ORIGINAL RESEARCH

Content and Quality of Information Provided
on Canadian Dementia Websites

Whitney A. Dillon, Bsc!, Jeanette C. Prorok, msc'-?, Dallas P. Seitz mp!-?

!Department of Psychiatry, Queen’s University, Kingston, ON; *Providence Care, Mental Health Services, Kingston, ON

DOI: http://dx.doi.org/10.5770/cgj.16.40

ABSTRACT
Purpose

Information about dementia is important for persons with
dementia (PWD) and their caregivers and the Internet has
become the key source of health information. We reviewed
the content and quality of information provided on Canadian
websites for Alzheimer’s disease (AD).

Methods

We used the terms “dementia” and “Alzheimer” in Google
to identify Canadian dementia websites. The contents of
websites were compared to 16 guideline recommendations
provided in Canadian Consensus Conference on Diagnosis
and Treatment of Dementia. The quality of information
provided on websites was evaluated using the DISCERN
instrument. The content and quality of information provided
on selected websites were then described.

Results

Seven websites were identified, three of which provided
relatively comprehensive and high-quality information on
dementia. Websites frequently provided information about
diagnosis of dementia, its natural course, and types of de-
mentia, while other topics were less commonly addressed.
The quality of information provided on the websites varied,
and many websites had several areas where the quality of
information provided was relatively low according to the
DISCERN instrument.

Conclusions

There is variation in the content and quality of dementia
websites, although some websites provide high-quality and
relatively comprehensive information which would serve as a
useful resource for PWD, caregivers, and healthcare provid-
ers. Improvements in the content and quality of information
provided on AD websites would provide PWD and their
caregivers with access to better information.

Key words: dementia, Alzheimer’s disease, Internet, health
information

INTRODUCTION

Adults aged 65 and older are the fastest growing age group
in Canada and other developed countries. In 2010, 14.1% of
the Canadian population was 65 years and older; that figure
is projected to increase to 25.5% over the next 50 years.()
The prevalence of Alzheimer’s disease (AD) and related
forms of dementia is rapidly increasing with this aging of
the population. Currently, there are 500,000 people living
with dementia in Canada, which is expected to increase to
1.1 million in the next 30 years.() Worldwide, the prevalence
of dementia is expected to double in the next 20 years.?)

Information needs have been identified and docu-
mented in the literature as an important area of concern
for persons with dementia (PWD) and their caregivers.3-19
Although physicians and nurses are regarded as the most
useful source of information for health-care advice,!:!?
patients frequently use the Internet when seeking out in-
formation about health conditions.-13-10) Patients feel that
physicians should encourage use of the Internet to provide
information,1”) although physicians may be relatively un-
prepared to incorporate information from the Internet into
medical practice.'® A survey of primary care physicians
and specialists affiliated with dementia centres found that
two-thirds of physicians surveyed used Internet-based re-
sources for dementia in their clinical practices at least once
per week, and 75% agreed that Internet-based resources are
helpful in clinical care.(!*!5) Although physicians also fre-
quently used the Internet for information, they often have
concerns regarding variation in the quality of information
that is provided on dementia.!® Other health-care profes-
sionals such as nurses also frequently utilize the Internet
as a resource for information,1?2% although less is known
of nurses’ use of the Internet for information specific to
dementia. Potential limitations of information provided
on the Internet include a limited range of information pro-
vided on health-related websites, variation in the quality
of information, and difficulties for persons to access and
comprehend information. (324
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To date there have been relatively few studies examin-
ing the content and quality of websites providing informa-
tion for PWD and their caregivers.?>20) To facilitate the use
of Internet-based resources for PWD and their caregivers,
an understanding of the Internet resources that provide both
high-quality and comprehensive information on dementia
in Canada is required. Access to information about credible
dementia websites will also provide physicians, nurses, al-
lied health professionals, and community service providers
with readily available information and resources to sup-
port PWD and their caregivers. Therefore, we identified
Canadian websites providing information on dementia, and
evaluated the content and quality of information provided
on these websites.

