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PURPOSE OF THIS GUIDE

The Parent Diabetes Distress Scale (Parent DDS) is a brief 

screening survey for parents of adolescents with type 1 

diabetes (T1D). Adolescents with T1D and their parents 

can experience emotional distress due to the daily 

burdens and responsibilities of managing diabetes. As 

a medical professional caring for young people with 

T1D, you want to have resources available to help the 

adolescents and parents you care for. The purpose of this 

guide is to demonstrate how the Parent DDS can be easily 

implemented into your clinical practice, and how using the 

Parent DDS can lead to improved care of your patients.
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WHY  
DO DIABETES CARE PROVIDERS USE A 

DIABETES DISTRESS QUESTIONNAIRE  

WITH YOUTH AND THEIR CAREGIVERS? 

The chronic nature of type 1 diabetes and the daily 
tasks that are required to manage it can lead to 
emotional distress in teens with diabetes and in their 
parents. Parents experience their own diabetes-
specific emotional distress related to managing 
and monitoring their child’s demanding medical 
regimen on a daily basis. It is common for parents 
to worry about their child’s health, including worries 
about severe hypoglycemia or more long-term 
medical complications down the road. Sometimes 
this distress can impact a parent’s relationships with 
their spouse or partner, with their other children, and 
even with their work colleagues. 

Adolescence is also a time for increased 
independence and responsibilities, and parents 
of teens with diabetes have the especially 
challenging task of determining when and how 
to transfer more diabetes-specific responsibility to 
their child, while maintaining the right amount of 
support and monitoring. Research has found that 
as children move through the teen years they tend 
to take on more diabetes responsibilities; however, 

they also tend to reduce their diabetes self-care 
behaviors, resulting in worse diabetes control. This 
can cause significant distress and worry in their 
parents. This distress can impact their ability to 
collaborate with their teen effectively, which results 
in conflict in the relationship. Diabetes distress in 
parents is also related to the emotional health of 
parents and their child with diabetes. Research 
has shown that many parents experience anxiety 
and depressive symptoms when their child is 
diagnosed and these concerns can persist even 
after living with diabetes for some time. Diabetes 
related distress in parents has also been associated 
with a reduction in parent’s sense of confidence 
in managing their child’s diabetes effectively, and 
with poor diabetes health outcomes in the child.

There is a large body of literature that assesses the 
relationship between diabetes distress and key 
diabetes outcomes, highlighting the importance 
of assessing distress. Diabetes-specific emotional 
distress comes from negative emotions (frustration, 
hopelessness, fear, burnout, anger, exhaustion, 
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guilt, worry, out-of-control) that arise from living with 
and managing diabetes. Distress is often related 
to concerns about complications, hypo- and 
hyperglycemia, the financial burden of diabetes, 
and the impact of diabetes on family and work. 

Unlike depression, distress is not a psychiatric 
condition. The key symptoms of depression are 
depressed mood (irritability for teens) almost all 
day, nearly every day and experiencing marked 
diminished interest or pleasure in all or almost 
all activities, most of the day, nearly every day. 
It is important to distinguish between distress 
and depression. For example, diabetes distress 
is a better predictor of glycemic control than 
depression.1–4 Moreover, high levels of distress are 
associated with high levels of diabetes-specific 
family conflict.4–5 The relationship between parent 

distress and youth outcomes has been assessed, as 
parent distress is associated with adolescent A1c6–7 
as well as teen self-efficacy.3

The first step in addressing these possible 
challenges is to identify the symptoms of diabetes 
distress in parents. This can be done with the Parent 
Diabetes Distress Scale (Parent DDS). Regular 
screening for diabetes distress in parents and 
caregivers can help identify individuals who may 
benefit from additional resources and support. 
Support may involve the opportunity for the parent 
to share difficult aspects of caring for their child 
with diabetes. Support can also involve problem 
solving in order to minimize some of the burdens. 
Some families may also benefit from support from  
a mental health provider.

