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Nearly half of all caregivers who provide help to older adults do so for someone living 

with Alzheimer's disease or another dementia. Caregivers of those with dementia indicate 

substantial emotional, financial and physical difficulties as a result of this work. This project 

implements user-centered design, rich storytelling, and user experience research to create a 

transmedia storytelling campaign to inform caretakers about how to best care for their loved ones 

at home. User interviews, location-based observations, and design thinking were used to create 

an initial low-fidelity prototype. User experience (UX) testing was then employed to gather 

feedback and then refine the product. Twenty-five participants were selected to test the first 

prototype, after their feedback was analyzed, a second prototype was developed. The System 

Usability Scale (SUS) and User Experience Questionnaire (UEQ) were administered after the 
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test, and the results were analyzed for patterns and discrepancies. Results showed that the user-

centered research and design approach was crucial to the success of the design. The prototype 

met the needs of the users and got positive results on every category. The prototype incorporated 

a transmedia storytelling campaign with a print booklet and a digital experience through social 

media accounts. The use of transmedia storytelling as an informative tool to engage users 

showed to be successful. Participants were eager to navigate the other components of the 

transmedia experience due to its storytelling nature. This paper details the design thinking 

process used to develop this project and reports results from user testing. 

Keywords: transmedia storytelling, design thinking, user experience design, media, 

communication, Alzheimer’s Disease, dementia, caregiver.  
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Understanding Alzheimer’s Disease 

Fifteen years ago my family was introduced to a new disease we knew very little about. 

My grandmother had been diagnosed with early-onset Alzheimer’s Disease. “What is that?” and 

“What is going to happen?” were the first questions that crossed my mother’s mind. The 

neurologist did his best trying to give her a brief summary of what the disease is about. He 

explained that it is a type of dementia, a memory loss process in which my grandmother would 

start losing cognitive abilities. It would eventually interfere with her daily life. The doctor also 

warned that she will forget our names, who we are and that eventually she will not be able to eat 

or dress by herself. A half hour after the diagnosis, my mother and my grandmother left the 

doctor’s office with a list of pharmaceutical treatments, a few brochures and absolutely no idea 

about how the family was going to confront the situation. At that exact moment, we all became 

caregivers without knowing it or asking for it. “Eighty-three percent of the help provided to older 

adults in the United States comes from family members, friends or other unpaid caregivers. 

Nearly half of all caregivers who provide help to older adults do so for someone living with 

Alzheimer's or another dementia” (Gaugler, J., James, B., Johnson, T. Marin, A. & Weuve, J., 

2019). 

Alzheimer’s disease is not part of the normal aging process. The percentage of people 

with this type of dementia is increasing dramatically. According to the Census of the Chicago 

Health and Aging Project (Hebert, L., Weuve J., Scherr P. & Evans, D., 2013) Alzheimer’s is the 

most common cause of dementia, and it affects 10% of the population older  than 65. The study 

also estimated that 5.8 million Americans of all ages will be living with Alzheimer’s disease and 
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other dementia in 2019. The symptoms of the disease usually develop slowly and get worse over 

time, becoming severe enough to interfere with basic tasks. At first, people have a hard time 

remembering recent events, though they might easily recall things that happened years ago. As 

time goes on, other symptoms can appear, including trouble focusing, a hard time doing ordinary 

activities, feeling confused or frustrated, dramatic mood swings, anxiety, and depression. 

Patients may feel disoriented, lost, confront physical problems, and have trouble communicating 

with others. Due to this health complications, Alzheimer’s patients require the constant care of a 

caregiver or health professional. 

For Latino families, caring for a family member or friend is one of the most important 

and rewarding activities. Helping that person we love so much is a reason for satisfaction and 

pride. According to a study by the National Alliance for Caregiving and the American 

Association of Retired Persons, Latino caregivers spend most of their income and 52% more 

time per week in the care of their loved ones compared to the rest of the population. “Nearly 44 

million people — or one in five adults in the United States — provide unpaid care to a family 

member or friend over 50. Latinos in particular face the greatest challenge as they are 21% more 

likely to care for a family member or a friend” (National Alliance for Caregiving, 2009).  

Although Latinos consider caring for their loved ones a natural part of life and something 

they have always foreseen, they are often not prepared to take on the most complex care. Taking 

care of a family member with Alzheimer’s disease requires so much more than monetary 

contributions. Caregivers need to cope with innumerable difficult situations, complications and 

emotions. “Family caregivers play an essential role in caring for patients with Alzheimer's 
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disease, but caregiving stress often leads to problems in caregivers' mental and physical health. 

Certain factors predict caregiver distress, such as the presence of patient behavioral problems and 

the nature of the caregivers’ social supports and coping responses” (Haley, 1997). 

For our family it was very hard to cope with my grandfather’s emotions and actions. He 

was the principal caregiver, and the number of responsibilities he needed to accomplish were 

incredibly challenging and overwhelming for him. Luckily, his whole family made a 

commitment to help him in multiple ways. Some of his sons helped financially. His daughters 

helped with the house and taking care of my grandmother a few days a week so that he could 

take a break and work. The whole family was struggling because they didn’t know how to take 

care of my grandmother or how to make her life better. However, the fact that they were all 

coping with the situation together made the emotional and physical burden a little better for all. 

Unfortunately that is not the case for every family member or caregiver. More commonly 

caregivers cope with this challenging situation alone.  

