Patients as Partners: Managing High Blood Pressure

High Blood Pressure Management,
Adherence, Attitudes and Health
Behavior Instrument
Last fall, close to 500 of you who are living with hypertension
took part in an Open Research Exchange (ORE) questionnaire.
You worked with our research partner Tamara Kear, Ph.D. R.N.,
CNS, CNN from Villanova University to improve a health measure
called the High Blood Pressure Management, Adherence,
Attitudes and Health Behavior Instrument. (Wow! That’s a
mouthful.) Thank you to everyone who took part! This is your
data, and your feedback, doing good.

Which communities took part?
Many of you list hypertension as a condition on PatientsLikeMe,
even if it’s not your primary diagnosis.
Primary Condition:

21%

Fibromyalgia

12%

Hypertension

About health measures and the
High Blood Pressure Management,
Adherence, Attitudes and Health
Behavior Instrument
Health measures and patient reported outcomes
(PROs) are tools that researchers use to get a better
understanding of your experiences with a
condition and assess quality of life in ways that
matter to you. Tamara’s measure can help patients
like you and your practitioners work better
together to get blood pressure under control as a
team.
Why use ORE? PatientsLikeMe’s ORE platform gives
you - the patient - the chance to not only check an
answer box, but also share your feedback on each
question in a researcher’s health measure. You can
tell our research partners what makes sense, what
doesn’t and how relevant the overall tool is to your
condition. It’s all about collaborating with you as
partners to create the most effective tools for
measuring disease.

What was the gender breakdown?
10%

Diabetes type 2

Male
9%

Multiple sclerosis

4%

Kidney transplant

4%

Rheumatoid arthritis

3%

Parkinson’s disease

2%

Epilepsy

2%

Systemic lupus erythematosus
Major depressive disorder
Human immunodeficiency virus

2%
2%

29%

Female

32%
68%

Other
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A note from Tamara
“High blood pressure is known as the ‘silent
killer’ because most people living with this chronic
condition do not have symptoms. Uncontrolled high
blood pressure increases a person’s risk for stroke,
cardiovascular disease, aneurysms and kidney failure.
Some of you asked us ‘What are the symptoms of high
blood pressure?’ and ‘I am not sure what the symptoms
of high blood pressure might be.‘
So let’s answer that question. Symptoms of high blood
pressure often do not occur until the blood pressure is
dangerously high and complications have started to
occur. Such symptoms may include severe headaches,
blurry vision, fatigue, nose bleeding, dizziness, seizures
and facial flushing. These conditions require prompt
medical care.”

68%

In the past four weeks,
how would you rate the severity
of your high blood pressure?

18%
10%

Not severe

Mildly
severe

Moderately
severe

3%

1%

Severe

Exteremely
severe

Working with your health team
to manage high blood pressure

Managing high blood pressure
at home

Over 93% of you reported that when your health team
checked your blood pressure during an office visit, they
shared the results with you. Some of you had to ask for
the data and others said you did not have to ask. Almost
everyone (94%) felt it was important to know this
reading from the doctor’s office visit. Here’s what you told
us about working with your doctor and nurse:

Several questions focused on the way you manage blood
pressure at home. Over 61% of you monitor your blood
pressure at home and nearly 40% record the home
reading in a logbook or on your smartphone. You also
revealed monitoring your blood pressure at home had
health benefits:

I feel my health is
improved because
I monitor my blood
pressure at home.

My health team provides info that helps me
manage my blood pressure at home.

24%

43%

26%

22%
16%
11%

14%

13%

14%

13%
4%

None
of the
time

A little bit
of the
time

Some
of the
time

A good bit
of the
time

Most
of the
time

All
of the
time

Strongly
disagree

Disagree

Neutral

Agree

Strongly
agree
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Taking high blood pressure medication
95% of you reported taking a medication to help control your high blood pressure. And many questions in the survey
focused on adherence (i.e., if you take your medication as prescribed). Here’s what you helped uncover:
Taking my blood pressure medication is part of
my daily routine.

77%

2%

I am taking the right dose of medication to
control my high blood pressure.

32%

42%

22%

73%

I feel better when I take my high blood pressure
medication.

31%
3%

My blood pressure medications interact with
other medications I am taking.

28%

5%

When I have a side effect from my blood
pressure medication, I feel like my doctor or
nurse listens to my concern.
Agree

3%

22%

1%

Taking every dose of my high blood pressure
medication is important to me.

Strongly agree

3%

16%

36%

37%

1%

5%

26%

31%

4%

29%

33%

26%

3%

6%

1%
Strongly disagree

Disagree

I don’t know

Does not apply to me

Health behaviors and high blood pressure
The questionnaire also asked about health behaviors that can impact high blood pressure. They might include taking the
prescribed medications, controlling your stress, limiting your intake of salty foods and alcohol, and not smoking. Here’s what
we found:
I followed a low salt diet to control my
blood pressure.

17%

I followed a low-fat or weight-loss diet to assist
in blood pressure control.

10%

I use website, TV programs, the news,
newspaper articles, magazines, or pamphlets to
obtain information on high blood pressure.

5% 5%

I participated in activities to reduce or limit my
stress to help lower my blood pressure.

9%

I paid attention to the amount of blood pressure
medicine I had in the bottle(s) and made sure I
got it filled before it ran out.

Most of the time

17%

11%

9%

13%

16%

24%

11%

18%

15%

22%

27%

20%

74%

11%

16%

13%

22%

28%

33%
2%

16%

3%

I brought the medications I take for high blood
pressure when I was away from home for dinner,
an event, or overnight trip or vacation.
All the time

28%

78%

10%

9%
1%

A good bit
of the time

Some of the time

A little bit
of the time

None of the time

3

Patients as Partners: Managing High Blood Pressure

White coat syndrome is real
Wait. What is that? White coat syndrome happens when people have higher than normal blood pressure
in a clinic or doctor’s office setting compared to their home. You told us it exists in your own words!

“My blood pressure was quite
high in the office but not at
home.”

“I have anxiety in the waiting
room….that increases my blood
pressure.”

“Knowing this, it’s worth monitoring your blood pressure
results at home and sharing what you discover with your
health team. It is important to remember hard work, good
communication and positive health behavior choices will
be beneficial as you manage this common chronic
condition. And know that you’re not alone. High blood
pressure impacts 30-40% of the global population.”

“My blood pressure is always
higher at the doctor’s office
because I get really stressed.”

“I have been diagnosed with white
coat syndrome. I wore a monitor
for 24 hours and it was regular.”

More about PatientsLikeMe’s Open Research Exchange
With support from the Robert Wood Johnson Foundation, PatientsLikeMe launched the Open Research Exchange (ORE) in
2013 so that researchers, clinicians, academics and patients can collaborate to put patients at the center of the clinical
research process. ORE is the hub where we can work together to develop new health outcome measures and increase our
collective understanding of disease—faster than ever before.
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