WHAT IS THE PARENT DDS? 
The Parent Diabetes Distress Scale is a screening tool 
used to assess the emotional burdens and worries that 
parents of teens with type 1 diabetes experience. 

The survey takes approximately 5 minutes to 
complete and it has been validated for use with 
parents of teens with type 1 diabetes. It was 
developed from focus groups consisting of parents 
and health care providers in order to assess the 
full spectrum of areas of distress that parents 
experience related to diabetes. The scale contains 
20 items and parents respond to each item by 
indicating their level of agreement. The responses 
are summed and total scores are provided to 
indicate the level of diabetes distress. There are four 
subscales or topics embedded in the Parent DDS.
 
 

• Distress about self. This subscale includes 8 items 
related to worry about the parent’s own quality 
of life. An example item is: “Feeling diabetes is 
taking up too much of my mental and physical 
energy every day.”  

• Distress about teen. This subscale includes 6 
items related to worries about the teen’s self-
management of diabetes. An example item is: 
“Worrying about my teen’s low blood sugars 
when he/she is away from home.”  

• Distress about relationship with teen.  
This subscale includes 4 items related to worries 
about diabetes specific conflict with the teen.  
An example item is: “Feeling that my teen  
and I just don’t work well together when it  
comes to diabetes.” 
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• Distress about teen’s healthcare team. This 
subscale includes 2 items related to worries about 
the diabetes care and treatment their child is 
receiving. An example item is: “Worrying that my 
teen doesn’t get all of the expert medical help 
he/she needs.” 

By using this scale to evaluate the level of diabetes 
distress that parents experience, health professionals 
may gain insight on how to work collaboratively 
with the families they care for and may recommend 
management strategies or counseling services that 
will benefit the entire family.

WHO SHOULD COMPLETE  
THE PARENT DDS? 
This screening tool is appropriate for use with any 
parent or caregiver of a teen with type 1 diabetes. 

WHEN SHOULD THE PARENT DDS BE USED? 
The Parent DDS was designed to be completed 
by parents or caregivers in the waiting room at 
their child’s diabetes appointment, or it can be 
completed by the parent at home before or 
after the child’s diabetes care visit. The Parent 
DDS was designed to be a conversation starter 
to help diabetes providers learn more about 

the family dynamics that may be affecting 
diabetes management. The tool can be used 
by a variety of health care team members 
including physicians, physician assistants, nurses, 
nurse practitioners, certified diabetes educators, 
psychologists, and social workers. 

WHERE AND HOW SHOULD THE PARENT DDS  
BE ADMINISTERED? 
The Parent DDS can be accessed online at 
http://diabetesparents.org. This is an encrypted, 
anonymous free tool. Parents will be instructed to 
complete demographic information before they 
are taken to the actual screener. Providing the 
Parent DDS on tablet computers for parents to 

use in the clinic is ideal as the online application 
automatically scores the Parent DDS. Users will 
need approximately 5 minutes to complete the 
survey. Paper versions can also be used, but will 
require manual scoring.

SCRIPT FOR FRONT OFFICE STAFF 
For parents who complete the scale at their child’s 
diabetes appointment, designated members of the 
front office staff can briefly explain the scale use 
and its purpose. 

Staff might consider using the following script: 
“ We are asking parents to complete a brief 

questionnaire to understand what parts of 
diabetes are the most difficult for families 
coming to our clinic. Your answers will help 
your child’s diabetes team know the aspects 
of diabetes that are especially distressing for 
you and your family, so that they can provide 
specific recommendations and support.”



HOW DO I SHARE  
THE RESULTS WITH PATIENTS? 
When a parent or caregiver takes 
the screening test electronically, 
the results are instantaneous. At 
the end of the process individuals 
receive feedback on their levels 
of distress in each of the four 
domains measured. Scores will 
indicate Low, Moderate or High 
distress in each domain. At the 
end of the scale, each domain 
will be presented individually 
and then the participant will see 
a summary page with all four 
scores represented. An example 
is on the right.

