improvements in maturity and
behavioral issues in PAS. Another participant, who is a family member of a PAS, noticed that the PAS
was no longer acting out in negative ways. Another outcome was increased independence. Family
members noticed PAS doing dishes and other tasks at home on their own when before, they wanted
help or would not do the tasks at all. One mother noted that she felt their PAS felt more valued as an
individual and felt heard by others. All 11 PAS participants noted that Chrysalis allowed them to try new
things, meet new people, and that they were happy to be at Chrysalis. Moreover, PAS participants
overwhelmingly stated that they were comfortable talking to Chrysalis staff and for the most part, felt
listened to by Chrysalis staff. One PAS participant even identified that this was different than in the past.
Clearly, HCD has had a positive impact on the lives of PAS at Chrysalis.

Families and Caregivers Outcomes

Data was also collected on outcomes experienced by family members and caregivers of PAS. There were
fewer outcomes for the families and caregivers, but the most prominent outcome was family members
and caregivers feeling a sense of comfort and joy. Multiple caregiving participants noted feeling joy
about how happy and confident their PAS had become. They also noted feeling a weight lifted from their
shoulders and chests, and feeling more comfortable knowing that Chrysalis was truly focusing on their
PAS and looking after them. They no longer felt anxiety about their PAS being at different sites other
than Chrysalis. This lack of anxiety stemmed from caregivers knowing their PAS was well looked after by
Chrysalis and that it was truly what their PAS wanted to be doing.
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Findings also indicate that there are stronger relationships between not only caregivers and Chrysalis
staff, but also between caregivers and their PAS after the implementation of HCD. Caregivers also felt
like they had a more open discourse with staff and had more say in the goals their PAS was completing
after HCD compared to before when they felt like staff were mainly developing and choosing goals.
Finally, caregivers felt more involved in their PAS’ life. This was mentioned both positively and
negatively. Sometimes, caregivers felt the burden of having to be so involved in Chrysalis activities for
their PAS and that it could be too much to take on at times.

Staff and Organization Outcomes

Chrysalis staff, and the organization as a whole, also benefitted from HCD. Staff noticed there was more
collaboration within and between staff of different levels. One large benefit from HCD is staff felt like
they learned a lot, were more creative, felt more empowered, and were better able to adapt to
challenges after implementing HCD. A staff participant noted that HCD helped them and other staff
members adapt to COVID-19 at work and at home. Other staff participants also noted that HCD helped
them adapt to and troubleshoot challenges in the workplace. Moreover, staff felt more open-minded
and noticed improved confidence in their opinions on PAS capability. After HCD, the environment and
feelings amongst staff were perceived to be more inclusive and happier. This stemmed from increased
collaboration and staff feeling like they were doing their best for and making a bigger difference in the
lives of the PAS they worked with. Staff felt like they had more opportunities for growth after
implementation of HCD.

As for the organization, HCD produced a more inclusive environment. HCD helped break down barriers
between departments as well. The organization has also made stronger relationships with the
community and established additional partnerships with external community members and
organizations. Chrysalis has seen a cultural shift with their implementation of HCD. The organization and
staff no longer operate under a caregiving model but instead focus on how they can help PAS become
more meaningfully independent. Finally, there appears to be more shared responsibility within the
organization.

The contents of this report should be understood in light of the limitations of this evaluation. An
important and primary limitation of this study is that W21C was not able to validate HCD as best practice
as Chrysalis originally requested. As there were no data prior to the implementation of HCD, validity
could not be assessed. Furthermore, even if data were collected prior to the implementation of HCD,
validity of a service delivery model cannot be assessed based off one organization’s implementation and
results. Therefore, the findings from our report can only conclude PAS, family members and caregivers,
and staff members support and like HCD. HCD has had a positive effect on the lives of PAS, families and
caregivers, and staff. However, we cannot conclude that HCD is the best service delivery model for
organizations that serve PDD or even that it is better than other service delivery models. In the future, a
study could conduct a pre-post evaluation, gathering data before, during, and after the implementation
of HCD, to achieve validation.

Another limitation of this report is the sample size and sampling bias. While consistent themes were
uncovered over the duration of the interviews, the sample size for this study was only 34 participants.
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These 34 participants included 12 staff members, 11 PAS, and 11 family members/caregivers. These
participants were recruited by convenience sampling. Given the nature of convenience sampling,
individuals that are more interested or passionate about a given topic may be more likely to participate.
For example, the 12 staff members interviewed were more than likely those who were most passionate
about or interested in HCD since recruitment advertisements clearly stated this was an evaluation of the
use of the HCD model at Chrysalis. Given this, we likely did not capture individuals who do not like the
HCD process or those who feel more neutral about HCD. The 11 PAS had to be individuals with higher
mental and communicative capacity in order for the W21C team, comprised of no disability specialists,
to communicate with and understand the PAS.

The PAS also needed to be able to understand and respond to the questions and to be able to give their
own informed consent. Due to the ethical requirements of this study through the Conjoint Faculties
Research Ethics Board, a legal guardian or caregiver could not provide informed consent on behalf of
PAS. This created limitations on the participants we were able to include in the study, as nonverbal PAS
participants were completely and purposefully excluded.

As for family members, those interviewed were likely those most involved in the life of the PAS and
those recommended to W21C by Chrysalis. As such, many differing opinions could have been missed.
Given the smaller sample size and nature of sampling for the study, there may be some bias present in
the results of the study.

8.1 Create a Long-term Communication Strategy

While Chrysalis had an excellent communication strategy at the beginning of HCD, they did not appear
to create a communication strategy for the longer term. A long-term communication strategy is
essential based on the lack of knowledge many family members and caregivers, particularly in
Edmonton, had about HCD. Furthermore, there were some family members that felt out of the loop and
frustrated about a lack of updates from Chrysalis concerning the goals and activities of their PAS. A long-
term communication strategy comprised of general guidelines for staff to communicate with and update
family members will aide in in the delivery of HCD as family members may feel more included and in the
know. These guidelines should be specifically related to goal tracking and goal building so family
members feel they are still involved. This can also be extended to PAS, as one PAS felt like their goals
were taking too long and they were not being adequately updated about the status of certain goals.

A long-term communication strategy should also be created for within the organization to keep HCD at
the forefront of service delivery. While many staff stated they felt HCD was part of the culture at
Chrysalis now, many also conveyed a want for more communication, particularly between management,
specialists, and team leaders with the frontline staff. It was reported that HCD was not commonly talked
about in general team meetings and there was little correspondence around HCD at this time. Chrysalis
should create a strategy to improve collaboration between management and frontline staff. Further, the
strategy should include how Chrysalis plans to keep HCD at the forefront of conversations even when it
is integrated into service delivery to make sure people are implementing HCD correctly.
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Finally, W21C strongly recommends the implementation of a newsletter for staff and caregivers alike as
part of a long-term communication strategy. As stated previously, knowledge about HCD was lacking
from family members. Additionally, Chrysalis staff mentioned there were not many conversations,
emails, or meetings around HCD anymore. While HCD may be part of the culture at Chrysalis now, it still
needs to be at the forefront of conversations. Ongoing conversations about HCD will make sure the
principles are not forgotten and the original high-fidelity process that began HCD does not deteriorate
into a low fidelity process that no longer resonates with PAS.

Furthermore, from our understanding, Chrysalis is truly unique in the PDD sector in Alberta with their
HCD delivery model. Based on our findings, we believe Chrysalis is providing unique high-quality service
delivery to their PAS through the use of HCD. This should be highlighted to the support networks of
Chrysalis’ PAS as it is an outstanding accomplishment. It can be difficult to get individuals to attend
townhall and information sessions due to travel and time commitments, so to combat this and still get a
wealth of information across, a newsletter can be used. We also understand that staff at Chrysalis are
very busy with their daily duties and routine HCD specific meetings may not be possible. This can once
again be remedied by the use of a newsletter. This newsletter could be entirely specific to and about
HCD or it could be a more general newsletter about Chrysalis with a specific HCD section. We
recommend this newsletter be compiled and sent out on a bi-weekly or monthly basis, if not more
frequently. Areas of HCD to highlight would be recent HCD outcomes and/or accomplishments as well as
the pillars, process, and background of HCD. For example, one week could highlight the ideation process
of HCD while another week could highlight a specific pillar. Accomplishments can be related to PAS or
the organization, like presenting to another organization about Chrysalis’ use of HCD. This newsletter
should be compiled and sent out by the communications team at Chrysalis with input from relevant staff
members for the information comprising the newsletter.