METHODS
Selection of Websites

Websites were identified by entering the terms “dementia”
or “Alzheimer” into www.google.ca between May and
June, 2011. These websites were subsequently reviewed
in March, 2012 for any major updates. We also assessed
the impact of several misspelled versions of both search
terms (e.g., dimentia, Alzhimer’s) which had no impact on
the search results. During this time period Google was the
most commonly utilized Internet search engine in Canada,
accounting for 69% of all Internet searches.?”) Using the
Google advanced search function, we restricted the search
to websites originating from Canada. Google searches for
dementia websites were performed independently by two
authors (WD and DS). The first 10 search engine results
pages (100 search results) from Google were reviewed for
potentially relevant websites, as Internet users frequently
do not review search results beyond the first page of search
engine results.®® Each author then generated a list of po-
tential relevant websites from the review of search engine
results, and a final list of websites to be reviewed in detail
were arrived at by consensus. We only selected websites
that provided information that was written for PWD or
their caregivers and excluded websites that only provided
information for health-care professionals or researchers.
The page ranking of each of the selected websites was re-
corded separately for each of the searches using the terms
“dementia” and “Alzheimer”. After selecting the websites
for review, the websites were downloaded using the Scrap-
Book application for the Firefox Internet browser (avail-
able at: https://addons.mozilla.org/en-US/firefox/addon
/scrapbook/) on the same date. This was completed in order
to save and annotate the websites in an offline format to
account for any potential updates to websites that might
have occurred during the review process. For websites that
provided information in both English and French, only the
English content of the website was reviewed. Several pro-
vincial Alzheimer Society websites have been developed in

addition to the national website. However, these provincial
websites were excluded from our review because the major-
ity of information about dementia provided on these web-
sites consisted of links to the national Alzheimer Society
website. As such, we only evaluated the content and quality
of the national website. One website, www.dementiajourney.
ca, was an independent website at the time of our initial
review but has since been included in the Alzheimer Soci-
ety of British Columbia website. As this website contained
additional information and resources about dementia not
available on the national Alzheimer Society website, it was
evaluated as a separate website. The remaining websites
identified in the search were independent websites provid-
ing original content.

Assessment of the Content of Dementia Websites

To determine the content of selected websites, we identified a
number of key topics pertaining to the diagnosis and manage-
ment of dementia as identified in the Canadian Consensus
Conference on the Diagnosis and Treatment of Dementia.
At the time of our search, the most recent version of these
were those published in 2007 and contain recommendations
for the evaluation and treatment of AD and related forms of
dementia ranging from dementia prevention to management
of severe dementia.?*3%) We focused on those guideline
recommendations that were most relevant to individuals
with mild-to-moderate dementia and their caregivers based
on information from previous studies of the information
needs of these groups.®19-37-40) These topics included: pro-
viding information on symptoms; evaluation and diagnosis
of dementia; prognosis associated with dementia; treatment
options; and support for persons with dementia and their
caregivers.“) A total of 16 guideline recommendations were
selected to be included in the assessment of website content
(Table 1). Two authors searched each included website to
determine if the website provided adequate information on
each topic related to these guideline recommendations. Each
author independently rated the content areas as “Yes” if the
topic was addressed or “No” if the topic was not addressed
on the website.

Assessment of the Quality of Information on Demen-
tia Websites

A number of instruments have been developed to assess
the quality of health information provided on dementia
websites.*? To assess the quality of information provided
on dementia websites we used the DISCERN instrument.
The DISCERN instrument is a standardized rating system
developed at the University of Oxford to judge the quality of
written consumer health information on treatment choices.
3 This method was selected because it pertains specifically
to written health information and has been used in other
studies examining health information provided on websites.
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(44-48) The DISCERN scale is also strongly correlated with
other measures of website quality™®® and evidence-based
quality assessments of website information.“” The DISCERN
instrument can also be used by consumers to rate the quality
of online information.(174%)

The DISCERN instrument was developed to address the
quality of written material with respect to treatment choices.
In addition to questions concerning treatment options, the
DISCERN criteria also assess quality of life, aims of the mate-
rial, and whether those aims are achieved. Sample questions

TABLE 1.
Guideline recommendations from the Canadian Consensus Con-
ference on Diagnosis and Treatment of Dementia evaluated on
Canadian dementia websites

1. Explanation of difference between normal aging, mild
cognitive impairment, and dementia®”

2. Cognitive symptoms and other features associated with
dementiaG®

3. Explanation of the different types of dementia including
Alzheimer’s disease, vascular dementia, dementia with
Lewy bodies, and frontotemporal dementia®%-31)

