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Assessment Findings 



FOCUS GROUPS 

M A J O R  T H E M E S  

3  F O C U S  G R O U P S  

N  =  2 3  P R O V I D E R S / G A T E K E E P E R S  



Disaggregated National, State, and Local Data  

 Finding disaggregated data was a central theme that 
framed much of the discussion 
 I think one of the major issue is that they are lumping all Asian Americans. We are a 

large group and while we are all Asian Americans, we are diverse and our needs are 
very different, our language, and everything else, and the culture is very different, 
too. I think with data and research, I really agree [with what was said] earlier 
because of the specific needs. It’s not really helpful when we just get a large statistical 
part of Asian Americans when we can get information that’s more specific.  

 While many people needed access to national and state-
level data, a repeated theme was the need for localized data 
 …in order to convey to policy makers here locally, they want localized data. So if 

there’s a way for the NLIM to aggregate some of the local data in a way that is easily 
accessible, that will be really helpful.  

 



Beyond disaggregation 

 Further, participants expressed a need for local data that 
captures the changing geographic location of groups 
 …there are certain things we need to know. For instance, recently what we were 

trying to do was find how the immigrant population in our region has changed. 
Maybe there was a migration of certain immigrant groups, like they move from one 
neighborhood to another…There actually hasn’t been statistical or surveys or 
research done to support that.  

 In addition, participants expressed a need for data not only 
disaggregated by sub-group, but also by key social 
determinants 
 As a writer and as someone who gives grants to different organizations to provide 

care, we’re finding that we need health information not just under the Asian 
American umbrella but much more specific. Smaller groups within the Asian 
American, where they live in the United States, is it first generation or second 
generation that has which problems… 

 



Looking outside the US 

 An important theme that emerged was providers needing to 
look outside the US to find data, often times in the home 
country 
 We were researching how breast cancer affected younger women in the Korean 

community and there wasn’t specific research done just among Asian American 
women that was recent. So we actually had to go back and reference a study that 
was done abroad, actually in Korea… 

 However, if I want, for example, if I want information on Xeloda, …I went to Google 
Scholar and managed to find material related to that that was translated from 
Canada, Vancouver.  

 There tends to be less mistranslation when it's coming from sources like the Hong 
Kong Ministry of Health. 



Missing languages and subgroups 

 A recurrent theme underscored when talking about needed 
health information for patients and clients, was the issue of 
finding materials in-language, particularly for emerging 
populations 
 Since we're talking about Asians and health information and health data, 

one of the main things is that there are so many varieties of languages and 
Asian groups. To have any type of information for Asians, language is a 
big, big thing to have. To have information available in all of those 
languages is very important. 

 Some of the things that we’re encountering is, we work with a lot of smaller 
emerging populations and so, for example, the city or state prioritizes 
which materials are going to be translated. They also do it in terms of the 
size of the population and their language access needs. So a lot of the times 
we don’t have information, let’s say for example, in Nepali or Hmong. These 
are languages in New York where the community is smaller, so oftentimes 
health information is not even available for certain communities.  



Health Information Materials 

 In addition to Asian-language materials, providers spoke 
repeatedly about the need for, and difficulty in finding, 
patient and client materials that were: 
 culturally and linguistically relevant 

 accurately translated 

 up-to-date 

 easily printable (PDF) 

 displayed side-by-side with English, and  

 embodying health literacy guidelines 



Trusted Community-based Organizations 

 When discussing where providers look for trusted 
and useful information, many participants pointed to 
Asian American specific organizations: 
 …the reason I go to the national Asian Pacific Islander related 

organizations…first and foremost is that, in the past…when we have looked and 
sought information from, say, the American Cancer Society, or some of these 
reliable mainstream health advocacy or health-related organizations, they just 
never have the information in a way that is meaningful to us. We want to 
examine ways of how data can be disaggregated into different ethnic 
communities, and kind of address the unique language and cultural barriers. 
It’s just not here, and that’s why we go to these national [Asian] organizations 
first because they do a really awesome job, they understand where these 
communities are coming from and what the consumers from those communities 
are looking for.  