8.2 Increase HCD Training

As discussed previously in this report, the current HCD training for new staff at Chrysalis is not sufficient.
Chrysalis should expand the HCD section in new staff onboarding beyond the current 20-minute
overview. Chrysalis should also create a longer, more comprehensive training to present to new staff
every three months to make sure all new staff receive full, comprehensive training within a timely
manner. This longer training could be similar to the full day design kit that has been used in the past.
These longer training sessions that should occur every three months could be open to non-new
employees as well, given the number of longer-term employees that expressed interest in refresher
training on HCD. The above communication strategy could also help in this area by making HCD a center
point for discussion among staff in the day-to-day, thereby increasing staff exposure and knowledge of
HCD and its terminology.

8.3 Improve Quantitative Data Collection

One of Chrysalis’ goals is to eventually validate HCD as best practice. To do this, stronger quantitative
measures need to be collected. This includes data from before the implementation of HCD, data
collected during HCD implementation and the HCD process, and data collected after the HCD process is
complete. While Chrysalis has done a good job collecting qualitative measures, the quantitative
measures are lacking. In the KPI tracker for new outcomes document, there are Performance
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Measurement Framework (PMF) wellbeing domains, however, these domains are subjectively assigned
to certain tasks by staff. For example, the first outcome in the document is a PAS created a visual
schedule. This outcome was placed under the emotional well being domain. To the outside viewer,
these placements do not have context and are unclear. Additionally, these domains are nearly
impossible to quantify; they are more qualitative in nature. Chrysalis needs to instead or in addition to
this, use a validated quality of life survey such as the San Martin scale (23), the Personal Wellbeing Index
Intellectual Disabilities (PWI_ID) (24), or the McGill Quality of Life Questionnaire (25). Quality of Life
surveys and questionnaires need to be given to PAS before, during, and after the HCD process to
quantitively measure if their quality of life has changed due to HCD. Chrysalis will need to find the
appropriate quality of life questionnaire to use for their population.

Furthermore, the HCD statistics tracker document is a good idea, but it currently has incomplete
sections and is confusing to the outside viewer. Keeping statistics on the implementation process is
necessary but it needs to be more organized and accessible. To do this, Chrysalis should invest in a data
management tool specifically for HCD where all qualitative and quantitative measures can be kept and
anonymized. Doing this will make it easier for research to take place and for data to be shareable (after
ethics approval, if applicable). Currently, MyCompass is not sufficient for data management, even
though it may be for case management. Having data split between MyCompass and Excel is also an issue
and a single, consolidated data management tool would fix this problem.

8.4 Hire an In-house Research or Data Specialist

Chrysalis should hire a research specialist to maintain research around HCD. A research specialist will
help with 8.3 above. If Chrysalis hires a research specialist, they can ensure that data collection and
methodology are being conducted correctly and empirically. A research specialist can go through the
process of ethics approval when necessary and handle data management. Furthermore, they can find
the appropriate measurements to qualitatively and quantitatively measure HCD. With a specific
position, day to day staff will not have to add more to their plate and can focus on their specific tasks. If
Chrysalis does want to validate HCD as best practice, they will need a research specialist or continued
engagement with a research consultant like W21C to do so, and they will need to collect data from
multiple organizations before, during, and after the implementation of HCD.

8.5 Create a Plan to Enable Long-term Goal Setting

Chrysalis should work on creating short and long-term goals for PAS. From our findings, most goals are
short-term in the sense that they can be immediately implemented. More complicated, longer-term
goals seem to not be prototyped or appear to have been given up on. Longer-term is referring to goals
that cannot be immediately prototyped. For example, goals of travel. In the documents an individual
wanted to go to Germany but then there were no follow-up notes in the prototyping documents, unlike
the other goals. Other failed prototyped goals discovered from the interviews was travel within Canada,
specifically, out of province travel and travel to the mountains for hiking. Chrysalis staff did initially
attempt to meet these two goals but when transportation and supports were not available, they were
put on “pause” seemingly to never be re-opened. Goals like these should be differentiated and
prototyped over the long-term. To lessen the burden on frontline staff, Chrysalis could hire or allocate
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specific team members to focus on longer-term goals. These individuals could develop plans on how to
meet these goals and work on prototyping them with frontline staff.

8.6 Support More Independence in Prototyping Goals

Similarly to differentiating between short and long-term goals, creating more independence in goal
prototyping should become a priority. Independence in this sense is referring to creating relationships
within the PAS’s support network for goals to be met outside of Chrysalis. Chrysalis should try and find
opportunities where the PAS can complete goals on a more independent basis or outside of Chrysalis by
themselves or with family members. As one participant says:

I know one story that's often showcased is [PAS] and the, the basketball, and it always kind of
sits not great with me in that it's like our staff that are right there sharing that moment. And |
think that, you know, our, our- we're paid staff and you know, is there, is there somebody else
that could have shared in that, that it maybe would've continued on more? | think of, you know,
friendships, | think of, you know, family, those sorts of things. So | think like, just being cognizant
of that, we don't have to, to, to be that, that, that piece or that part that is helping that goal to
happen, we can help facilitate the process, but | think that we could, you know, kind of be a little
bit more open or natural in how, how we're seeing that goal achieved.

This is an important point to make and an area where Chrysalis can improve. How can Chrysalis support
PAS to set up goals and opportunities that can be done in their own time and with loved ones. Further,
setting up these goals to be completed outside of Chrysalis without Chrysalis staff could lead to these
goals being more long-term and ongoing.

8.7 Return to the Eight Week Cycle of HCD for First Time
PAS and Improve Follow-up HCD Process

Chrysalis could benefit from returning to the eight-week cycle of HCD for new PAS and for PAS who have
never been through HCD previously. Multiple staff reported that they felt the shortened four-week cycle
was not sufficient for PAS and their support networks going through HCD for the first time, and wished
they could use the original, longer HCD process. However, the four-week cycle was deemed sufficient
and appropriate for HCD follow-ups in the yearly meetings. However, Chrysalis should consider
conducting the longer, eight-week HCD cycle for PAS every five years to make sure they have the most
up to date knowledge about the PAS. This five-year update should also include a review of the support
network and relevant individuals to interview for the PAS. This would involve asking questions such as —
Are we learning new information from the parents or obtaining the same information from parents each
year? If so, should we consider not interviewing the parents and finding a new person to interview? Are
there new people in the support network of the PAS that would be willing to sit down for an interview
with us so we can learn new information? — and so on. This would ensure that Chrysalis is obtaining the
most relevant information to best support the PAS.
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Chrysalis is truly a unique organization within the PDD sector in Alberta with their HCD service delivery
model. The HCD model at Chrysalis puts the PAS at the center of their service delivery within the
organization and programs are built around PAS wants and needs. Staff, PAS, and PAS caregivers feel the
HCD model has overall, created significant improvements in their quality of life. Chrysalis stayed true to
their original implementation plan and were able to implement HCD with high fidelity. With a focus on
the identified areas for improvement in this study, the HCD model could continue to be successful in
Chrysalis’ service delivery space in the longer-term.
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Rapid Review Methods

A rapid review was conducted for its various advantages over a systematic review. In the context of
Chrysalis, a rapid review allowed W21C to do a quick but thorough search of the following databases:
MEDLINE (Ovid), EMBASE, PsycINFO, Cochrane Library, PubMed, CINAHL, and Web of Science. We also
searched the following for grey literature: AHS Insite, OAISter, ClinicalTrials.gov, Google, and Google
Scholar. A library technician was recruited to help search the mentioned databases with various word
combinations, truncations (disabilit*), and alternate spellings (centred vs. centered, etc.). Some of our
keywords were: Human-centred design (person-centred planning, user-centred design, etc.), service
delivery (community organization, community health service, non-profit organization, cooperative
behaviour, public policy, etc.), disabilities (intellectual disability*, mental deficiency, developmental
impairment, etc.), and evaluation or outcomes (program development, adverse outcome pathways,
surveys and questionnaires, organizational analysis, etc.). Filters and exclusion criteria were used to
exclude irrelevant articles and certain types of publication from our search. Only articles written or
translated into English were included in our initial search due to the limited time and resources allotted
for the rapid review.

The search parameters outlined above yielded 272 articles in total. Title-and-abstract screening was
used to determine which of these articles would be read in their entirety. Inclusion and exclusion criteria
centered around five main areas: sample (participants in the study), phenomena of interest, design,
evaluation, and research type. Both the title-and-abstract screening and full-text screening followed the
same inclusion and exclusion criteria, as outlined in detail below.