4. Role of cognitive screening tests and neuropsychological
evaluation in diagnosis of dementia®?)

5. Role of neuroimaging in the evaluation and diagnosis of
dementia®?

6.  Disclosure of diagnosis to the person with dementia®¥

7. Evidence for non-pharmacological interventions to treat
cognitive symptoms of dementia®®)

8.  Prognosis and natural progression of dementia®>)

9.  Use of cholinesterase inhibitors including risks, benefits
associated with treatment>)

10. Use of memantine including risks and benefits associated
with treatment®>)

11. Description of behavioral symptoms associated with
dementia including depressive symptoms, agitation,
psychosis®

12.  Community resources that may be helpful to persons
with dementia or their caregivers with specific mention
Alzheimer Society®)

13. Effects of dementia on driving safety®)

14.  Support networks available to caregivers of individuals with
dementiaG

15. Identifying caregiver stress and methods to reduce caregiver
stress®>)

16. Information about the genetics of Alzheimer’s disease and
familial risk of dementia®®)

include: “Are the aims clear?”; “Is it relevant?”’; “Does it refer
to areas of uncertainty?”’; and “Does it describe the risks of
each treatment?”. A summary of the DISCERN instrument
criteria is provided in Table 2. For each of the 16 criteria, each
of the two raters assigned a score for each website ranging
from 1 to 5 using the DISCERN handbook (1 = No, 24 =
Partially addressed, 5 = Yes).*?) The inter-rater reliability of
the DISCERN instrument for rating overall quality of websites
has been demonstrated in previous studies**#%43) along with
its internal consistency.®)

Synthesis of Website Content and Quality and Analysis

We summarized the content of each website in tables and
calculated the total number of the 16 potential dementia
guideline topic areas that were addressed by each website.
We also summarized the number of websites that provided

TABLE 2.
DISCERN instrument for judging the quality of written consumer
health information on treatment choices™)

1. Are the aims clear?
2. Does it achieve its aims?
3. Isitrelevant?

4.  Is it clear what sources of information were used to compile
the publication?

5. Isit clear when the information used or reported in the
publication was produced?

6. Is it balanced and unbiased?

7. Does it provide details of additional sources of support and
information?

8. Does it refer to areas of uncertainty?

9. Does it describe how each treatment works?

10. Does it describe the benefits of each treatment?

11. Does it describe the risks of each treatment?

12.  Does it describe what would happen if no treatment is used?

13. Does it describe how the treatment choices affect overall
quality of life?

14. Is it clear that there may be more than one possible treatment
choice?

15. Does it provide support for shared decision making?

16. Based on the answers to all of the above questions, rate the
overall quality of the publication as a source of information
about treatment choices.

Note: Each item is rated from 1 to 5, with 1 = No, 2—4 = Partially
achieved, 5 = Yes.
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information on each of the 16 individual guideline topics to
identify content areas that were most commonly addressed by
the selected websites. A dementia guideline topic received a
final rating of “Yes” if at least one of the authors assessed the
website as providing adequate information on the guideline
topic. The inter-rater reliability of each guideline recommen-
dation rating was assessed using kappa statistics.

We described the quality of information provided in each
website in two ways. First we determined whether the website
displayed Health on the Net (HON) certification.C)) We then
rated each website using the DISCERN criteria. The sum of
the scores for all of the DISCERN items was determined for
each website (range = 16—80). The DISCERN scores for the
two raters were highly correlated (r = 0.78, p = .04); there-
fore, we reported the average total DISCERN score for each
website. The DISCERN handbook does not specify particular
cutoffs for DISCERN item scores to reflect high versus low
quality. For the purposes of our study, we selected a score
of 3 (Partially addressed) or higher on the DISCERN item
to reflect that a website provided information of adequate
quality on that item. The overall quality of each website was
also evaluated by determining the total number of DISCERN
criteria which received an average rating of 3 or higher. The
number of websites that had an average score of 3 or higher
on each of the individual DISCERN criteria across websites
was then reported to highlight common features of higher
or lower quality information across all the selected websites.
Inter-rater reliability for each DISCERN instrument criteria
was assessed by means of weighted kappa statistic. The fol-
lowing thresholds for kappa statistics were used to rate the
reliability of the assessments of website content and quality:
low inter-rater reliability (0.0—-0.39), moderate reliability
(0.4-0.7), and high reliability (> 0.7).