Nine years ago, Mirella Córdova Figueroa became a caregiver for her mother who had 

been diagnosed with Alzheimer’s disease. “Forgive me, I did not want to do this, I was 

desperate, I called my mother, but I did not see the way out. I am not a bad person, I took care of 

her for many years alone. Do not leave the caregivers alone because anyone can explode,” she 

told a local journalist (Hernández, 2019). In addition to battling cancer, recurrent severe 

depression and digestive failure, Mirella woke up every morning to give her mother the care she 

needed. Her burden became heavier when she saw herself alone, without any help or financial 

resources. “I looked after her for nine and a half years, I was desperate, I needed financial and 
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emotional help too.” On the morning of April 11, 2019, Mirella’s life changed forever. She 

stopped being her mother’s caregiver and was instead being sentenced as a criminal. “The crime 

occurred at 5:08 a.m. while she was about to change the disposable diaper to her mother, who is 

an Alzheimer's patient. Presumably when her mother started screaming she could not control the 

situation, which caused her to lose control” (Hernández, 2019). Cordova was arrested and 

charged with first-degree murder after bludgeoning her mother, 89-year-old Tomasita Figueroa 

Barreto, to death.  

Over time, patient care can become stressful, depressing and extremely overwhelming for 

caregivers. Physicians and other healthcare professionals should address the concerns of 

Alzheimer’s family caregivers because they play a crucial role in the optimal care of these 

patients. It is important to create an environment where family caregivers feel that they are 

prepared to handle the challenges, take care of their own health and look for help in the right 

places. Currently there are several organizations making an effort to communicate about 

Alzheimer’s disease symptoms, caregiving tips, available resources, research, national events, 

support groups and treatments. The Alzheimer’s Alliance in Puerto Rico and the global 

Alzheimer’s Association are some of the organizations making an effort to help caregivers and 

patients. In Puerto Rico the Alzheimer’s Alliance offers services that include monthly 

educational lectures, support group meetings, a phone hotline, private consultations, a video and 

research library and support during the advancement of the disease. 
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Information is available, however it is not reaching family caregivers as well as it should. 

Families still have difficulty finding information about how to take care of a patient at home. 

Some caregivers don’t even know that this type of information exists and its available on the 

web. Puerto Rican caregivers also confront a different problem, the majority of the information 

available is in English and hidden in numerous pages on a variety of websites. One in three 

caregivers (34 percent) is age 65 or older, which means that not everyone of them will be 

proficient at navigating the web. In Puerto Rico, older generations are more proficient at using 

the Facebook app than navigating the web. In this case it is extremely important to take into 

consideration the different components of the target audience. The strategy used by these 

organizations needs to be reinforced and redesigned to efficiently help the patients and, more 

importantly, their caregivers. How can we inform family-member caregivers about how to take 

care of a patient at home? How should the information be prioritized? What type of media will 

be necessary to engage the target audience efficiently? These are some of the questions that this 

project will address. 

Research for this project includes a literature review, design thinking sessions, expert 

interviews, stakeholder interviews and observational research. Based on the data gathered from 

multiple sessions, observational research and interviews, a prototype of a transmedia campaign 

was developed. The design of the prototype incorporates a printed booklet and a social media 
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campaign that includes pragmatic information for caregivers delivered through transmedia 

storytelling.  

 This project explores how strategic communication in the form of a transmedia 

storytelling campaign can help inform family members about how to take care of an Alzheimer’s 

disease patient at home. The resulting campaign strategically delivers important caregiving 

information to those in need of support. Results show that participants will feel prepared to 

handle most of the challenges of caregiving, take care of their own health or look for help in the 

right places. 

Literature Review 

Support for Alzheimer’s Disease Caregivers 

Alzheimer's disease takes a devastating toll on caregivers. Caregivers of those with 

dementia, compared to those of older adults, indicate more substantial emotional, financial and 

physical difficulties. Based on Mirella Cordova’s story and my own family experience, 

caregivers lack accessibility to strategies that could help them to lessen the burden of caregiving 

and to take care of their own health. Psychosocial interventions can be a practical and successful 

solution to this problem. “Psychosocial interventions for mental health and substance use 

disorders are interpersonal or informational activities, techniques, or strategies that target 
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biological, behavioral, cognitive, emotional, interpersonal, social, or environmental factors with 

the aim of improving health functioning and well-being” (England et al, 2015). Caregivers value 

written information about the disease, but intensive and individualized psychosocial 

interventions tend to be more effective for their process. When information is being compiled for 

distribution to the public it loses its ability to be individually empathetic. It is very difficult to 

individualize written information. However, there are other forms of communication that can be 

used to connect with the target audience on a deeper emotional level. Information is valuable, but 

when is not transmitted effectively it can become meaningless. To connect with family members 

as caregivers, the existing information needs to be transformed so that it targets their emotions, 

actions and behavior. One of the best ways to connect in these ways with the audience is by 

using stories. Storytelling can directly connect the teller with the audience. “Storytelling is 

important because that’s how we’ve evolved to learn. “As the video game designer and writer 

James Wallis puts it, ‘Human beings like stories. Our brains have a natural affinity not only for 

enjoying narratives and learning from them but also for creating them.’ In the same way that 

your mind sees an abstract pattern and resolves it into a face, your imagination sees a pattern of 

events and resolves it into a story” (Gottschall, 2012). Storytelling is effective at teaching in a 

way that people can easily remember, and at helping people relate and connect with each other.  
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The audience of this project is composed of different demographics. In order to connect 

with all of them we would need to understand how family caregivers find information and how 

they navigate different media channels. When narratives are distributed expansively through 

multiple media they become what scholars (Jenkins, 2003, 2006b, 2009a, 2009b; Kalinov & 

Markova, 2017; Moloney, 2012, 2015; Pratten, 2011; Rose, 2011; Ryan, 2014) describe as 

transmedia storytelling.  