For the sample category, we included articles about participants from community-based organizations in
any context and excluded articles that involved participants in hospital services, primary care, or
community healthcare settings.

The phenomena of interest involved HCD and interventions that included service users in the planning
and implementation processes to improve programming. Articles that did not discuss principles of HCD
service delivery, or that described the use of HCD principles in IT app development, were excluded.

We included articles that involved the use of process and outcome evaluations, surveys, and interviews.
Although generally not possessing outcomes, we also included policy analyses, organizational analysis,
and program descriptions to inform what was entailed in implementing an HCD service model.

The most valuable articles described how HCD was implemented into the service delivery or why HCD
principles produced certain outcomes. We also included articles discussing HCD in theory, without
evaluating its implementation. We excluded articles that discussed HCD in the context of e-health
applications.

We included a wide variety of research types to gather as much information and background as possible
on HCD and its implementation. We included: quantitative, qualitative, and mixed methods studies, as
well as policy documents, program descriptions, organizational materials, and commentaries. We
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generally excluded editorials, reviews, and case studies. However, in the context of Chrysalis, two case
studies were included as they provided valuable insights and context about HCD and its implementation.

During the first level of screening, two reviewers independently read and coded each of the 272 titles
and abstracts to determine if the article could be excluded. For the code, a 0 indicated a vote to exclude
the article, a 1 to include it, a 2 for unsure, and a 3 to indicate the article was a relevant review
potentially including useful context. 98 conflicts arose in the title-and-abstract screening which were
resolved by the two reviewers through discussion and consensus decision making.

40 of the 272 articles advanced to the second level of screening: full-text review. Two reviewers
independently read and rated the full articles to determine their eligibility in moving to data extraction.
Articles were rated a 0 for exclusion, 1 for inclusion, and 2 for unsure. When voting to exclude an article,
reviewers noted the reason for doing so. A decision tree was used to aid in excluding an article for the
same reason, as some could be excluded for multiple reasons. 18 conflicting codes arose from the full-
text review which were resolved by an independent reviewer who assessed the 18 articles and the two
reviewers’ comments to make an ultimate decision.

22 articles moved on to the data extraction phase. However, it should be noted only 13 of the 22 articles
reported outcomes that were directly related to a population with intellectual and developmental
disabilities. Five of the nine articles that did not report outcomes were about people with intellectual
and developmental disabilities. However there were study protocols or theoretical guidelines for
implementing HCD service deliveries in these articles.

The data extraction phase was completed by one reviewer who read each of the 22 articles using an
Excel spreadsheet modelled after similar data extraction projects. Each outcome was color-coded to
correspond with one of eight principles of quality of life, as noted in the 2021 “Chrysalis Persons
Receiving Service Handbook”.

Process-Outcome Evaluation Methods

Process Outcome Evaluation

Process-outcome evaluations entail the systematic collection of information about a program or its
implementation characteristics, to be used by individuals and organizations to understand if the
implementation of that program is effective to inform organizational decision making. The process-
outcome evaluation should answer the following questions: 1) was the program or interventions
implemented and delivered as planned?; 2) is the program or implementation reaching the desired
audience?; 3) does the program or implementation produce the desired outputs? (26)

W21C conducted a process-outcome evaluation of Chrysalis’" HCD implementation with the goal of
determining which essential components of the HCD model were incorporated into service delivery, which
components of that model were effective, for whom they were effective, and under what conditions they
were effective. The analysis helped to detangle the components within the HCD model that resulted in
successful service delivery for PAS at Chrysalis, as well as documented the steps needed in achieving the
successful implementation of the HCD model implementation.
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Process Evaluation: The process evaluation of the HCD implementation within Chrysalis’ services followed
4 key questions (See Figure 2) (26, 27):

1.

What is the HCD implementation? Here a description of the HCD model was provided along
with how it fits into the service delivery at Chrysalis for its PAS.

How was the HCD model implemented? Based on the information available, details about the
HCD training delivery at Chrysalis, fidelity, adaptations, and reach of the implementation.

How does the HCD model produce change? W21C described the mechanisms of impact of the
HCD model on Chrysalis PAS, including describing the responses to and interactions with the
PAS and mapping the outcomes.

How does the context affect implementation of the HCD model? W21C addressed the context
in which the HCD model was implemented at Chrysalis. Context can include anything external
to the intervention that may act as a barrier or facilitator to the implementation of HCD or its
effects.

Outcome Evaluation: The outcome evaluation of the HCD implementation at Chrysalis measured the
program effects in the target population by assessing the progress in the outcomes that the program is
designed to address (28). This allowed W21C to assess the effectiveness of the program in producing real
change within Chrysalis and to evaluate whether objectives of the program implementation within
Chrysalis were met.

Contextual factors that Shape How the Intervention Works >

*Appropriate methods and frameworks are used in each step

Process Evaluation

Description of
Intervention and its
causal assumptions

Description of
Implementation

Mechanisms of Impact

Outcomes

Figure 1: Components of the Process-Outcome Evaluation

Ethics Approval

The data collection methods and analysis along with all other aspects of this study were approved by the
Conjoint Faculties Research Ethics Board at the University of Calgary (REB21-2038).

Data Collection Methods
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In order to complete the process-outcome evaluation, W21C used data collected by Chrysalis and
collected their own data. This fell under two overarching categories: documents consolidation and
interviews.

Documents Consolidation

For the documents collection, W21C requested Chrysalis send W21C all the data Chrysalis collected
during the implementation of HCD. Chrysalis fulfilled this request by sending documents via email and
sharing more documents via a Google Drive. Then, two W21C team members vigorously read through
and organized, or in other words consolidated, all of the documents. Document consolidation involved
evaluating whether or not documents obtained from Chrysalis were relevant to the process outcome
evaluation. Documents deemed not relevant to the evaluation were not included in the study. All
documents deemed relevant to the evaluation were outlined and numbered in a master Excel
spreadsheet to keep track of the data. Once data consolidation was complete, all documents to be used
in the evaluation were renamed with their corresponding assigned number and compiled into a single
folder for analysis to take place. A total of 55 documents were kept in the data consolidation and used
for the evaluation of HCD at Chrysalis.

Interviews

Interviews for this study were semi-structured. Separate interview scripts were prepared for Chrysalis
staff, PAS, and family members and caregivers. Each interview script was edited by no less than four
W21C team members. The PAS interview script required special attention. Members of the Chrysalis
organization helped to develop and edit the PAS interview script in addition to the W21C team
members. Once everyone was satisfied with the interview scripts, the scripts were submitted for and
approved by ethics. The first three interviews for each group of participants were used as pilot
interviews (still included in analysis) to refine the interview scripts. For the PAS interview script, the
script was shown to the first three family member/caregiver participants to gain further insight into the
usability of the script. After comments from these family members/caregivers and difficulty with the
first PAS interview, the interview script for PAS was changed to incorporate questions that were more
simple and easy to understand. These edits were made by two W21C team members and then edited by
an additional two W21C team members. The new PAS script was then approved by ethics and used for
the rest of the PAS interviews. Copies of the interview scripts used in this study can be found in
Appendix C.

Participant recruitment methods can be found in Table 4 below.