RESULTS
Selection of Websites

Using the Google search engine with a restriction to Canadian
websites, the term “dementia” identified 1.6 million potential
websites, and the term “Alzheimer” identified approximately
998,000 potential websites. Of these, we identified a total of
seven Canadian websites which provided information about
AD or related forms of dementia that were relevant for PWD
and their caregivers (Table 3). These websites varied widely in
the amount of content provided, with some websites contain-
ing a single webpage (e.g., Veteran Affairs Canada: Dementia
and Alzheimer’s Disease), while other websites provided a
much larger range of information and resources (Dementia
Guide and Dementia Journey). Three websites provided
information in both English and French, with the remaining
websites only providing English content. The terms dementia
and Alzheimer resulted in different relative ranking of the
identified websites and there was no clear pattern between
search engine ranking and the quality or content of websites.

Content of Canadian Dementia Websites

The average number of dementia guideline content areas ad-
dressed across all websites was 7.4 out a total of 16 content
areas (49.1%) (Table 4). The total number of content areas
ranged from 5 of 16 areas (31%; Veteran Affairs Canada) to
16 of 16 areas (100%; Dementia Guide). There was variation
across all the evaluated websites on the topics about which
websites provided information. Information on the diagnosis
of dementia and symptoms associated with dementia were the
most commonly addressed topics, with all websites providing
information on these areas. Other topics were addressed less
frequently, such as the difference between mild cognitive
impairment and dementia, disclosure of a diagnosis of demen-
tia, use of cholinesterase inhibitors, and the effectiveness of
non-pharmacological treatment, which were only addressed
by 4/7 websites (57%), respectively. The average kappa value
for each of the rating of the dementia content areas was 0.53,
indicating moderate inter-rater reliability.

Quality of Information Provided on Canadian De-
mentia Websites

Two websites had HON certification (www.alzheimer.ca,
www.dementiaguide.com). The average value all the DIS-
CERN instrument items within each website ranged from
1.47 to 4.16, indicating variation in the quality of information
provided on each site (Table 5). The average of the sum of
the DISCERN scores was 48.4 (SD = 17.8) and varied from
23.5(SD=2.1)to 66.5 (0.7). Most websites provided explicit
aims for the website (6/7, 86%), were rated as being reliable
and unbiased (6/7, 86%), and provided sources of additional
information (6/7, 86%). However, other aspects of quality of
information were less commonly addressed, such as a dis-
cussion on the course of illness without treatment (0/7, 0%)
or the impact of treatment on quality of life (1/7, 14%). The
kappa value for the overall rating of website quality was 0.48,
indicating moderate degree of inter-rater reliability. Overall,
three websites provided both high-quality and relatively
comprehensive information on dementia (www.alzheimer.
ca, www.dementiaguide.com, and www.dementiajourney.ca).

DISCUSSION

We identified seven Canadian websites providing informa-
tion on dementia that caregivers and persons with dementia
might use to for information on AD. Three of these websites
were relatively comprehensive in terms of content area,
and also provided high-quality information. Most websites
provided information on the symptoms of dementia, its
natural progression, and an overview of treatment options.
However, the benefits versus risks of treatment, the course
of illness without treatment, and other issues, such as driv-
ing safety and caregiver support networks, were less com-
monly addressed. The quality of information provided on
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TABLE 3.
Canadian dementia websites evaluated

Name URL Google Page Rank using Google Page Rank using
“Dementia” “Alzheimer”
1. Body + Health http://bodyandhealth.canada.com 1 7
2. Dementia Guide http://www.dementiaguide.com 2 --
3. Dementia Journey http://www.dementiajourney.ca* 5 --
4. Toronto Dementia Network http://www.dementiatoronto.org 8 --
5. Veteran’s Affairs Canada: http://www.veterans.gc.ca/eng/sub. 12 59
Dementia and Alzheimer Disease cfm?source=health/dementia **
6. Alzheimer’s Society of Canada http://www.alzheimer.ca 22 1
7. Alzheimer’s Foundation Caregiving http://www.alzfdn.ca -- 6

*  Website is now found at: www.alzheimerbc.org/Living-With-Dementia/Dementia-Journey.aspx