Transmedia Storytelling 

Transmedia storytelling is the technique of telling a story across multiple platforms and 

formats. It involves creating content that engages an audience through unique pieces of content 

in each channel. Importantly, these pieces of content are not only linked together, but are in 

narrative synchronization with each other. Whether it’s a comic, novels, games or a film, each 

media piece should function as a standalone story experience. Transmedia storytelling can be 

described as a jigsaw puzzle where each piece contributes to the larger image. In transmedia 

storytelling, each story contributes to a larger narrative. This storytelling structure is fueled by 

the convergence of once siloed media. 

 Convergence Culture: Where Old and New Media Collide by Henry Jenkins (2006a) 

discusses the relationship between three concepts: media convergence, participatory culture, and 

collective intelligence. Convergence is the flow of media content across multiple media 

platforms, the cooperation between multiple media industries, and the migratory behavior of 
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media audiences. Participatory culture is the term used to describe media participants who 

interactively consume media while also producing their own. The audience that was once 

conceived of as spectators is now producing and interacting with the media content in any way 

they want. The third concept is collective intelligence which often entails an interactive, 

participatory rather than a passive media culture, where users are engaging actively with each 

other and the material. 

Transmedia storytelling is a strategy to converge old media channels and new digital 

platforms to distribute story narratives that will engage consumers and prompt them to 

participate and contribute. With the aim of achieving this, the project will distribute information 

across multiple media to inform often elderly family members about ways to care for 

Alzheimer’s disease patients at home. In Puerto Rico, the site for this project, the majority of 

elderly audiences interact mostly with old media, such as newspapers and television. This is 

changing, however. A growing number of them now use new media, such as Facebook, as well. 

The principle channels used by the target audience of this project are television, newspapers, and 

Facebook. Across the U.S., from Puerto Rico to Alaska, smartphones and their instant access to 

social media are incredibly popular, even among older generations. 

Even though elderly people use both old and new media, they still behave as passive 

consumers. They consume content and share it with friends. To succeed, this project will need to 
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prompt older generations to not only consume content, but to interact with it and contribute to it. 

This challenge requires not only understanding older generations and their actual behavior as 

consumers, but careful transmedia design. 

Spreadability 

Another component that needs to be taken into consideration is spreadability. In 

Spreadable Media: Creating Value and Meaning in a Networked Culture, Jenkins, Ford and 

Green (2013) explain why and how media spreads. They define spreadable media as an 

“emerging hybrid model of circulation, where a mix of top-down (corporate-driven) and bottom-

up (consumer-driven) forces determine how material is shared across and among cultures in far 

more participatory ways” (2013, p.1). They also sought to explain the rapid and widespread 

circulation of media content through analyzing the social motives of those who are actually 

doing the spreading. It is important to engage consumers, evoke meaningful participation, and to 

design for spreadability. Audiences are now using media to forge connections with each other, 

mediate social relations, and make meaning of the world around them. Through the 20th century 

the audience was understood as made up of passive consumers. Their only function was to 

receive the messages and information that brands and mass media corporations distributed 

through television, radio, newspapers and magazines. Now, however, the audience not only 

receives media messages, but it has the power to transform the material through active 
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production or through critique and commentary. Interactive 21st century media better serves the 

public’s social and expressive needs. “Spreadability” refers to the potential — both technical and 

cultural — for audiences to share content for their own purposes, sometimes with the permission 

of rights holders, sometimes against their wishes” (Jenkins, Ford & Green,2013, p.3).  

There are three strategies that will help designers to create spreadable content. The first is 

overproduction and formatting. “Television, film, and recording industry executives all work in a 

universe in which they know full well that more than 80 percent of what they develop and create 

will fail commercially. The key problem is that they don’t know which 10 to 20 percent might 

actually succeed” (p. 197). Overproduction gives the companies the opportunity to produce far 

more creative goods than might succeed and then see what works. “Despite this, the best 

response remains relying on formatting; the best way to predict new success is to build on past 

success” (p. 197). Creating content modeled on past successes will increase the possibility of 

creating successful content in the future. The second focuses on the technical and strategic 

considerations that can increase the chances content might be spread. Jenkins, Ford and Green 

suggest that in order for media to be spread it has to be available when and where audiences want 

it. It needs to be portable, easily reusable in a variety of ways, relevant to multiple audiences, and 

part of a steady stream of material. In other words, it must take into consideration the audience 

needs, wants, and how to make it easy and pleasurable for them to interact with the content (p. 
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197-98). And finally the third strategy is about creating material that people want to spread and 

circulate around media. “One thing that is clear: people don’t circulate material because 

advertisers or media producers ask them to, though they may do so to support a cause they are 

invested in” (p.198). This requires us to understand a person’s or a community’s motivations and 

interests to design content that is meaningful for the audience. “Audiences constantly appraise 

media offerings, trying to ascertain their potential value as resources for sharing” (p.198). 

Stories become meaningful when people relate to them, feel empathy, compassion or 

other emotions. A story should engage the audience and inspire participation. It is important to 

understand to whom the story is being told, what their needs are, and how they interact with the 

media presented to them. For the purposes of this creative project, the audience will be 

composed by Alzheimer’s disease patients and family-member caregivers.  

Alzheimer’s Disease Care 

Two books written to inform dementia patient care serve both to inform this research and 

provide supplementary materials for caregivers engaging with this project. Mace & Rabins’ 

(1991) The 36-Hour Day: A Family Guide to Caring for Persons with Alzheimer’s Disease, 

Related Dementing Illnesses, and Memory Loss in Later Life is a consumer dementia care guide 

that helps family members address the challenges of the disease and simultaneously cope with 

their own emotions and needs. The book discusses how good patient care can improve the lives 
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of patients and slow the progression of their disorder. The authors identify and resolve problems 

that emerge at various points of transition in the course of this illness. It has provided coherent 

support, helpful directions and comfort to families and friends of people diagnosed with  

Alzheimer's disease. “Although nothing can be done to cure some illnesses that cause dementia, 

much can be done to make life easier for caregivers and the person who has dementia” (p.23). 