Table 4: Participant Recruitment Plan

Research Participant Recruitment Efforts Recruitment  Coordinat Recruitment
Activity Number Follow-up or Timeframe
Chrysalis N=12 a. Chrysalis: Staff were ~ Consenting staff Chrysalis May 6*-
Staff recruited by Chrysalis were contacted and and W21C August 30"
Interviews sending out a recruitment the study staff
email and hanging up communicated to  members
recruitment posters created them. If participants
by W2I1C staff. were interested, a
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Additionally, [staff time was set to
member] will recruit complete the
individuals interview via phone,
oIf [staff member] zoom, google meets,
provided specific  or in-person for
referrals a consent Calgary staff.
to contact will be
sent to the possible One staff member
participants by the from Calgary
W2IC staff participated in an in-
person interview on
b. W21C: W21Cpresented the day W21C was

a recruitment/research present for in-person
information session ata  recruitment of PAS
Chrysalis town hall.
Chrysalis N=11 a. Chrysalis: Persons Consenting persons Chrysalis May 6% -

Persons included in accessing service (PAS)  accessing service ~ and W21C August 30*
Accessing study, 14 were recruited by Chrysalis were contacted and staff

Service interviews  sending out a recruitment  the study members
Interviews conducted. email and hanging up communicated to
Three recruitment posters created them. If participants
interviews by W21C staff. were interested, a
were not Additionally, [staff time was set to
included for member] will recruit complete the
either lack of individuals interview via phone,
obtaining oIf [staff member] zoom, google meets,
informed provided specific  or in-person for
consent or a referrals a consent Calgary PAS
lack of the to contact was sent
W21C team to the possible For in-person
being able to participants by the recruitment,
understand W2I1C staff interview times were
and arranged prior by
transcribe theb. W21C: W21C Chrysalis staff for
recordings. presented a the day the study

recruitment/research ~ team was present or

information session at a PAS walked in and

Chrysalis town hall. participated when

the study team was

c. After struggles with free

recruitment, the W21C

study team conducted

In-person recruitment in

the month of August
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Chrysalis
Family and
Support
Staff
Interviews
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N=11

2022 for a single day in

Edmonton and a single

day in Calgary. This

involved two staff

members travelling to

Chrysalis to conduct in-

person interviews with

PAS as it was easier for

them and to recruit

participants to conduct

interviews. Calgary and

Edmonton recruitment

were on separate days

within the same week.
a. Chrysalis: Family Consenting family Chrysalis May 6" —
members and support staff members or support and W21C August 30"
were sending out a staff were contacted staff
recruitment email (the same and the study members

as the persons accessing
service) and hanging up

recruitment posters created

by W2IC staff.
Additionally, [staff
member]| will provide
referrals for possible
participants for W21C to

communicated to
them. If participants
were interested, a
time was set to
complete the
interview via phone,
zoom, google meets,
or in-person for

contact
oIf [staff member]
provided specific
referrals a consent
to contact along
with the recruitment
poster was sent to
the possible
participants by the
W2I1C staff
personally.

Calgary staff.

b. W21C: W21C will
present a
recruitment/research
information session at a
Chrysalis town hall.



A total of 37 interviews were conducted, 12 staff, 14, PAS, and 11 family members/caregivers (a set of
parents participated who discussed the same PAS but were included as separate participants for the
study sample), with 34 interviews used in the analysis. Three PAS interviews were excluded due to lack
of PAS understanding or an inability for W21C team members to understand the recording and
transcribe the interview, which brought the PAS participant total included in the study to 11. Once
participants were recruited for an interview, they were given a date, time, and method in which their
interview would be delivered (all chosen by the participants). Methods of interview delivery included
phone calls, Google Meets meetings, Zoom meetings, or in-person interviews. Prior to the start of each
interview, each participant was given a copy of the ethics form for informed consent. Participants could
choose to read the form and give written consent by signing the form, or they could choose to give oral
consent. If oral consent was chosen, a member of the W21C research team read the consent form to the
participant and the participant gave consent orally. Once consent was obtained, one member of the
W21C team gave the interview while another member took notes. All but two interviews had at least
two W21C team members present. Two interviews only had a single member of the W21C team present
due to scheduling conflicts. For phone calls, Google Meets, and in-person interviews, interviews were
recorded on two mobile recoding devices to ensure the interview was captured. Once the interviews
were complete, the best recording of the two was uploaded onto a secure drive on a secure computer.
After checking the uploaded recordings to make sure they were not corrupted, the interviews were
deleted from the mobile recording devices. For interviews conducted via Zoom, the Zoom meeting
record feature was used to record interviews. After the interview was complete, the Zoom audio
recording was uploaded to the secure drive. Within 24 hours, participants were added to a master
spreadsheet and assigned an anonymous, random number plus the pseudonym they chose for
themselves if they so desired, linking their data to their random number. Once this was complete, the
names of the recordings were changed to their anonymous, random number and pseudonym if
applicable. Only six members of the W21C study team included in the ethics had access to this master
file linking participant names to their random numbers. A member of the W21C research team then
uploaded the audio recording into Rev for computer generated transcription. Once the audio files were
transcribed by Rev, the transcripts were edited and fully anonymized by a W21C team member who
participated in the interviews. The anonymized interview transcripts were then uploaded to a secure
drive to be used for data analysis. It is important to note that one PAS interview was hand transcribed by
a W21C team member as the individual had a speech impediment that made it impossible for Rev to
transcribe. Once transcripts were edited and fully anonymized, they were ready for data analysis.

Data Analysis Methods
Documents Content Analysis

All but two of the 55 documents consolidated were analyzed using NVivo 12 software on a Windows PC.
Two documents were not analyzed in NVivo as they were Excel sheets and contained information that
could not be coded into themes. The method of data analysis utilized was Framework Analysis and a mix
of inductive and deductive coding was used to code the documents.

Framework Analysis is a method of analyzing qualitative data that uses a set of defined steps to organize
data directly from participants into codes or nodes. These codes or nodes are categories that are
relevant to the data in order to organize the data. All of these codes/nodes are complied into an overall
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codebook. Framework Analysis is a type of thematic analysis, a broader category of methods to analyze
qualitative data to discern underlying patterns and themes (29, 30). These patterns and themes emerge
through the researcher finding commonalities in the data, and in Framework Analysis that is
accomplished by the above inductive and deductive codes. Once the data are all coded under the nodes,
a framework matrix is created. The framework matrix is a table consisting of columns from the codes
and from the participants. The researcher then summarizes the coding for each participant (row) in each
column (code), in other words, each cell of the table. Once these summaries are complete, the
researcher then analyzes the framework matrix to find overarching themes (29). Framework analysis is a
useful method of analyzing qualitative data as it has defined steps but is also flexible (29, 30).
Importantly, Framework Analysis is systematic (30). Framework Analysis was the chosen method for this
study as it is powerful and appropriate for research that’s aim is “generate[ing] recommendations or
outcomes within a limited time period in regards to a given policy or policy issues, with specific a priori
issues which maybe in the form of subsidiary research questions and there is a predetermined sample
population” (29, page 77).

Two W21C members, MK and IN, completed coding the first 20 documents using inductive and
deductive coding. Two researchers each analyzed the first 20 documents in order to ‘double code’ and
make sure the codes and coding of each researcher were accurate. Once MK and IN were satisfied with
their coding and determined the codebook, MK moved forward with coding the rest of the documents
by herself. A copy of the codebook can be found in Appendix C. Once MK finished coding, she created a
framework matrix consisting of all the codes as columns and all the documents as rows. MK used the
“Auto Summarize” function in NVivo 12 to summarize each cell in the framework matrix and then
exported the matric to Excel. Once in Excel, MK edited the auto summaries to make sure they were
accurate. The “Auto Summarize” function was utilized for the summaries of this framework matrix as
the documents were not used to identify overarching themes, but instead were used to pull information
about the implementation of HCD at Chrysalis directly. Once MK edited the summaries, the framework
matrix was handed to two other members of the study team, AM and DG, to create overall summaries
for the relevant sections of Chrysalis’ implementation of HCD used in this report.

Interview Content Analysis

Interview analysis was completed using NVivo 12 software on a Windows PC. Framework analysis was
also used to analyze the interviews. Once again, a mix of inductive and deductive coding was used in
interview analysis. Only one W21C study team member, MK, conducted the analysis of interview data.
This was due to time and resource constraints. MK was present at all but two of the interviews used in
this evaluation. MK also organized and helped transcribe the interviews, making her fully immersed in
the data. MK either listened to, read, or both listened to and read, all the interviews prior to starting
analysis to further immerse herself in the data. The familiarity MK had with the data provided her with
the information to code data into relevant nodes and provided her with the necessary context to
identify relevant themes to this evaluation. Once MK finished coding the interviews into nodes in her
codebook, she created a framework matrix. The framework matrix consisted of all the nodes in the
codebook as columns and all of the participants as rows. MK then summarized the contents coded
under each node for each participant with the help of another researcher, LM. These summaries were
completed by MK and LM and not by the use of “Auto Summarize.” The interviews were analyzed for
overarching themes and information about the implementation of HCD. Once MK and LM finished

Page 40



summarizing each node for each participant, MK identified relevant themes and findings from the
analysis used in this report.