** Website is now found at: www.veterans.gc.ca/eng/health/dementia

websites varied, although there were some websites which
presented relatively high-quality information that might be
most helpful to PWD and their caregivers. Three websites
in particular (www.alzheimer.ca, www.dementiajourney.ca,
www.dementiaguide.com) could be recommended by health-
care professionals to PWD and caregivers as resources for
information about many common topics related to dementia.
The provision of accurate information for persons with
dementia and their caregivers is an important area frequently
identified as an unmet need for individuals recently diagnosed
with dementia. Persons with dementia and their caregivers
often seek self-education about the disease and its manage-
ment through written materials,(® and are (as one caregiver
stated) “constantly trying to read any literature I can get”.
) However, qualitative studies have found that PWD and
their caregivers often express a lack of information provided
by their primary care providers®# and receive little direc-
tion with regard to finding appropriate literature.®) Con-
sequently, many caregivers are left feeling ill-equipped in
terms of knowledge and skills following the disclosure of a
diagnosis.(”) In turn, caregivers try to self-educate and seek
out information on their own.®73®) Given the complexity of
dementia, the information needs are broad. Caregivers have
expressed the need for increased information regarding tests
for diagnosis,®” medications®”) and treatment options,”)
disease progression’?) and prognosis,®? as well as guid-
ance on behaviours.*?) Caregivers have also expressed the
need for information regarding financial assistance and legal
advice,®? as well as support services.3? Our review of
Canadian websites for AD suggests that some websites may
be able to address many of the information needs identified
by PWD and their caregivers. Although some websites are
of relatively high quality and comprehensive, there is further
potential to improve the information provided on websites.
Despite the widespread use of the Internet as a source
of health-care information,(!1:13:1523) to date there have been

relatively few studies of websites for AD. Two previous
studies have examined the quality of information provided
on dementia websites with evaluations employing various
scales.(>>2%) The first study evaluated 13 Korean websites in
terms of construction, operation, accessibility, and content,
each on a four-point scale.?®) The breadth of information
provided was found to be low across the websites and the
appropriateness of the content was found to range from low
to high. The second study aimed to assess quality with regard
to content, credibility, and utility of 16 frequently accessed
websites using the Dementia Caregiving Evaluation Tool.
25 Similarly, the quality of information provided on web-
sites from this study was found to range from low to high,
with scores from 27.36 to 96.03 out of a possible 100 points.
While we were not able to compare our results against those
of previous studies, our results are consistent with regard
to the variation in the quality of information provided on
the dementia websites that we observed in our review. This
indicates that issues related to the quality of information
provided both to caregivers and individuals with dementia
are not limited to Canadian websites.

Our study has relevance to organizations that provide
information and resources for PWD and their caregivers in
Canada. First, it is important for website administrators to
optimize their websites for common search engines such as
Google. For example, individuals from the public attempting
to identify information about Alzheimer’s disease who used
the search term dementia may not easily identify the Alzheim-
er Society of Canada website as this website only appeared on
the third search engine results page when the term “dementia”
was used as a search term. Including the terms dementia and
Alzheimer within the webpage characteristics may make it
easier for some websites to be identified by users. Similarly,
PWD or caregivers may be able to identify a broader range of
potentially relevant websites by searching for both dementia
and Alzheimer when attempting to find online resources.
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Our study also identified that, with the exception of a single
website, none of the websites provided information on some
of the more common topics that are frequently of interest
to PWD and caregivers. Organizations providing informa-
tion about dementia could, therefore, either improve upon
the content that they provide on their websites or provide
links to other websites where this information is provided.
Finally, all the websites in our review had limitations in the
quality of the information on their websites and additional
information could be provided to improve the quality of
this information.