The more caregivers know about the disease, the more effective they will be creating strategies 

to cope with the patient’s behavioral symptoms. Given the fact that this project will be targeted 

to caregivers as family members, the information in this book will be analyzed and incorporated 

in some parts of the transmedia campaign. Chapters three “Behavioral symptoms in People who 

have dementia,” five “Problems arising in Daily Care” and 13 “Caring for Yourself” will form 

the basis of the campaign that will also be supported by caregiver experiences and exemplary 

stories. These chapters incorporate strategies that will teach caregivers how to cope with the 

patient behavioral changes, how to communicate with them, what to incorporate in a daily 

routine, and how to take care of themselves.  

Newmark & Geiger’s Chicken Soup for the Soul: Living with Alzheimer’s disease and 

other dementias (2014), though a consumer-oriented self-help book, informs this research 

through information and solutions similar in their goals to mine. It also provides an extension of 

this transmedia project when suggested to caregivers as another resource. This book is a 
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collection of stories that share information, compassion and advice to people living with 

Alzheimer’s disease or other dementias. It was produced in collaboration with the Alzheimer’s 

Association, and offers 101 stories from professional and family caregivers.  

Families or individuals impacted by Alzheimer’s disease know that it is very important to 

have access to coping strategies in order to move forward after the diagnosis. Chapter 3 of this 

book “Strategies and Tips for Coping” features insightful and useful tactics for daily care and life 

with the disease. “Managing with Mom” is one of the stories that provides handful insight on 

how to use specific strategies to make life easier for the patient and the caregiver. It also shows 

that it is important to be patient and persevere through every challenge that Alzheimer’s disease 

might bring. Denise Marks shares the story of when her mother-in-law arrived to stay at their 

house and visit her grandchildren in spring 1996. “I knew she loved working with plants and 

flowers, so pruning the dormant plants seemed a perfect task for her. I paraded her around the 

yard like she was some kind of master mind… but it was evident that I needed a better plan. I 

refused to let the disease have the upper hand. Once again, we walked the perimeter of the yard, 

this time with a spray can. ‘Ok, cut back any plant sprayed with red paint. If you don’t see red, 

don’t cut.’ ‘I can do that.’ She replied. And it worked!” (p. 72). Fred Kinsinger writes about how 

he created a special clock for his wife, one with only the hour hand, a gift that solves a practical 

challenge while also serving as a symbol of his love. “I’ve developed a solution that seems to 
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work. I bought a battery-powered wall clock and removed the second hand and the minute hand. 

She has become aware that although the remaining hour hand appears stationary, it does in fact 

move with time. Now I can put a piece of tape at the location will be when it’s dinner time or 

bedtime, and she can check it occasionally to see that the hour hand is approaching a designated 

time” (p. 63). Some of the caregiving and coping strategies in this chapter, will be used as an 

example of how the experience and the stories of others can both inform and evoke empathy. 

Using the strategies and stories in this book in conjunction with stories of current Puerto Rican 

caregivers will make the information of the campaign meaningful and valuable.  

Methodology 

The final design for the transmedia storytelling campaign was developed after an 

extensive process that included a literature review, two design thinking sessions in Puerto Rico 

with five participants each, observational research at an assisted living residence, expert 

interviews with two professional caregivers, interviews with five former caregivers and iterative 

usability and user experience tests with 25 participants. It is worth noting that Puerto Rico is a 

small territory with a relatively small population and, due to its distance and traveling 

requirements, recruitment was more complicated than it would have been in the U.S. As a result, 

participant numbers are modest. This project used a user-centered approach to addresses 
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audience and stakeholder requirements. Ten former and current caregivers were recruited to 

participate on design thinking sessions and stakeholders interviews. The group of 25 participants 

recruited for user experience tests was composed by former, current caregivers and people who 

have been in contact with the disease from the distance, such as caregiver siblings, spouses or 

husbands. 

Design Thinking 

The first design thinking session was conducted with a group of five individuals 

composed of current caregivers. The second session was conducted with another group of five 

participants, in this case, former caregivers. Design thinking is a solutions-based approach to 

problem solving. It employs a collection of brainstorming strategies that revolve around a deep 

interest in understanding the people for whom a product or service is being designed (Dam & 

Siang, 2018). Participants were given prompts designed to gather information about what 

information is important to have and where it should be displayed. After both sessions, the data 

were analyzed for key themes. User personas and user journeys were developed to map different 

paths people could take to be immersed in the transmedia storytelling campaign. 

Expert Interviews 

Interviews were conducted with two professional caregivers currently working at assisted 

living organizations. They were asked questions, outlined in the Results section, about what 
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strategies and activities they use that can be incorporated in the daily routine of a family 

caregiver. 

Observational Research 

Observational research was conducted at La Posada Assisted Living — La Via Memory 

Care, in Tucson, Arizona. La Via Memory Care offers an optimal setting for those individuals 

challenged by Alzheimer's disease, dementia or another memory disorder. Empathy observations 

were employed to understand what strategies professional caregivers use to communicate with 

patients and how they structure a daily routine that help with the mental and physical health of 

the patients. Two professional caregivers were observed as they cared for 17 Alzheimer’s 

patients over a period of two days. Both worked an 8-hour shift from 7 a.m. to 3 p.m. and 

incorporated strict daily routines and caregiving strategies for the comfort and benefit of patients.  