Table 5: Table of Participant Numbers and Their Category of Staff, Family/Caregiver, or PAS

Participant Number (Pseudonym) Participant Category/Group
Participant 1 Staff
Participant 2 Staff
Participant 3 Staff
Participant 4 Staff
Participant 5 Staff
Participant 6 Staff
Participant 7 Staff
Participant 8 Staff
Participant 9 Staff
Participant 10 Staff
Participant 11 Caregiver
Participant 12a Family Member (same PAS as 12b)
Participant 12b Family Member (same PAS as 12a)
Participant 13 Family Member
Participant 14 Family Member
Participant 15 Family Member
Participant 16 Family Member
Participant 17 Family Member
Participant 18 Family Member
Participant 19 Family Member
Participant 20 Family Member
Participant 21 PAS
Participant 22 PAS
Participant 23 PAS
Participant 24 (Beth) PAS
Participant 25 (Purple) PAS
Participant 26 (The Qilers) PAS
Participant 28 (Ironhide) PAS
Participant 29 (Shiraz) PAS
Participant 30 PAS
Participant 31 (Terrace Airport) PAS
Participant 33 Staff
Participant 34 Staff
Participant 35 PAS
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Staff Interview Script

[Obtain written or oral consent]

Thank you [participant name] for consenting to participate in this interview. | want to thank you for your time. | want
to remind you that | will be audio recording the interview. If at any time during the interview process you need to
stop and take a break, please let me know and I will stop the recorder right away. If at anytime during the interview
you do not want to continue, please let me know and we will stop right away. Please know that everything you say
to me will remain confidential, and your identifying information will only be shared with the research team. Please
fee free to ask any questions throughout this process. Please also note that this study has been approved by the
University of Calgary Conjoint Ethics Board. Before we begin, do you have any more questions for me?

Number |Questions Response options

1. Introductory questions

The following questions aim to understand your background and your time at Chrysalis as an employee.

1.1 \What is your training or affiliation in? Open ended
1.2 How long have you been in your current role at Chrysalis? |Open ended —number
1.3 Uust briefly, what does your work consist of? Open ended

2. Chrysalis readiness to implement HCD

I am going to start by asking questions about the introduction of HCD at Chrysalis and how ready you and the
organization were to implementation HCD into service delivery. Please answer to the best of your ability. We can|
stop and take a break at any time, and | would be happy to clarify questions as needed.

2.1 How were you introduced to the HCD program and were  |Open ended
you supportive of it when it was introduced?

2.1a \What did you hope would change by incorporating HCD Open ended
into Chrysalis service delivery? Or What was your vision for
incorporating HCD into Chrysalis service delivery?

2.2 Do the HCD principles and their incorporation into Chrysalis|Open ended
service delivery fit with how things are done at Chrysalis?

2.3 Did you receive any training to incorporate HCD in service [Yes
delivery for the persons accessing services you support? No

2.3a Did you feel this training was sufficient? Were there things [Open ended
you would change? Were there gaps? What were the
strengths?

2.3b Overall, how satisfied were you with the training you Very dissatisfied
received? Slightly dissatisfied
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Unsure
Very satisfied
Extremely satisfied
2.3c How satisfied are you with the supports, processes, and Very dissatisfied
resources to enable the incorporation of HCD into Chrysalis [Slightly dissatisfied
service delivery? Unsure
Very satisfied
Extremely satisfied
2.4d Overall, did you feel confident in your ability to apply the |Not confident at all
HCD principles with the persons accessing services that you [Slightly confident
support/work with? Unsure
Very confident
Extremely confident
2.5 How supportive were the leadership of Chrysalis in helping |[Not supportive at all
you incorporate the HCD program with the persons Slightly supportive
accessing services you support? Unsure
Very supportive
Extremely supportive
2.6 Can you comment on the overall context around Open ended
incorporating HCD into Chrysalis service delivery? Context
can include things like why HCD was considered in the first
place, what pressures were Chrysalis under to incorporate
HCD?
2.6a What was the role of board members in the incorporation |Open ended
of HCD programming into Chrysalis?
2.6b Thinking about Alberta as a whole and the service delivery [Open ended
space for individuals with developmental or intellectual
disabilities, why do you think a program like HCD needed to
be implemented into Chrysalis service delivery?
2.6C Thinking about other organizations who provide services |Open ended
for individuals with developmental or intellectual
disabilities, would you recommend HCD programing to
their service delivery?

3. Process of HCD in Chrysalis service delivery

Thank you for answering those question. Let’s move on to talk about the actual HCD process. Again, please answer
to the best of your ability. We can stop and take a break at any time, and | would be happy to clarify questions as
needed.

3.1 Could you summarise briefly how you incorporated HCD
into service delivery for the persons accessing services you
support? What was the HCD process like?

Open ended

3.2 \What kind of internal communication do you have Open ended
regarding delivery of HCD to persons accessing services at
Chrysalis? Do you have regular meetings, training sessions

or anything of that sort?

3.5 Were there any external partnerships created for you to
better deliver the HCD process at Chrysalis?

Open ended
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3.6 \Was the HCD process changed in any way since Open ended
HCD/Fostering Innovation was first pilot tested? What were

those changes?

3.6a Why were those changes made? Open ended

3.6b Were those changes beneficial to Chrysalis and to the Open ended
persons accessing Chrysalis services?

3.7 What were the major barriers to you delivering HCD to the |Open ended
persons accessing services you support?

3.8 What were the major facilitators to your delivery of HCD to |Open ended
the persons accessing services you work with?

3.9 Is there anything else you want to share about how HCD is |Open ended

delivered at Chrysalis?

4. Outcomes and mechanisms of HCD in Chrysalis service delivery

Thank you for answering those question. Next, we will talk about some of the outcomes related to the HCD process.
lAgain, please answer to the best of your ability. We can stop and take a break at any time, and | would be happy to

clarify questions as needed.

the staff and Chrysalis as a whole. What were some of the
outcomes of the program related to the staff or the
organization?

4.1 What were some of the intended outcomes of the HCD Open ended
program at Chrysalis? These could be anything from
outcomes in persons accessing services and their families,
staff, or the organization as a whole.
4.2 Let’s focus on the outcomes for the persons who receive  |Open ended
services at Chrysalis after they went through HCD
programming. What were some of the major outcomes for
persons receiving services that you saw? What were the
areas of achievement? What were areas of struggle? What
were some unintended outcomes, if any?
4.2a What was it about the HCD process that produced those  |Open ended
outcomes for the person(s) accessing services?
4.2b In your view, how much did the HCD program improve the |Not at all improved
Chrysalis experience for the persons accessing services as  [Slightly improved
compared to the way that things were done before HCD? |[Unsure
Very much improved
Extremely improved
4.2¢ Can you elaborate on your answer from the previous Open ended
question?
4.2d Overall, how satisfied do you feel the persons receiving Very dissatisfied
services at Chrysalis were with the HCD process? Slightly dissatisfied
Unsure
Very satisfied
Extremely satisfied
4.3 Now let’s focus on outcomes of the HCD program related to|{Open ended
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4.3a If you think HCD did have a role to play, what was it about |Open ended
the HCD process that produced those staff outcomes, and
outcomes to Chrysalis as a whole?

4.3b In your view, how much did the HCD program improve the [Not at all improved
experience for staff as compared to the way that things Slightly improved
were done before HCD? Unsure

Very much improved
Extremely improved

4.3c Can you elaborate on your answer from the previous Open ended
question?

4.3d Overall, how satisfied are you with the level of service Very dissatisfied
you’re able to provide to the persons accessing services Slightly dissatisfied
that you support/work with after incorporating HCD? Unsure

Very satisfied
Extremely satisfied

4.3e After going through the HCD programming, do you think  |Open ended
Chrysalis should return to the original model of services
delivery, maybe a hybrid model, purely HCD, or maybe
something else?

Family Member/Caregiver Interview Script

[Obtain written or oral consent]

Thank you [participant name] for consenting to participate in this interview. | want to thank you for your time. | want
to remind you that | will be audio recording the interview. If at any time during the interview process you need to
stop and take a break, please let me know and | will stop the recorder right away. If at anytime during the interview
you do not want to continue, please let me know and we will stop right away. Please know that everything you say
to me will remain confidential, and your identifying information will only be shared with the research team. Please
feel free to ask any questions throughout this process. Please also note that this study has been approved by the
University of Calgary Conjoint Ethics Board. Before we begin, do you have any more questions for me?

Number |Questions Response Options

1. Introductory Questions
Let’s start with some background questions. Here, | will just ask you to tell me about yourself and how you became
involved with Chrysalis. Again, please answer to the best of your ability. We can stop and take a break at any time,
and | would be happy to clarify questions as needed.

1.1 How long have you been involved with Chrysalis? Open ended — number
1.2 \What services at Chrysalis does the person you support use? Open ended
1.3 Have you been involved with the services that the person you |Open ended

support receives from Chrysalis in any way?