At the end of this summary 
screen, there is an opportunity for 
the participant to click a button 
that will PRINT the scores. If you 
instruct your office team to print 
this report, you will then receive 
a summary screen report of the 
distress as reported by the parent 
of the person with diabetes.

Following the summary screen, 
there is more content that shows 
a graphical representation of 
the areas that contribute to the 
parent’s distress. The information 
on this screen can help you start 
a conversation with your patients’ 
parents about what they can do 
to reduce distress.

Summary 

Distress About Me:  Moderate 

This points to a significant problem that is worthy of your attention.  We have learned that 45% of parents report 
as you did, moderate levels of distress about me.  Also, for your interest, only 8% of parents reported high 
distress about me, and 52% of parents reported low distress about me. 

Low Moderate High 

Distress About My Teen: Moderate 

This points to a significant problem that is worthy of your attention.  We have learned that 50% of parents report, 
as you did, moderate levels of distress about my teen.  Also, for your interest, only 10% of parents reported 
high distress about my teen, and 40% of parents reported low distress about my teen.

Low Moderate High 

Distress About My Relationship With My Teen: Moderate 

This points to a significant problem that is worthy of your attention.  We have learned that 33% of parents 
report, as you did, moderate levels of distress about my relationship with my teen.  Also, for your interest, only 
11% of parents reported high distress about my relationship, and 56% of parents reported low distress.

Hypoglycemia: Moderate 

This suggests that distress about your partner's risk for hypoglycemia is a significant problem for you. We have learned 
that 14% of partners report, as you did, moderate distress about this issue. For your interest, low distress about this 
issue is reported by 78% of partners, while the other 8% report high distress. 
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Parent DDS scores indicate the level of diabetes 
distress. The distress levels are categorized as High 
(red), Moderate (yellow), or Low (green). Distress 

level categorization was achieved through analysis 
of Parent DDS results by hundreds of parents of 
teens with type 1 diabetes.

HIGH DISTRESS SCORES
If the parent or caregiver reports high levels of 
diabetes distress, there is reason for concern and 
potential intervention or referral to a psychological 
care provider (e.g., psychologist, clinical social 
worker, counselor).

You may consider these talking points: 
“ Thank you for completing the Parent Diabetes 
Distress Scale. It looks like your distress levels are 
high overall and are highest in these categories: 
(you can talk about the subscale scores here). 
Diabetes distress can make it harder to take 
care of diabetes and it can put a strain on your 
relationship with your teen. Today, we can talk 
about some areas of diabetes that cause distress 
and try to come up with some solutions together, 

but I would also recommend that you consider 
talking with a psychologist or counselor who has 
experience in diabetes. It may also be beneficial 
for you and your teen to attend counseling 
together in order to learn ways to address the 
distress as a team. I can help with referrals.”

It is important that you or someone in your office 
provide a referral. If you have a psychologist or 
social worker in your clinic, you may refer directly 
to your colleague. There are some clinics and 
communities that do not have counselors with 
experience working with people with diabetes 
and their families. If that is the case, referral to a 
counselor in the community is still a better option 
than no referral.

WHAT  
DO THE RESULTS MEAN? 



MODERATE DISTRESS SCORES 
Scores in the moderate range indicate distress 
levels are elevated, but may not be to the 
degree that there is a large impact on diabetes 
management. You may wish to say: 

“ Thank you for completing the Parent Diabetes 
Distress Scale. It looks like your distress levels are 
somewhat higher than the average parent, and 
are highest in these categories: (you can talk 
about the subscale scores here). Diabetes distress 
can make it harder to take care of diabetes and 
it can put a strain on your relationship with your 

teen. Today, we can talk about some areas of 
diabetes that cause distress and try to come up 
with some solutions together, but you and your 
family may also find it helpful to meet with a 
psychologist or counselor for ongoing support.  
I can help with referrals.” 

It is important that you or someone in your office 
provide a referral. If you have a psychologist or 
social worker in your clinic, you may refer directly 
to your colleague.