Multiple Channels 

 In addition to community groups, providers shared that 
they accessed needed and trusted AA health information 
from channels, including:  
 national government agencies (e.g. CDC) 

 departments of health (e.g. NYC DOHMH has Chinese-language materials) 

 universities and hospitals (in particular, specific AA departments/centers within 
universities like NYU CSAAH and Temple Center for Asian Health)  

 foundations that do work on Asian Americans, and  

 professional and specialty associations (e.g. American Academy of Pediatrics, 
American Diabetes Association) 

 In addition, providers often looked to basic search engines 
and social media for information for patients and clients, 
such as Google, Google China, and Wikipedia 



Listservs and Blogs 

 In addition, providers spoke about using listservs and 
blogs, particularly to stay abreast of emerging issues in 
their communities:  
 Having said that we trust mostly government sites and state sites and 

foundation sites that generally have vetted their information, we do check the 
social media, we check the blogs, we check local sources just to see what the 
climate is. That information may not generally be accurate or statistical but if 
there’s enough of it out there that is pointing in the same direction, it gives us a 
place to start looking for actual factual or statistical data. 

 So there are a lot of health access listservs…I’ve actually found that I get on 
these listservs [for] up-to-date, kind of insider information that I need to do my 
work. That has actually been more helpful than, for example, going directly to a 
government agency website.  



Coordinating and Information Sharing 

 Providers also spoke about how the information they 
needed was in fact often “out there”, but  in disparate 
locations and difficult to find.  A common theme was the 
need for coordinating and sharing of existing information 
into a centralized site:  
 There might be things that in other states or other regions might have useful 

translated information but sometimes there are gaps in connecting and 
coordinating. Each CBO in the different localities might have their things in different 
languages and not really being able to share given there’s a gap in the connection 
and the coordination of that information. I know of a very good Chinese community 
health resource center …with a lot of educational material online in Chinese, but I 
don’t know how many people in the different states know how to access this material.  

 …the National Library of Medicine may be able to be a great resource to take on such 
a task. Because right now all that information is really hodge-podge everywhere and 
it’s really difficult to find a single point of information. 



Building Partnerships 

 Stemming from the idea that NLM could play a critical role 
in coordinating information into a centralized site, was the 
suggestion that NLM build partnerships with trusted 
groups serving Asian Americans, not only to gather 
information from these groups, but to foster trust of the 
information available on a NLM site : 
 I think there could be opportunities for the National Library of Medicine to get 

their website to partner with certain groups, to continue to foster that trust and 
legitimacy of this data 

 I think another thing that’s important is not only to promote it but to also build 
up its credibility. That I think is an important part of approaching universities 
and having the social work department or medical department contribute to the 
articles and publications that are on the site. Have an ongoing partnership with 
them and build up the credibility of the site so that people know that when they 
go on them, they will be getting credible information. 



Ideal Site 

 Providers expressed many ideas for an ideal site to access  
Asian American health information.  An often repeated 
theme was the need for a site prioritized around language 
access: 
 I mean in terms of serving the population, a lot of the times when you’re 

looking for information, you have to go into an English website and you 
have to know the English language and you choose some topic and you click 
on it and hopefully there’s a Chinese or Korean version available. Maybe if 
there was a clearing house for a website that when you open up the page, 
you could choose a language first to go in, and through that portal you can 
access all the information. 

 For Medline Plus, when you open up the website, when you open up the 
front page, there's an icon for Spanish. If you don't look around the site and 
click on 'Multiple language' on the very bottom, you won't know that this 
site has materials in other languages. It would be nice to have that a little 
more prominent so people know that instead of looking around. 
 



Consumers vs. Providers vs. Researchers 

 Providers were divided on whether there should be one 
site that served all consumers, providers, and 
researchers; or separate sites for these very different 
constituents: 
 I’m not sure there’s a perfect site both for health professionals and for 

consumers. I still see that as perhaps separate sites for the target groups. 
That may be more helpful to have them separate, instead of having one site. 
That would be very hard to do.  

 I would like a website that would have a section for researchers and 
practitioners and a separate section for consumers that’s simpler and has 
things written in lay terms, that they can find information on specific 
issues. At the same time the issues would have to be specific based upon the 
country of origin and where you live, and not just Asian Americans. 
Everything has to be disaggregated. As well as a practitioner can go in and 
find out the science behind something as well as print out literature to give 
to patients. Everything would be on one website where anyone can go on 
any level and find what they’re looking for. 