2. Questions about the HCD programming
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Thank you for answering those question. Next, we will talk about how Chrysalis provides its services. As you might
know, Chrysalis uses the HCD program to delivery services to PAS. This includes several steps including: the
discovery phase, interpretation phase, ideation phase, and prototyping phase. Overall, these phases involve
Chrysalis staff working with PAS to understand their needs and aspirations, and then coming up with ideas on how
to meet those needs. We would like to learn your thought about this HCD program as a caregiver or family member
of a person who may be going through this HCD program. Again, please answer to the best of your ability. We can
stop and take a break at any time, and | would be happy to clarify questions as needed.

2.1 \What does the HCD program consist of? Or What was the HCD |Open ended
program about?
2.2 How are you as a family member or care giver involved in the  |Open ended

HCD process for the person you support? What was required of
you during this process?

2.3 Do you feel the person you support was satisfied with the HCD
program and how it was delivered as compared to how things
were done before?

2.4 \Were there any partnerships created either within Chrysalis or |[Open ended
outside of Chrysalis during the HCD process for person you
support?
2.7 Have there been any obstacles during HCD process for yourself |Open ended
or the person you support?
2.8 Overall, how satisfied were you with the HCD process? Very dissatisfied
Slightly dissatisfied
Unsure

Very satisfied
Extremely satisfied

2.9 Is there anything you would change about the HCD program and|Open ended
how it was delivered?
2.10 Is there something you wouldn’t change about the HCD Open ended

process? Something that really worked for you?
3. Outcomes of HCD

Thank you for answering those question. Next, we will talk about some outcomes related to the HCD
program and your thoughts about those outcomes. Again, please answer to the best of your ability. We can stop
and take a break at any time, and | would be happy to clarify questions as needed.

3.1 \What were you expecting to gain from the HCD process? Open ended

3.2 What have been some of the results of the HCD program for the|Open ended
person you support?

3.3 \What have been some of the results of HCD program for you Open ended

and/or your family as a whole?

3.5 \What has been something that you did not intend, or something|Open ended
that might have surprised you?

3.6 Has there been any challenging outcomes of the HCD Open ended
program?
3.7a How impactful has the HCD program been on your life? Not impactful at all

Slightly impactful
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Unsure
Very impactful
Extremely impactful

3.7b How impactful has the HCD program been on the life of the Not impactful at all
person you support? Slightly impactful
Unsure

Very impactful
Extremely impactful

3.8 How much do you support Chrysalis making HCD program a Do not support at all
standard process when providing their services as compared to [Slightly support
what was done before? Unsure

Very much support
Extremely support
3.8 Is there anything else you would like to share regarding the HCD|Open ended
process and the results of the process for you or the person you
support?

PAS Interview Script

[Obtain written or oral consent]

Thank you [participant name] for consenting to participate in this interview. | want to thank you for your time. | want
to remind you that | will be audio recording the interview. If at any time during the interview process you need to
stop and take a break, please let me know and I will stop the recorder right away. If at anytime during the interview
you do not want to continue, please let me know and we will stop right away. Please know that everything you say
to me, including your name or other personal information, | won’t share with anyone else outside of my team. Please
feel free to ask any questions throughout our chat today. Before we begin, do you have any more questions for me?

Number |Questions Response Options

1. Background Questions
Let’s start with some background questions. Here, | will just as you to tell me about yourself and how you became
involved with Chrysalis. Again, please answer to the best of your ability. We can stop and take a break at any time,
and | would be happy to clarify questions as needed.

1.1 \Why do you go to Chrysalis? Open ended
1.2 How long have you been going to Chrysalis? Open ended — number
1.3 What are things you like to do at Chrysalis? Open ended

2. Questions about Chrysalis programming

Thank you for answering those question. Next, we will talk about some of the things you do at Chrysalis — recently
Chrysalis has started doing something different where they work with you to understand the things you want to do
and achieve. You might remember that you went through stages with a staff worker that include discovery, where
someone spent time with you or asked you what you want to do. Them you may have gone through a stage called
ideation where you brainstorm an activity that matches what you want to do! We would like to know how all of
that went for you at Chrysalis and if you were satisfied with the outcomes
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lAgain, please answer to the best of your ability. We can stop and take a break at any time, and | would be happy to
clarify questions as needed.

2.1 Do you remember the first time you talked to Chrysalis staff Open ended
about your goals or things you wanted to do?
2.2 Did you help Chrysalis staff choose things you wanted to try? Open ended
2.3 \Was it easy to talk to Chrysalis staff about your goals? Open ended
2.5 Did your programs at Chrysalis help you meet new people and |Open ended
try new things?
2.6 How happy are you with the way you talk to Chrysalis staff about @
your goals and things you want to do? sad
Not Sure
Happy ©
2.7 Do you feel listened to by Chrysalis staff? Open ended
2.8 \Would you change the way your goals are made? Open ended
2.9 Would you change any of the activities you do with Chrysalis?  [Open ended

3. Outcomes

Thank you for answering those question. Next, we will talk some of the outcome after working with Chrysalis and
your thoughts about that program as a whole. Again, please answer to the best of your ability. We can stop and
take a break at any time, and | would be happy to clarify questions as needed.

programs at Chrysalis?

3.1 \What are some of the goals that you have completed? Open ended
3.2 What has been your favourite thing that you did with Chrysalis? [Open ended
3.3 Has something surprised you when you set goals with a Chrysalis |Open ended
staff member?
3.4 Is there anything that was hard about making your goals with Open ended
Chrysalis staff?
3.5 Do you think everyone who does programs with chrysalis should |Yes
talk to Chrysalis staff about goals like you did? Do not know
No
3.6 Does making your goals with Chrysalis staff make you: Sad @
Not Sure &
Happy ©
3.7 Is there anything else you would like to tell me about your Open ended
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Documents Content Analysis Codebook

Level 1 ‘ Level 2 Level 3 Level 4

1. Process-Outcome Evaluation

The following themes aim to describe the HCD? intervention at Chrysalis, what HCD is, the process of HCD
implementation, and outcomes from the implementation of HCD at Chrysalis, including PAS? and
families/caretakers?, staff*, and organizational® outcomes.

1A: Barriers

This code aims to
capture factors,
internal or external,
that created barriers
(i.e., struggles, hiccups,
deviations, made more
difficult) to the
implementation of
HCD at Chrysalis.
Barriers are an
important facet of
process-outcome
evaluations and are
essential to evaluate a
program.

This code is not to be
coded alone but
instead should be
double coded,
meaning any text
coded in ‘Barriers’

L HCD is the abbreviation for Human Centered Design

2 PAS refers to the individual using the services that Chrysalis provides that have gone through HCD —i.e. an
individual with a developmental disability

3 Families/caretakers refers to the families or caretakers of PAS at Chrysalis that have gone through HCD,
therefore, they are not PAS themselves but have an invested interest in the PAS

4 Staff refers to Chrysalis employees

5 Organization refers to the Chrysalis organization only
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Level 1

Level 2

Level 3

Level 4

must also be coded in
another code/node

1B: Context around
implementation

‘Context around
implementation’ refers
to the external factors
that are associated
with Chrysalis and
Chrysalis’
implementation of
HCD and how those
factors influenced the
implementation of
HCD at Chrysalis.
Therefore, this code
aims to capture those
external factors.

Context: Covid-19

This code aims to
capture the
specific influence
of Covid-19 on
the
implementation
of HCD at
Chrysalis

1C: Description of HCD at
Chrysalis

This code aims to
capture ‘what’ HCD at
Chrysalis is/looks like.
This includes how HCD
was delivered and
if/what changes were
made to the delivery,
how often it was
delivered, the goals of
HCD at Chrysalis, and
who it was delivered
to.

Adaptations

This code aims to

Adaptations: Covid-
19

capture changes This code
made to the HCD aims to
process as it was capture
implemented at adaptations
Chrysalis in order specifically
to successfully related to
implement HCD. Covid-19/
These changes made
should still be in because of
line with overall Covid-19
HCD theory and
steps

Deviations Deviations: Covid-19

This code aims to
capture instances
where HCD was
not implemented
as planned. This
is not an
adaptation: it
may later have
turned into one
though. This
node is to

This code
captures
deviations
specifically
related to
Covid-19
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Level 1 Level 2 Level 3 Level 4

identify changes
when seen to the
implementation,
either on an
individual or
organizational
level.
Furthermore, this
captures changed
made to the HCD
process at
Chrysalis that are
not in line with
overall HCD
theory and steps.