There are some limitations to our study. Although we
assessed whether information relevant to dementia was
present on websites, there are other aspects of the websites
which are also important but were beyond the scope of the
present study. Our selection of content areas was based on
our review of the literature on the general information needs
of PWD and caregivers. The actual topics of interest identi-
fied by PWD and their caregivers that they would prefer to
have available on websites may include additional subjects
which were not assessed in our review. In the future, it
would also be important to assess whether the information
currently provided on websites was deemed to be useful
and easily accessible by PWD and their caregivers. The
use of only two evaluators and the relatively small number
of websites evaluated may have contributed to the only
moderate estimates of inter-rater reliability observed in our
study. There were also only a few websites that we identified
using our search strategy and it is possible that our search
overlooked additional AD websites from Canada although,
given our pragmatic search strategy, it is unlikely that any
additional websites would be frequently accessed by PWD
or their caregivers using typical Internet search strategies.
Also, we only evaluated websites from Canada and so our
findings may not generalize to websites originating from
other countries. We also did not assess how “user-friendly”
individual websites were, which may be particularly impor-
tant in making Internet-based information accessible for
PWD,®? and we did not assess the reading ability required
for users to access information, which could limit the
usefulness of Internet sources for individuals with lower
education or language comprehension.?¥

There are some potential strengths of our study. First,
we used Canadian dementia guidelines to assess the content
of websites which allowed for a direct comparison between
best practices in dementia care and website content within
Canada. Although these results from our study apply di-
rectly to the Canadian guideline recommendations and
Canadian websites, the websites that were reviewed in our
study will likely also be useful to practitioners, PWD, and
caregivers in other regions as most of the guideline recom-
mendations are not specific to the Canadian setting. We also
used a validated and reliable measure of website quality
which should facilitate a valid assessment of the quality of
the reviewed websites.

CONCLUSION

In conclusion, this study of the content and quality of Canadian
dementia websites found that there are some high-quality
and relatively comprehensive websites that may be recom-
mended to PWD and their caregivers which would help to
provide them with important information. Organizations and
developers of websites for individuals with dementia should
involve stakeholders and health-care providers to ensure that
the content that included in these websites is scientifically
valid and clearly written, and that it addresses the topics that
might be of most importance to the end-users of this informa-
tion. Knowledge tools for health-care professionals would
help them provide information to patients and families on
credible websites for the growing population of older adults
with AD in Canada.

ACKNOWLEDGEMENTS

Whitney A. Dillon was supported by the Psychiatry Depart-
ment Fund at Queen’s University and through a travel award
from the 6" Canadian Conference on Dementia. This research
was partially supported by a Canadian Institutes of Health Re-
search Knowledge to Action Operating Grant KAL#114493.

CONFLICT OF INTEREST DISCLOSURES
The authors have no conflicts of interest to declare.

REFERENCES

1. Alzheimer Society of Canada. Rising tide: the impact of
dementia on Canadian society executive summary. Toronto,
Ontario: Alzheimer Society of Canada; 2010. Available from:
http://www.alzheimer.ca/en/Get-involved/Raise-your-voice/
Rising-Tide/Rising-tide-summary

2. Lewis ML, Hobday JV, Hepburn KW. Internet-based program
for dementia caregivers. Am J Alzheimers Dis Other Demen.
2010;25(8):674-79.

3. Loukissa D, Farran CJ, Graham KL. Caring for a relative with
Alzheimer’s disease: the experience of African-American and
Caucasian caregivers. Am J Alzheimers Dis Other Demen.
1999;14(4):207-16.

4. Bruce DG, Paley GA, Underwood PJ, et al. Communication
problems between dementia carers and general practitioners:
effect on access to community support services. Med J Aust.
2002;177(4):186-88.

5. Brown JW, Chen SL, Mitchell C, et al. Help-seeking by
older husbands caring for wives with dementia. J Adv Nurs.
2007;59(4):352-60.

6. Bowes A, Wilkinson H. “We didn’t know it would get that
bad’: South Asian experiences of dementia and the service
response. Health Soc Care Community. 2003;11(5):387-96.

7. Beisecker AE, Chrisman SK, Wright LJ. Perceptions of
family caregivers of persons with Alzheimer’s disease:

CANADIAN GERIATRICS JOURNAL, VOLUME 16, ISSUE 1, MARCH 2013


http://www.alzheimer.ca/en/Get-involved/Raise-your-voice/Rising-Tide/Rising-tide-summary
http://www.alzheimer.ca/en/Get-involved/Raise-your-voice/Rising-Tide/Rising-tide-summary

10.

11.

12.

13.

14.

15.

16.

17.

18.

19.

20.

21.

22.

23.

24.

25.

26.

DILLON: CANADIAN DEMENTIA WEBSITES

communication with physicians. Am J Alzheimers Dis Other
Demen. 1997;12(2):73-83.