Search Engines 

 The need for a precise, comprehensive and user-friendly 
search engine was raised repeatedly by providers: 
 I went into one of the sites and I was searching for something in Chinese and I put it 

in there and it doesn’t pop up at all. But when I search Cantonese, something pops 
up…these search engines sometimes, if you look a certain why sometimes it doesn’t 
show up 

 Something that could make these sites a little more user friendly would be allowing 
for the option of simple and advanced searches. Sometimes the simple searches help 
a little bit more in terms of defining the boundaries of the search. And once you have 
an idea of what the website database has to offer then you can do a more advanced 
search. 



Community Forums and Directory of Resources 

 Many providers spoke about the desire for a site that not 
only housed needed health information, but that included 
directories of local resources and opportunities for learning 
exchanges 
 We should have a place where people can share a lot of best practices, or maybe a 

central clearing house where people can post some of their new findings or another 
way of doing things, and it could be posted out there and also have a chance for the 
community to react to them 

 I’m going back to identifying helpful resources in the local area. They can go in and 
they can click they are from New York, and then they are from the Bronx, and 
basically be able to see what is available in the language they can understand. 



Multi-Media 

 A dynamic site that is interactive and includes multi-media 
was a recurrent theme: 
 I also want to recommend infographics 

 I think a lot of streaming educational seminars and workshops 

 I like the fact that they [MedLine] have these three large buttons and it seems that it’s 
very consumer-focused, and also the fact that they have videos. I’m trying to think 
about the health literacy aspect of it. If folks have a hard time navigating, they can 
watch a video to get more information. 



Extras 

 Providers discussed additional features that they would like 
to have on their ideal site, including tools to collect new 
data, tools to increase access to clinical trails for Asian 
Americans, and live troubleshooting 
 Another thing I would want as a researcher, is when people go visit the site, there 

should be data by answering surveys and things like that. We end up having a live 
system that can feed in and out. 

 Another thing you could do is to have something that can enroll people into research 
studies. Clinical trials, things like that. We already have clinicaltrials.gov, so some of 
that information can be pulled into this site. 

 One thing I like for the perfect site would be to provide live chat because sometimes 
when you search for information and you don’t get what you want, you want 
someone to help you… 



Promotion: Dramatic Unveiling 

 Finally, when discussing ideas of how to promote an ideal 
site, providers recommended wide outreach to Asian 
American communities and those serving Asian American 
communities, through the use of social media and 
conferences, the provision of trainings, and building 
partnerships with schools, community groups, and health 
care agencies.   
 I think that there is a very big void in this area, a place where we can all go for Asian 

American Health. I wish this place a lot of luck in getting this done and I really hope 
that there is a big dramatic unveiling so that everyone is focused on it and knows 
about it at the same time. 



2 5 6  S U R V E Y S  

SURVEYS 



N  =  6 7  

Providers/Gatekeepers 



Demographics 

 Top states represented: NY, MA, CA, HI, MD, TX, 
GA  

 Majority represent CBOs , CHCs, and hospitals 

 Top 5 populations served Chinese, Vietnamese, 
Korean, South Asian, Filipino 

 Top 5 languages served Cantonese, Mandarin, 
Vietnamese, Korean, Hindi 



Social Media to Access Health Info 



Top 3 Challenges 

 In accessing reliable health information on AAs: 
 Information specific to Asian American sub-groups 

 Language-specific information 

 Current health statistics on Asian American populations 



Have you heard about…? 

 For those that have used these sites, the majority found 
them easy to use, useful, and trusted sources of information 



Providers’ preferences 

 Preferred channel: 
 Internet 
 Email or newsletters 
 Other print materials 

 How do you prefer to be alerted? 
 Email or newsletters 
 Social media sites 
 Other print materials 

 What is most important to you? 
 Current data or research findings 
 One stop hub or online resource page that is easily searchable for 

different types of health-related information 
 Items translated in multiple languages 

 Would you be interested in NLM workshops and trainings? 
 88.1% said Yes 

 
 



Most commonly needed health info 

Data 
Language access 
Health promotion 
Affordable healthcare 
Providers 



Examples of Top Web Sites 

 Government Sites, Community Sites, Departments of 
Health, Universities, Professional Associations, 
Specialized Associations, Foundations 



N  =  1 8 9  

Healthcare consumers 



Demographics 

 Top 5 states represented: NY, CA, HI, MA, GA 

 Top 5 ethnicities of respondents: Chinese, Korean, 
South Asian, Filipino, Japanese 



Social Media to Access Health Info 



Top 3 challenges 

 In accessing reliable health information on AAs: 
 Information specific to Asian American sub-groups 

 Disease specific information 

 Current health statistics on Asian American populations 

 



Have you heard of…? 