Interviews with Stakeholders 

Five former caregivers were interviewed in Puerto Rico to understand what information 

is currently available for caregivers, where they get the information and what information they 

think is important but is not easily accessible. In addition, they were asked which types of media 

they use and how they would like to receive the information necessary to take care of the family 

member at home.  
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Prototype Development 

A prototype transmedia campaign was developed based on the information gathered from 

design thinking sessions, observational research, expert interviews and stakeholder interviews. 

The main part of this transmedia campaign is a booklet with information about caregiving tips, 

and where to find help and support groups. The second part of the transmedia campaign will lead 

users to social media accounts (Facebook, Instagram and Youtube) with more information about 

caregiving tips, support groups and related stories and news.  

After the first prototype was developed, a task-based usability study was conducted with 

25 current or former family-member caregivers and people who have been in contact with the 

disease from a distance. The participants ranged in from 23-75 years old. 

Users were asked to complete a series of tasks while engaging with the prototype and 

were given two surveys afterward: the User Experience Questionnaire (UEQ) (Schrepp, 2015) 

and the System Usability Scale (SUS) (Brooke, 1996). Participants were instructed to navigate 

the print booklet, read the information inside and explore the social media accounts. The 

feedback gathered from the first prototype was used to revise and improve the quality and 

fidelity of the second prototype. 
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Representation of the Project 

Research Results 

Design Thinking Results. 

During the design thinking sessions participants stated that it was very important to keep 

in mind the caregivers because the burden is extremely overwhelming for them. Participants also 

reported where and how they looked for information about the disease, strategies and caregiving 

tips. The following list summarizes the participant key points: 

● Where people learn about Alzheimer’s and caregiving tips: internet, brochures, television 

(special program about Alzheimer’s disease), support organizations, the doctor.  

● Things to consider: caregiver mental health, medicines, how to deal with aggressive 

behavior, where to find help.  

● What type of mass media is preferred: Facebook, television (news or special 

programing), YouTube. 

● What situations were difficult: dealing with patient hygiene, splitting the caregiving 

responsibilities between the family members, accepting and understanding the diagnosis, 

coping with wandering at night, securing the house to make it safer for the patient.   
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Expert Interviews Results. 

Expert interviews provided valuable insight on what strategies can be useful to caregivers 

at home, as well as how they react to troubled behavior.  

Questions and responses: 

1. What strategies used in La Posada Assisted Living Care can be incorporated in the daily 

care of patients at home? “It is extremely important to plan a daily routine. The routine 

should incorporate entertaining activities, physical activities, rest and meal times.  We 

also learned several methods to communicate with an Alzheimer’s patient” (Expert 1). “I 

think that every caregiver should know these methods. Sometimes we see how family 

members talk to the patient, they start correcting them, telling them that that they already 

said that or bringing out that the person forgot what just said and that is the worst way to 

communicate around an Alzheimer’s patient” (Expert 2). 

2. What does a day at La Via Memory care is like? “Well first, the nurses help the patients 

on the last stages with their hygiene on the morning. Then we gather all patients to have 

breakfast in the communal lunch area. After that we allow them to choose activities, we 

have different caregivers for each activity. We do reading, games, arts and crafts, and 

other groups” (Expert 1). Besides the activities that the caregivers offer everyday, several 

times a week they separate time for entertainment from an outside source — a theater 
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group, musicians, movie day, comedians and more. They also offer three meals a day and 

snacks to patients who need or want them. Patients in the early stages are given the 

opportunity to cook for themselves with supervision if they want to do so. 

3. What things are important to consider or have in mind to take care of an Alzheimer’s 

patient? “Patience is the key to take care of a family member with Alzheimer’s, patience 

and a lot of love” (Expert 2). “It is important to find help, you will need time to de-stress. 

Patients will get anxious or irritable because they are lost, they don’t understand what’s 

going on and they can’t control it. Therefore, don’t take anything personal. The patient is 

not mad at you, if they scream or get angry is not because of you and is not your fault 

either. Give them time and then ask how you can help” (Expert 1). 

4. How to deal with aggressive behavior? If a daily routine is incorporated into patient care 

the aggressive behavior will diminish. The amount of troubled behavior cases is very low 

at La Via Memory Care. “Patients are so focused on enjoying the activities that they 

usually don’t feel angry or anxious. We usually have situations where patients come to us 

worried because they think someone is stealing from them. In those cases we listen to 

them and help them look through their belongings. We also help them to report it to the 

office so that they think that we are taking care of the situation. After that they feel better, 

relaxed and keep participating in the different activities” (Expert 1). 
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5. Do you provide non-pharmaceutical treatments to the patients? “La Via Memory Care 

does not offer non-pharmaceutical treatments. Despite that, once in a while some doctors 

visit to try musical therapy, art therapy, cognitive-language training or other methods 

with patients” (Expert 2). 

Stakeholder Interview Results. 

Stakeholders were interviewed to gain insights on what information is important for 

caregivers, and to gather stories or anecdotes from caregivers and family patients.  

Questions: 

1. What information did the doctor give you after the diagnosis? After the diagnosis the 

doctor didn’t give the family members information about caregiving tips or support. 

“Nothing. He just said that Alzheimer’s was going to cause her to lose her memory, that 

we needed to unite as a family” (Participant 4). Another participant said “He gave us a 

brochure that had information about what was Alzheimer’s and another brochure with 

information about the medicine they were going to try with my dad” (Participant 2). 

2. Where did you look for more information? Participants answered that they looked on the 

internet for more information about the disease and about what was going to happen to 

their loved ones. All participants stated that they only looked for information during the 

first weeks after the diagnosis. Throughout the disease they managed however they could 
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without guidance or knowledge of any strategies for caregiving. “After we learned that 

she was going to start to lose memory, not recognize us, forget to eat, we just started to 

try to help and we didn’t allow her to do much because we were scared that she might 

hurt herself” (Participant 4). 