LOW DISTRESS SCORES 
Individuals with scores in this range are not in 
danger of diabetes distress. For these individuals, 
you may wish to say:

“ Thank you for completing the Parent Diabetes 
Distress Scale. It looks like your distress levels are 

low, which is great news. Diabetes distress can 
make it harder to take care of diabetes and it 
can put a strain on your relationship with your 
teen so I recommend we check in on distress 
levels periodically moving forward.”

RESOURCES FOR CLINICIANS
It may be helpful to talk about one or all of the distress areas when 
parents present moderate or high distress levels. These targeted 
conversations can be helpful in discussing why a referral to a 
psychologist or counselor might be beneficial.

HOW TO SHARE RESULTS  
WITH OTHER CLINICIANS 
It may be helpful to share the results of the Parent Diabetes Distress 
Scale with additional health providers who treat your patient. Once 
you receive a signed release form from parents you can send the 
results via electronic medical records or by faxing a letter.  
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Content on the next two pages (10, 11) may be reproduced and distributed to parents of teens.

SCIENTIFIC SUPPORT FOR THE PDDS
Hessler, D., Fisher, L., Polonsky, W., Johnson, N. 
(2016). Understanding the Areas and Correlates of 
Diabetes-Related Distress in Parents of Teens With 
Type 1 Diabetes, Journal of Pediatric Psychology. 
41(7), 750–758.

Johnson, N. and Melton, S. (2014). Perspectives 
on Life with a Child with Diabetes, Journal of 
Ethnographic and Qualitative Research, 9, 112–120.

Polonsky, W., Fisher, L., Hessler, D., and Johnson, N. 
(2016). Emotional Distress in the Partners of Type 1 
Diabetes Adults: Worries About Hypoglycemia  
and Other Key Concerns. Diabetes Technology  
& Therapeutics, 18(5), 292–297.

Johnson, N. & Melton, S. (2015). Life as a Diabetes 
Detective: Spousal Perspectives on Life with a Partner 
with Type 1 Diabetes. PLAID. Vol. 1, Issue 2, 32–39. 

MARKETING RECOMMENDATIONS FOR THE PDDS
Using the Parent DDS in your clinic can be 
extremely positive. By marketing the use of this 
tool in your practice, you are communicating that 
your practice is focused on the total picture of the 
child with diabetes. Sensitivity to family dynamics 

is a unique selling point. People with diabetes 
seek health care providers who understand the 
challenges of living with diabetes. Understanding 
their family dynamics and helping families succeed 
together with diabetes is something to promote!

ADDITIONAL DIABETES MEASURES FOR YOUTH AND FAMILIES
In addition to the Parent DDS, there are other 
validated screening tools of parent/caregiver 
diabetes-specific emotional distress. These include: 

1.  Problem Areas in Diabetes—Parent of Teen 
Version (P-PAID-T) and Parent of Child Version 
(P-PAID-C). The 18 item P-PAID-T is a measure of 
diabetes-specific emotional distress for parents of 
teenagers (ages 12–18). The 21 item P-PAID-C is a 
measure of diabetes-specific emotional distress 
for parents of children (ages 8–12). The measures 
have shown good internal reliability and validity. 
Higher scores on these measures have been 
associated with higher A1C in teens and children, 
higher diabetes family conflict, and lower parent 
report of child diabetes self-care skills. For more 
information about these measures, you can 
email Dr. Jill Weissberg-Benchell: JWBenchell@
luriechildrens.org

2.  Problem Areas in Diabetes Survey—Parent 
Revised version (PAID-PR)—This 18-item measure 
of diabetes distress has been validated for use 
with parents of children (ages 8–17). The PAID-PR 
has shown good reliability and validity. Higher 
scores on the PAID-PR have been associated 
with more frequent blood glucose monitoring 
by the parent, higher A1c levels in the child, 
greater diabetes family conflict, and lower parent 
perceived quality of life in the child. For more 
information about this measure, you can email  
Dr. Lori Laffel: Lori.Laffel@joslin.harvard.edu