Dose Intended

Were all phases
of HCD service
delivery delivered
and attended
(e.g., the number
planned vs.
actual)

Reach

This code
captures the
number of
individuals, both
PAS and staff,
that have gone
through the HCD
process at
Chrysalis

Fidelity

This code
captures whether
or not HCD was
implemented at
Chrysalis as it was
originally
intended

Fostering Innovation
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Level 1

Level 2

Level 3

Level 4

This code
captures
anything related
to Fostering
Innovation,
Chrysalis’ pilot
test of HCD

HCD objectives

This code
captures the
goals of HCD
from the outset —
i.e. the original
HCD plan

Chrysalis north star

Programming
hypothesis

Facilitate Best Self
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Level 1

Level 2

Level 3

Level 4

“HCD
provides us
the path for
us to become
our best & in
turn help
others around
us become
their best.”

Intended Outcomes of
HCD program

This code will capture
what Chrysalis
intended outcomes
were after
incorporating the HCD
program

e.g., [ID2]

We are optimistic that
a portion of our clients
will ultimately achieve
independent
employment, some will
be involved with
supported
employment, some
may create their own
small business, some
will be better able to
participate in
volunteerism in the
community and others
whose programs will
increase an overall
quality of life. Our
overall outcome is
inclusivity and
individualized
programs that assist
each client in reaching
their aspirations and
potential.

KPls

HCD process at Chrysalis

External Partnerships
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Level 1 Level 2 Level 3 Level 4
This code aims to This code
capture how HCD captures
is implemented external
and used at partnerships
Chrysalis Chrysalis
made and
Anytime PAS maintained to
have gone facilitate the

through the HCD
process should
be coded here
(among MANY
other things).
When code here
because a PAS
has gone through
the HCD process,
add an
annotation
suggesting which
phase the PAS
went through (for
example, this will
come up in the
PAS summaries a
lot).

HCD process
for their
organization,
staff, and PAS

Human Resources

This code
captures the
human
resources
required to
carry out the
HCD program.

e.g., [ID2]

The project will be led
by three (3) Human
Centered Design (HCD)
Specialists and
overseen by the Vice
President of Edmonton
Services and the
Manager of Social
Innovation.

Target PAS

This code
captures who
Chrysalis wanted
to go through
HCD

Integration of HCD into
Chrysalis Programs

This code
captures
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Level 1

Level 2

Level 3

Level 4

instances and
documentation
of when HCD was
integrated into
the services and
programs
Chrysalis offers

1D: Description of HCD
Generally

This code aims to
capture what HCD is
generally and outside
of Chrysalis, so what
HCD is NOT in the
context of Chrysalis

HCD principles and
philosophy

This code
captures the
general principles
and overarching
philosophy of
HCD independent
of Chrysalis

Infographic of HCD

This code
captures
infographics used
by Chrysalis
showing what
HCD is and its
overarching steps

1E: Facilitators

This code aims to
capture the factors,
internal or external,
that facilitated (i.e.,
aided, made easier,
promoted) the
implementation of
HCD at Chrysalis

This code is not to be
coded alone but
instead should be
double coded,
meaning any text
coded in ‘Facilitators’
must also be coded in
another code/node

Page 55




capture the process in
which Chrysalis
implemented HCD
throughout tis
organization

What Chrysalis
did to be ready
and how ready
they were to

implement HCD

runs/pilots of
HCD Chrysalis
performed in
order to
gauge process
and readiness

Level 1 Level 2 Level 3 Level 4
1F: Implementation of HCD Readiness for Testing HCD
implementation
This code aims to Test-

Resources associated
with HCD implementation

What resources
(i.e., funding,
specialized
personnel, etc.)
Chrysalis had and
utilized to
implement HCD

External communication
about HCD

How Chrysalis
communicated
what HCD was,
the HCD process,
and the potential
benefits of HCD
to individuals
(i.e., funding
agencies, families
of PAS) outside of
their
staff/organization

Intended

This aims to
capture how
Chrysalis
intended to
communicate
why and how
they were
doing HCD to
stakeholders

Internal Communication
about HCD

How Chrysalis
communicated
what HCD was,
the HCD process,
and the potential
benefits of HCD
to individuals
(i.e., staff, board
members, PAS)

Page 56




Level 1 Level 2 Level 3 Level 4
inside of their
staff/organization
Training
What was done
to train and
Chrysalis trained
their staff to
implement HCD
and use it with
PAS
1G: Mechanisms of Impact
This code aims to
capture why HCD is
working and
mechanistic links
between HCD process
and outcomes
1H: Outcomes Chrysalis Staff Outcomes
This code aims to The outcomes
capture all the produced by HCD
outcomes produced for Chrysalis staff
by/stemming from and that were
HCD at Chrysalis. expected
Outcomes can be for
PAS, PAS and Family Outcomes | Intended Successful Outcomes
families/caretakers of
PAS, staff, and for the The outcomes This code This code
Chrysalis organization. produced by HCD captures the captures the
Outcomes can be for the PAS and prototyped prototyped
positive or negative. their families and ideas for each ideas for a
that were Chrysalis PAS, PAS that
expected which are the were
intended successfully
outcomes of completed.
the HCD This is
process for therefore an
the PAS outcome of
HCD.
Items coded
in this can be Successful
coded in the outcomes
children are usually
codes of indicated by
‘successful comments
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Level 1

Level 2

Level 3

Level 4

outcomes’ or
unsuccessful
prototypes’
but do not
have to be.
This code is
for any
prototyped
idea for PAS
some of
which we
may not
know if the
prototyping
was
successful or
not.

behind the
prototyped
idea that say
“done” or
complete.”
For
example:
“#4- Hosting
a potluck
Completed-
she hosted a
get together
at her
apartment
onJuly 27,
2018.”
Another
example:
“Idea #1-
teach her to
set up her
work area so
she can be
more
independent
- Done! Task
added for
Faith’s
Contract
work.”

If something
is coded
here it
should also
be coded in
the
‘intended
code’

Unsuccessful
Prototypes

This code
captures the
prototyped
ideas for a
PAS that
were not
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Level 1

Level 2

Level 3

Level 4

successfully
implemente
d. Therefore,
they are not
an outcome
of HCD but it
is useful to
be recorded
here.
However,
they may
not have
been
successful
due to an
unexpected
consequenc
eor
outcome
from HCD,
so look out
for that and
code the
unexpected
consequenc
eor
outcome
accordingly
in the
proper
node.

If something
is coded
here it
should also
be coded in
the
‘intended
code’

Organizational Changes
and Outcomes

The outcomes
produced by HCD
for the Chrysalis
organization and
that were
expected
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Level 1

Level 2

Level 3

Level 4

Unintended
Consequences and
Outcomes

Unexpected and
Unintended
outcomes,
positive or
negative,
produced by the
HCD process at
Chrysalis, for the
PAS,
families/caretake
rs of PAS, staff, or
the Chrysalis
organization

11: Research and Evaluation

How and what did
Chrysalis research (in
relation to) HCD before
and during
implementation and
how Chrysalis
evaluated or planned
to evaluate HCD

Intended

The research and
evaluations
intended to do at
the start of and
throughout HCD

1J: Chrysalis Services and
Programs

The services and
programs Chrysalis
offers to PAS and their
families

1K: Timeline

HCD timeline at
Chrysalis: When and
length of time HCD
was/is
implemented/complet
ed at Chrysalis.

1L: Covid-19

This code is here to
centralize all the
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Level 1 Level 2 Level 3 Level 4

information/mention
of Covid-19 within the
Chrysalis documents

This code is not to be
coded alone but
instead should be
double coded,
meaning any text
coded in ‘Covid-19’
must also be coded in
another code/node

Chrysalis HCD - Interviews — NVivo Codebook

Level 1 ‘ Level 2 Level 3 Level 4

2. Process-Outcome Evaluation
The following themes aim to describe the HCD® intervention at Chrysalis, what HCD is, the process of HCD
implementation, and outcomes from the implementation of HCD at Chrysalis, including clients’ and

families/caretakers?, staff’, and organizational'® outcomes.

1A: Barriers

This code aims to
capture factors,
internal or external,
that created barriers
(i.e., struggles,
hiccups, deviations,
made more difficult)
to the
implementation of
HCD at Chrysalis.
Barriers are an
important facet of
process-outcome
evaluations and are
essential to evaluate
a program.