3. What information is important to know in order to take better care of the patient at 

home? Topics reported by participants were diverse and complex. The following is a 

summary of information that is important to current and new caregivers of patients with 

Alzheimer’s disease:  

● How to communicate with the person: “We can’t shout at them, talk to 

them harshly or contradict them” (Participant 1). 

● How to manage the patient when they become aggressive and try to hit the 

caregiver: “My father used to spit, hit the doors and be aggressive with us and we 

knew that he couldn't control it, but we didn’t know how to manage the situation” 

(Participant 3). 

● How to deal with the frustration and the denial of other family members 

that are also caregivers: “My sister was the main caregiver of the family and she 

was very difficult to deal with. She was extremely overwhelmed with the situation 

and she wanted to put my mother in an asylum. We had to fight her for months, 
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she loved my mom, but when she was in that state she became irrational. I believe 

she needed professional help” (Participant 4). 

● How to try to let her be independent and not become overprotective of her 

and the home: “My father tried to escape a few times, we had to put extra security 

on doors and gates. We hid every delicate ornaments, knives and basically 

everything that could become a threat to him in case he forgot how to use it” 

(Participant 2). 

4. What strategies were used to take care of the patient 24 hours a day? “We divided the 

days between my brothers and sisters. When none of us could assist, a neighbor would 

visit and stay for a few hours. We decided to pay her as if she was a nurse or a 

housekeeper. (Participant 1) “My father would mainly take care of her and we visited 

when we had time and help him to clean, to take care of her, we took them on several 

trips to visit other family, church, the doctors, etc.” (Participant 5). 

5. Share an anecdote and what strategies were used to deal with the situation. In this part of 

the interview, participants shared their stories of things they experimented as caregivers. 

They will be used in the transmedia storytelling campaign. For example: “One of the 

things that I will always remember is the problem with the mirrors. She started saying 

that a woman was in the room always looking at her. My father would walk in the room 
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several times to make sure it was not an intruder, but no one was there. We started to 

think that it could be hallucinations from the pills, it turned out to be the mirrors. She 

couldn’t recognize herself in the mirror and she thought it was another woman looking at 

her. We had to hide all the mirrors in the house.” (Participant 1) 

 

Observational Research. 

Observational Research at La Posada Assisted Living — La Via Memory care yielded the 

following themes: 

● The Assisted Living care facilities use calming music and soft voice tones with patients.  

● Every patient follows a routine, they have the opportunity to choose the activities they 

like. 

● Patients loved the games. They even had tournaments and exclusive groups or clubs for 

different games. The disease didn’t affect their ability to play, not even games with some 

cognitive challenges. 

● Everytime caregivers establish a conversation with patients, they try to stimulate the use 

of past memories and facts.  

● The facilities are designed with open spaces so that patients don’t get lost looking for a 

room.  
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● Plain designs are used everywhere, even on the tableware. Elaborate designs and colors 

distract patients. 

● Exercise time is crucial to keep patients healthy. It doesn’t have to be complicated, but a 

few minutes of simple exercise per day will help to prevent a patient from being 

bedridden.   

The information gathered from this user-centered research was key to the development of 

the design. A structured daily routine, strategic communication and activities as treatment or 

entertainment were some of the valuable caregiving strategies discovered through observational 

research.  

First Prototype 

The first prototype represents a transmedia storytelling campaign with valuable 

information for family members who take care of an Alzheimer’s patient at home. The principle 

part of the first prototype is a print booklet with information on a daily routine, games and 

activities as treatment, support organizations, caregivers mental health tips, better methods to 

communicate with the patient, how to deal with aggressive behavior, and how to interact with the 

other transmedia storytelling components. On the last page of the booklet, users are encouraged 

to interact with the transmedia content by connecting with three different social media accounts: 

Facebook, Instagram and YouTube.  The Facebook account carries information about the latest 

news for caregivers as well as non-pharmaceutical treatments that are available. On Instagram, 
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current and former caregivers will share their stories with advice on how to cope with the 

responsibilities of a caregiver at home. It will also be a platform where family caregivers can 

interact with each other and share their own stories. Posts created by the project producers will 

show a caregiving story gathered through journalistic interviews, and a fitting image that may 

reveal the identity of the caregiver if a signed release is obtained but not patients who are 

incapable of granting this permission. If a release is not available, unidentifiable images will be 

used. Caregivers will also have the opportunity to send their stories to the project through email 

after signing a release of liability and permission for the identity of anyone other than the patient 

to be used. Caregivers can contribute on their own accounts through the use of the hashtag 

#cuidadoresenlafamilia. The YouTube account will inform current caregivers about how to deal 

with specific situations through a series of videos where the storytelling will incorporate the tips 

and strategies from which caregivers can benefit. Prototype materials are presented in Spanish to 

best serve the Puerto Rican community. 
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Figure 1. First Prototype Images. Above left is an image of the cover page for the print 

booklet. This page contains the titles of all the information that will be included inside. Above 

right is an overview of the “Daily Routine” page where caregivers have a module of how they 

can structure a daily routine for their loved ones.  

 
 



 

SUPPORTING CAREGIVERS 34 

 

 

Figure 2. First Prototype Images 2. Above left is an image of the “Activities as 

treatments” page. Caregivers can choose an activity that better suits the personality of the patient 

and use it as entertainment or as a non-pharmaceutical treatment to keep the brain active. Above 

right, is a “More information” page. This page informs about the different social media accounts, 

how to access them and what other information they can encounter on each.  
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Figure 3. Social Media Account Images. Above left is a representation of the YouTube 

channel which includes a series of videos that will incorporate caretaking tips through exemplary 

stories taken from caregiver anecdotes and experiences. Above right is an image of the Facebook 

page, where caregivers will find the latest news about Alzheimer’s disease treatments, support 

groups and caregiving strategies.  