TIPS FOR PARENTS OF TEENS  
WITH TYPE 1 DIABETES: 
THREE IMPORTANT FACTS EVERY  

PARENT SHOULD KNOW

1.     THE IMPORTANCE OF COMMUNICATION  
AND TEAMWORK

As children move through adolescence, they 
seek out more independence and they become 
more focused on their peer relationships. This 
causes them to spend more time away from 
home, making the task of monitoring diabetes 
management a challenge for parents. While 
teens take on more independence, they still need 
significant support from their parents, especially 
when it comes to diabetes. It can be difficult for 
parents to know how much responsibility to give 
to their teen and the right balance of support 
and monitoring to provide them. When teens feel 
their parents are focusing too much on diabetes 
and when parents feel concerned that their teen 
is not doing enough to manage their diabetes, 
conflict occurs. While there is not a simple solution, 
there are actions that parents can take to reduce 
conflict and improve communication, while 
allowing the teen to gain more independence 
with diabetes management. It helps to approach 
the issue together and to develop a plan with 
the teen’s diabetes providers about how to 
gradually transition to more responsibility. It is also 

recommended that parents encourage their teen 
to ask for help when struggling or when a mistake 
has been made. Parents should encourage their 
teen to communicate with them about diabetes 
management challenges in order to be ready to 
provide support. 

It is also important for parents to focus on the many 
regular, everyday things that encompass their 
teens’ lives rather than always making diabetes the 
focus. Teens can feel like diabetes is taking over 
every aspect of life, which is why they need to be 
reminded that their diabetes does not define them 
or their relationship with their parents. It also helps 
for parents to pay attention to their tone of voice 
when discussing diabetes topics with their teen. 
For example, parents do not want their attitude 
and tone to be any different than how they would 
talk about the many other aspects of their teen’s 
life. When diabetes-specific conflicts come up, it is 
recommended that parents discuss these concerns 
as a family and with their teen’s diabetes team. 
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2.    TEENS DO NOT THINK THE SAME WAY ADULTS DO
The part of the brain that is responsible for 
decision-making and planning is still forming 
during the teen years, which is why teens still 
need significant parental support for diabetes. It 
is recommended that parents step in early when 
they observe their teen struggling, and without 
showing disappointment in them. Diabetes care 
takes the whole family. 
 

Teens are much more focused on the present, 
which means they may appear less concerned 
about diabetes-related health problems down 
the road. This can be especially worrisome for a 
parent. It can be helpful for parents and healthcare 
providers to support the teen in identifying the 
benefits of daily diabetes tasks on their current 
lives (e.g., daily mood, energy level for sports or 
extracurricular activities, and ability to focus in 
school). This approach can be a better motivator 
than reminding them of future health complications.

3.    PERFECTION IN DIABETES IS NOT POSSIBLE 
It is important for parents to remember that blood 
sugar numbers are merely data and they should 
never be described as good or bad. They only 
show the individual’s blood sugars at one moment 
in time and it is impossible to have “perfect,” in 
target, blood sugars all the time. It is very important 
that parents not react to blood sugar numbers with 
emotions and that they do not allow blood sugar 
numbers to become associated with negative 
feelings. When that happens, teens may become 
less willing to share their blood sugar results with 

their parent and they are much less likely to ask for 
support in managing out of range numbers when 
they need it. Rather than expecting perfection or 
showing frustration and worry about blood sugar 
numbers, it is recommended that parents praise 
their teen for completing their diabetes tasks. When 
a number is out of range the focus should be on 
how to fix it. This kind of parental approach can 
help the teen become a calm and solution-focused 
problem solver when they move towards adulthood 
and take on more diabetes responsibilities. 

4.    RESOURCES FOR PARENTS ARE AVAILABLE
Parenting a teen with diabetes comes with unique 
challenges that can contribute to distress and 
worry. There are supports available in the diabetes 
community that can allow parents to connect with 
one another and exchange ideas and solutions 

for different challenges that frequently arise. It is 
recommended that parents talk to their diabetes 
team about the supports available to them both 
locally and online.
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