 For those that have used these sites, the majority found them 
easy to use, useful, and trusted sources of information 



Consumer preferences 

 Preferred channel: 
 Internet 
 Email or newsletters 
 Social media sites 

 How do you prefer to be alerted? 
 Email or newsletters 
 Social media sites 
 Mobile telephone or tablet 

 What is most important to you? 
 Current data or research findings 
 Disease specific education information 
 Patient information 

 Would you be interested in NLM workshops and trainings? 
 73% said Yes 

 



Examples of Top Web Sites 

 Social media, Google, WedMD, Government sites, 
Community sites, Mayo clinic 



Most commonly needed health info 

Affordable healthcare 

Health promotion 
Providers 
 Primary Care 
 Cancer 



T O  N A T I O N A L  L I B R A R Y  O F  M E D I C I N E  

Recommendations 



Build Partnerships 

 Build partnerships with trusted AA 
organizations, universities with departments or 
centers focused on AA health, and foundations 
focused on AA health 

 NHANES’s work in building partnership with local and 
regional groups in each state may serve as a model 



Coordinate and Assemble Information 

 Coordinate and assemble linguistically and 
culturally relevant, local, state, and national 
disaggregated information into one central 
location 

 Frequently cited and trusted sources for information included 
AA-serving organizations, universities with departments or centers 
focused on AA health, departments of health, foundations focused 
on AA health, and membership associations such as the American 
Academy of Pediatrics and specialty association such as the 
American Diabetes Association 

 This may also require pulling information from other countries, 
including countries of origin (e.g. Hong Kong Ministry of Health) 
and Canada 



Address Information Gaps 

 Focus on missing information 
 Emerging and smaller AA populations, including Bhutanese, 

Hmong, Burmese, and Nepalese 

 Data on the changing geographic landscape of Asian 
American populations 

 Data not only disaggregated by sub-group, but also by key 
social determinants 



One Stop Hub vs. Separate Tailored Sites 

 Providers were divided on whether there should be 
one site that served all consumers, providers, and 
researchers; or separate sites for these very 
different constituents 



Key features 

 Create a user-friendly, interactive, multi-
media site with: 
 Language choices front and center 

 All articles free and in the public domain 

 Consumer education materials that are culturally and 
linguistically relevant, accurately translated, up-to-
date, easily printable (PDF), displayed side-by-side with 
English, and which embody health literacy guidelines 

 Precise and effective search engines 

 Links to community resources and services by area  



Key features, cont… 

 Key Features: 
 Community forums and wiki-pages 

 Highlight current news and trends 

 Include links to clinicaltrials.gov 

 Opportunities to collect new data 

 Live chat for troubleshooting 

 Integration with Electronic Medical Records 



LANGUAGE 
CHOICES FRONT 

AND CENTER 



SELECT WEB SITE 
LANGUAGE  



HIGHLIGHT 
TRENDS 



HIGHLIGHT NEWS 



SIDE BY SIDE 
TRANSLATIONS 



Promoting A New Site: Dramatic Unveiling 

 A new site should have a ‘dramatic unveiling’, by 
promoting the site through avenues such as:  
 Host a national conference 
 Place advertisements in public spaces 
 Promote through email/newsletters (particularly important for 

researchers and providers) 
 Promote through social media (particularly important for 

consumers) 
 Promote through partnerships with CBOs, trusted ethnic media sites, 

foundations, universities, healthcare agencies, insurance providers, 
and schools 

 Provide trainings and workshops 
 Outreach to diverse communities with tailored messages for different 

groups 
 Link to national sites like HealthCare.gov 



Key Data Issues 

 In addition, providers spoke passionately about data 
issues that may be out of the purview of the National 
Library of Medicine, but that are critical to address: 
 Fixing problems with data 

 Highlight AA populations in Key words and Abstracts of manuscripts 
 Advocate for not re-coding AA ethnicity as ‘Other’ 
 Advocate for not re-classifying multiple ethnicities to exclude AA 

ethnicity 
 Future research 

 Fund longitudinal studies with AA populations 
 Promote disaggregated data by AA subgroup 
 Fund studies to validate diagnostic and screening tools for AA 

populations 
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