First Prototype Results 
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The research approach used for this project helped to provide an understanding about 

what strategies, tips and non-pharmaceutical treatments are useful to take care of a patient at 

home. At the same time, the information gathered helped with the understanding of what 

information is currently available for family members as caregivers, where they received 

information about it and their process to look for more information, help and support.  

 
Prototype Tests Analyzed Data. 

Twenty-five participants reviewed the first prototype and completed the UEQ and SUS 

tests to provide feedback about the design and usability of the transmedia campaign. This 

process was key in developing the second prototype which improved the usability and aesthetics 

of the design.  
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Figure 4. User Experience Questionnaire (UEQ) Results. This table illustrates how 

participants rated the paper prototype using the UEQ, which judges a product based on 

attractiveness, perspicuity, efficiency, dependability, stimulation and novelty. On this scale, 

anything lower than -0.8 is a negative evaluation, from -0.8 to 0.8 is a neutral evaluation and 

anything above 0.8 is a positive evaluation. Results showed that the prototype had a positive 

evaluation in all categories. On each category the results were above the 2.5 scale: Attractiveness 

(2.917), Perspicuity (2.863), Efficiency (2.713), Dependability (2.575), Stimulation (2.863), 

Novelty (2.813). 
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Figure 5. The System Usability Scale (SUS) Scores: This table shows a breakdown of 

how each of the 25 participants rated the prototype. A SUS score above a 68 is considered above 

average, and anything below 68 is below average (usability.gov). SUS scores were averaged, 

yielding a single SUS score of 93.7.While SUS was only intended to measure perceived ease-of-

use (a single dimension), recent research (Lewis & Sauro, 2009) shows that it provides a global 

measure of system satisfaction and sub-scales of usability and learnability.  

 
Participants were also interviewed after the SUS and UEQ tests and a few observations 

and key themes emerged: 

Theme #1: In some pages the letters were too small. 13 out of 25 participants stated that 

the letters were too small and consequently they had trouble reading the content of the booklet. 

One participant stated “If this is for older people, letters need to be bigger to make it easier for 
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them.” Another participant noted “The letters are too small for me, I will need to use my 

glasses.” Participants agreed that not all letters were small, they had trouble with the pages that 

presented more content.  

Theme #2: More instructions to access the social media accounts. The booklet gave 

information about links to each different social media account but it lacked information about 

how to download the app, access through the web or create an account.  

Theme #3: Information about nutrition and a healthy diet for the patient. One of the 

questions resulted in participants giving opinions about what other information is important and 

should be part of the booklet. Three participants thought that information about a diet or nutrition 

tips would be helpful for multiple reasons. One participant remarked, “First, some patients 

confront digestive problems caused by the side effects of medicines. On the other hand, balanced 

nutrition will guarantee that the patients have all the proteins and vitamins the body needs to be 

healthy.” 

Theme #4: I would feel prepared to take care of a patient at home. All the participants 

interviewed acknowledged that they felt prepared or even more prepared to take care of an 

Alzheimer’s disease patient at home after reading the booklet and interacting with the 

information on the social media campaign.  
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Second Prototype 

After analyzing the test results of the first prototype a few key themes emerged. Some 

participants stated that the aesthetic design of the print booklet needed to be more attractive and 

designed for ease of use by elderly persons. The size of pages and fonts caused difficulties for 

readers. Others suggested that information about the patient’s nutrition was also important and 

valuable for caregivers. Based on their feedback, a second prototype was developed to increase 

the usability of the system and to improve engagement with a better aesthetic design. The second 

prototype offers a considerably larger booklet with information about games and activities as 

treatments, a daily routine, support organizations, caregivers mental health, methods to 

communicate with an Alzheimer’s patient, how to manage aggressive behavior, patient nutrition 

and how to connect with the other transmedia storytelling campaign components. The other part 

of the transmedia campaign offers three active social media accounts on Facebook, Instagram 

and YouTube under the name of “Cuidadores en la familia” (Family Caregivers). Currently, the 

Facebook account carries information about the latest news for caregivers and what non-

pharmaceutical treatments are available. Instagram is used to share the stories of current and 

former caregivers and how they coped with the different situations. The YouTube channel 

includes one video about how to manage the different obstacles that an Alzheimer’s patient may 

encounter while cooking. Those who interacted with the transmedia storytelling campaign by 

navigating through the social media accounts will also have the opportunity to download a digital 

version of the informative booklet.  
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Figure 6. Second Prototype Image. Above left is an image of the cover of the second 

prototype booklet with the topics included. The image above right represents the “Help” page, 

where users will have information about the organizations willing to help caregivers and patients 

and provide them with information and other services.  
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Figure 7. Second Prototype Images. The image above left represents the “Physical 

activities” page where users have the opportunity to choose which activity is better for the 

patient and his or her abilities. Above right is the games page where users can choose which 

game to incorporate into their daily routine as an entertainment activity or as treatment.  
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Figure 8. Active Social Media Accounts. Both images are a representation of the 

currently active social media accounts. Instagram, above left, shows an image with a caregiver’s 

story and how he coped with the situation. The facebook account shows the latest news about 

Alzheimer's disease caregiving and how users can benefit from that information.  
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Figure 9. Mini Series — The Kitchen Video. Above are screenshots of scenes from a 

video episode in which this family (Mother and son) provide input on how to address safety 

issues in the kitchen. 