Byszewski AM, Molnar FJ, Aminzadeh F, et al. Dementia
diagnosis disclosure: a study of patient and caregiver perspec-
tives. Alzheimer Dis Assoc Disorders. 2007;21(2):107-14.
Dupuis S, Smale B. Probing the major concerns and is-
sues encountered by dementia caregivers. Can Nurs Home.
2004;15(1):36—40.

Werezak L, Stewart N. Learning to live with early dementia.
Can J Nurs Research. 2002;34(1):67-85.

Hesse BW, Nelson DE, Kreps GL, ef al. Trust and sources
of health information: the impact of the Internet and its im-
plications for health care providers: findings from the first
Health Information National Trends Survey. Arch Intern Med.
2005;165(22):2618-24.

Diaz JA, Griffin RA, James J, et al. Patients’ use of the Internet
for medical information. JGIM. 2002;17(3):180—85.

Galvin JE, Meuser TM, Boise L, et al. Internet-based dementia
resources : physician attitudes and practices. J Appl Gerontol.
2011;30(4):513-23.

Brodie M, Flournoy RE, Altman DE, et al. Health information,
the Internet, and the digital divide. Health Aff. 2000;19(6):255—65.
Underhill C, Mckeown L. Getting a second opinion: health
information and the Internet. Health Rep. 2008;19(1):65—69.
Powell J, Chiu T, Eysenbach G. A systematic review of
networked technologies supporting carers of people with
dementia. J Telemed Telecare. 2008;14(3):154-56.
Charnock D, Shepperd S. Learning to DISCERN online:
applying an appraisal tool to health websites in a workshop
setting. Health Educ Res. 2004;19(4):440—-46.

Ahmad F, Hudak PL, Bercovitz K, et al. Are physicians ready
for patients with Internet-based health information? J Med
Internet Res. 2006;8(3):e22.

Dee C, Stanley EE. Information-seeking behavior of nursing
students and clinical nurses: implications for health sciences
librarians. J Med Libr Assoc. 2005;93(2):213-22.

Gilmour JA, Scott SD, Huntington N. Nurses and Internet
health information: a questionnaire survey. J Adv Nurs.
2007;61(1):19-28.

Jadad AR, Sigouin C, Cocking L, et a/. Internet use among physi-
cians, nurses, and their patients. JAMA. 2001;286(12):1451-52.
Younger P. Internet-based information-seeking behaviour
amongst doctors and nurses: a short review of the literature.
Health Info Libr J. 2010;27(1):2-10.

Benigeri M, Pluye P. Shortcomings of health information on
the Internet. Health Promot Int. 2003;18(4):381-86.

Berland GK, Elliott MN, Morales LS, et al. Health informa-
tion on the Internet: accessibility, quality, and readability
in English and Spanish. JAMA. 2001;285(20):2612-21.
Anderson KA, Nikzad-Terhune KA, Gaugler JE. A system-
atic evaluation of online resources for dementia caregivers.
J Consum Health Internet. 2009;13(1):1-13.

Seomun G, Lee S, Chang S, Lee S. [An evaluation study of
dementia information providing websites in Korea.] [article
in Korean] J Korean Acad Nurs. 2005;35(3):631-40.

27.

28.

29.

30.

31.

32.

33.

34.

3s.

36.

37.

38.

39.

40.

41.

42.

43.

44,

45.

Experian Hitwise. Top 20 sites and engines. 2011 [cited 2012
January 10]. Available from: http:/www.hitwise.com/ca/
datacenter/main/dashboard-10557.html

Optity. The changing face of SERPs: organic click through
rate. 2011. Available from: http:/www.optify.net/search-
marketing/organic-click-through-rate

Chertkow H, Nasreddine Z, Joanette Y, et al. Mild cognitive
impairment and cognitive impairment, no dementia: Part A,
concept and diagnosis. Alzheimers Dement. 2007;3(4):266—82.
Robillard A. Clinical diagnosis of dementia. Alzheimers De-
ment. 2007;3(4):292-98.

Bocti C, Black S, Frank C. Management of dementia
with a cerebrovascular component. A/zheimers Dement.
2007;3(4):398—403.

Jacova C, Kertesz A, Blair M, et al. Neuropsychological
testing and assessment for dementia. A/lzheimers Dement.
2007;3(4):299-317.