5 HCD is the abbreviation for Human Centered Design

7 Client refers to the individual using the services that Chrysalis provides that have gone through HCD —i.e. an
individual with a developmental disability

8 Families/caretakers refers to the families or caretakers of Chrysalis clients that have gone through HCD,
therefore, they are not clients themselves but have an invested interest in the client

9 Staff refers to Chrysalis employees

10 Organization refers to the Chrysalis organization only
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Level 1

Level 2

Level 3

Level 4

This code is not to be
coded alone but
instead should be
double coded,
meaning any text
coded in ‘Barriers’
must also be coded
in another
code/node

1B: Context around
implementation

‘Context around
implementation’
refers to the external
factors that are
associated with
Chrysalis and
Chrysalis’
implementation of
HCD and how those
factors influenced
the implementation
of HCD at Chrysalis.
Therefore, this code
aims to capture
those external
factors.

1C: Description of HCD at
Chrysalis

This code aims to
capture ‘what’ HCD
at Chrysalis is/looks
like. This includes
how HCD was
delivered and
if/what changes
were made to the
delivery, how often
it was delivered, the
goals of HCD at
Chrysalis, and who it
was delivered to.

Adaptations

This code aims to
capture changes
made to the HCD
process as it was
implemented at
Chrysalis in order
to successfully
implement HCD.
These changes
should still be in
line with overall
HCD theory and
steps

Fidelity

This code captures
whether or not
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Level 1

Level 2

Level 3

Level 4

HCD was
implemented at
Chrysalis as it was
originally intended

Objectives or Hope for HCD

This code captures
the goals of HCD
from the outset —
i.e. the original
HCD plan or the
hopes people had
for HCD

HCD process at Chrysalis

This code aims to
capture how HCD
is implemented
and used at
Chrysalis

Anytime clients
have gone through
the HCD process
should be coded
here (among
MANY other
things). When
code here because
a client has gone
through the HCD
process, add an
annotation
suggesting which
phase the client
went through (for
example, this will
come up in the
client summaries a
lot).

External Partnerships

This code
captures
external
partnerships
Chrysalis made
and
maintained to
facilitate the
HCD process
for their
organization,
staff, and
clients

Family-Caregiver
Involvement in HCD

This code
captures how
involved
families and
caregivers
were in HCD

Need for Improvement for

Better Communication

More Training

HCD Needed
Comments
This code captures Comments participants
areas of HCD and participants made about
its implementation made about staff
there needing needing
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implementation

Level 1 Level 2 Level 3 Level 4
that Chrysalis to be better more HCD
needs to improve communication training

around and
about HCD
Integration of HCD into
Chrysalis Programs
This code captures
instances and
documentation of
when HCD was
integrated into the
services and
programs Chrysalis
offers
1D: Fostering Innovation
This code aims to
capture all the
information about
Fostering Innovation,
the HCD pilot project
from 2015, that was
spoken about in
interviews
1E: Facilitators
This code aims to
capture the factors,
internal or external,
that facilitated (i.e.,
aided, made easier,
promoted) the
implementation of
HCD at Chrysalis
This code is not to be
coded alone but
instead should be
double coded,
meaning any text
coded in
‘Facilitators” must
also be coded in
another code/node
1F: Implementation of HCD Readiness for Testing HCD




Level 1

Level 2

Level 3

Level 4

This code aims to
capture the process
in which Chrysalis
implemented HCD
throughout tis
organization

What Chrysalis did
to be ready and
how ready they
were to
implement HCD

Test-
runs/pilots of
HCD Chrysalis
performed in
order to gauge
process and
readiness

Resources associated with
HCD implementation

What resources
(i.e., funding,
specialized
personnel, etc.)
Chrysalis had and
utilized to
implement HCD

External communication
about HCD

How Chrysalis
communicated
what HCD was, the
HCD process, and
the potential
benefits of HCD to
individuals (i.e.,
funding agencies,
client families)
outside of their
staff/organization

Internal Communication
about HCD

How Chrysalis
communicated
what HCD was, the
HCD process, and
the potential
benefits of HCD to
individuals (i.e.,
staff, board
members, clients)
inside of their
staff/organization

Testing HCD
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Level 1

Level 2

Level 3

Level 4

Test-runs/pilots of
HCD Chrysalis
performed in
order to gauge
process and
readiness

Struggles with
Implementation

What aspects were
difficult about
implementation
and where did
Chrysalis struggle

Staff Training

What was done to
train and Chrysalis
trained their staff
to implement HCD
and use it with
their clients

Likert Training
Questions

Code all
answers to
Likert training
questions here

1G: Mechanisms of Impact

This code aims to
capture why HCD is
working and
mechanistic links
between HCD
process and
outcomes

1H: Outcomes

This code aims to
capture all the
outcomes produced
by/stemming from
HCD at Chrysalis.
Outcomes can be for
clients,

Chrysalis Staff and
Organizational Outcomes

The outcomes
produced by HCD
for Chrysalis staff
and the whole
organization




Level 1

Level 2

Level 3

Level 4

families/caretakers
of clients, staff, and
for the Chrysalis
organization.
Outcomes can be
positive or negative.

PAS Outcomes

The outcomes
produced by HCD
for the PAS

Family and Caregiver
Outcomes

The outcomes
produced by HCD
for families and
caregivers

Likert Questions

Code all answers
to the outcomes
Likert Questions
here

Intended Outcomes

Outcomes staff,
families, and PAS
thought they
would gain from
HCD

Unintended Consequences
and Outcomes

Unexpected and
Unintended
outcomes, positive
or negative,
produced by the
HCD process at
Chrysalis, for the
clients,
families/caretakers
of clients, staff, or
the Chrysalis
organization

11: Introduction to HCD

How were staff,
families, and PAS
were first introduced
to HCD
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Level 1

Level 2

Level 3

Level 4

1J: Chrysalis Services and
Programs

The services and
programs Chrysalis
offers to their clients
and client families

1K: Service Delivery Prior to
HCD

How Chrysalis
delivered services
before the
implementation of
HCD

1L: Covid-19

This code is here to
centralize all the
information/mention
of Covid-19 within
the Chrysalis
documents

This code is not to be
coded alone but
instead should be
double coded,
meaning any text
coded in ‘Covid-19’
must also be coded
in another
code/node

1M: HCD Testimonials

This code captures
the praises Chrysalis
clients, caregivers,
families, and staff
have said about HCD
specifically

IN: Chrysalis Testimonials

This code captures
the general praises
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Level 1

Level 2

Level 3

Level 4

Chrysalis clients,
caregivers, families,
and staff about
Chrysalis as an
organization

10: Staff Background

Background
information on staff
for researcher
context

Current Role at Chrysalis

Length of Time at
Chrysalis

1P: Staff Skepticism about
HCD

This code captures
cases where staff
expressed being
skeptical of HCD

1Q: Staff Acceptance of HCD

When staff
participants
expressed their
initial acceptance of
and like of HCD and
why

1R: Family-Caregiver
Background

Background
information on
family
member/caregiver
for researcher
context (i.e., relation
to PAS, etc.)

1S: Family-Caregiver Initial
Reaction to HCD

Family and caregiver
feelings about HCD
when it was first
brought to them by
Chrysalis staff
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Level 1

Level 2

Level 3

Level 4

1T: Family-Caregiver Feelings
about HCD

Family and caregiver
overall feeling about
HCD during and after
implementation

1U: Family-Caregiver
Understanding of HCD

The amount family
members and
caregivers appear to
understand HCD.
(i.e., did they know
what HCD was?
Could they explain
HCD?)

1W: Family-Caregiver
Acceptance of HCD

Family and caregiver
expressions of
accepting HCD

1X: PAS Background

Background
information on PAS
for researcher
context (i.e., PAS at
Chrysalis for 5 years,
etc.)

1Y: PAS Recall-
Understanding-Feelings
about HCD

This code captures
anything to do with
PAS and their
memory,
understanding, and
feelings about HCD

PAS Happy with Current
Activities at Chrysalis

PAS expressions of
whether or not
they are happy
with their current
activities and
program at
Chrysalis

1Z: PAS Comfortability of
Communicating or Feeling
Listened to by Chrysalis Staff
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Level 1

Level 2

Level 3

Level 4

This code captures
PAS expressing they
are comfortable and
listened to by
Chrysalis staff

1AA: PAS Want for Change or
Displeasure

This code captures
when PAS expressed
unhappiness with or
wanting to change
their activities or
anything else at
Chrysalis
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