With these new changes caregivers have a better and more functional aesthetic design 

targeted for the elderly population. Users will also have more strategies and information that will 
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cover almost every aspect of the daily care of a patient with Alzheimer’s disease. The first video 

of the series to be published will address caregiver questions about how to cope with situations 

around the kitchen, how to make sure it is safe for the patient and how to let them help without 

overwhelming them with responsibilities.  

 

Discussion 

This transmedia storytelling campaign was created to address the struggles that family 

members as caregivers confront every day. Family-member caregivers are often not prepared to 

take the best care of a patient at home. They lack resources, support and information that guides 

them in offering the best care to their loved ones and to maintain their own health. Caregiving in 

general can be overwhelming, stressful, depressing and painful. For those who don't possess the 

right tools or strategies to cope with the situation, the burden is even heavier.  

This project was designed to represent a solution to this problem through design thinking, 

transmedia storytelling and user experience design. It combines the use of print media (a print 

booklet) and digital media (social media accounts). These materials inform family members and 

caregivers about games and activities as treatments, a daily routine, support organizations, 

caregiver mental health, methods to communicate with an Alzheimer’s patient, how to manage 

aggressive behavior and patient’s nutrition. It also informs caregivers about the latest news and 



 

SUPPORTING CAREGIVERS 46 

 

strategies used by caregivers around the world and how others caregivers cope with the daily 

challenges of the disease.  

The first prototype was based on the results of observational research, design thinking 

sessions, expert interviews and stakeholders interviews. It received excellent scores both on UEQ 

and SUS tests. There is always room for improvement, however. Participant feedback suggested 

that there was still room for a few changes that would improve the usability of the project, 

having in mind the needs of older audiences. Considering this, a second prototype was designed 

incorporating some changes to the aesthetic design, overall dimensions of the booklet and 

additional information about nutrition and caregiving strategies that can be used in the kitchen.  

The research process that was used for this project was key to the development of a 

successful transmedia storytelling campaign prototype. Design thinking sessions, observational 

research and both stakeholder and expert interviews were extremely valuable and useful. The 

information and data gathered from this research helped me to better understand the problem 

space through different perspectives. By empathizing with a diverse audience in the early phases 

of the project I was able to gain a better understanding of how to reach caregivers as family 

members, and also what information is crucial for a better caregiving experience for both the 

patient and the caregiver. This demonstrates the value of including user input throughout the 

design of a strategic communication project.  
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 The interviews were a valuable source of data because they allowed individuals who had 

worked in this problem space an opportunity to offer input and ideas. Their perspectives 

illuminated concepts and ideas that were previously unknown or underappreciated: the stress and 

overwhelming emotions caregivers need to confront on a daily basis, and the small amount of 

resources that are available and accessible to family members as Alzheimer’s disease caregivers. 

By empathizing with these stakeholders, I was able to capture their concerns and meet their 

needs.  

 Transmedia storytelling was an effective tool to engage the audience, inform them and 

inspire participation throughout the campaign. Participants showed strong interest in navigating 

the different social media accounts and were eager to learn more. They thought that the videos 

were a great source of information because it was a visual representation of how other caregivers 

put into practice the recommendations on the booklet.   

Limitations and Future work 

Future work for this transmedia storytelling campaign will include additional UX testing 

for the second prototype. After these tests are completed a final prototype will be created with a 

possibility of being published. This final design will incorporate a website and the complete 

development of a video series. It will also include a social media campaign to draw people into 

the transmedia storytelling campaign.  Further work will also include the development of a User 

Generated Content (UGC) license which will explicitly inform users about the terms and 

conditions of using the platform. By using project accounts and sharing digital materials through 

project hashtags or email, caregivers will accept a mutual arrangement agreeing to the following:  
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● Users will retain ownership of all comments, photos, videos and other digital 

materials (referred to as "User Content") that they post and permit us to use it in 

our platform.  

● As a caregiver or patient, if you post or share User Content with your real name, 

username, caption, location information or other identifying information, you 

agree we can use that information with your User Content. The UGC terms and 

conditions will be available at our Instagram Bio and on every email request.  

● By providing your permission, you are affirming that you alone created or own 

the User Content and no one else has any rights to it or could claim they own it or 

that it infringes on the rights of others. Likewise, if there are people in the User 

Content other than yourself, you are also affirming they are over 18 and they 

know you are giving us permission to use the User Content, and have consented 

to it being used by any account of Cuidadores En la Familia pursuant to this 

license. 

Conclusion 

Alzheimer’s disease is a growing public health crisis in Puerto Rico. Without an effective 

treatment or cure, its impact will continue to rise. The numbers in Puerto Rico are escalating. In 

Puerto Rico, 6.6 percent of people aged 45 and older suffer subjective cognitive decline. For 

these individuals, their families and those living with Alzheimer’s disease, a public health 

approach is necessary to lessen the burden and enhance the quality of life for patients and those 

living with cognitive impairment. (Alz.org - Data from the 2015 Behavioral risk factor 
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surveillance system, n.d.) The information included in this transmedia storytelling campaign has 

been incredibly helpful for members of my family, friends and research participants who are 

currently struggling with the care of their loved ones. Some of them have been using the 

strategies they learned through the prototype testing process and are sharing with me their 

successful stories. “I bought the knob covers for the stove, I feel more relaxed now that I know 

that she will not turn the stove on and hurt herself” (Participant 1). This project has specifically 

helped me and my family to cope with the loss of our loved one, my grandmother. Even though 

we weren’t completely informed we tried to give her the best care we could. The sacrifices of my 

family and their caregiving story inspired me to become informed and to try to help others that 

are going through the same situation. My grandmother sacrificed her whole life caring for and 

helping her family and friends., Now it’s time to help others in her honor.  
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