Chow T. Structural neuroimaging in the diagnosis of demen-
tia. Alzheimers Dement. 2007;3(4):333-35.

Fisk JD, Beattie BL, Donnelly M, et al. Disclosure of the
diagnosis of dementia. Alzheimers Dement. 2007;3(4):404-10.
Hogan DB, Bailey P, Carswell A, et al. Management of mild
to moderate Alzheimer’s disease and dementia. Alzheimers
Dement. 2007;3(4):355-84.

Hsiung G-YR, Sadovnick AD. Genetics and dementia: risk
factors, diagnosis, and management. Al/zheimers Dement.
2007;3(4):418-27.

Gruffydd E, Randle J. Alzheimer’s disease and the psychosocial
burden for caregivers. Community Pract. 2006;79(1):15—-18.
Cloutterbuck J, Mahoney DF. African American dementia
caregivers: the duality of respect. Dementia. 2003;2(2):221-43.
Milne A, Wilkinson H. Working in partnership with users in
primary care: sharing a diagnosis of dementia. J Integrated
Care. 2002;10(5):18-25.

Lampley-Dallas VT, Mold JW, Flori DE. African-American
caregivers’ expectations of physicians: gaining insights into
the key issues of caregivers’ concerns. J Natl Black Nurses
Assoc. 2005;16(1):18-23.

Foreman P, Gardner IL, Davis S. Multidisciplinary memory
clinics: what is important to caregivers and clients? Int J
Geriatr Psychiatry. 2004;19(6):588—89.

Gagliardi A, Jadad AR. Examination of instruments
used to rate quality of health information on the internet:
chronicle of a voyage with an unclear destination. BMJ.
2002;324(7337):569-73.

Charnock D, Shepperd S, Needham G, ef al. DISCERN: An
instrument for judging the quality of written consumer health
information on treatment choices. J Epidemiol Community
Health. 1999;53(2):105-11.

Griffiths K, Christensen H. The quality and accessbility of
Australian deprsesion sites on the World Wide Web. Med J
Aust. 2002;176(Suppl):S97-S104.

Moody EM, Clemens KK, Storsley L, ef al. Improving on-line
information for potential living kidney donors. Kidney Int.
2007;71(10):1062—70.

CANADIAN GERIATRICS JOURNAL, VOLUME 16, ISSUE 1, MARCH 2013


http://www.hitwise.com/ca/datacenter/main/dashboard-10557.html
http://www.hitwise.com/ca/datacenter/main/dashboard-10557.html
http://www.optify.net/search-marketing/organic-click-through-rate
http://www.optify.net/search-marketing/organic-click-through-rate

46.

47.

48.

49.

DILLON: CANADIAN DEMENTIA WEBSITES

Barnes C, Harvey R, Wilde A, et al. Review of the quality
of information on bipolar disorder on the internet. Aust N Z
J Psychiatry. 2009;43:934—-45.

Morel V, Chatton A, Cochand S, ef al. Quality of web-
based information on bipolar disorder. J Affect Disord.
2008;110(3):265—609.

Ademiluyi G, Rees CE, Sheard CE. Evaluating the reli-
ability and validity of three tools to assess the quality of
health information on the Internet. Patient Educ Couns.
2003;50(2):151-55.

Griffiths KM, Christensen H. Website quality indicators for
consumers. J Med Internet Res. 2005;7(5):e55.

50. Charnock D. The DISCERN Handbook. Oxford, UK: Rad-
cliffe Medical Press Ltd; 1998. [cited 1 May 2011]. Available
from: http:/www.discern.org.uk/discern.pdf

51. Health On the Net Foundation. 2011. [accessed 9 January
2012]. Available from: http://www.hon.ch

52. White MH, Dorman SM. Online support for caregivers.
Analysis of an Internet Alzheimer mailgroup. Comput Nurs.
2000;18(4):168—76; quiz 77-79.

Correspondence to: Dallas P. Seitz mp, Department of
Psychiatry, Providence Care — Mental Health Services, 752
King Street West, Kingston, Ontario, K7L 4X3 Canada
E-mail: seitzd@providencecare.ca

CANADIAN GERIATRICS JOURNAL, VOLUME 16, ISSUE 1, MARCH 2013


http://www.discern.org.uk/discern.pdf
http://www.hon.ch
mailto:seitzd@providencecare.ca

